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Find us on Facebook ‘Scleroderma Association of NSW’   

DATES FOR SUPPORT GROUP MEETINGS 2020

Saturday 23rd May
Saturday 27th June
World Scleroderma Day & Seminar - Club York (Bowlers Club NSW)

Saturday 25th July
Saturday 22nd August 
Saturday 26th September
Saturday 24th October 
Saturday 28th November
AGM & Christmas Party - Bowlers Club NSW

The meetings are held at 12 noon at our NEW Location
Eternity Café 827-839 George Street Sydney
(The Grand Concourse Central Station)

JOAN’S STORY & HARRISON’S STORY

OUR OFFICE DETAILS

Your Scleroderma Association of NSW subscribes to publications, Scleroderma Foundation
of USA. The Raynaud's and Scleroderma Assoc. of United Kingdom. Scleroderma Assoc. 
is an associate member of Australian Society of Medical Research. 

Scleroderma Association of NSW Inc. in no way endorses any of the medication or 
treatments reported in this newsletter. The information is intended only to keep you 
informed. We strongly advise that you consult your Doctor regarding treatments 

which may interest you. 

DONATIONS The Scleroderma Association of New South Wales thanks everyone for their generosity in 

Donations are tax deductible for Income purposesto Scleroderma New South Wales Tax 

Please complete and return this to Scleroderma NSW, P.O Box 227, Ashfield, NSW 1800section  

We thank you for your donations of $

Name

Address

Telephone

Email

OR      Cheque - Please find enclosed my 
cheque made payable to Scleroderma 
Association of NSW

OR      EFT - Reference is your surname. Made payable 
to Scleroderma NSW Inc. Bank ANZ BSB 012215
Account 243520617

donating to our Association. I also wish to acknowledge the support of the committee and volunteers, 
without whom we could not continue to operate. 

The new venue for our monthly Support Group Meetings will be at Eternity Café 827-839 George Street 
Sydney (The Grand Concourse Central Station). The Cafe is opposite the Concourse Central Station which is 
easy to reach and very accessible. We welcome members, family and friends to our meetings. All meetings 
start at 12 noon on dates seen on cover page.

More info on Café - Breakfast, Wheelchair Accessible, Full Bar Available, Gluten Free Options, Vegetarian Friendly,
Lunch Menu, Table booking for Groups, Table Reservation Not Required, Group Bookings Available, Wifi, Vegan Options,
Brunch, Desserts and Bakes, Nightlife, Indoor Seating, Available for Functions, Kid Friendly

Support Groups Update - NEW Meeting Place 

The Scleroderma Association of NSW Inc.
Office address Suite 15 Level 6-8 Holden Street
Ashfield NSW 2131
Mailing address PO Box 227 Ashfield NSW 1800
Phone 02 9798 7351     Email sclerodermansw@tpg.com.au
Web sclerodermansw.org.au

CORONA VIRUS PROTOCOLS

Stephen, Trish, Kylie, Tamara & Andrew
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Posted on  by  September 7, 2013 lei�s23
h�ps://invisibleillnessba�le.wordpress.com/2013/09/07/6-things-
about-chronic-pain-you-didnt-know-you-knew/

Chronic pain isn't just constant pain, though that would 
be more than enough for anyone to handle, the truth is 
chronic pain always brings friends. These added 
challenges are obvious, but rarely taken into 
consideration by “healthy” people.  Remembering that 
like all bullies chronic pain travels with a gang can help 
to better understand the life of someone in chronic pain.

Pain is exhausting.  We have all had a bad headache, a 
twisted knee, or a pulled muscle, and by the end of the 
day it is a monumental effort just to read the mail.  You 
may not have consciously realized it, but the pain that 
has relentlessly nagged you throughout the day has 
drained you as bad as any flu.  Even when you try to 
ignore pain it will stay in the back of your mind, 
screaming for attention, draining away all of your 
energy. With chronic pain this is amplified because it 
isn't just one day, it is months or even years of 
struggling to live with this very demanding monkey on 
your back.  I'm tired just thinking about it.

