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	Editorial / Welcome                                                                                 Michelle Willems/Jane Tombs

STOP PRESS : DGR STATUS JUST RECEIVED ( MANY THANKS TO HENRI LAUSBERG )

Address : 53 Box Hill Crescent                                                                 Website:  www.scars.org.au

Mont Albert North 3129 Victoria                                                                Email : janetombs@ozemail.com.au

Welcome to our first edition of the SCA Australia Newsletter.  This newsletter hopefully every few months is FOR YOU so please give us feedback on what you would like or contribute a personal story or ideas for speakers or to help us to help you and join our group online ?  We always need more volunteers to help us to help you to keep this group going please ?  THANK YOU FOR ALL THE CONTRIBUTORS SO FAR !!

Also do you know anyone famous who could be our patron please ?

2 requests please ?

1 We need to research a booklet on Ataxia for patients, medical profession, everyone.  We may receive        some funds to help soon  eg we have an excellent guidebook from MS, and Internaf in US, and Ataxia UK do one too, to help whoever would like to volunteer for this essential job ?  

2 Also now that we already have a terrific website, could someone else please volunteer to help update the odd page every few weeks please who can write html code please ?

If you think you or a friend or relative can help even briefly or jointly with someone else with these jobs please contact janetombs@ozemail.com.au  You can help support us too with our lanyards for keys/phone/memory cards etc for only $3 available on website or at meetings – similarly raffle tickets for a donated oil painting

	What’s New?

TELELINK

For many people getting out to social activities can be very difficult because of fragility, disability, transport or responsibilities in the home such as being a carer. Technology is a wonderful thing, particularly when it enables us to connect with people in new ways. An excellent example of using technology (specifically the telephone) to make friends and interact with others is Telelink.  

This service provided by Wesley Do Care enables groups of up to 10 people to talk together on a weekly basis – on the telephone – from the comfort of their own homes.                                                                                                    Examples of the kind of Telelink Friendship and Special Interest Groups include:

· Gardening Friendship Link

· German Language Friendship Link

· Carers’ Friendship Link

· Gentleman’s Club

· Women’s Friendship Link

· Telelink Choir

· Church From Home

· Trivial Pursuit

· The Comedy Hour

· Plus many more….

You can also suggest a new telelink group to be included in future Telelink Special Interest Programs.

To enquire about or join a Special Interests Telelink group please contact:Irene Klossman  Wesley     Do CarePhone: (03) 9762 5211 
Fax: (03) 9762 5390 
Email: telelink@wesley.org.au                                                               Thanks to Accesscare for article

National Relay Service - NRS

 
http://www.relayservice.com.au/
 

This service is an excellent solution for people with either a hearing and/or speech impediment.   The service runs 24/7, and is a wonderful device for people who want to maintain contact with their families, friends, make appointments – or any type of call that we would normally make from our phones or computers:  The following is some informative material copied from the NRS website.

You can make calls 24 hours a day, 7 days a week. 

Depending on your own requirements, you can choose one of the following relay call options: 

Internet relay calls
Internet relay calls are ideal if you are deaf, can't hear well or have difficulty using your voice. You just need an internet connection. » more 
Speak and Read
If you can speak but not hear, then Speak and Read is your best call option. » more 
Type and Read
If you are deaf or can’t hear well and have difficulty speaking or communicating, this is the most useful relay option for you. » more 
Type and Listen
If you have difficulty speaking or communicating but can hear adequately, this call option could be useful for you. » more 
Speak and Listen
If people sometimes have trouble understanding your speech over the phone, you can use this call option. » more 
Emergency calls
The National Relay Service provides three ways to contact emergency services - one by TTY, one by ordinary phone, and the third by internet relay. » more 
Calling someone with an impairment
It is easy to make a call through the NRS to someone who is deaf or has a hearing or speech impairment. » more 


	Do You Know ? / Useful links :

http://www.greenpc.com.au/ Recycled personal computers made available to low-income communities, individuals and community organizations  9418 7400

Other sites : http://www.erni.asn.au/sale-of-computers-for-people-with-disabilities.htm  9879 5211
http://computerbank.org.au/ 9600 9161
Mobility Centre at Federation Square, Melbourne :
http://www.melbourne.vic.gov.au/info.cfm?top=268&pg=2688
· equipment for hire 

· two fully accessible toilets 

· baby change facilities 

· TTY telephone and accessible web access 

· scooter battery re-charge facilities 

· accessible tea, coffee and refreshment facilities 
Disability Helpline 1800 196 050 which is a free legal advice service for people with a disability.

The Disability Helpline provides advice regarding Employment, Superannuation and Insurance for people with a disability – SPEAKER FROM MAURICE BLACKBURN AT NEXT MEETING: SUN 6 NOV

The Machado Joseph Foundation

Australia

http://www.mjd.org.au
For those of you that don’t know, Machado Joseph Disease is another term for Spino-Cerebellar Ataxia 3 (SCA3).  MJD is one of the more common ataxias (along with SCA1).  All SCAs are rare disorders.

