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OUTLOOK
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

                                                                                                                                                                                                                                                                                                                                                                                                                              

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)

PARTY PHOTOS
OUR CHRISTMAS
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6 September 2019 — Blog

When an elderly lady visits her GP for a routine 
check-up, the GP notices that she's been reading 
a novel while she was in the waiting room. As 
they talk about her health conditions, as well as 
her day-to-day life, her GP suggests that she 
join a newly established book club at her local 
library. The lady, who lives by herself, brightens 
at the idea, and takes down the details of a local 
council worker who can give her more 
information.
In another instance, a young man whose 
diabetes is compounded by his weight gain, is 
told by his doctor that the local gym has a 
promotion going, with the first month free for 
new members. He has been thinking of joining a 
gym for a while, and this is just the nudge that 
he needs. He agrees for his GP practice to pass 
his details onto the gym so they can follow-up 
with him directly.
A single mother, struggling with depression and 
anxiety, is told about a local mums' group by a 
maternal and child health nurse. As a single 
parent who is new to the area, she has limited 
opportunities to socialise and is hopeful that she 
may make new friends at the mums' group, but 
her anxiety means she is unlikely to follow-up 
on her own. The nurse puts her in contact with a 
care coordinator who will support her 
introduction to the group and help her make 
arrangements to attend her first session.
Social prescribing – a transformative way of 
supporting health and wellbeing
In all of the above instances, these health 
professionals were practicing a concept known 
as 'social prescribing' – a means by which GPs, 
nurses and allied healthcare professionals refer 
patients with a range of social, emotional or 
practical needs to community services or 
activities that address these issues.
This kind of “social prescription” is currently 
gaining recognition internationally, particularly in 
the United Kingdom. It is based on the premise 
that the health system can play a greater part in 
health promotion and prevention in addition to 
providing care for those who are ill – particularly 
in primary healthcare, where an individual's first 
point of contact is often their GP, practice nurse 
or allied healthcare worker.

Social prescribing schemes may involve a range 
of activities provided by voluntary or community 
organisations such as arts activities, meetup 
groups, volunteering and sports activities. For 
instance, the Royal Australian College of General 
Practitioners (RACGP) is currently exploring a 
potential collaboration with social running 
organisation Parkrun, depending on GP interest.
The need for social prescribing
Health and wellbeing do not happen in a vacuum 
and are more than just access to medical care. 
Factors such as education, income, housing and 
nutrition play significant roles in our mental and 
physical health, and in our increasingly 
fragmented society we are realising that 
loneliness and exclusion have a great impact on 
our health and wellbeing. Estimates suggest that 
around 20 per cent of patients consult their GP 
for advice or support with what are primarily 
social problems.
Besides improving health outcomes, the social 
prescribing pathway attempts to create a system 
shift by directing people away from expensive 
and over-utilised medical services such as 
emergency and hospital care, to less expensive 
community supports that may prevent the need 
for such acute care.
While it complements, but does not replace, 
essential primary medical care, social 
prescribing encourages people to take an active 
role in managing their own health and 
healthcare, creating a space for greater 
collaboration between the health system and the 
community.
Social prescribing in Australia
The Consumers Health Forum of Australia (CHF) 
is partnering with the RACGP to start a 
discussion about the merits of social prescribing 
and how it could be supported in Australia. As 
part of this, we are conducting an online 
consumer survey to gather your views and 
experiences with social prescribing. 
surveymonkey.com/r/chf_socialprescribing

Social prescribing - a new 
FROM THE 
PRESIDENT

way to think about health care

Welcome to our first Newsletter for 2020. Happy New 

Year to all. I do hope that you are all safe from the 

terrible fires that ravaged so much of our beautiful 

countryside this summer. To those of our members 

who may have been affected by this terror, our 

hearts go out to you. I have heard from many of our 

members who have had a great deal of trouble with 

the smoke affecting their breathing. Let's hope the 

worst of this is behind us now, and that the 

rebuilding and assistance reaches people speedily. 