Pain causes poor sleep.  You would think that after a 

long day of fighting with constant pain sleep would be a 

great reprieve.  Unfortunately, this is just a dream (pun 

intended).  First chronic pain can make it hard to get to 

sleep and stay asleep.  The pain will pull you right out of 

deep sleep.  Many pain patients take medications to 

sleep, because sleep is vital to your health, chronic 

pain, or no.  Even when you do sleep, the pain signals 

continue to your brain and can cause sleep to be 

broken, restless, and oddly enough, exhausting.

Pain makes you cranky.  Chronic pain sufferers aren't 
(all) just cranky buggers by nature.  Pain drains you 
physically and mentally.  When you are in pain even the 
simplest things feel overwhelming and people tend to 
react accordingly.  You may have only asked your 
chronic pain spouse if they would like to go to a movie, 
but in their head they have considered if they can sit 
still that long, how much medication it would require, if 
they have the energy, if they will stay awake through 
the movie, how high their pain is now and how it might 
increase, if they go will it make getting through 
tomorrow harder, and most importantly, given all this, 
will it be any fun.  They didn't grouch at you for the fun 
of it, pain just makes it very hard to remember that 
everyone else is coming from a totally different 
perspective, where a movie is just, well, a movie.

Pain kills your concentration. Most chronic pain patients 

fight like crazy to live a normal life.  They try to ignore 

the pain and go about their days, but it's just not that 

easy.  Even when you ignore pain, push it to the back 

of your brain and focus on, say, work, pain doesn't give 

up.  You can sit at your desk, working on your 

computer, trying to concentrate, while your pain plays 

the part of a toddler desperate for your attention.  Pain 

will poke you, tug at your clothes, spill juice on your 

keyboard, scream your name and try to use your arm 

and leg as practice for the uneven bars.  No matter 

how hard you try to tune it out, part of your brain is 

always processing the pain and it often pulls your 

concentration to terrifyingly low levels.

Pain damages your self esteem.  The pain has made 

you tired, cranky, and killed your concentration.  Being 

exhausted all the time makes everything more of a 

challenge than it should be, your quick temper has 

strained or destroyed once strong interpersonal 

relationships, and your inability to concentrate has hurt 

your job performance.  You can't do what you want to 

do with your time even when you try and it seems like 

everyone is mad or unhappy with you no matter your 

efforts.  Life as you know it is crumbling and all 

because of …you?  Most pain sufferers blame 

themselves for these failings, remembering that they 

used to be able to do everything.  They see chronic 

pain as a sign of weakness or a personal defect that 

they should be able to overcome.  The end result is 

that on top of everything else chronic pain damages 

your self esteem.

Pain causes isolation.  When you're in constant pain the 

last thing you want to do is attend the company party, 

the neighbor's backyard barbecue, or even small 

gatherings with your closest friends and family.  Your 

friends and family are still the light of your life, but the 

physical and mental energy it requires to go out and be 

social can be just too much to handle.  You start to bow 

out of parties and cancel plans, not because you don't 

want to go, but because you just can't.  Eventually 

people stop inviting you, calls to make plans decline, 

and the scary thing is you don't mind.  The pain has 

slowly, but surely, isolated you.

What about you?  What are some effects of pain that 

seem obvious, but aren't?

FROM THE 
PRESIDENT
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CoronaVirus/COVID-19 Tips

·Wash your hands often with soap and 

water for a minimum of 20 seconds or 

regularly use hand sanitisers

·Avoid touching your eyes, nose and 

mouth, as this is the way that the 

infection spreads

·Regularly wipe down surfaces in the home 

with a household cleaning spray or wipe

·Avoid situations where you may be in 

close contact with lots of people e.g. 

public transport, shopping centres

· If you are unwell, please phone your 

GP to discuss your symptoms, or 

your local Public Health Unit in NSW

on 1300 066 055. 

