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	Editorial / Welcome                                                                         Michelle Willems/Jane Tombs

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 ?  Help us to help you and join our group online ?  Thank you and welcome to all our new invaluable members !
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 ARE YOU OR 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 ?

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

	Research : Public release date: 16-Oct-2011*

Contact: Jim Ritter jritter@lumc.edu Loyola University Health System <http://www.luhs.org/>
Promising new approach to treating debilitating nervous system disease

Groundbreaking study published in Nature Medicine

MAYWOOD, Il. -- A groundbreaking study in the journal *Nature Medicine* suggests what could become the first effective treatment for a debilitating and fatal disease of the central nervous system called SCA1.

The study, based on an animal model, found that the disease is linked to low levels of a multipurpose protein called VEGF. Researchers found that in mice that had SCA1, replenishing this protein lead to significant improvements in muscle coordination and balance.

Ameet R. Kini, MD, PhD, an associate professor in the Department of Pathology and Cardinal Bernardin Cancer Center of Loyola University Chicago Stritch School of Medicine, is a co-author of the study.

SCA1 (spinocerebellar ataxia type 1) is an inherited disease caused by a mutation of a single gene. The disease affects 1 to 2 people per 100,000 of population. The first symptoms are usually lack of muscular control of the hands and trouble with balance while walking. Later symptoms can include difficulty swallowing, indistinct speech, neuropathy, spasticity, weakness and memory problems.  There currently is no effective treatment, according to the National Ataxia Foundation.

In the first part of their study, researchers conducted several tests that demonstrated that mice with SCA1 had low levels of VEGF (vascular endothelial growth factor). In the brain, VEGF stimulates the growth of
blood vessels and works in other ways to keep brain cells healthy.

Researchers then tested whether boosting VEGF levels would benefit mice thathad SCA1. They boosted VEGF two ways: By genetically engineering mice to produce more of the protein and by delivering VEGF directly to the brain.


Mice that had SCA1 were given a performance test called Rotarod, which measures balance and coordination. The test, which is somewhat like a log-rolling competition, measures how long a mouse can stay atop a rolling cylinder.
 

Researchers compared diseased mice that had been treated with VEGF to diseased mice that received no treatment. The VEGF group performed significantly better than the untreated mice -- and in some cases nearly as well as healthy mice that did not have SCA1. In addition, microscopic examinations found significant improvements in the brains of diseased mice that had been treated with VEGF. 

The findings suggest that reversing low VEGF levels "may be a potentially useful treatment in patients with SCA1," researchers wrote.

The results also could prove relevant to other ataxia disorders "and possibly even other neurodegenerative syndromes," researchers wrote.

However, Kini cautioned that while the study findings are promising, they do not necessarily apply to humans. It would require clinical trials in patients to prove that replenishing VEGF levels is a safe and effective treatment, Kini said.

The study was jointly conceived and designed by Kini and his colleagues  Marija Cvetanovic, PhD, (first author) and Puneet Opal, MD, PhD, (corresponding author) of Northwestern University Feinberg School of
Medicine. Other co-authors are Jay M. Patel, BS, of Northwestern and Hugo H. Marti, MD, of the University of Heidelberg.

The study was funded by the National Institutes of Health, National Organization for Rare Disorders, Brain Research Foundation and National Ataxia Foundation.
Keeping Healthy
LIFE GOES ON  :

Being diagnosed with a serious or life-threatening illness is often viewed as a life changing experience.
If you would like further information on counselling services you may wish to speak to your local doctor or case manager.

Life Goes On provides a 24hour, 7 day per week, confidential telephone counselling service known as

‘Hopeline’ to people who have been diagnosed with a serious illness, carers, or those grieving the loss of a

loved one.

All Life Goes On counsellors have survived a serious or life-threatening illness or cared for someone in this situation. All are professionally trained and offer their empathy, experience and understanding.

Calls to Life Goes On can be anonymous and charges are the cost of a local call.

All calls are answered in English but you can advise if you would prefer to speak

in another language.

Visit The Life Goes On website for further details www.lifegoeson.org.au
Ombudsmen :  

This is a really good website if you have a complaint about anything : 

http://www.ombudsman.vic.gov.au/www/html/19-useful-links.asp


	From a recent UK Ataxia Newsletter :th\\\\
Q: Can deep brain stimulation (DBS) help people with ataxia? It has been shown to help with tremors in Parkinson’s disease and has been successfully used to treat dystonia. Has it been tested in

people with cerebellar ataxia? If not, in your opinion is it a technique that could potentially be useful?

