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OUTLOOK

Find us on Facebook ‘Scleroderma Association of NSW’   

DATES FOR SUPPORT GROUP MEETINGS 2020
Saturday 22nd February 
Saturday 28th March

 Saturday 25th April No meeting (Anzac Day)

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)

OUR 40TH ANNIVERSARY PHOTOS

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 

Elizabeth Denten  - Vice President presenting 

Marilyn Singer - President with flowers 

OUR LAST FUNCTION FOR 2019
Saturday 23rd November
Christmas Party - Club York (Bowlers Club NSW)

Remember we are interested in hearing from members, with ideas and suggestions.
Please email your ideas to our office sclerodermansw@tpg.com.au  

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
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Celebrating 40 Years

sclerodermansw.org

‘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

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

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) 

T-Shirts
off our 40th t-shirts at our WSD Event in June
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FROM THE 

THWhat a great event our 40  Anniversary Gala Lunch 
turned out to be. 116 people attended and enjoyed 
the sumptuous three course lunch served by
Club York (Bowler's Club of NSW). Followed by 
coffee and our Anniversary cake, baked and created 
by Desiree Rego. 

Our Association Patron, Dr John Moore, was our 

first Guest Speaker, and told us of the latest 

progress in the field of Stem Cell Transplantation 

with regards to Scleroderma.

Brooke Duggan, our second speaker, and a 

successful Stem Cell Transplant recipient moved our 

audience with her emotional story of her personal 

journey with Scleroderma. Brooke is quite well 

today, thanks to a dedicated team of Medical 

Professionals, her own will and factors which 

remain a mystery. Brooke held a fabulous 

Dinner/Auction event in 2016 which raised over 

$40,000.00. Brooke has plans for another event in 

the future. Thank you so much Brooke.

We were entertained by “The Warwick Avenue 

Dance Band”, and what a fabulous job they did. 

Their singer Vikki was great. So good to see a few 

people enjoying a dance.

Our third speaker Tamara Kennedy, held our 

gathering spellbound as she recounted the journey 

she, her husband, Andrew and her father, Stephen 

undertook to raise awareness, raise funds and to 

honour Tamara's mother, Trish, who was at our 

celebration, has Scleroderma and underwent a 

Stem Cell Transplant in 2016. Not once, but twice 

this family walked “500,000 Steps for 

Scleroderma”. This venture raised many thousands 

of dollars for Scleroderma research, and Tamara 

says they have something planned for next year. 

We will keep you informed as this unfolds.

Our Raffle was well supported, and we are very 

grateful to our donors. Special thanks go to

Bruce Temple for donating the first prize, a Luxury 

Two Night Sydney Escape. Bruce also suggested 

holding the Raffle. The first prize was won by

Dr John Moore, who leads the Stem Cell Transplant 

team at St Vincent's Hospital Darlinghurst.

The Silent Auction was a great success thanks 

mainly to Yvonne Witts and her family and 

friends, who donated and made beautiful craft 

items that were appreciated by our guests, we 

sold out! A very good sign. Yvonne made and 

donated an Amazing Technicolour Queen Sized 

Quilt, a wondrous creation. 

David Singer kept the day going well, as our 

Master of Ceremonies. Many thanks to the 

committee, Clara and my family and friends 

who supported this important event in our 

Scleroderma history.

This event was the culmination of another 

successful year for our Association.

At our Annual General Meeting, held in 

September, our members enjoyed hearing 

practical information from our Guest Speaker, 

Occupational Therapist, Barbara France.  

Next year we will hold a Seminar and invite 

speakers from different specialties in the field of 

Scleroderma to keep us informed, both 

medically and practically. In an attempt to 

streamline our meeting times and dates for 

2020 we are combining some of our regular 

Support Group meeting dates with special

event dates. We will hold our Seminar on World 

Scleroderma Day on 27th June 2020, so 

combining these two events. Our Annual 

General Meeting we will combine with our 

Christmas Party in 28th November 2020.

Our new venue for our regular Support Group 

Meetings will be Eternity Café, on the Grand 

Concourse at Central Railway Station, this 

venue should be convenient to most members. 

All special occasions, such as Seminars, will be 

held at the Club York (Bowler's Club of NSW). 

Of course, we will keep you informed as

2020 unfolds.

Do hope to see you at our Christmas Party,

at Club York (Bowler's Club of NSW), Saturday 

23th November 2019 at 1.30 pm. Come and 

enjoy afternoon tea and a chat at our last 

function for 2019. 

Marilyn Singer OAM 0414 390 449

Thank you so much for your generosity in supporting our 40th Anniversary Giant Raffle.

