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Find us on Facebook ‘Scleroderma Association of NSW’   

DATES FOR SUPPORT GROUP MEETINGS 2020 

Saturday 22nd August - MOST LIKELY CANCELLED DUE TO COVID-19

Saturday 26th September - TBA DUE TO COVID-19

Saturday 24th October - TBA DUE TO COVID-19

Saturday 28th November
AGM & Christmas Party - Bowlers Club NSW - TBA DUE TO COVID-19  

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

SPIN-SHARE ON PAGE 11!

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

SUPPORT GROUPS ON HOLD FOR NOW. STAY COVIDSAFE

NEED TO TALK, PLS RING OR EMAIL US
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FROM THE 
PRESIDENT

Dear Members and friends, 

I do hope this edition of our Winter Newsletter 
finds you as well as possible. Keeping warm and 
safe from the continuing challenge of our time.
The dreaded COVID–19; it is still with us, even 
though it seemed we were past the worst, it is still 
lingering in our community. Precautions and 
awareness are still essential, especially for those 
with Chronic Autoimmune Diseases. 

Our Monthly Support Group meetings are still
on hold, we will let you know when these groups 
resume. I know many of our members and friends 
are missing the chance to be together and share 
stories and experiences and give support to each 
other, I am one of them! really looking forward to 
the time when we can meet in person again. 

In the meantime, our office and Association has 
not been idle. We have kept in contact with many 
people over the phone, Facebook and email. Please 
do not hesitate to contact us should you have any 
queries or just need a chat. 

We are pleased to announce we have made a 
Research Grant to St. Vincent's Hospital into
'T Cell subset Transcriptomic changes post 
Autologous Haematopoietic Stem Cell 
Transplantation for Systemic Sclerosis' 
(Scleroderma). The Principal Investigators: are 
Associate Professor John Moore and Dr Ross 
Penglase. Our Association is very excited about 
this research, which could have many benefits for 
people with Scleroderma. St. Vincent's Hospital 
Sydney is also looking to establish a centre of 
excellence for Scleroderma care and research at St 
Vincent's Hospital and research precinct. Our 
support of this project is crucial to this venture. 

Our Association can only support this wonderful 
research because of the generosity of our 
members and their families and friends. Thank you 
to all for your ongoing support. We are especially 
grateful to Tamara Kennedy and family, Brooke 
Duggan, and Colin Turner, and many more. 

Recently we have been very fortunate to receive a 
generous bequest from the Estate of The Late June 
Rowe. June was a loyal member of our Association, 
who attended all our functions and supported our 
endeavours to be part of funding Medical Research 
into the causes and treatment of Scleroderma, 
where and when we can. Of course, we continue to 
need your support to do this. Our ongoing 
commitment to The Garvan Institute into their 
research into Autoimmune Diseases continues.   

Over the last forty years, since our founding, we
have enjoyed the support of many from the 
Medical Profession and the prospects for people 
with Scleroderma have certainly changed since 
that time. 

All our members are invited to access the 
new SPIN program, interactive, exercises 
included, if you wish. You will see details of 
this program in this Newsletter on page 11.

Stay well and safe, look forward to catching
up soon.

Marilyn Singer OAM - President

0414 390 449

With winter fast approaching it’s time to ready oneself 

for the onslaught of Raynaud’s Phenomenon.

Raynaud’s Phenomenon is a condition that can be stand-

alone (Primary Raynaud’s) or it can be associated with 

one or more autoimmune diseases such as Scleroderma 

when it is known as Secondary Raynaud’s.

The smaller arteries supplying blood to the skin constrict 

excessively causing reduced flow making the area have 

several changes in colour ranging from blue, white and 

pink as the flow reduces then increases again as the 

arteries return to normal.

Its cause is not known and there is no cure.

The phenomenon affects the blood flow throughout the 

body, more specifically the extremities, mainly the 

hands and feet but also the nose and ears as well.

Primary Raynaud’s is the more common form of the 

disease and is often milder than Secondary Raynaud’s. 

It has no known underlying cause and many people do 

not seek medical treatment.

Secondary Raynaud’s is associated with Systemic 

Sclerosis (Scleroderma), Lupus and Rheumatoid 

Arthritis in which case it is a more serious condition 

requiring careful monitoring and care.

Usually Secondary Raynaud’s is more complex requiring 

treatment and care for the underlying condition.

Diagnosis

It can be difficult to differentiate between Primary and 

Secondary making a professional diagnosis 

recommended. A diagnosis can be made by a Doctor in 

a number of ways including medical history, blood test 

and cold response test.