NF: We have quite a big DBS programme at the Walton Centre for Neurology and Neurosurgery in Liverpool. We do a lot of DBS for tremors, dystonia, and Parkinson’s disease. At the moment I think the answer with

respect to ataxia is, not really. The majority of patients that have been treated with DBS have had MS or traumatic brain injury and have had very severe, disabling upper limb tremor, which responds to a particular form of DBS. It is not a complete response, but it is often quite useful. So if the ataxia is accompanied by tremor, this would be the only part of the ataxia that would respond to DBS. As far as ataxia of gait and balance is concerned, if anything DBS would probably make it worse. In fact, unsteadiness in walking is a common side effect that we struggle with in Parkinson’s and tremor patients, and is an unwanted

effect of DBS.

MH: I entirely agree. My personal experience is with two patients with very disabling upper limb ataxic tremor who responded well to DBS, so I think if the tremor is the main problem, and no pharmacological treatment has helped, then consideration of DBS is reasonable.

Q: Are there any specific exercises you can take that will help in moderating or improving balance? (From a person with cerebellar ataxia)

LH: It is important to maintain as much function as possible; don’t let others do for you what you can do yourself.  Take the opportunity, if you see a physiotherapist, of asking them what you can do to exercise your body generally and for cardiac function in particular. Hydrotherapy may be useful. Also, swallowing and speech therapy can be forms of exercise. Getting some good advice about this and practising exercises can help with swallowing difficulties that may come later on.

MH: Most physiotherapists that deal with neurology patients will have specific balance exercises for patients with ataxia. Swimming is good because coordination is not so important when you are in water. In general maintaining muscle activity whilst avoiding injury is the best principle.

Alison Stevenson: The new edition of the clinical guidelines contains a section on physiotherapy which can be sent to physiotherapists or friends upon request (please contact the Ataxia UK office for a copy).

NF: Stretching and home exercise programs may be helpful. It is important to prevent contractures (a

physiotherapist may advise on this). If using a wheelchair a good seating position is important (eg foot plates may be helpful for some). Although there is no firm evidence to support specific physiotherapy interventions for ataxia some people find certain interventions helpful – see John Harnett’s great exercises ( Chapter 7 ) online too : http://scars.org.au/johnharnettstory.html


	Green tip 
Recycling fluorescent globes, batteries, mobile phones, CD and DVD recycling - Did you know that you can recycle more than just paper, glass and plastic? In fact, common household items such as light globes and batteries can leach toxic chemicals – such as mercury – into the environment, if

disposed of incorrectly.

Bayside City Council is now running a drop-off recycling service as a pilot program allowing residents to safely recycle the following:

· Compact fluorescent light bulbs and fluorescent tubes

· Mobile phones and accessories (including chargers and cords)

· Household batteries

· CDs, DVDs, VHS cassettes and their cases

The goal of this program is to prevent these items from ending up in landfill, thereby helping to protect our environment.

The recycling station is located in the foyer of Bayside City Council’s corporate office at 76 Royal Avenue, Sandringham. Office hours are 9:00am – 5:00pm Monday to Friday (except public holidays).

	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 9. 

WALKING WITH A CANE/WALKING STICK
It took some time to get over the stigma of using a cane in public, I remember being told by different family members that I should use it if it helped stop me from falling. If I fell as a result of not using it I would be dependant on others and as I live alone this would be a bit stupid. Rather than looking like I was “drunk or on drugs” walking down the street I started using it and now I unfortunately need it. I was once told another way of looking at it was that people would see that you had a genuine medical problem and get out of your way. It is true, often people will give way to you and are much more courteous and make allowance for you when they see you have a medical problem. I have noticed a different approach when being served in department stores and basically any sort of retail environment.
When I was still working I saw a young women waking down the hall with a cane. I introduced myself to her and explained that my doctors say I will need a cane one day. She was very nice and endured my clumsy but sincere questions. I asked her how or what she did to prepare her self to walk with a cane. She answered by telling me she has terminal cancer and was pregnant. She continued by saying she also has a bad back and that she wears a back brace and walks with a cane for support. I thanked her and graciously walked back to my office feeling very embarrassed. Suddenly, the concerns I had about the stigma of walking with a cane seemed insignificant.

	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 Social :  12 pm Sunday 29 January 2012 WestBeach Bathers’ Pavilion, 330 Beaconsfield Parade, Cnr Pier Rd, West St Kilda 9593 8833 – some disabled parking or meter parking outside – apparently free for disabled.  2hrs free parking opposite = 4 hrs with disabled sticker.  Suggest drop people off and park nearby ?  Free wheelchair taxi booked from Spencer St Railway Station at 1100 am returning 4pm too – please advise if required.

http://www.scars.org.au/social.html
www.westbeachstkilda.com.au
DOG BEACH TOO – SO PLEASE BRING YOUR MUTT TOO FOR A RUN AROUND !

Next meeting:  Sun 11 Mar  2012 230pm Alfred Hospital Neurological Conf Ctr, 4th floor Centre Lifts, Commercial Rd, Prahran Speaker from Peers Inspiring Peers
Date for mailing for next newsletter pls : 1 Jan  2012
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