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	Editorial / Welcome                                                                                 Michelle Willems/Jane Tombs

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

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

Welcome to our second 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 

	What’s New?

Maurice Blackburn Disability Helpline 1800 196 050 provides advice regarding Employment, Superannuation and Insurance for people with a disability
WorkWelfareWills is a plain English web guide to legal issues around health and life changes.

www.chronicillness.org.au/workwelfarewills
IDEAS | EXPO 2009 Access for All is to be held at Merimbula RSL Club on December 3rd and December 4th 2009. Great newsletter too : http://www.ideas.org.au/contentid83.html
At RampAssist, we specialise in designing, manufacturing and supplying modular access ramps. All our products and efforts are directed to suit individual requirements so that our customers can achieve that perfect ramp solution. http://rampassist.com.au/
A comprehensive, contemporary picture of what it means to be an Australian with a disability before a National Disability Strategy to make things better - we first have to find out how bad they have become. The Rudd Government in general have committed hopefully to this reform process

Read more: http://www.ourcommunity.com.au/article/view_speech.do?articleid=4238

	Do you know ? / Useful links

Ms Nadia Lindop, Executive Officer of MJD SCA3 was interviewed on ABC on 22 October 2009
http://www.mjd.org.au/56-abc-radio-interview-with-nadia-lindop.html
ANZ BANK – free banking for disabled and concessions card holder customers

http://www.anz.com/personal/accounts/everyday-accounts/anz-access-deeming/
As an incentive for members, we can provide very useful ID cards, thanks to Melissa Jacobs’ suggestion.  All you need to supply us with is a covering letter from your Neurologist and some basic medical information please ?  All info is on the website http://www.scars.org.au/idcards.html
It has proved invaluable for some when driving, travelling, for Doctors especially in emergency situations etc

We do urge you to get one asap FOR FREE !

What Caused Lincoln's Clumsy Gait?  Scientists Say 25% Chance He Had Gene Mutation Found In Relatives

Historians have long puzzled over whether Abraham Lincoln might have had a genetic disorder called Marfan syndrome, but new research has members of the beloved president's family tree wondering if his clumsy gait may actually have been caused by something else.

Researchers at the University of Minnesota have discovered a gene mutation in 11 generations of relatives who descended from Lincoln's grandparents.

The gene causes spinocerebellar ataxia type 5, a degenerative neurological disorder that affects coordination, including walking, writing, speaking and swallowing. There's a 25 percent chance that Lincoln also inherited the mutation, said Laura Ranum, a genetics professor who led the research.

"Because the historical literature talks about his clumsy gait ... it raises the possibility that that was caused by a mutation in this gene," Ranum said.

But since Lincoln has no living direct descendants, confirming whether the nation's 16th president had the defective gene would require that his DNA be taken from historical artifacts and tested, an issue that has been debated over the years.

"What historical purpose would it serve? It (wouldn't) change the facts of how he became a great president," said Kim Bauer, Lincoln curator at the Abraham Lincoln Presidential Library and Museum in Springfield, Ill. "I would fall on the side of leaving President Lincoln alone."

The new findings on the ataxia gene were reported this week in the online edition of the journal Nature Genetics. Since 1992, the Minnesota researchers have studied more than 300 members of the Lincoln family. About one-third of them have ataxia.

Terry Smith and Laurie Crary, both ataxia sufferers and descendants of Abraham Lincoln's uncle Josiah Lincoln, said they would like to know if the president had their disease.

"If a president had it, and he was disabled but still running the country, maybe people would lighten up on disabled people a little bit," said Smith, 57, of Manteca, Calif., who said he was once arrested for drunken driving because of the disease's symptoms.

Crary, 50, of Prescott, Ariz., said she has vertigo and had to have reconstructive surgery on her shoulder after losing her coordination and falling. If Lincoln had ataxia, that could offer hope for others suffering from it. About 150,000 Americans have the degenerative disease.
"Look what he achieved, even if he had this defective gene," Crary said.

