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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!
Blue Mountains and Mudgee-Blue Mountains and 
Emu Plains-Les Samuels (02 4739-2136); 
Mudgee District-Victoria Barrett (02 6373-3633).
Central West Scleroderma Group (Orange) – 
Jenny 02 6361-4025 or Daphne (02 6342-9267)
Coffs Harbour – Margaret Hannon  (02 6656-1776)
Scleroderma Group of the Illawarra – 
Shelley (02-4229-4307)
Scleroderma Group of Port Macquarie and Mid-
North Coast – 
Jackie (0403 801 923) or jandtbourne@gmail.com
Hunter Valley, Central Coast & New England –
Autoimmune Resource & Research Centre
(02 4921 4095) or 
HNELHD- ARRC@hnehealth.nsw.gov.au
North West Scleroderma Support Group (Tamworth) 
– Lila Neaves (02 6766-2952)
Byron Bay/Ballina/Lismore – Dianne Doueihi 
0414 408 723 or d7diane@yahoo.com. 

DATES fOR SUPPORT GROUP MEETINGS 2015 

The meetings are held at 1.30 p.m. 
City of Sydney RSL Club, 565 George Street, Sydney.

Saturday 28 February
Saturday 21 March 

– Seminar
Saturday 28 March

 –No meeting
Saturday 25 April

 – No meeting (Anzac Day)
Saturday 23 May

Saturday 27 June
Saturday 25 July 

Saturday 22 August
Saturday 26 September 

 AGM
Saturday 24 October

Saturday 28 November 
– Christmas Party
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A friendly reminder….. 

Are your 2007 membership fees paid 
and up to date? 

A membership form is enclosed for your 
convenience.

Your valued support through 
membership fees enables the 

Association continue to support you in 
many varied ways. The Association 

looks forward to your continued support. 
 
 

Thoughts to ponder- 
 
Celebrate the happiness that friends are always 
giving, make every day a holiday and celebrate 
living!                                Amanda Bradley 
 
No route is long with good company. 
                                      Turkish Proverb 

Newsletter No. 167 – May 2008 

Professor Les Schrieber –         Rheumatologist  

Dr Vincent Ho –               Gastroenterologist 

MARCH 2015 BIENNIAL SEMINAR
Saturday 21 March 2015

99 on York/Sydney Bowler’s Club
9am– 3:30pm

(Registration from 8:30am)
Details and registration form enclosed
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During this day I had the opportunity of meeting two men whose wives had just been diagnosed 

with Scleroderma, as you can imagine both were very concerned and upset, neither had heard of this 

condition before and, were so please to be able to tell me their stories. It made them feel so much to 

hear that I had been diagnosed twenty three years ago, it gave them hope, and the confidence to help 

their wives through this difficult, frightening and acute time.  It was just by chance that I was there 

that day, but this is what World Scleroderma Day is all about, being there, raising awareness and 

making the journey a little easier for others.  Marilyn Singer  

DONATION RECEIVED OF A SUPER PRIZE 
FOR OUR 2013 FUNDRAISING COMPETITION 

 
Recently two Committee members, Liz and Yvonne visited the Central Western Town of Orange to 

deliver Nancy Lodge a supply of Scleroderma brochures to support her, in her Scleroderma 

Awareness Drive which she was setting up for World Scleroderma Day on 29
th June. Nancy’s 

inspiration to assist people with Scleroderma in Orange and surrounding districts began when her 

daughter was diagnosed in the early 1980s. Our task was a most pleasurable one as we are most 

grateful to Nancy, who has continued to provide our Association with tremendous assistance in 

raising much needed funds in her home town, over so many years. 

During this visit to Orange we also received on behalf of Scleroderma Assn of NSW, a fabulous 

donation of two nights’ accommodation for two people (value $550-$600) in your choice of room, 

including the Honeymoon Suite (depending on availability), and no, you do not need to be just 

recently married to enter. The prize includes a bottle of bubbly and box of chocolates (on arrival) 

and a country buffet breakfast for each morning. The proprietor is most happy to exchange the room 

to suit individual needs, if required*. We are most grateful for this beautiful donation, and convey 

our sincere gratitude to Jasmin at the Greentrees Guesthouse located just out of Orange. All rooms 

are graced with gorgeous cottage gardens and rural outlooks. This will be the major prize of our 

fundraising guessing competition which will be drawn at our Christmas Party to be held on 23 

November 2013.  