Here are the raffle winners:
Prize 1 – Dr John Moore –   Luxury Sydney Escape for Two – Donated by Bruce Temple 
Prize 2 – Dianna Haider –   Original Water Colour Painting – Donated by Cleonie Vella
Prize 3 – Robyn Lawson –   $250.00 Harvey Norman Gift Voucher – Donated by Harvey Norman
Prize 4 – Renee Burgess –   One Dozen Bottles of Premium Wine – Donated by Marilyn Singer
Prize 5 – Terry Morrison –   Scenic World Family Pass – Donated by Scenic World Katoomba 
Prize 6 – Katherine Millen – Sterling Silver and Semi-Precious Stone Necklace – Donated by Elizabeth Denten

Thank you to the donors who made this Raffle possible. 

ANNUAL GENERAL MEETING PHOTOS

PRESIDENT
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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
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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

When I was young I remember sitting up beside 
my mum as she sewed, knitted or done folk art. 
She was an incredible artist and very creative at 
crafts. My parents bought a newsagency in the 
small NSW country town of Coolamon. And now 
work seven days a week all year round and have 
continued to do so for the past twenty years.
In 2014 my mum began visiting doctors on a 
regular basis with circulation issues in her fingers. 
For five years mum was diagnosed and treated for 
arthritis. Over time mums fingers would become a 
blueish colour, more noticeable in the colder 
months. The skin on her hands and feet began to 
tighten and thicken, she was continuously 
fatigued even when she got enough sleep.
In 2011 she was diagnosed with Scleroderma a 
disease which is slowly turning my mum to stone. 
My mum is an incredibly strong women always 
smiling and helping others. Most days you would 

barley realise she is suffering from such a 
debilitating disease. She never complains and
just gets through each day. My mum is now 66 
and continues to work seven days a week, I long 
for the day she stops working so she can sew, 
knit and paint again before her hands no
longer work.
Mum has monthly bloods tests and takes 
medication that she states feels like millions of 
tiny ants crawling all over her body. She is 
regularly getting the calluses on her feet treated 
and visits two specialist a heart and lung and 
Rheumatologist yearly to track her progress. 
Thank fully mums Scleroderma is not rapid but 
each day I can see the pain building.

I recently organised a fund-raiser and completed 
14,300 stairs, competing in stadium stomp and 
my main focus was to raise awareness of 
Scleroderma and raised funds to go towards 
research into Scleroderma, hoping on day there 
will be a cure. Although there will never be cure 
for my mum, I hope they find a cure so others 
don't have to suffer.
Never give up and always keep fighting.

Larissa’s 14,000 Stairs 
Stadium Stomp

Larissa & her Mum

Narelle and Greg Guthrie
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40TH CELEBRATION PHOTOS
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Date: Tue 14th May 2019 Share

Travis Munn, ex-professional footballer for Mansfield 
Town and Boston United, shares his experience of 
systemic Scleroderma after his symptoms forced him 
to give up his sporting career. Now four months on 
from receiving a stem cell transplant, he is feeling 
stronger and he is eager to return to his football 
days. He lives in Derby with his wife Harriet and their 
two daughters, Freya, five, Bella, three. 
Q: What were your first symptoms of the condition? 
A: I was playing professional football, I was really fit and
in good shape. I could run for hours without a problem and 
then it all went downhill really quickly. At the end of the 
season 2015, I was one of the least fit players on the team, 
whereas at the start of the season, I'd been one of the 
fittest. My fingers started to go blue, I lost a load of weight 
and I started stiffening up. Then I got an ulcer on my finger 
that wouldn't repair but it got worse and worse, and 
eventually got infected. I had it checked out and was put
on antibiotics and thought no more of it, but it still didn't 
clear up. 

Q: Can you tell me about your diagnosis? 
A: I went to see my physiotherapist, showed him my blue 
fingers and he recommended I go to hospital to get 
checked out. I finally got a Rheumatology referral. About a 
year later, I was told that it was systemic Scleroderma.

Q: How did you hear about the stem cell transplant? 
A: I read up on a stem cell transplant treatment after I saw 
a piece about a marathon runner who had it and went back 
to running marathons. I was continually going downhill so I 
asked my doctors if I could do it. It was inevitable that the 
condition was going to take over my body, so I knew I 
needed to get the stem cell transplant before it was too far 
gone for me to be allowed to have it. At the time, my 
hospital said no. I was really disheartened. I considered 
doing fundraising and going over to America to get it done.
I emailed the specialist in America who actually put me 
onto Professor Denton. I went down to see him and they 
tested me to see if I'd be able to get through the treatment 
without putting myself in more danger. 