There is no one simple test to diagnose Raynaud’s 

rather the person is observed in order to note changes 

in the blood flow particularly in the hands. Some cases 

require pathology or imaging testing to diagnose.

Symptoms

Hands, feet nose and ears may experience change in 

colour while hands and feet tingle, or feel numb and 

cold and often painful. Some extreme cases will suffer 

from digital ulcers due to lack of blood supply

requiring medical intervention. Peripheral neuropathy is 

very often associated with Raynaud’s. Symptoms range 

from mild to extreme with no definite forecast of how 

the disease will progress.

Triggers

Varying circumstances can trigger an attack such as cold 

weather, moving from a warm area to a cold area, 

stress and change in medication.

Treatment

In milder cases treatment is generally limited to keeping 

warm, avoiding temperature changes, avoiding stress as 

much as possible, using gloves when accessing items in 

the freezer, using

moisturisers on hands and feet to prevent dry skin, 

using rubber gloves in dish water, eating healthily, 

keeping active and resting adequately.

More severe cases require medical intervention including 

blood pressure lowering medication or Calcium channel 

blockers. It is important to seek medical advice if you 

have any concerns

regarding Raynaud’s. 

Article from Scleroderma Victoria’s

Autumn 2020 Newsletter

As winter looms, so does Raynaud’s

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. 
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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

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    ****BLUE MOUNTAINS POSITION VACANT****
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 - POSITION VACANT
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  

The chaotic nature of having a chronic illness leaves 
much room for error, when attempting to be on time.
Before Scleroderma, I could leave the house in a 
moment's notice. Now, I have to start getting ready 
at least two hours before my scheduled time to 
leave. My mind still sometimes thinks I can pick up 
and leave, but my body says otherwise. There are 
five common reasons why Scleroderma causes me
to run late.

1. Digestion Issues 
Upset stomach, a surprise bowel movement, or fecal 
incontinence are some regular inconveniences when 
heading out the door. Many patients with 
Scleroderma suffer from , pelvic floor dysfunction
which is the inability to control the muscles that 
regulate bowel movements. Eating something before 
leaving the house helps awaken the digestive tract. 
After relieving oneself, if dealing with incontinence, 
you have to wait a little longer to clean up any mess 
that comes out the other end. This is one of the
least talked about issues with Scleroderma because it 
is embarrassing.
Dealing with these surprise issues contribute to 
tardiness and extending the time needed to leave the 
house, especially at a moment's notice.

2. Pain/Fatigue
Scleroderma is painful. Gnawing aches in the joints 
are an everyday occurrence, but there are days when 
the pain is just unbearable. Whether from the torn 
muscle in my shoulder or an ulcer on my foot, this 

pain is exhausting and can make the simplest task 
difficult to complete. Pain can interfere with sleep, 
and pair that with medications and stress, it makes 
everything else more daunting, especially leaving
the house.

3. Ulcers
Ulcers are slow healing wounds that generally appear 
on fingers, elbows, and feet. When they heal, the 
scab loosens up and can easily get caught on clothing 
or fabric. I cannot count how many times I was 
getting ready to leave, and the scab rips off the ulcer. 
It happens while reaching for something, or getting 
dressed. When this happens, I have to have someone 
clean the area and bandage it, furthermore delaying 
my targeted time to leave.

4. Hands
These broken hands are part of the reason why I am 
late. They move gingerly, to avoid hitting an ulcer or 
a knuckle. They're positioned awkwardly so they 
can't grasp much. I struggle to grip things tightly and 
have to be really conscientious while maneuvering 
my fingers. There are still things I like to do for 
myself, such as putting on makeup, driving, or 
eating, but the limited mobility adds a considerable 
amount of time to each task. 

5. Dependence on Others
Caregivers are essential to helping me complete my 
routine. I need assistance reaching things, opening 
items, and getting ready. Coordinating the with 
somebody else's time can be challenging. A caregiver 
may be busy at the exact moment you need the
help, and this delays the process of getting ready. 
Clear communication and planning are crucial to 
being on time. However, being mindful of someone 
else's schedule when you're in a rush can be 
challenging at times.
The key to punctuality is time management and 
planning. I let my caregivers know days in advance 
that I have an appointment, concert, or anything I 
need help getting ready for. I also try to schedule my 
appointments on the days I have my aide, because 
those days I have guaranteed help. It helps to keep a 
visible calendar on the fridge with everyone's 
schedules and appointments, so there's less room for 
error. We have to do our best to overcome our 
obstacles to keep moving forward. 