Please also enlist your family, support people and friends, in order to achieve a successful 

fundraising outcome. Each entry into this competition will come at a cost of $5 and all funds raised 

will be directed towards our fundraising for Scleroderma Research. You will need to seek entry into 

this competition (Please contact the office to be included) and one very fortunate winner will 

receive this great prize, which will need to be used before the end of September 2014. 

*Conditions Apply 

 

 

 

Please remember that Scleroderma NSW, Inc. in no way endorses any of the 
medications or treatments reported in this newsletter. The information is intended 
only to keep you informed.  We strongly advise that you consult your doctor 
regarding any medication or treatment which may interest you. 

Management Committee
President:                Elizabeth Denten
Vice-President:                             Leslie Samuels
Secretary/Public Officer:                Marilyn Singer
Treasurer:        Yvonne Witts (Acting)
Ordinary Members:                            Jenny White
            Clara Dias
        Dayle Shafer
Accountant:           Stuart Grigg
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LETTER FROM THE PRESIDENT... 
Welcome to our first newsletter of 2015. I trust you all had an enjoyable Christmas and a happy and safe 
New Year. As usual our final Support Group meeting for the year, in November 2014, was also our Christ-
mas Party. Although attended by only a few, it was a cheerful event and thoroughly enjoyed by all.  
The Scleroderma Australia Christmas cards offered in the August newsletter, as well as at our AGM and 
Christmas Party, were well received with only a small number of packs left over. Thank you to all those 
who purchased these cards. They are an excellent opportunity to promote awareness of scleroderma 
whilst conveying your festive wishes.  
During November I also had the privilege of attending the Scleroderma Australia AGM which was held in 
Melbourne. It was wonderful to meet with the other member states, face to face, as our meetings are 
usually held via teleconference.  
This year, 2015, promises to be an eventful one beginning with our biennial seminar in March. Here in 
NSW we are very fortunate to have a large number of highly experienced medical professionals, many of 
whom are willing to speak at our seminars. This year is no exception and we have a great line up of guest 
speakers whose presentations will cover a variety of topics. The committee and I have been working    
tirelessly to ensure this event is as successful as possible and we look forward to seeing many of you on     
Saturday, 21st March at the Bowler’s Club/99 on York in Sydney. You will find details and an invitation for 
this event enclosed with this newsletter. 
In our last edition I introduced you to our new 2014/15 incoming committee members. The position of 
Treasurer (Acting) has now been filled, temporarily, by Yvonne Witts. Due to  circumstances arising, Clara 
Dias has resigned her position as an office bearing member and taken up the role of Administration Assis-
tant. Clara has already proven to be a great asset in the office as she assists and supports Les Samuels and 
myself in the day to day running of our organisation. The generosity of all our volunteers is invaluable. 
Clara is also currently in the middle of stem cell therapy and has kindly offered to share her story with us 
in this edition. Her strength and positivity is inspiring and I hope you gain encouragement from reading 
her story. See page 4 for “My Scleroderma Story” by Clara Dias. 
Last, but certainly not least, a huge Thank You to all the members who have very promptly renewed their 
membership for 2015. It is heart-warming not only to see the return of members for another year, but 
also see the vast number of you who also make donations and/or contribute to the running costs of our 
association. We are extremely grateful for the generosity and support you show us. 
 

FUNDING FOR RESEARCH—Perspectives & preferences of patients living with    
systemic sclerosis (scleroderma) by Dr Vivek Thakkar 
It also brings me great pleasure in announcing exciting news of developments in the area of local 
scleroderma research projects. Dr Vivek Thakkar, who is based at Liverpool Hospital in Sydney’s south-
west, has commenced a research study into the “Perspectives and preferences of patients living with    
systemic sclerosis (scleroderma)”. In our commitment to supporting scleroderma research, Scleroderma 
NSW is providing a financial grant to Dr Thakkar and his team in order to assist in this important project. 
The significance of the project will be to acquire “in-depth insights on patients’ preferences, priorities and 
needs [that] will inform strategies to improve treatment management and patient-centred outcomes for 
people with scleroderma.” We are very proud to be taking an active role in this research study and I will 
keep you all up to date with developments as the year unfolds. We are very pleased to also announce that 
Dr Thakkar will be one of our guest speakers at our upcoming seminar.   
 

