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Welcome to our third edition of the SCA Australia Newsletter.  This newsletter 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 ?  

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

A request please ?

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 this job 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 

	National Ataxia Foundation

Announcement:

Ataxia Research Studies Awarded Funding for FY 2010
MINNEAPOLIS, MN - January 8, 2010 - 

 

For Immediate Release, The National Ataxia Foundation (NAF) is pleased to announce that 10 promising ataxia research studies from the United States, Portugal, and the United Kingdom were awarded funding at the December 2009 NAF Board of Directors meeting for fiscal year 2010.
 

A listing and summaries of these and other studies funded earlier in 2009 are now available on the Foundation's web site, www.ataxia.org.
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The National Ataxia Foundation gratefully acknowledges all who supported these important ataxia research studies.  It is through your generosity which enabled NAF to fund these cutting-edge ataxia research efforts.  Your gifts give researchers the tools to find more answers to help stop ataxia.


	What’s new ?

My sister in UK recommended this site – a US surgeon’s with SCA

http://walkingwithataxia.com/index.html
“When I begin to feel that I’m getting clumsier I look to myself for the answer.  Why ?  Because the majority of the time I can track it back to my “sitting on my butt” too much.  If we don’t stay on top of it, we can quickly lose what we’ve gained.  Losing our drive comes too easily; happens to me as well.  Making our therapy, exercises and toning up “chores” fun is the key.  Doing them with “fun” people is another.  Participating in fun activities is yet another.  Without these things we sit and watch… and lose.  So … where do you fit within the scheme ?"


	http://www.abc.net.au/news/stories/2009/12/14/2770629.htm
An Australian man appears to have made a remarkable recovery from multiple sclerosis after receiving new stem cell treatment. 

Ben Leahy, 20, was diagnosed with the disease in 2008 and ended up in intensive care at one point with respiratory failure after his condition deteriorated rapidly. 

He was in a wheelchair and also had sight problems when he underwent the procedure earlier this year but today he is walking and recovering well. 

Australian doctors removed stem cells from Ben's bone marrow, then used chemicals to destroy all the existing immune cells in the body before re-injecting his stem cells.

ACT neurologist Dr Colin Andrews says the positive results in Ben have surprised doctors. 

"At the moment there's a good chance we may have arrested the disease," he said. 

"He walks pretty well, there's only some mild weakness in his right leg and some visual loss in one eye and apart from that he's very intact," he said.

Dr Andrews says health professionals had been reluctant to use the technique because of the risk of death was at around 8 per cent several years ago.

He was unable to get consensus from his peers to go ahead with the treatment in Canberra and could not try the treatment on Ben until he found a specialist in Sydney who was doing similar work on people with other conditions. 

He also had to get Ben well enough to be able to undergo the stem cell treatment and this took several months. 

The risk of death from the procedure has now been reduced to 1 per cent and Dr Andrews says the outstanding results on Ben means it can now be an option for more people as a last resort if other treatments have not been successful in stopping the progress of the disease.

"I've told some of my MS friends in our association, they're quite pleased about it all," he said.

"It sets another landmark for people to work towards."

Mr Andrews hopes to start offering it to some patients, whom he describes as "special cases" in Sydney and Melbourne. 

He says for some patients there will be a 60 to 80 per cent chance the progress of the disease can be stopped and for others a good chance it can be reversed. 

Ben's mother Prue, who was afraid he was going to die, says it was beyond her expectations to have him walking again.

"What I got was more than I could have ever imagined or hoped for," she said. 

Ben says he will now return to school and hopes to study physics.

Multiple sclerosis affects the central nervous system and stop nerve impulses travelling to the brain, spinal cord and eyes and those with the disease suffer from episodes which are unpredictable, with varying symptoms. 

Almost 20,000 Australians have the disease. 

A small trial done early this year overseas stopped symptoms and in a few cases reversed neurological damage of multiple sclerosis.



	Physical Therapy Improves Motor Performance in Cerebellar Ataxia 

Physical Therapy Improves Motor Performance in CerebellarAtaxia Patients with degenerative cerebellar ataxia can improve their motor performance through a program of coordination training, according to a new study.
http://www.internaf.org
http://www.ncpad.org/exercise/fact_sheet.php?sheet=683
· Adults with disabilities, who are able to, should get at least 150 minutes a week of moderate-intensity, or 75 minutes a week of vigorous-intensity aerobic activity, or an equivalent combination of moderate- and vigorous-intensity aerobic activity. Aerobic activity should be performed in episodes of at least 10 minutes, and preferably, it should be spread throughout the week. 

