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Address : P O Box 115, Howlong, NSW 2643                                Website:  www.scars.org.au

                                                                                                        Email : janetombs@ozemail.com.au

Welcome to the latest edition of the SCA Australia Newsletter.  This newsletter is FOR YOU so please give us feedback on what you would like – eg a fun social or ideas for speakers or an Awareness Day Activity -  we are planning something so please watch the website ?  Help us to help you and join our group online ?  Thank you and welcome to all our new invaluable members !

Sadly we lost a very close friend and supporter ( she was very involved in getting an ongoing grant with Ms Marie Dunn)  in Deborah Crow in late July.   Several of us attended a very lovely service and Ms Dunn kindly organized some beautiful flowers from the group.
Have you and family fave recipes you can contribute to a fundraising book we hope to create ?  If so please email  : janetombs@ozemail.com.au – sorry we have only had a couple sadly – THANKS !

We know that there are many stories of resilience amongst our consumers/clients and carers.  We

invite you to submit your personal stories eg challenges of immigration, disability; caring – these are just a few examples- for inclusion in future newsletters. We would love to see how you have overcome the obstacles and kept going, as inspiration to others and also to acknowledge yourselves for your own resilience. 

Also do you know anyone famous who could be our patron please ? OR HAVE YOU A FRIEND OR RELATIVE IN A LIONS OR ROTARY CLUB PLEASE ?  as they often have spare money for charities and the Prof and others are willing to speak.  Please contact janetombs@ozemail.com.au please ?



	What’s new ?

HOT NEWS !

WE ARE CELEBRATING ATAXIA AWARENESS DAY on Saturday 20 October at Lilydale Lakes 11 am-3 pm 
– IF ANYONE CAN OFFER LIFTS THAT WOULD BE LOVELY PLEASE ? 
THE SCAA GROUP HAS BOOKED THE PAVILION & WE WILL HAVE YUMMY BBQ EATS AVAILABLE TO BUY FOR $2.00 SO COME HAVE A GREAT DAY – BRING FRIENDS AND FAMILY !

http://scars.org.au/social.html
Medicare Chronic Disease Dental Scheme

Under the Medicare Chronic Disease Dental Scheme, eligible patients have access to Medicare benefits for most services provided by dentists, dental specialists or dental prosthetists in private dental surgeries.

Receiving benefits for dental services

To receive a Medicare benefit for dental services, you will first need to meet certain eligibility criteria and be referred by your doctor to a dentist. In some cases, your doctor will be able to refer you directly to a dental prosthetist for denture work.
More information on dental health is available from the Department of Health and Ageing website[1].

Quick links Find your nearest DHS Service Centre[2].

The Medicare Chronic Disease Dental Scheme will close on 1 December 2012. Read more about changes to dental services under Medicare[3].



	Green :

http://www.resourcesmart.vic.gov.au/for_households/rebates.html
Rebates can help reduce the upfront expense of implementing energy-saving measures in your home. Find out what rebates the Victorian and Australian governments offer and how to take advantage of them to make your home more energy and water efficient. 
· Victorian Government Warmer Winter Discount
This discount on high efficient gas space heaters started on 4 July 2011. It is only available to eligible concession card holders in Victoria who want to replace an electric heater with an energy efficient gas space heater.

· Rebate - Gas hot water
Switch hot water systems to save money and the environment today

· Rebate - Solar hot water
Solar hot water systems and Victorian Government rebates 

· Rebate - Water saving and rainwater tanks
Rebates are available for a range of water-saving devices.

· Rebate - Whitegoods for concession card holders
This rebate is only available to concession card holders who have applied for a No Interest Loan, Progress Loan or are using the Good Shepherd Buying Service. 

· Rebates - Bushfire affected households
Research :  This is a good site :
http://www.ataxia.org.uk/pages/research-funded-by-ataxia-uk.html
Ataxia UK and Ataxia Ireland are jointly hosting an international Ataxia Research Conference in London on 1-3 November 2012. For more details see the information page.
One of Ataxia UK's main objectives is to fund high quality research into the ataxias. We aim to find causes and develop treatments to prevent the devastating effects of the ataxias. We are currently funding over 20 research projects in the UK and abroad.

Ataxia UK has been funding a range of projects over the years, from basic science research (such as understanding the disease mechanism of a particular type of ataxia) to more applied research including pilot trials of therapeutic interventions. See Ataxia UK's Research Strategy for more information.
Another good site: Recent advances in the genetics of cerebellar ataxias. 
http://www.ncbi.nlm.nih.gov/pubmed/22527681

	Our Cerebellum Is Shrinking – from the latest NAF newsletter By Blanche Capriolo

Not time to be a shrinking violet though... There is so much yet to do if you will force

yourself to grow.

Eight years ago I was diagnosed with Spinocerebellar ataxia (SCA). At 69 I was an active

mover and shaker, teaching in a community college, the mother of three and grandmother of

10.