SUPPORT GROUP UPDATE 
A reminder to all that our monthly support group meetings recommence this month. These small friendly 
gatherings offer sufferers the opportunity for support and some casual chat. See front page for details.  
For those of you in the Hunter region, the Autoimmune Research and Resource Centre (ARRC) have a 
number of support groups for sufferers of autoimmune disease held throughout the area. If you are inter-
ested they may be contacted for details via the following means: 
Phone: (02) 4921 4095Email: arrc@hnehealth.nsw.gov.auWebsite: www.autoimmune.org.au  
                                                                                                                                                       Continued on Page 3... 
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2015 BIENNIAL MARCH SEMINAR 
Saturday, 21st March 2015 

Commencing at 9am (registration from 8:30am) 
99 on York (Bowlers’ Club) 

95-99 York St, Sydney 
2nd floor, Bass 1,2 & 3 Conference rooms  

RSVP:  by Friday, 6th March 2015 
 

GUEST SPEAKERS 
Dr Vivek Thakkar (Rheumatologist, Liverpool Hospital) 

Dr Benjamin Ng (Lung & Sleep Specialist, Nepean Hospital)  
Prof. Glenn Reeves (Immunologist/Allergist, John Hunter Hospital) 

Debbie Blanchfield (Specialist Wound Care Nurse, Wollongong Hospital) 
Mr Gerry Freer (speaking on the Role of the Carer) 

 
Please find enclosed your personal invitation to this event.  

 
On the day attendees will receive a Seminar Pack containing:-  
 *Seminar programme & associated documentation 
 *Valuable literature on aspects of scleroderma  
 *Samples of various products potentially useful for the maintenance of symptoms of scleroderma  
 *Scleroderma NSW A5 notepad 
 *Scleroderma NSW ballpoint pen 
 *Complimentary ticket for our “lucky door prize” draw  
All of this will be presented in a re-usable non-woven tote bag proudly displaying the Scleroderma NSW 
logo. This tote bag may be used again and again and forms a part of our commitment to promoting 
scleroderma awareness within the community.  
 
We will also be holding a raffle at this event. Tickets will be available for purchase throughout the day. 
———————————————————————————————————————————————- 

Continued from page 2… 
 

YVONNE TURNER– MEMORIAL 
As you will recall, Yvonne Turner, who passed away in April last year, was a great advocate for our support 
group meetings, travelling from the Central Coast each month to meet with her scleroderma friends. 
Yvonne was a great believer in the dissemination of information on all aspects of the disease.  
Her contributions to our meetings were invaluable. As such, in collaboration with her widower, Colin, we 
have instituted the Yvonne Turner Memorial Presentation. This presentation will take place at our next 
seminar and each seminar thereafter.  
The John Hunter Hospital and ARRC provided exceptional care and medical attention to Yvonne through-
out her battle with scleroderma. As such it is with great honour and pleasure to announce that the inau-
gural Yvonne Turner Memorial Presentation will be made by Prof. Glenn Reeves, Immunologist, Conjoint 
Assoc. Professor University of Newcastle & Director, Autoimmune Research and Resource Centre. 
 
Elizabeth Denten  
President 
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MY SCLERODERMA STORY 
By Clara Dias, 6th January 2015 
 

It all started with itchy patches of skin in early 2008 
in the heat, then very sore fingers almost to the 
point I thought they would freeze & fall off in July 
2008 in the winter.  

I was experiencing lots of pain in my hands & wrists 
as well as numbness, pins & needles. It got so bad 
that I started using hand/wrist supports during the 
night & also sometimes during the day.  

As my hands got worse I was told it was carpal    
tunnel syndrome so I arranged for a referral to a 
specialist at St George Hospital. April 2009 is when   
I had the carpal tunnel surgery to both my hands.    
It was hard & very painful, but worth it if it was   
going to take my pain away. One week after my  
surgery I caught the swine flu which made things 
even more challenging, I felt like I was fighting a 
loosing battle.  

As time went by my hands were still swollen & my 
cuticles were yellowish-green. The local GP gave me 
fungus cream thinking it would help. The Fungus 
creams were not helping so bits of my cuticles were 
sent to a lab for testing, the fungus tests came back 
negative and the GP had no idea. That’s when I de-
cided to go to my dermatologist.  