Article from https://www.scleroconnect.com/post/5-

reasons-why-i-m-late-with-scleroderma.

Aug 8, 2019.

5 Reasons Why I'm 
Late with Scleroderma

Two frustrating
moments
while driving
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Morphea is a form of localized scleroderma characterized by waxy patches on the skin of varying sizes, 
shapes and color. The skin under the patches may thicken. The patches may enlarge or shrink, and often 
may disappear spontaneously. Morphea usually appears between the ages of 20 and 50, but is often seen 
in young children.

Linear scleroderma is a form of localized scleroderma which frequently starts as a streak or line of 
hardened, waxy skin on an arm or leg or on the forehead. Sometimes it forms a long crease on the head 
or neck, referred to as en coup de sabre because it resembles a saber or sword wound. Linear 
scleroderma tends to involve deeper layers of the skin as well as the surface layers, and sometimes affects 
the motion of the joints, which lie underneath. Linear scleroderma usually develops in childhood.
In children, the growth of involved limbs may be affected.

Systemic scleroderma (systemic sclerosis) The changes occurring in systemic scleroderma may affect 
the connective tissue in many parts of the body. Systemic scleroderma can involve the skin, esophagus, 
gastrointestinal tract (stomach and bowels), lungs, kidneys, heart and other internal organs. It can also 
affect blood vessels, muscles and joints. The tissues of involved organs become hard and fibrous, causing 
them to function less efficiently. The term systemic sclerosis indicates that “sclerosis” (hardening) may 
occur in the internal systems of the body. There are two major recognized patterns that the illness can 
take - diffuse or limited disease. In diffuse scleroderma, skin thickening occurs more rapidly and 
involves more skin areas than in limited disease. In addition, people with diffuse scleroderma have a 
higher risk of developing “sclerosis” or fibrous hardening of the internal organs.

About 50 percent of patients have a slower and more benign illness called limited scleroderma.
In limited scleroderma, skin thickening is less widespread, typically confined to the fingers, hands and 
face, and develops slowly over years. Although internal problems occur, they are less frequent and tend to 
be less severe than in diffuse scleroderma and are usually delayed in onset for several years. However, 
persons with limited scleroderma, and occasionally those with diffuse scleroderma,
can develop pulmonary hypertension, a condition in which the lung's blood vessels become narrow, leading 
to impaired blood flow through the lungs resulting in shortness of breath.

Limited scleroderma is sometimes called CREST syndrome. CREST stands for the initial letters of five 
common features:

· Calcinosis

· Raynaud Phenomenon

· Esophageal dysfunction

· Sclerodactyly

· Telangiectasia

To further complicate the terminology, some people with diffuse disease will go on to develop calcinosis 
and telangiectasias so that they also have the features of CREST.

Although most patients can be classified as having diffuse or limited disease, different people may have 
different symptoms and different combination of symptoms of the illness.

most frequent between the ages of 25 to 55.
When doctors say "usually" or "for the most part," 
the reader should understand that variations 
frequently occur. Many patients get alarmed when 
they read medical information that seems to 
contradict their own experiences, and conclude that 
what has happened to them is not supposed to 
happen. There are many exceptions to the rules in 
scleroderma, perhaps more so than in other 
diseases. Each case is different, and information 
should be discussed with your own doctor.

What causes scleroderma?
The exact cause or causes of scleroderma are still 
unknown, but scientists and medical researchers are 
working hard to make those determinations. It is 
known that scleroderma involves an overproduction 
of collagen.

Is scleroderma genetic?
Most patients do not have any relatives with 
scleroderma and their children do not get 
scleroderma. Research indicates that there is a 
susceptibility gene, which raises the likelihood of 
getting scleroderma, but by itself does not cause
the disease.

What is the treatment for scleroderma?
Currently, there is no cure for scleroderma, but
there are many treatments available to help 
particular symptoms. For instance, heartburn can
be controlled by medications called proton pump 
inhibitors PPIs) or medicine to improve the motion
of the bowel. Some treatments are directed at 
decreasing the activity of the immune system.
Some people with mild disease may not need 
medication at all and occasionally people can go off 
treatment when their scleroderma is no longer 
active. Because there is so much variation from one 
person to another, there is great variation in the 
treatments prescribed.

Localized Scleroderma The changes, which occur 

in localized scleroderma, are usually found in only a 

few places on the skin or muscles, and rarely spread 

elsewhere. Generally, localized scleroderma is 

relatively mild. The internal organs are usually not 

affected, and persons with localized scleroderma 

rarely develop systemic scleroderma.