 

Recently, Michelle Willems had a chat with a Sydney professor who is working, and researching into a treatment to help SCA sufferers.  Apparently, the MJD Foundation has been very supportive of this research, and the group has been fundraising and donating money towards this research.  We don’t have any particulars, and need to seek permission before providing details re this Sydney research, but will do so when permission is granted.  Also, Michelle is unsure how much we are allowed to know but will keep us aware of any news on that front.  She does believe that any research and hopefully resultant treatment will be of benefit for all of those with an SCA.   

 

Please have a look at the MJD website link.  They are a well organized group of people and very determined to support the Sydney based research, and along with us all, those people hope to develop a treatment, as soon as possible.  Michelle is meeting up with a representative of the MJD Foundation on her next trip to Sydney so she may have more details to give to us all then.  She will ask that any news be put onto our website. 

 

She has been told that the incidence of MJD is 75%, on Groote Eylandt which is the largest island in the Gulf of Carpentaria in Northeast Arnhem Land. Because of that incidence, the MJD Foundation is working very hard to help those affected, and trying to prevent the occurrence of the disorder in future generations.  The affected people are primarily Australian Aboriginals – there is a short doco on the MJD site (see above), if you are able to view it   http://www.mjd.org.au/46-no-shame-no-blame-just-hope.html  

	Keeping Healthy

SMOKE ALARMS – check batteries are OK or ask your case manager if you’ve got one

ANTI-OXIDANTS

Antioxidants are substances or nutrients in our foods which can prevent or slow down the oxidative damage to our body. When our body cells use oxygen, they naturally produce free radicals (by-products) which can cause damage. Antioxidants act as “free radical scavengers” and hence prevent and repair damage done by these free radicals. Studies have shown that they play a key role to living a longer and healthier life. Antioxidants boost our immunity, make our muscles stronger and keep our bones and skin healthy.

Most commonly known antioxidants are:

· Vitamin A and Carotenoids found in bright coloured fruit and vegetables eg carrots, broccoli, sweet potatoes, tomatoes, peaches, apricots

· Vitamin C found in oranges, green peppers, green leafy vegetables, broccoli, strawberries and tomatoes

· Vitamin E found in nuts and seeds, whole grains, green leafy vegetables, vegetable oil and liver oil

· Selenium found in fish and shellfish, red meat, grains, eggs, chicken and garlic

Other common antioxidants are:

· Flavonoids / polyphenols found in soy, red wine, tea, cranberries

· Lycopene found in tomatoes, watermelon, pink grapefruit

· Lutein found in dark green vegetable such as broccoli, brussel sprouts and spinach


Thanks to Accesscare for article

	Research

STOP PRESS : Prof Storey is trialing drugs on SCA1 mice so hopes to have drug in year or two !

http://clinicaltrials.gov/ct2/results?term=spinocerebellar+ataxia
http://www.ataxia.org.uk/publications_and_pictures/
Degenerative%20ataxias%20and%20the%20potential%20for%20stem%20cell%20neuroprotection.pdf



	About You : Personal Story from Melissa Gordon

I was diagnosed at 19 and am now 25 being diagnosed came as something of a relief as it sort of gave me a deadline to do things.  When I found out, I dropped out of Uni and decided to travel because I thought, I don't know how long before I will be in a wheelchair. I attend the gym 4 times a week and am determined to prevent getting worse, and am glad to say have seen improvements. I am proud to say that I have travelled overseas roughly eight times and seen much of Europe and the U.K.  After I am cured and my grandkids ask “Nan, how many times have you been overseas ?” I want to answer “30”.  I believe its important to remain positive. I get a lot of strength from my faith. Knowing I am never alone and everything is possible  with God. I am not sorry I have SCA . I think that having it has made me a stronger person.
Now that I can put myself in others’ shoes, I no longer hold any resentment towards my father. I remember when my Dad took me to the footy, and at the end of the game I wanted to kick the ball on the field. It was difficult for my Dad to get over the fence. Others said  “Are you drunk ?” and my Dad replied “I have a medical condition”. I said “Dad you’re so embarrassing ! ”, my Dad is now deceased and to this day I still regret what I said and now I can understand just how much he loved me. 

	Other             Community Calendar

21 Sep
International Day of Peace

22 Sep
Yom Kippur (Jewish)

25 Sep           International Ataxia Awareness Day

05 Oct
Simchat Torah (Jewish)

31 Oct
Halloween (USA & Aust)

01 Nov
All Saints Day (Christian)

06 Nov
Melbourne Cup Day (Aust)

09 Nov
Dewali Festival of Lights (Hindu)

16 Nov
World Food Day

21-27Nov
Refugee Week

22 Nov           Thanksgiving Day (USA)

Thanks to Accesscare for part of article

Disclaimer : Information and articles contained in this newsletter are intended to provide useful information of a general nature for the reader but are not intended to be a substitute for legal or medical advice.  

We are not recommending legal or medical advice and readers must seek their own legal and medical advice as may be appropriate

Next meeting:  Sun 8 Nov 2pm Alfred Hospital Neurological Conf Ctr, Prahran + 

Speaker : Maurice Blackburn lawyer speaking on Disability. Their free Disability Helpline 1800 196 050 

provides advice regarding Employment, Superannuation and Insurance for people with a disability
Date for mailing for next newsletter pls : 1 Nov 09  
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