In September 2009 I was diagnosed with Sclero- 
derma by my dermatologist. After that I went to my 
GP and she referred me to a rheumatologist closer 
to home. I was seeing my first rheumatologist until 
late 2012 when I just kept getting worse. My skin 
was tightening on my torso, face and my jaw was 
also very sore and tight, I was having trouble open-
ing my mouth and my skin felt like is was burnt all 
the time. I had calcinosis on both elbows which was 
extremely painful, they lasted almost one year. I 
needed to do something more so I looked for an-
other rheumatologist.  

The second rheumatologist was highly recom-
mended by one of my friends mum’s who is a nurse 
and also a patient of his. I went to see the new 
rheumatologist in late 2012. I was feeling so unwell 
at the time. I was desperate to feel better. He 
changed my med’s around a little. I took some new 
immune suppressants for roughly 4-5 months and 
had no major improvement so we tried other      
immune suppressants in 2013.                                                                

I just kept getting worse, the skin on my upper arms 
and chest started hardening & getting really shiny, 
then itchy and started to change colour. My 
Scleroderma Group friends mentioned a rheuma-
tologist at Liverpool Hospital, so I then went again 
to my GP for a referral. The main reason why I 
changed doctors is that it was getting too expensive 
and out of the way to go and see my second      
rheumatologist.  

Late 2013 I started to see my third rheumatologist. 
He again changed my meds slightly. He started me 
on Raynauds & Reflux meds. I was also diagnosed 
with Lung Fibrosis, it’s minor but on both sides of 
my lungs. Also my oesophagus is getting worse with 
the reflux.  

Early 2014 I started to feel the Raynauds on my feet, 
they are constantly cold & sore. My toenails are get-
ting worse with regards to in grown toenails and I 
have also had fungus on one of my small toenails for 
a year or so. No matter what I treat it with the    
fungus doesn't go away.  

By May-June 2014 nausea was still an issue with the 
immune suppressant injections so the weekly dose 
was reduced after a couple of months. Nausea was 
still not great so I was prescribed something for 
that. Early July 2014 I stopped the immune suppres-
sant injections as there was no improvements & I 
was still feeling very unwell. I stopped working full 
time on July 11th, I was beyond exhausted.  

Clara and her puppy, Lexi, September 2014 
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My third rheumatologist put me on pain meds to 
help me sleep & this actually made me feel very 
nauseous & even more tired & unwell & it also 
made me constipated, I only took these for 3-4 days 
& nights, then changed onto something else that I 
took in the morning & evening. I also needed to 
take something to reduce constipation.  

I also have Sjogrens Syndrome. I have dry, sore and 
itchy eyes, dry mouth & my privates are also very 
sore & dry. I am afraid to even have a relationship 
because of the discomforts on my whole body.  

My ears have started to get very sensitive when 
cleaning them. My eyes are getting sorer, some-
times itchy & blurry as well, this has gotten worse in 
the last few months. My scalp is always itchy, it 
drives my crazy at times. I have checked, it's not 
dandruff, it’s getting worse as well, so some eve-
nings I take antihistamines to settle the itchiness. 
The left hand side of my body feels worse for some 
reason, this starts with my head & goes all the way 
to my left foot which has been swollen for roughly 8 
months now. I have had a foot ex-ray, ultra sound & 
MRI on my left foot & nothing found. I get red spots 
& skin peeling & no matter how much I elevate my 
foot the swelling does not go down.  

My whole body feels like it's shutting down slowly.   
I have started to get a lot of bloating on my tummy, 
this happens even when I am regular. I eat healthy 
& also take vitamins as I am a fussy vegetarian.  

I had my thyroid removed in April 2000 due to    
cancer so I take hormone replacements.  

It took me three months after stopping work to 
start feeling a little better.  

I started my stem cell transplant trial on Thursday, 
October 23rd 2014. I went into St Vincent’s Public 
Hospital for a blood test and heart lung ECG, then I 
was    admitted so I could have the right heart 
catheter inserted into my neck for my heart tests & 
also so they could give me the chemotherapy. I was 
in   hospital until Monday night, after they removed 
the catheter from my neck. I was sent home with 20     
G-CSF injections. This drug helped to stimulate    
production of white blood cells & the recovery of 
my blood count after chemotherapy. I had my niece 
give me two every night, one in each thigh. For ten 
days I had to stay home away from sick people and 
germs, as well as my new puppy. 