6 Things about Chronic Pain You 
Didn’t Know You Knew
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Every Pilates day was a victory. Every small 
improvement. I fell some more. To be precise, I fell 
four times more.  I learnt how to fall. It hurt, but not 
so much anymore.

I didn't have the strength to run; I could barely walk. 
I didn't stop. I made changes; I adapted. As I 
couldn't run, I couldn't afford to be late, so I took my 
time to walk. As I walked, I understood that there 
are things I can't change. But I can change how I 
approach things, and how they affect me. I adapt, so 
I don't stop.

It was December 2015, and I was doing Pilates three 
times a week, working 10 hours a day. CK under 600. 
17.5 Methotrexate, 30 mg Prednisolone.
It didn't stop me.

When I am received my diagnose - back in 2009, it 
was a bad surprise. I didn't know what Scleroderma 
was, how it would affect my life, what would happen 
to me. After the shock, one thing was sure: 
Scleroderma wouldn't be my life.  My life is bigger 
than Scleroderma. Scleroderma is a part of it, in 
small caps. I deal with Scleroderma daily, and I am 
lucky. My symptoms are mild. Most of my days are 
normal, my normal. I've made my normal life.

It is June 2018. I am in Australia now. CK 240. 5 mg 
Prednisolone. 100 mg Azathioprine. It is cold. Some 
Raynaulds. I do Yoga now. I still improve. I am 
happy. I have support. I learnt.

It wasn't easy. It is a daily exercise. At times, it 
hurts, but I don't fall. I walk.

I have Scleroderma, diagnosed in 2009.
Mild symptoms: Raynaulds, some arthritis and 
calcinosis. For a long time, that was it.
And then I learnt. 

It was the end of 2014, and I was in Barcelona for 
the New Year's. I was tired, more than usual. My 
body was aching; it wasn't working correctly; it was 
heavy and stiff. I was tired after a short walk, and it 
was difficult to move and stand after sitting or laying 
down. I was tired.

It was January 2015, and I was back in London. I 
was still tired. I didn't know what was happening. It 
had never happened before, but I couldn't stop. I 
joined Pilates.

It was morning - rush hour - for those who live in 
London, I was in Liverpool Street.  I was on my way 
to Pilates.  I had my gym bag with me. I fell. I fell on 
my knees, and I didn't have the strength to get up. 
There were a lot of people in there, but only one 
person helped me. It was hard to get up. I went to 
Pilates. My knees were bruised, it hurt. I called my 
doctor. 

At that time, I thought I was doing fine: 5 mg of 
Prednisolone a day. 

My doctor saw me. I didn't know what it hit me, 
apart from me hitting the floor. And that was it: 
Polymyositis, CK levels at 8,800. 50mg of 
Prednisolone a day, and back to the Methotrexate.
It hurt.

My doctor told me: Stop. Take some time off work, 
rest. I decided: I won't stop. The Scleroderma 
wouldn't stop me. So I carry on.

Joan’s Story

Written by Joan 16th July 2018

SCLERODERMA SUPPORT GROUPS AND NETWORKS

If you live in regional NSW, please contact any of the following members for information,
support or just coffee and a chat in your local area!

Dr May Lian Lee - Dermatologist
Proofessor Nick Manolios - Rheumatologist
Professor Les Schrieber - Rheumatologist

Dr Kathleen Tymms - Rheumatologist
Dr Vincent Ho - Gastroenterologist
Dr Helen Englert - Rheumatologist

MEDICAL ADVISORY PANEL

Professor Sam Breit - Immunologist

MANAGEMENT COMMITTEE

Scleroderma Clinics in NSW under ASIG
(Australian Scleroderma Interest Group)

New South Wales JOHN HUNTER, NEWCASTLE
Gabor Major & Glenn Reeves Ph: 02 4921 3000