Q: When did you have it and what did it involve? 
A: I had the treatment between November and December 
2018. First, I went in for one day of Chemotherapy and 
then went home for a week. On another day they took the 
stem cells out of my body. I went home for another week 
or two and then I was admitted to the transplant ward. I 
had to be in an isolated clean room to lower the risk of me 
picking up any infection. I wasn't allowed any visitors who 
might be sick and everyone had to clean him or herself 
before coming in. I had Chemotherapy for seven days 
followed by one day of rest and then they put my stem 
cells back in. Then it was just a matter of resting and 
having other supplementary treatments, like blood and 
platelets. Afterwards, my immune system wouldn't come 
back up to normal levels. I had to have daily injections in 
my stomach to boost it. 

Q: What was the hardest part of the treatment? 
A: Saying goodbye to my kids and wife was the hardest 
part of the treatment. I said goodbye to my family and 
friends for a month and part of me didn't know if I was 
even coming back. It took a toll on everyone but I had
so much support from friends and family, with around 40 
people shaving their heads in solidarity with me for a 
Fundraiser. It's 100% worth it to though. They said it
would take a year for me to repair but I'm already
seeing benefits. I'm breathing better and my skin is 
loosening up. I'm looking to get back into work and 
potentially back into football. But I don't want to get too 
excited before I know for sure. I hope I can come back with 
a vengeance. 

As it was very early stages, I didn't think much of it. But 
once I started doing my own research, I realised that it was 
life threatening and there was no cure. 

Q: How did you hear about the stem cell transplant? 
A: I read up on a stem cell transplant treatment after I saw 
a piece about a marathon runner who had it and went back 
to running marathons. I was continually going downhill so I 
asked my doctors if I could do it. It was inevitable that the 
condition was going to take over my body, so I knew I 
needed to get the stem cell transplant before it was too far 
gone for me to be allowed to have it. At the time, my 
hospital said no. I was really disheartened. I considered 
doing fundraising and going over to America to get it done. 
I emailed the specialist in America who actually put me 
onto Professor Denton. I went down to see him and they 
tested me to see if I'd be able to get through the treatment 
without putting myself in more danger. 

Q: Can you tell me about your diagnosis? 
A: I went to see my physiotherapist, showed him my blue 
fingers and he recommended I go to hospital to get 
checked out. I finally got a Rheumatology referral. About a 
year later, I was told that it was systemic Scleroderma. As 
it was very early stages, I didn't think much of it. But once 
I started doing my own research, I realised that it was life 
threatening and there was no cure. 

Q: Why did you push for the treatment? 
A: I wasn't that unwell, my breathing was getting worse, 
but I couldn't carry on and just let it get worse. It was 
heartbreaking for my kids to see me that sick. I'd rather go 
out fighting than not. Waiting was just a risky as the 
treatment, so it was an easy decision. 

Q: How has your outlook changed following the 
procedure? 
A: I don't see Scleroderma as a threat anymore. It's still 
early days but it's definitely ten times better. Everybody 
that I visit can see it my face, I'm not as gaunt anymore 
and just everything is better – I can even eat properly.
In a nutshell, I just feel better. I'm looking to go on bike 
rides again with the family and go swimming too. All my 
friends are fitness fanatics and my whole life has been 
about football, so going from that life to being sick was 
really tough. To have a dream like that taken away from 
you is really tough, but I'm hoping this will change that. 
It's definitely made me appreciate life. 

Q: How did your symptoms affect your football 
career? 
A: I transferred from Mansfield Town FC to Boston United 
FC and my amazing manager Jason Lee, who is still a great 
friend, supported me a lot. I let him know what was 
happening and he understood how I was feeling. It was 
hard to take and it upset me a lot, especially as I didn't 
know what it was at the time. All I'd wanted to do was 
make my family proud, but that changed because of 
Scleroderma. By the end of the season, I was so unfit
and unhealthy. I had to put my career on hold but my old 
managers have stayed in close contact. 

Q: Are you still hopeful that you could return to 
playing football? 
A: I am hoping that I'll be able to go back to it eventually. 
My doctor has said we'll do a round of tests at the end of 
the year to see where I stand. With how I feel now, I think 
I could. If someone kicked a football in front of me right 
now, I'd go after it. My long-term goal is to go back to 
football. The little boy in me still wants to go back to it and 
chase that dream. 

Q: What advice would you give other people seeking 
the same treatment? 
A: Don't give up! 

Ex-professional footballer Travis Munn
talks about his cutting-edge treatment
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