I went back into hospital on Monday, November 
3rd for a blood test to check my blood count & for a 
Vas-Cath to be inserted into my neck for the stem 
cell collection. The Vas-Cath was much thicker than 
the catheter I had for the chemotherapy. My blood 
count was high enough so I went back at 8am the 
following day for the stem cell collection. I was 
there for six hours. They managed to collect four 
times the amount of cell cells required, which 
meant I donated the extra cells for research.  

I've now been resting, recovering & enjoying the 
festive season. I've been in a bit more pain lately, 
think it might be because of the fact I'm not taking 
any immune suppressants. My doctor provided me 
with some strong pain killers which are helping a 
little. 

I go back Hospital on January 12th for a blood test & 
doctor’s appointment. I will then be admitted for 
the final stage on January 15th. I am due in the 
morning for central line insertion into my neck & 
then chemotherapy will start the following day & 
the stem cells will be reinfused January 22nd. All up 
I will be in hospital for about four weeks. 

An update on Clara’s progress will be published our 
next newsletter. 

We wish Clara all the best for successful treatment 
and a speedy recovery. 

Clara & her mum, Maria, December 2014 
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STEM CELL TRANSPLANTS 
A  Brief Summary of what happens 

The following is a brief dot-point explanation of the 
process that occurs when a patient has a stem cell 
transplant. This explanation is written in layman’s 
terms and is from a non-medical source. As such it 
should be read with the appropriate caution. 
 
• Chemotherapy is given to the patient to wipe 

out their immune system 
• Stem cells are taken from the bone marrow of 

the patient and set aside 
• After the immune system is suppressed by 

the chemotherapy, the stem cells that were 
set aside are administered back into the body 
to begin building a new immune system 

During this procedure: 
• The patient must stay in hospital to be moni-

tored by healthcare professionals 
•  Family or friends who visit must wear a mask 

as the patient’s immune system is very weak 
at this stage, like that of a baby 

 
Following the transplant the next 6months to a year 
are spent resting and regaining strength as the stem 
cells travel throughout the body and heal the dam-
aged cells caused by the chronic illness. 
 
Please Note: Stem Cell Transplants are not available 
to all sufferers of Scleroderma.  
 

DOC SPOT 
 

Professor Chris Denton FRCP 
Consultant Rheumatologist, 
Royal Free Hospital, London. 
NHS Foundation Trust. 
 
Q: I have had chilblains all summer. Is this 
related to Raynaud’s or just poor circula-
tion? 
 
A: Chilblains occur when there is prolonged cold 
induced damage to local areas of skin and this leads 
to inflammation and itching or pain. There is usually 
the development of a painful itchy lump that lasts 
several days or longer. Although Raynaud’s may 
contribute to the development of chilblains by re-
ducing blood supply to the extremities when it is 
cold, only a minority of cases of chilblains are di-
rectly associated with Raynaud’s and so there is no 

evidence of a direct link. Chilblains in the summer 
are unusual and it would be sensible to discuss this 
with your doctor in case referral or any other inves-
tigations might be required.  

 
YOUR HEALTH 
What’s up Doc?  

 
 
Questions and answers about Scleroderma: 
by Dr Robert Spiera. 
 
Q: How can you treat Scleroderma? 
 
A: The treatment of Scleroderma is individualized. 
Patients can present many different types of 
Scleroderma, ranging from Scleroderma that only 
minimally affects the skin to Scleroderma that     
affects a large portion of the skin. In some patients, 
the skin issue is the major issue and we have used a 
number medications to help prevent progression of 
skin thickening, although none of these medications 
are unequivocally proven to do so. Often, muscu-
loskeletal restriction and contractures of the hands 
are a major problem in patients with Scleroderma 
and, occupational therapy and exercise goes a long 
way towards helping those patients maintain opti-
mal function. Most importantly patients with 
Scleroderma need to be educated about what organ 
systems should be explored for the development of 
involvement, and therapy ultimately would be     
directed at the organ systems involved. There is not 
a “one-size-fits-all” approach to the treatment of 
Scleroderma. 
 
Dr Robert Spiera is a Rheumatologist and Director of 
the Vasculitis and Scleroderma Program at Hospital 
for Special Surgery in New York. He is the principal 
investigator in several clinical trials and observa-
tional studies focusing on Scleroderma and Vascu-
litis. Printed with permission from “HSS On The 
Move” September 2013   
 
Thyroid and Anaemia Issues 
Question answered by Tamiko Katsumoto MD.  At 
the time of publishing Dr. Katsumoto was actively 
involved in the Scleroderma Clinic at the University 
of California, San Francisco, Department of Medi-
cine, Division of Rheumatology. Her research encom-
passes basic and translational studies relating to 
Scleroderma pathogenesis. She has previously pre-
sented at the Scleroderma Foundation’s National 
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Patient Education Conference. 
 