Some laboratory abnormalities commonly seen in 

systemic scleroderma are frequently absent in the 

localized form.

Scleroderma, or systemic sclerosis, is a chronic 
connective tissue disease generally classified as one 
of the autoimmune rheumatic diseases.

The word “scleroderma” comes from two Greek 
words: “sclero” meaning hard, and “derma”
meaning skin. Hardening of the skin is one of the 
most visible manifestations of the disease. The 
disease has been called “progressive systemic 
sclerosis,” but the use of that term has been 
discouraged since it has been found that scleroderma 
is not necessarily progressive. The disease varies 
from patient-to-patient.

What scleroderma is not
Scleroderma is not contagious, infectious, cancerous 
or malignant.

How serious is scleroderma?
Any chronic disease can be serious. The symptoms
of scleroderma vary greatly for each person, and the 
effects of scleroderma can range from very mild to 
life threatening. The seriousness will depend on the 
parts of the body, which are affected, and the
extent to which they are affected. A mild case can 
become more serious if not properly treated.
Prompt and proper diagnosis and treatment by 
qualified physicians may minimize the symptoms
of scleroderma and lessen the chance for
irreversible damage.

How is scleroderma diagnosed?
The diagnostic process may require consultation with 
rheumatologists (arthritis specialists), and/or 
dermatologists (skin specialists) and require blood 
studies and numerous other specialized tests 
depending upon which organs are affected.

Who develops scleroderma, and when?
It's estimated that about 300,000 Americans have 
scleroderma. About one third of those people have 
the systemic form of scleroderma. Since scleroderma 
presents with symptoms similar to other autoimmune 
diseases, diagnosis is difficult. There may be many 
misdiagnosed or undiagnosed cases.

Localized scleroderma is more common in children, 
whereas systemic scleroderma is more common in 
adults. Overall, female patients outnumber male 
patients about 4-to-1. Factors other than a person's 
gender, such as race and ethnic background, may 
influence the risk of getting scleroderma, the age of 
onset, and the pattern or severity of internal organ 
involvement. The reasons for this are not clear. 
Although scleroderma is not directly inherited, some 
scientists feel there is a slight predisposition to it in 
families with a history of rheumatic diseases.

However, scleroderma can develop in every age 
group from infants to the elderly, but its onset is 

There are two major
cAlassifications of scleroderma:
localized scleroderma
and systemic sclerosis (Ssc).
Other forms or subclassifications,
each with its own characteristics
and prognosis, may be identified
through future research.

What is Scleroderma?

 

Types of Scleroderma
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You also need to be in an area where 
the NDIS is being rolled out.
Another myth that we need to bust is 
that a person does not have to be an 
NDIS participant to receive support
from the NDIS. The NDIS will connect 
people with disability, their families and 
carers, including people who are not 
NDIS participants, to disability
and mainstream supports in their 
community.

To find out more about information, 
visit NDIS or call 1800 800 110.

Directly from the NDIS website, the 
legislation states that the NDIA must be 
satisfied a disability attributes to one or 
more intellectual, cognitive, 
neurological, sensory or physical 
impairments or to one or more 
impairments attributable to a 
psychiatric condition. Below is another 
statement from the website:

For the purposes of becoming a 
participant in the NDIS the focus of 
'disability' is on the reduction or loss of 
an ability to perform an activity which 
results from an impairment. The term 
'impairment' commonly refers to a loss 
of, or damage to, a physical, sensory or 
mental function.

However, the additional criteria to be 
eligible is that your disability must be 
permanent, you need to be under 65 
when you first enter the NDIS and be 
an Australian citizen or hold a 
permanent Visa. You also need to be in 
an area where the NDIS is being rolled 
out. Another myth that we need to bust 
is that a person does not have to be an 
NDIS participant to receive support 
from the NDIS. The NDIS will connect 
people with disability, their families and 
carers, including people who are not 
NDIS participants, to disability and 
mainstream supports in their 
community.

To find out more about information, 
visit NDIS or call 1800 800 110.

NDIS – How it can work for you! 

Amanda is passionate about implementing policies and

processes that enable an inclusive environment for

employees, customers and community members with disability.

1. What is your primary impairment?
2. Do you have any other impairments?

Talk to your Doctor, advise them to document 
your impairments or mobility restrictions. This 
could include restrictions with walking due to 
joint contractures and/or skin thickening or toe 
and leg amputation. As long as it demonstrates 
that it is an impairment. If you have finger 
amputations, or hand contractures this will be 
your impairment to ensure it links to limiting or 
restricting your daily activities. There are 
components later in the form to explain how 
these impact daily living activities, such as 
assistance with dressing, shopping, cooking etc 
and will be used to assess your intended 
supports. The word Scleroderma can be added 
in question 2, but it cannot be a stand-alone 
component of an impairment. Adding something 
like reduced lung capacity which inhibits walking 
long distance due to Scleroderma might be an 
example.