I have just returned from a driving trip from Sydney 

to north of the Gold Coast region. It was wonderful to 

meet some of our members from the NSW regional 

areas, to put faces to the names and spend some 

time sharing their experiences in their Scleroderma 

journey. There is a great need for more support in 

regional areas, I met a lovely lady in Forster who is 

interested in meeting other people with Scleroderma 

in that area who may like to meet up from time to 

time. There is need around the Coffs Harbour area, 

where several of our members live, to   arrange the 

chance to meet up with others. If you are interested 

in meeting with others in your area, please let me 

know or email our office. I would be happy to put 

people in contact with each other and send 

information and resources to start support groups in 

the regions. During the year we could arrange 

meeting with your groups.
This year we hope to see many of you at our Seminar 
to be held on Saturday 27 June at The Bowlers Club 
of NSW. Club York, 99 York Street Sydney. This will 
be an all-day Seminar, more information will be 
available closer to the date, but put the date in your 
diary. These events are a great way to catch up with 
fellow travelers and be informed of the latest in 
Scleroderma treatment. I look forward to meeting 
those that can make it to our first Support Group 
meeting for this year, Saturday, 22 February at 12 
noon, at our new venue Eternity Café, Grand 
Concourse, Central Railway Station, Sydney. This 
should be a convenient meeting place.
In March I will attend the World Systemic Sclerosis 

Congress in Prague to hear the latest information 
from Specialists around the world, including our own 
dedicated team from Australia. 
We thank you all for your support during 2019, our 
successful Fortieth Anniversary year. Look forward 
another year of service to our members.
Marilyn Singer OAM
President – 0414 390 449

IN MEMORY OF JUNE ROWE
Our friend and loyal member June Rowe died 
suddenly just before Christmas. Her family and many 
friends were saddened and shocked by June's 
passing. It was my privilege to attend June's funeral, 
which was attended by hundreds of her friends and 
family. Their attendance was testament to June's 
many interests and a life well lived and the place she 
held in their hearts. We will miss June at our Support 
Group Meetings, where she was a loyal and friendly 
member. The Scleroderma Association of NSW sends 
our condolences to June's family. Marilyn
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Anti-Inflammatory Coconut and Sweet 
Potato Muffins with Ginger, Turmeric 

By Abbey Ryan. Published on September 20, 2018 Cinnamon and Maple Syrup

Ingredients:

·1  small organic sweet potato, roasted (should be about 1 cup, packed)
·3  tbsp. Ground flaxseed in ½ cup of water (let the flaxseed sit in water for 10 minutes;
this substitutes your egg)
·¾  cup organic coconut milk
·2  tbsp. organic olive oil
·½  cup pure maple syrup or unpasteurized honey
·1  cup organic brown rice flour
·¼  cup organic coconut flour
·1  tbsp. Aluminum-free baking powder
·½  tsp. Himalayan salt
·1  tbsp. Ground cinnamon
·1  tsp ground ginger
·1  tsp ground turmeric
·⅛  tsp ground cloves
·⅛  tsp ground nutmeg
· 

Instructions:

1. Preheat oven to 400F.
2. Use a skewer to make a dozen or more holes in your sweet potato skin, then cook it on a
baking tray for an hour, or until soft.
3. Allow potato to cool, and then cut it in half and scoop out the insides into a large bowl.
Add the flaxseed, coconut milk, olive oil, and maple syrup. Combine until smooth.
4. In a separate bowl, mix all of the dry ingredients, then add these to the potato mixture
and stir until properly combined.
5. Oil your muffin tray thoroughly with coconut oil, then pour the batter evenly into the
muffin tray so that each one is approximately full.
6. Cook for 30-35 minutes.

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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Anti-inflammatory diet: 
Foods to eat
Cherries and blueberries contain antioxidants, 
which may help to ease inflammation.
Good choices for a person following an anti-
inflammatory diet include the following: dark 
leafy greens, including kale and spinach 
blueberries, blackberries, and cherries, dark red 
grapes, nutrition-dense vegetables, such as 
broccoli and cauliflower, beans and lentils green 
tea, red wine, in moderation, avocado and 
coconut, olives, extra virgin olive oil, walnuts, 
pistachios, pine nuts, and almonds, cold water 
fish, including salmon and sardines, turmeric 
and cinnamon, dark chocolate, spices and herbs

Foods to avoid
The main foods that people following an anti-
inflammatory diet should avoid include: 
processed meats, sugary drinks, trans fats, 
found in fried foods, white bread, white pasta, 
gluten, soybean oil and vegetable oil, processed 
snack foods, such as chips and crackers, 
desserts, such as cookies, candy, and ice cream, 
excess alcohol, too many carbohydrates
Some people find that foods in the night shades 
family, such as tomatoes, eggplants, peppers, 
and potatoes, can trigger flares in some 
inflammatory diseases. There is limited evidence 
of this, but a person can try cutting nightshades 
from the diet for 2–3 weeks to see if their 
symptoms improve.
There is some evidence that suggests a high-
carbohydrate diet, even when the carbs are 
healthful, may promote inflammation. Because 
of this, many people on an anti-inflammatory 
diet choose to reduce their carbohydrate intake.