Q: I was diagnosed with the limited form of 
Scleroderma six years ago. I have started to 
have issues with my thyroid and with being 
anaemic. How common are these problems 
in people with Scleroderma? Are there any 
treatments available that help control 
these symptoms? 
 
A:  Thyroid disease can be seen in Scleroderma, 
with a reported prevalence ranging from 10 to 25 
percent. Autoimmune thyroid disease, including 
Hashimoto’s Thyroiditis and less commonly Grave’s 
disease, is the result of the immune system attack-
ing the thyroid gland and is more commonly seen in 
association with limited Scleroderma than  diffuse 
Scleroderma. In Scleroderma, thyroid function can 
also be affected by fibrosis of the thyroid gland. As 
thyroid dysfunction can result in a multitude of 
symptoms, it is important that Scleroderma patients 
be screened regularly with thyroid function tests 
(TSH and free T4). Treatment of hypothyroidism 
(low thyroid function) involves thyroid hormone 
replacement. Grave’s disease treatment is more 
complicated and should be done in consultation 
with an Endocrinologist. 
Anaemia is a common problem in Scleroderma    
patients and can lead to symptoms such as fatigue. 
Significant anaemia can exacerbate heart or lung 
problems (such as interstitial lung disease or pulmo-
nary hypertension). Evaluation should be catered to 
each individual based on the clinical picture. Blood 
loss from the gastrointestinal tract leading to iron 
deficiency anaemia should be considered. 
One example is gastric antral vascular ectasia 
(GAVE, also known as watermelon stomach), which 
leads to bleeding from the stomach and is evaluated 
with upper endoscopy. Chronic inflammation can 
lead to anaemia, as can a variety of medications.   
Thyroid function should be closely evaluated. If 
there are issues with malabsorption such as small 
intestinal bacterial overgrowth, (vitamin B12, folic 
acid, iron). Significant kidney disease can contribute 
to anaemia. There is an algorithmic approach to 
anaemia that should be individualized, and treat-
ment is dictated by the underlying cause of the 
anaemia. 
 
 
From Scleroderma Voice: Summer 2013 
 

MEMBERS’ REQUESTS 
 

From time to time we receive requests from our 
members for information on specific aspects of 
scleroderma and associated conditions.  
Our topic for this newsletter is Sjögren’s Syndrome; 
a brief overview & coping with dryness. 
 

SJÖGREN’S SYNDROME 
 

What is Sjögren’s Syndrome?  
Sjögren’s Syndrome is a systemic autoimmune    
disease, where the tear and salivary glands are    
attacked and destroyed by the body’s own immune 
cells. This results In the characteristic dry eyes and 
dry mouth.  
 
Extract from The Garvan Institute of Medical Re-
search www.garvan.org.au 
 
A Brief Overview of Sjögren’s Syndrome 
Sjögren’s is one of the most prevalent autoimmune 
disorders, striking as many as 0.5% of Australians 
(accordingly to the Arthritis Foundation). Nine out 
of ten patients are women. About 50% of the time it 
occurs alone with the other 50% occurring with   
another connective tissue disease. The four most 
common diagnoses that co-exist with Sjögren’s   
Syndrome  are Rheumatoid Arthritis, Systemic     
Lupus, Systemic Sclerosis (Scleroderma) and         
Polymyositis/Dermatomyositis.  
 
Tips for Daily Living 
• If using artificial tears four or more times a 

day, use preservative-free. 
• Use preservative-free ointments at bed-time 

for longer relief from dry-eye. 
• Drink frequent sips of water to keep mouth 

moist. 
• Maintain scrupulous oral hygiene, brushing 

and flossing regularly. 
• Restrict intake of sugar to help prevent     

rampant dental decay 
• Schedule regular and frequent dental visits. 
• Chew sugarless gum to stimulate saliva      

production. 
• Avoid alcoholic and caffeinated beverages as 

they increase oral dryness. 
• Use a humidifier or vaporiser to maintain a 

comfortable level of air moisture indoors. 
• Avoid drafts from air conditioners, fans and 