One good thing – I now had a name for what I was experiencing. Friends used to look at me

funny when I slurred my speech and seemed a bit clumsy. I called it the “martini syndrome”

and it gave us all a laugh. In fact, I used to like an occasional martini.

Life is different now and more magical then I ever dreamed it could be. 

I belong to an athletic club and take a water aerobics class. When in the water you no longer have ataxia. You are a mermaid and can do anything. The deep water class with a belt is heavenly. 

The past two years have added gentle yoga and even have my husband going. I do many poses using a wall and sometimes a chair. The quiet, gentle music and meditation is medicinal.

My message is to live in the present, a gift for all, and that is why we call it a present. 

Learn to sew, knit, paint, play Scrabble and chess. Don’t know how? Learn. Play the piano, dance. 

Our cerebellums may be shrinking, but our minds and hearts are growing.

Read my blogs if you like at www.justblanche.com.

Editor’s Note: Blanche is a member of the Chesapeake Chapter and has been in a research study at Johns Hopkins

	Keeping Healthy – repeating SOME OF John Harnett’s great exercises – so relevant cos next speaker subject plus other members have asked too :
About You 

John Harnett has kindly written a book :  Spino-cerebellar degeneration/SCA – my story   which he has also agreed to let us serialise in this newsletter.  It may also be found on our website too :

CHAPTER 7  - some great tips and exercises here !

EXERCISES FOR FLEXIBILITY
It’s commonly known and recognized that regular exercise is beneficial to us all. It is especially beneficial to a person with Spino-cerebellar Ataxia/Degeneration who is likely to experience muscle weakness and the loss of coordination in their legs and arms, as well as the loss of flexibility in the joints. I also have had speech therapy and while I no longer go to sessions with a speech pathologist, I use the exercises I received every morning, I speak aloud and to a time limit so I know if my speech has deteriorated. For example each morning while I am doing my twenty minutes on the exercise bike I count to seventy and ensure I do so within a minute, I do this twice. This is difficult as I am usually out of breath from exercising. Taking deep breathes while performing each exercise is very important. When oxygen is inhaled it enters the bloodstream and flows throughout the body. The muscles are nourished through this inflow of oxygen. I also do volunteer work as an adult literacy tutor, and while it is not rocket science, it probably assists with my vocabulary and articulation. I am convinced that my exercising every morning is the main reason I remain still able to walk, and muscle strength has stopped me from falling a number of times. Principally, exercise improves my self esteem. I feel that I am helping to improve my mental health while reducing the risk of having serious medical problems such as heart disease, diabetes, high blood pressure and many other ailments. I exercise each morning while listening to the radio, which serves the dual purpose of keeping me informed and also stops the boredom of exercising for over an hour. Fatigue is one of several symptoms of ataxia. Exercise and rest energize my body. Because I feel tired every day mid afternoon, I often have a bit of a nap on the couch in front of the TV. 

FACIAL STRETCH
Objective : To stretch the muscles in your face and to stimulate the muscles in the tongue.

• Open your mouth as wide as possible 
• Move your jaw up and down, round and round
• Stick your tongue out as far as it will go
• Circle your tongue around your mouth 
• Stretch your eyes open as wide as you can
• Relax
• Repeat this exercise as often as you like

(This exercise can be done almost anywhere and from a seated position) 

HEAD TWIST
Objective : To relieve tension in your neck

• Twist your head to the right, looking over the right shoulder holding stretch for fifteen to twenty seconds
• Relax
• Repeat the same exercise on the left side and repeat the total exercise as often as you like

(This exercise can be done almost anywhere from a seated position)

OVER THE HEAD ARM STRETCH
Objective: A total body stretch 

• Sit erect or stand tall
• Pull stomach in for back support
• Slowly raise both arms high above head and pretend you can touch the ceiling
• Hold stretch for fifteen to twenty seconds
• Slowly lower both arms
• Relax
• Repeat exercise three times


I know I have included a lot of exercises above, but I do not necessarily do them all everyday. They are exercises that have been given to me by Physiotherapists and Speech Therapists that I have seen. I have a dual action exercise bike (with arms that move) and every morning I do about 20 minutes on it and then about 40 minutes of other strengthening and stretching exercises each morning. My regular routine includes some I have listed plus sit ups, arm curls with a set of 6 kg dumbbells. A lot of the stretching and ball exercises are done in front of the television so I do not find them mind-numbing and I certainly notice the benefits.

	Credits to NAF Generations, UK Ataxia, GSNV, Access Care Southern, Ideas, HR & SS and others’ newsletters
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 meetings:  ATAXIA AWARENESS DAY CELEBRATION ON SAT OCTOBER 20 AT LILYDALE LAKES and  18 November 2012 230pm Alfred Hospital Neurological Conf Ctr, 4th floor Centre Lifts, Commercial Rd, Prahran  Speaker : Ms Lisa Boyd from MSAC ( Melb Spts & Aq Ctr ) on the Benefits of Exercise

Big thanks as always to the Professor for the venue plus without it we would need costly insurance  too !

Date for mailing for next newsletter pls : 1 Oct  2012
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