ROYAL NORTH SHORE Les Schrieber Ph: 02 9926 7351

ST GEORGE SYDNEY Allan Sturgess Ph: 02 9113 2670

ROYAL PRINCE ALFRED Peter Youssef Ph: 02 9515 9337

LIVERPOOL HOSPITAL 
Rheumatology Department Ph: 02 8738 4088

President/Secretary/Public Officer: Marilyn Singer                       
Elizabeth DentenVice President: 

 Yvonne Witts             Treasurer:
Dayle Shafer, Lee Vella, Paul WittsCommittee Members: 

Sandhra Sathurayar & Fran Leaupepe                                    
Stuart GriggAccountant: 

 Clara DiasOffice Admin/Volunteer:

Mudgee - Victoria Barrett 02 6373 3633
Central West Scleroderma Group Orange - Daphne Houghton (Cowra area) 0429 920 421
& Jenny Manning (Orange area) 0407 614 022 or 02 6361 4025
Coffs Harbour - Margaret Hannon 02 6656 1776
Hunter Valley, Central Coast & New England - Autoimmune Resource & Research Centre (ARRC)
02 4921 4095 or arrc@autoimmune.org.au
North West Scleroderma Support Group Tamworth - Lila Neaves 02 6766 2952
Bryron Bay, Ballina & Lismore - Dianne Doueihi 0414 408 723 or 65diane@gmail.com

Help us raise funds for research through
mycause.com.au/start-fundraising

Remember we are interested in hearing from
members, with ideas and suggestions.
Please email your ideas to our office
sclerodermansw@tpg.com.au  
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Further, the researchers found that cells with the 
lymphoma driver mutations accumulated further 
mutations that caused the rheumatoid factors they 
produced to aggregate, or 'clump together', at lower 
temperatures.

"This explains the patients' cryoglobulinemic 
vasculitis, a severe condition that develops in some 
people with Sjögren's syndrome, systemic lupus, 
rheumatoid arthritis, or hepatitis C virus infection. In 
these individuals, rheumatoid factors in the blood 
aggregate at colder temperatures closer to the skin 
and also in the kidneys, nerves, and other organs, 
which damages blood vessels and often proves very 
difficult to treat," says Dr Reed.

New hope for personalised diagnosis and 
treatments

Not only have the research findings uncovered the 
root cause of an autoimmune disease - the ability to 
identify and investigate specific immune cells at such 
resolution has vast potential for future treatments to 
target the cause of all autoimmune diseases.

"In our study, we uncovered specific mutations that 
mark early stages of autoimmune disease. If we can 
diagnose a patient at these stages, it may be 
possible to combine our knowledge of these 
mutations with new targeted treatments for 
lymphoma to intervene in disease progression or to 
track how well a patient is responding to 
treatments," says Dr Reed.

The researchers are now planning follow-up studies 
to investigate mutations of autoimmune cells in a 
range of other diseases, including lupus, celiac 
disease and type 1 diabetes.

"Identifying these rogue immune cells is a significant 
step forward for how we study autoimmune disease 
- and crucially the first step to finding ways to 
eliminate them from the body entirely," says 
Professor Goodnow.

###

This research was supported by the Bill and Patricia 
Ritchie Foundation, the UNSW Triple I Sphere 
Consortium, the Rebecca L Cooper Medical Research 
Foundation, the Croall Foundation and Mergen 
Family, UNSW Sydney, and Australia's National 
Health and Medical Research Council. Professor Chris 
Goodnow holds the Bill and Patricia Ritchie 
Foundation Chair and is Director of the UNSW 
Sydney Cellular Genomics Futures Institute.

"In our study, we uncovered specific mutations that 

mark early stages of autoimmune disease. If we can 

diagnose a patient at these stages, it may be 

possible to combine our knowledge of these 

mutations with new targeted treatments for 

IMAGE: RESEARCHERS DISCOVERED THAT IN 
PATIENTS WITH CRYOGLOBULINEMIC VASCULITIS, 
ANTIBODIES IN THE BLOOD AGGREGATE AT 
COLDER TEMPERATURES CLOSER TO THE SKIN AND 
ALSO IN THE KIDNEYS, NERVES, AND OTHER 
ORGANS, DAMAGING.