radiators. 
• Wear protective eye-wear to avoid exposure 
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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!
Blue Mountains and Mudgee-Blue Mountains and 
Emu Plains-Les Samuels (02 4739-2136); 
Mudgee District-Victoria Barrett (02 6373-3633).
Central West Scleroderma Group (Orange) – 
Jenny 02 6361-4025 or Daphne (02 6342-9267)
Coffs Harbour – Margaret Hannon  (02 6656-1776)
Scleroderma Group of the Illawarra – 
Shelley (02-4229-4307)
Scleroderma Group of Port Macquarie and Mid-
North Coast – 
Jackie (0403 801 923) or jandtbourne@gmail.com
Hunter Valley, Central Coast & New England –
Autoimmune Resource & Research Centre
(02 4921 4095) or 
HNELHD- ARRC@hnehealth.nsw.gov.au
North West Scleroderma Support Group (Tamworth) 
– Lila Neaves (02 6766-2952)
Byron Bay/Ballina/Lismore – Dianne Doueihi 
0414 408 723 or d7diane@yahoo.com. 

DATES fOR SUPPORT GROUP MEETINGS 2015 

The meetings are held at 1.30 p.m. 
City of Sydney RSL Club, 565 George Street, Sydney.

Saturday 28 February
Saturday 21 March 

– Seminar
Saturday 28 March

 –No meeting
Saturday 25 April

 – No meeting (Anzac Day)
Saturday 23 May

Saturday 27 June
Saturday 25 July 

Saturday 22 August
Saturday 26 September 

 AGM
Saturday 24 October

Saturday 28 November 
– Christmas Party
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A friendly reminder….. 

Are your 2007 membership fees paid 
and up to date? 

A membership form is enclosed for your 
convenience.

Your valued support through 
membership fees enables the 

Association continue to support you in 
many varied ways. The Association 

looks forward to your continued support. 
 
 

Thoughts to ponder- 
 
Celebrate the happiness that friends are always 
giving, make every day a holiday and celebrate 
living!                                Amanda Bradley 
 
No route is long with good company. 
                                      Turkish Proverb 

Newsletter No. 167 – May 2008 

Professor Les Schrieber –         Rheumatologist  

Dr Vincent Ho –               Gastroenterologist 

MARCH 2015 BIENNIAL SEMINAR
Saturday 21 March 2015

99 on York/Sydney Bowler’s Club
9am– 3:30pm

(Registration from 8:30am)
Details and registration form enclosed
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During this day I had the opportunity of meeting two men whose wives had just been diagnosed 

with Scleroderma, as you can imagine both were very concerned and upset, neither had heard of this 

condition before and, were so please to be able to tell me their stories. It made them feel so much to 

hear that I had been diagnosed twenty three years ago, it gave them hope, and the confidence to help 

their wives through this difficult, frightening and acute time.  It was just by chance that I was there 

that day, but this is what World Scleroderma Day is all about, being there, raising awareness and 

making the journey a little easier for others.  Marilyn Singer  

DONATION RECEIVED OF A SUPER PRIZE 
FOR OUR 2013 FUNDRAISING COMPETITION 

 
Recently two Committee members, Liz and Yvonne visited the Central Western Town of Orange to 

deliver Nancy Lodge a supply of Scleroderma brochures to support her, in her Scleroderma 

Awareness Drive which she was setting up for World Scleroderma Day on 29
th June. Nancy’s 

inspiration to assist people with Scleroderma in Orange and surrounding districts began when her 

daughter was diagnosed in the early 1980s. Our task was a most pleasurable one as we are most 

grateful to Nancy, who has continued to provide our Association with tremendous assistance in 

raising much needed funds in her home town, over so many years. 

During this visit to Orange we also received on behalf of Scleroderma Assn of NSW, a fabulous 

donation of two nights’ accommodation for two people (value $550-$600) in your choice of room, 

including the Honeymoon Suite (depending on availability), and no, you do not need to be just 

recently married to enter. The prize includes a bottle of bubbly and box of chocolates (on arrival) 

and a country buffet breakfast for each morning. The proprietor is most happy to exchange the room 

to suit individual needs, if required*. We are most grateful for this beautiful donation, and convey 

our sincere gratitude to Jasmin at the Greentrees Guesthouse located just out of Orange. All rooms 

are graced with gorgeous cottage gardens and rural outlooks. This will be the major prize of our 

fundraising guessing competition which will be drawn at our Christmas Party to be held on 23 

November 2013.  