· Adults with disabilities, who are able to, should also do muscle-strengthening activities of moderate or high intensity that involve all major muscle groups on 2 or more days a week, as these activities provide additional health benefits. 

· When adults with disabilities are not able to meet the Guidelines, they should engage in regular physical activity according to their abilities and should avoid inactivity. 

· Adults with disabilities should consult their health-care provider about the amounts and types of physical activity that are appropriate for their abilities.



	 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 1. 

WHAT IS SPINO-CEREBELLAR DEGENERATION/ATAXIA
Spino-cerebellar Degeneration or Ataxia (SCA) is a type of Hereditary Ataxia (HA) which is a debilitating disease for which there is currently no cure. Ataxia seems to be a word commonly used in the United States while Degeneneration is more common in Australia. SCA is a progressively degenerating neurological disorder related to Parkinson’s and Huntington’s diseases, these other disorders affect different parts of the brain. Spino-cerebellar Ataxia/Degeneration is characterized by a slow disappearance of nerve cells in the brain. Thankfully, this neurological degeneration began relatively late in my life, (first appearing in my 36th year) and continues to progress slowly.
This is a dominantly inherited genetic disorder, which means that only one of my parents needed to have the defective gene for me to have the disease. I have no known history of the disease and it is thought that any previous family members with it probably died before manifesting any symptoms. The other alternative is that it is truly ‘sporadic’ and I am the start of the disease and it is just an accident that I have a damaged gene and as I have no children the disease will die with me. The area of the brain affected by this disease is the cerebellum and is evolutionary one of the oldest parts of the brain. The cerebellum is a fist sized round mass located just below the main cerebral hemispheres, at the back of the skull, just behind the ears. It is mainly responsible for balance and coordination. It can give us perfect penmanship or the potential to move like Fred Astaire. 
Projecting downward from the brain is the brain stem. Here are found some of the oldest, brain centers that control life sustaining processes such as; temperature regulation, respiratory rate, heart rate, blood pressure, etc. SCA sufferers have a characteristics of movement known as ataxia. This may be anything from a slightly observable clumsiness in walking, to varying degrees of stumbling, lurching, weaving and bobbing. In addition to this physical ataxia, there comes, what is called an emotional ataxia which comes with having an incurable disease.

In the beginning stages of the disease, the most noticeable symptoms were its physical limitations. For example, I experienced a slowly advancing loss of control over my balance and coordination. In general I found that I was becoming more clumsy and awkward. I began to bump into things and stumble on steps. I could no longer carry a cup of coffee, without spilling it.(or a glass of beer) At this time, the simple act of going for a walk became difficult. My body would no longer ‘go’ anywhere in a straight line. For the first time in my life, I had to think about walking and police my movements, making corrections whenever necessary. 

I continue to research the medical literature for developments in treatment of my condition. To date, the most exciting things are research in the area of stem cell transplants in the treatment of neurodegenerative disorders such as Parkinson’s or Huntington’s diseases. One day our own stem cells might be harvested to avoid the bodies’ rejection of foreign tissue. While results are promising, it is far too early to assume this technique will be successful in human trials. Nevertheless, it is very comforting to know that breakthroughs are being made all the time in our understanding of the mechanisms behind these neurodegenerative disorders.         

	Other      

Green Tip

Save water in the bathroom and toilet

Nearly 40% of water in most homes is used in the bathroom and toilet. Save water here for a big impact on your more expensive water usage. 

To significantly reduce water use in the toilet :

Install a dual flush toilet instead of a single flush - you may even get a rebate – I did $50 !

Fix any leaks in the toilet. Add food dye to the toilet cistern - if the water in the bowl is coloured before you flush, you've got a leak.

Baths use more water than showers, so avoid them if you can. Instead of topping up with more water after you reach the right level, check the temperature as you fill the bath.  Showers can still be a real water waster.

Install water-saving showerheads. Your local water authority may have a program for replacing old showerheads with low-flow ones. 

Take shorter showers. Aim for four minutes and use a timer to keep track. You can save water even when brushing your teeth or shaving.

Rinse with a glass of water when brushing your teeth.  

Fill the basin with warm water to rinse razors. 

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 14 Mar 2010 2pm Alfred Hospital Neurological Conf Ctr, Prahran + 

Speaker : Dr Rob Postlethwaite speaking on Depression in SCA and Neurological Conditions

Date for mailing for next newsletter pls : 1 Mar 10
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