CREDIT: DR OFIR SHEIN-LUMBROSO

There are more than 100 different autoimmune 
diseases. But what unites them all is that they arise 
from an individual's own cells - rare and mysterious 
immune cells that target not external viruses and 
bacteria but the body's own healthy organs and 
tissues.

For the first time, a team led by researchers at the 
Garvan Institute of Medical Research have 
pinpointed individual cells that cause autoimmune 
disease from patient samples. They also uncovered 
how these cells 'go rogue' by evading checkpoints 
that normally stop immune cells from targeting the 
body's own tissues.

The findings could have significant implications for 
the diagnosis and treatment of autoimmune disease, 
which affects one in eight individuals in Australia.

"Current treatments for autoimmune disease 
address only the symptoms, but not the cause. To 
make more targeted treatments that address 
disease development and progression, we first need 
to understand the cause," says Professor Chris 
Goodnow, co-senior author of the published work, 
Executive Director of the Garvan Institute and 
Director of the UNSW Sydney Cellular Genomics 
Futures Institute.

"We have developed a technique that allows us to 
look directly at the cells that cause autoimmune 
disease - it's as though we're looking through a new 
microscope lens for the first time, learning more 
about autoimmune disease than was ever possible 
before."

The findings, published in the journal Cell today, are 
part of the visionary Hope Research program.

Tracing autoimmune disease to its origins

Because 'rogue' immune cells are so rare in a blood 
sample - less than one in 400 cells - studying them 
has been a challenge. Analysis to date has at best 

revealed 'averages' of the vast mix of cells in a 
patient's sample, says Dr Mandeep Singh, first 
author of the published paper.

"Using cellular genomics, we developed a method to 
'zoom in' on these disease-causing immune cells in 
the blood samples of four patients with 
cryoglobulinemic vasculitis - a severe inflammation 
of the blood vessels," says Dr Singh.

By first separating individual cells, and then 
separating their genetic material, the researchers 
isolated immune cells that produced 'rheumatoid 
factors' - antibody proteins that target healthy 
tissues in the body and are associated with the most 
common autoimmune diseases, including 
rheumatoid arthritis.

Once isolated, the researchers then analysed the 
DNA and messenger RNA of each of these 'rogue' 
cells, scanning more than a million positions in the 
genome to identify DNA variants that may be at the 
root of disease.

The evolution of autoimmune disease

Through their analysis, the researchers discovered 
that the disease-causing immune cells of the 
vasculitis patients had accumulated a number of 
mutations before they produced the damaging 
rheumatoid factors.

"We identified step-wise genetic changes in the cells 
at the root of an autoimmune disease for the first 
time, tracing an 'evolutionary tree' of how normal 
immune cells develop into disease-causing cells," 
says co-senior author Dr Joanne Reed, who heads 
the Rheumatology and Autoimmunity Group at the 
Garvan Institute.

Remarkably, the researchers found that some of the 
first gene mutations that occurred in these rogue 
cells were known to drive lymphomas (cancerous 
immune cells).

"We uncovered 'lymphoma driver mutations', 
including a variant of the CARD11 gene, which 
allowed the rogue immune cells to evade immune 
tolerance checkpoints and multiply unchecked," 
explains Professor Goodnow, who first hypothesised 
that disease-causing autoimmune cells employ this 
cancer tactic in 2007.

Research pinpoints rogue cells at

GARVAN INSTITUTE OF MEDICAL RESEARCH

 root of autoimmune disease

lymphoma to intervene in disease progression or to 

track how well a patient is responding to 

treatments," says Dr Reed.

The researchers are now planning follow-up studies 

to investigate mutations of autoimmune cells in a 

range of other diseases, including lupus, celiac 

disease and type 1 diabetes.

"Identifying these rogue immune cells is a significant 

step forward for how we study autoimmune disease 

- and crucially the first step to finding ways to 

eliminate them from the body entirely," says 

Professor Goodnow.