When documenting the impact of a person's 
disability a GP or other health professional will 
be asked to write down how your disability 
impacts your mobility/motor skills; 
communication; social interaction; learning; 
self-care; and self-management. It is a good 
idea to share the  with Accessing the NDIS Fact Sheet

your GP or Allied Health Professional to assist in 
your completing your Access Request Form.
Directly from the NDIS website, the legislation 
states that the NDIA must be satisfied a 
disability attributes to one or more intellectual, 
cognitive, neurological, sensory or physical 
impairments or to one or more impairments 
attributable to a psychiatric condition. Below is 
another statement from the website:

For the purposes of becoming a participant in 
the NDIS the focus of 'disability' is on the 
reduction or loss of an ability to perform an 
activity which results from an impairment. The 
term 'impairment' commonly refers to a loss of, 
or damage to, a physical, sensory or mental 
function. However, the additional criteria to be 
eligible is that your disability must be 
permanent, you need to be under 65 when you 
first enter the NDIS and be an Australian citizen 
or hold a permanent Visa. 

December 13, 2018 Amanda Lawrie-Jones by 

Navigating the new world of the National 
Disability Insurance Scheme (NDIS) can be a 
tricky thing! It is a new way of getting supports 
and works on the premise of a 'Person Centred 
Care' model. The idea of person-centred care is 
to allow more choice and control for each person 
with disability. It works on building a plan to 
create individual agreed goals, with the aim to 
provide reasonable and necessary supports for 
people with disability to achieve their goals. This 
may include increasing independence, 
community involvement, employment outcomes 
and improved well-being.

As an insurance scheme, the NDIS takes a 
lifetime approach, investing in people with 
disability early to improve their outcomes later 
in life. In addition, the NDIS's objective is to 
deliver supports that allow for a consistent 
approach nationally instead of a system that is 
varied depending on which State you live in. 
With a single pool of money administered by the 
National Disability Insurance Agency (NDIA), 
this enables people with disability to get the 
supports they need, when they need it.

The most important thing to know is how do you 
meet the criteria to be eligible for the NDIS. 
From the perspective of Scleroderma, it is about 
thinking of the definition of disability. Your GP or 
Specialist needs to demonstrate the 'how' 
instead of the 'what' and determine the impact 
on your daily activities.

Scleroderma, MS and many other illnesses are 
classed as Medical Conditions, which under the 
NDIS legislation are not deemed as disabilities.  
If you have a restriction or limitation – that is 
what counts.  The WHY will come in for the 
question of permanency – and yes, that is 
Scleroderma. In reflecting on what you do on a 
daily basis, the considerations of your daily 
activities such as showering, eating and 
dressing yourself are what matters and evidence 
is required on the difficulty of these activities. 
Other factors to consider are around your 
limitations of leaving the house, and your 
participation in the community and employment.

The two main questions on the Access Request 
Form which your Doctor is required to complete 
that will provide evidence of your disability are:
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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

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 

The Scleroderma Patient-centered Intervention Network (SPIN) is taking another step 
towards fulfilling its mission of supporting people living with scleroderma from around! 
SPIN is thrilled to announce the launch of the , through which toolkits SPIN-SHARE platform
will be released publicly after being tested through the

SPIN Cohort. 

To have access to SPIN online toolkits, login or register at: . SPIN Cohort tools.spinsclero.com
users can login directly and public users will need to register first, in . 4 easy steps

The first publicly accessible SPIN toolkit, SPIN-HAND, is now available online through the 
new SPIN-SHARE platform. Once you login to the SPIN-SHARE platform, you will see the 
SPIN-HAND toolkit. The HAND program provides different levels of exercises to improve 
hand function with sections to help you develop a personalized program, set goals, and 
track your progress. Instructional videos demonstrate how to perform each exercise 
properly with pictures to illustrate common mistakes.

More toolkits will be made available in 2021! Click here to register now: 
https://tools.spinsclero.com/ 

SPIN-HAND: SPIN'S FIRST PUBLICLY
ACCESSIBLE TOOLKIT FOR
HAND FUNCTION

SPIN-SHARE: SUPPORTING PEOPLE
LIVING WITH SCLERODERMA
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