Can a vegetarian diet reduce 
inflammation?
People considering an anti-inflammatory diet 
may also want to consider eliminating meat in 
favor of vegetarian protein sources or fatty fish.
Research suggests that people following a 
vegetarian diet have higher levels of plasma AA, 
a marker of overall health that is associated with 
lower levels of inflammation and heart disease.
A 2017 study found that eating animal products 
increased the risk of systemic inflammation, 
while another study suggests that reduced 
inflammation is one of the key benefits of a 
vegan diet.

The human body uses inflammation to help fight 
illness and also protect areas from further harm. 
In most cases, inflammation is a necessary part 
of the healing process.
However, some medical conditions cause faulty 
inflammatory responses. These are called 
chronic inflammatory diseases.
One of the best measures a person can take to 
prevent or reduce inflammation is to try an anti-
inflammatory diet. An anti-inflammatory diet 
involves eating certain foods and avoiding others 
in order to minimize the symptoms of chronic 
inflammatory diseases.

What is an anti-inflammatory diet?
The anti-inflammatory diet includes nutrient-
dense plant foods and avoids processed foods 
and meats.
An anti-inflammatory diet consists of foods that 
reduce inflammatory responses. This diet 
involves replacing sugary, refined foods with 
whole, nutrient-rich foods.
An anti-inflammatory diet also contains 
increased amounts of antioxidants, which are 
reactive molecules in food that reduce the 
number of free radicals. Free radicals are 
molecules in the body that may damage cells 
and increase the risk of certain diseases.
Many popular diets already follow anti-
inflammatory principles. For example, the 
Mediterranean diet contains fish, whole grains, 
and fats that are good for the heart. Research 
has shown that this diet can reduce the effects 
of inflammation on the cardiovascular system.

What conditions can an anti-
inflammatory diet help?
Doctors, dietitians, and naturopaths recommend 
anti-inflammatory diets as a complementary 
therapy for many conditions that are worsened 
by chronic inflammation.
An anti-inflammatory diet can help many 
conditions, including; rheumatoid arthritis, 
psoriasis, asthma, eosinophilic esophagitis, 
Crohn's disease, colitis, inflammatory bowel 
disease, diabetes, obesity, metabolic syndrome, 
heart disease, lupus, Hashimoto's disease.
Additionally, eating an anti-inflammatory diet 
can help reduce the risk of certain cancers, 
including colorectal cancer.

What to know
Anti-inflammatory diet tips
Anti-inflammatory diets may be a big 
adjustment for people who tend to eat different 
kinds of food.
There are several things a person can do to 
make the transition to an anti-inflammatory diet 
easier, including: eating a variety of fruits and 
vegetables, reducing the amount of fast food 
eaten, eliminating soda and sugary beverages, 
planning shopping lists to ensure healthful meals 
and snacks are on hand, carrying small anti-
inflammatory snacks while on the go, drinking 
more water, staying within the daily calorie 
requirements, adding supplements, such as 
omega-3 and turmeric, to the diet, exercising 
regularly, getting the proper amount of sleep.

Can a vegetarian diet reduce 
inflammation?
People considering an anti-inflammatory diet 
may also want to consider eliminating meat in 
favor of vegetarian protein sources or fatty fish.
Research suggests that people following a 
vegetarian diet have higher levels of plasma AA, 
a marker of overall health that is associated with 
lower levels of inflammation and heart disease.
A 2017 study found that eating animal products 
increased the risk of systemic inflammation, 
while another study suggests that reduced 
inflammation is one of the key benefits of a 
vegan diet. 

Patricia with her daughters Tamara and Karisha 

The mother-of-two admits that any hope for a cure 
is dimming for her, yet she knows her family will 
never give up on her.

Her husband of nearly 40 years, Stephen; along 
with her daughter Tamara Kennedy and husband 
Andrew; have already raised $50,000 for vital 
research into the condition at the Garvan Institute 
of Medical Researach.

Next month, the trio will embark on another 
fundraising trek - spanning 200km from the 
Shoalhaven to the Illawarra and on to western 
Sydney.The walk kicks off on February 27 from 
Greenwell Point, with the first stop in Kiama, then 
Thirlmere, and ending in Smithfield. All funds 
raised will go to Scleroderma NSW.

"More than 5000 Australians have Sleroderma and 
there's some very young people, and children, 
being diagnosed which is heartbreaking," Mrs 
Rainbow-Noack said.

"While no-one wants to give up hope, I don't think 
I'll see a cure in my lifetime. My only hope is that 
research will one day lead to a cure or better 
treatment so that others don't have to go through 
the agony I do."

The family shares their journey on their Facebook 
page '500,000 Steps for Scleroderma'.

Story from illawarramercury.com.au

500,000 Steps for 
Scleroderma



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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