###

This research was supported by the Bill and Patricia 

Ritchie Foundation, the UNSW Triple I Sphere 

Consortium, the Rebecca L Cooper Medical Research 

Foundation, the Croall Foundation and Mergen 

Family, UNSW Sydney, and Australia's National 

Health and Medical Research Council. Professor Chris 

Goodnow holds the Bill and Patricia Ritchie 

Foundation Chair and is Director of the UNSW 

Sydney Cellular Genomics Futures Institute.

Continues from page 6
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Harrison but our whole family, we decided on 

Autologous Transplant. 

There is bit of a process to harvest your cells from 

your body which includes medication to grow extra 

cells, insertion of a line into your groin to harvest 

them out, hickman line inserted, testing to be done. 

It was a very successful harvest and Harrison's 

batted body produce a record number of cells.
thOn 25  September 2018 Harrison lost his first tooth 

and got his stem cells back, it was an exciting day 

but was very nervous about the risks involved which 

can include visits to ICU and the risks of dying.

Every day I would wake up and hear a beautiful

voice “Good Morning Mum How are you?” Harrison 

was so brave, strong, he ate throughout the whole 

transplant, he didn't need any visits to ICU or a

Nasal Gastric tube and at day +20 we were 

discharged from hospital with the weight on our 

shoulders to keep him healthy, happy and fingers 

crossed this was the answer for Harrison. We had 

survived 29 days in hospital and I couldn't believe

we had done it. Not only had we done the hard

yards but we held our heads up high, Harrison was 

such a happy soul throughout the process, he rarely 

complained – it was like he knew what we were

doing here was the only way too.

As the weeks and months went on we had a few 

minor scares but everything was managed perfectly 

by Francoise. As a precaution we all undertook tissue 

sampling to see if any of us were capable donors and 

just in case it might be needed down the track, if we 

weren't suitable our beautiful friends were lined up 

ready to get tested. Harrison & Francoise created 

such a beautiful bond and we were heart broken to 

hear she was moving back to France, she taught H 

some French, wanted him to visit her in France to

eat Crossiant's, H nicknamed her Dr Pain wise and 

my worst enemy (because she wouldn't let him do 

anything he wanted to) all in good spirits and to this 

day she keeps in contact with H's current Dr and 

misses him dearly.

As we were seeing improvement in his mobility and 

skin, it was a false sense of reality, the reason

behind the improvement was because we still had no 

immune system so his body was “healthy as such”. 

In February 2019 we hadn't seen Harrison this happy 

and moving so well in over 2 years and we honestly 

thought that a miracle had happened, how wrong 

were we.

Harrison's Stem Cell Transplant Autologous V 

Allogenic

Harrison had been battling Scleroderma for nearly 2 

years and as much as our medical team had 

searched far and wide for a way to stop the 

progression of the disease unfortunately nothing was 

successful to date. I clearly remember the day Jamie 

& I were ushered into a meeting room at Royal 

Children's Hospital Melbourne where our team 

advised us that they had exhausted all conventional 

treatments and if we left Harrison the way he is he 

will end up in a wheel chair and his life expectancy 

was short. 

The team included Francoise head of Oncology at 

Royal Children's Hospital and an expert in Bone 

Marrow Transplants, she explained to us that the only 

option left was a Stem Cell Transplant and she 

believed this was the solution or us – in her words 

“I'm here to Cure him”. There are 2 types of 

transplants Autologous (own cells) & Allogenic 

(donor) and the risk involved for both of those were 

explained and we were to make the final decision.

Jamie & I were on the same page and there was no 

other answer than Yes we need to do this for not only 

Harrison’s Story with 
Written by Leesa Pennicott late 2019

Scleroderma
Our medical team decided we needed to wean 

Harrison off Steriod's to get the T Cells (immune 

system) back functioning in his body to see if this 

transplant was successful or not – it didn't take long 

for our worst nightmare to come true. It took around 

4 weeks for Scleroderma to take over his body again 

dropping 2 kilos, not eating, in pain again.