Please also enlist your family, support people and friends, in order to achieve a successful 

fundraising outcome. Each entry into this competition will come at a cost of $5 and all funds raised 

will be directed towards our fundraising for Scleroderma Research. You will need to seek entry into 

this competition (Please contact the office to be included) and one very fortunate winner will 

receive this great prize, which will need to be used before the end of September 2014. 

*Conditions Apply 

 

 

 

Please remember that Scleroderma NSW, Inc. in no way endorses any of the 
medications or treatments reported in this newsletter. The information is intended 
only to keep you informed.  We strongly advise that you consult your doctor 
regarding any medication or treatment which may interest you. 

Management Committee
President:                Elizabeth Denten
Vice-President:                             Leslie Samuels
Secretary/Public Officer:                Marilyn Singer
Treasurer:        Yvonne Witts (Acting)
Ordinary Members:                            Jenny White
            Clara Dias
        Dayle Shafer
Accountant:           Stuart Grigg
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to the wind or sun. 
• Use moisturising lotions for dry skin and    

saline sprays for dry nose.  
 
Extracts from TASSA, The Australian Sjögren’s  
Syndrome Association www.sjogrens.org.au 
 
Additional Survival Tips 

Dry Eyes 
• Avoid applying anything to the eyelids that 

can irritate your dry eye; products placed on 
the eyelid will get into the tear film. 

• Keep the eyelids free of facial creams at bed-
time as they can enter the eye and cause   
irritation. 

• Carry a wet washcloth in a zip-lock bag to 
place on your eyes when travelling. 

 
Dry Mouth 
• Eat soft, moist foods if you have trouble  

swallowing or with your teeth chipping. 
• Patients should eat smaller, more frequent 

meals to stimulate saliva flow. 
• Avoid salty, acidic or spicy foods and carbon-

ated drinks that may be painful on your dry 
mouth or interfere with digestion 

• Apply Vitamin E oil or moisturising gels to dry 
or sore parts of the mouth or tongue for long-
lasting relief. 

 
Dry Skin 
• Take short warm baths or showers. Hot water 

removes skin oils! 
• Sjögren’s patients with dry/and or sensitive 

skin should avoid fabric softeners in the 
washing machine and clothes dryer. 

• After bathing apply moisturiser immediately 
while the skin is still damp. 

 
From Sjögren’s Syndrome Foundation Inc. 
www.sjogrens.org 

 THANK YOU FOR YOUR DONATIONS 
AND CONTINUED SUPPORT  

 
Akins, Angela   Alderton, Alan  
Allen, Shirley   Anderson, Sandra  
Backhouse, Lynne   Barlow, Maureen 
Bemrose, Una   Bilsborough, Natalia 
Bosch, Elizabeth      Bruce, Pamela 
Burnett, Carole   Carmody, Marie  
Cheah, Lily    Clark, Leslie 
Clouet, Patsy   Cunningham, Marcia 
Dias, Clara    Dobrovic, Blazenka 
Dunwoodie, Julie   Easterby, Barbara 
Ellis, Merle    Franklin, Helen 
Gardiner, Judith   Golden, Elaine 
Greenaway, Jeffrey  Haines, Annette 
Howlett, Ildiko   Jones, Marie 
Kainer Geyer, Agnes  Kan, Margaret 
Kenny, Mary    Leaupepe, Fran 
Lidis, Nick    Lozzi, Annette 
Maberley, Ivy   Mackrell, Tania 
Macleod, Suzanne   Macri, Lawrence 
McMahon, Margaret  Milat, Robyn 
Moy, Marie    Neaves, Lila 
Noon, Julia    Oswald, Susan 
Perceval, Denise   Pynor, Elizabeth 
Ranieri, Julie    Rasmussen, G & N 
Rate, Patricia   Ristuccia, Marie 
Robertson, Mary Rose  Russell, Rosemary 
Sartori, Mark   Saville, Coral 
Schrieber, Prof. Les  Shipp, Joan 
Soliman, Gail   Spencer, Sybil 
St. Lukes Miranda B/S  Steel, Rosalind 
Thompson, Judith   Tilbrook, Sylvia 
Tindale. Caroline   Toor, Reshmore 
Towers, Auriel   Turner, Janet 
Vicary, Aileen   Watcham, Lyn 
Wilks, Dianne   Williams, Noela 
Wilson, Susan   Wolfe, Alma 
Wong, Wann-Jen   Young, Frances 
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