Our hearts were shattered and it still makes me so 

sad today that we had to do this all over again – 

what a waste of 6 months.

But we were prepared and Miller was up now, its 

difficult putting so much pressure on your child and I 

had to explain to him that he was giving Harrison a 

gift, it was up to the doctors/nurses to make sure it 

works and he had done everything he could to help 

his brother. 

We were once again told the risk but this time they 

were much higher – it was a 1 in 5 chance of 

mortality, visits to ICU, this was different to the last 

one they kept telling us, he will struggle everything is 

different. Once again Harrison's strength, positivity 

and resilience shone through, he surprised everyone 

including his new doctor Dave but for some reason I 

wasn't surprised, Harrison was different, even though 

he was sick on the outside he was super healthy on 

the inside, we were proving them wrong and once 

again I was right.

From day +21 you start getting your immune 
system back and like clock work this happened 
and all of a sudden we were told day 30 you will 
home and start planning, we were so excited 
but it was short lived. Harrison all of a sudden 
stopped eating and was just flat, his doctor was 
very concerned with his fingers and we found 
our Harrison has staph, antiobiotics, nasal 
gastric tube inserted, he was in so much pain 
we increased his pain meds and ended up 
putting him on Ketamine. 
Harrison's journey hasn't been an easy road for 
him, us or those close to him, seeing him 
change so much its heart breaking. He misses 
out on so many things in life like swimming 
lessons, school, playing sports with his mates, 
being a boy cause boys are rough, playing 
football with his best mate Dyson. But through 
all of this Harrison has always seen the good 
side of life, he is happy, cheeky, positive and has 
the best sense of humour.

We are forever grateful for the support we
have received from the very beginning in 2016 
until today it truly has been heart warming to 
know there are still so many good people in the 
world, including people who have known us for 
20 years, to complete strangers who have read 
Harrison's story online. In 2018 we achieved a 
lot Harrison got an aide for school, we were 
approved for NDIS, we were on Good Friday 
Appeal, in the local newspaper, Get Behind the 
Beard and raised much needed funds for 
research but the most important part was 
getting the word Scleroderma out there.
If there is anything we want to take from this 
journey of ours it that we hope Harrison's
story is an inspiration to inspire others to never 
give up….

Little Harrison’s Nurse,
 Harrison & Dyson Heppell

Mum, Leesa & little Harrison 
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Celebrating 40 Years

sclerodermansw.org
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‘I have Scleroderma’  What’s that? 
Go to www.sclerodermansw.org/about-scleroderma

These stickers, which we have had created,
may be applied to your car.
The stickers will be available for purchase at our 
Support Group Meetings for a gold coin donation.

‘NOT EVERY DISABILITY IS VISIBLE’

IMPORTANT INFORMATION

The 100% Cotton, 100% quality tee.

Sizing as seen below

ADULTS S M L XL 2XL 3XL 4XL 5XL 6/7XL
CHEST 53.5 56 58.5 61 63.5 66 68.5 71 76
SP LENGTH 70.5 73 75.5 78 80.5 81.5 82.5 83.5 85.5

Our 40th Anniversary

Grace, Desiree & Clara showing 

Email us your order to 
sclerodermansw@tpg.com.au
T-Shirts are NOW ONLY $20
& postage will roughly be
$10per t-shirt sizes currently
 available are 2Xlarge, 1Xlarge,
Large, Medium & Small 
(See below sizing guide) 

off our 40th t-shirts at our WSD Event in June

T-Shirts

Lifeline provides 24/7 crisis support and
suicide prevention services. You can get help
online at the Lifeline website, or call 13 11 14

If life is in immediate danger,
please call Triple Zero (000)https://www.lifeline.org.au/

Ring 13sick, go to Website
13sick.com.au or download
the ‘Home Doctor’ App on
your Smartphone or Andriod 
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