In the 1990s, a geneticist asked the National Museum of Health and Medicine to test Lincoln's hair and bones to find out if the president had Marfan syndrome, a disorder that affects connective tissue, blood vessels and eyes, and can produce fatal abnormalities of major arteries. Marfan's sufferers often have unusual height and elongated fingers, toes and limbs, all characteristics of Lincoln.

But multiple panels decided "the greater public good is served by not destroying this non-renewable national historic treasure," according to the museum's Web site.

Bauer, the Lincoln museum curator, said that when Lincoln's tomb was renovated about 100 years ago, his last living son made it clear he did not want his father's remains disturbed.

That should be an overriding factor, Bauer said.

"His last living descendant, still alive, saying, 'Don't bother my father anymore.' ... If DNA testing was alive in the early 1900s, I think he would say the same thing," he said.

Ranum said researchers would need a small amount of Lincoln's DNA to test for the gene, which causes spinocerebellar ataxia type 5, or SCA5. The DNA could be found on a bloodstained garment or a hair sample. She said she would pursue a DNA test if the opportunity arose, but for now, her main concern is science.

Dr. Robert Y. Moore, a movement disorder specialist and a professor of neurology at the University of Pittsburgh, said the Minnesota research breaks ground "from the perspective that this is a mutation in a gene that has not been known to be involved in this sort of thing before."

For now, Ranum said the new discovery should lead to better diagnosis and possible future treatments and may help people decide whether to have children. The mutated gene is dominant, so there is a 50 percent chance a parent will pass it on.

Still, she said finding out whether Lincoln had the gene could help destigmatize the disease.

"Every aspect of Lincoln's life has been gone over with a fine-tooth comb," she said. "I think it is of historical interest."

	We would LOVE everyone to have access to a good computer – a lifeline for some – so here are some suggested contacts again :

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
Keeping Healthy

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

	Research – update from Melbourne – on website too :

The Van Cleef Roet Centre for Nervous diseases is active in five principal areas of research into the ataxias:

i)
laboratory studies of drugs to treat the symptoms of ataxia more effectively, 

ii)
neuropsychological studies in degenerative nervous diseases (with La Trobe Psychology), including spinocerebellar ataxias, cerebellar strokes, and coeliac disease,

iii)
quantitative movement analysis, especially in the ataxias, to create the objective measurement tools needed for clinical trials, 

iv)
basic cell/neurobiological studies in SCA 1, and

v)
delineation of previously undescribed neurogenetic diseases (with the Murdoch Institute)

In the first area, we are testing currently available drugs that may improve the symptoms of incoordination, in mice with SCA 4, SCA 3 and Friedreich’s ataxia.  Should any of these show benefit in the laboratory, we will proceed to a trial in human subjects with ataxia.

In the second area we are still finalising our NH & MRC project on neuropsychological aspects of inherited ataxias, in conjunction with La Trobe Psychology, and are seeking control subjects.  Results from this project have been presented at international meetings in previous years.  We have established a collaboration with Monash Psychology and the Murdoch Institute to study cognition in Friedreich’s ataxia, using fMRI techniques, and will be presenting our findings at an international meeting in 2010.  We were successful in obtaining an NH & MRC project grant on neurological complications of coeliac disease, (concentrating on ataxia and cognition) which commenced in 2007.

The third area is one of considerable activity, with a US Government grant submitted in the 2009 round in conjunction with colleagues at Cognitive Science, Monash, Gippsland, based around our preliminary results showing that we can measure even mild ataxia accurately and objectively with equipment that we designed and built.  

In the fourth area, progress on pathomechanisms of SCA 1 has been slow, but we have now managed to purify ataxin-1 protein sufficiently to enable isolation and characterisation of proteolytic fragments.  We have submitted a paper describing this technique, and are moving on to study the enzymes responsible for clearning (digesting) the SCA 1 protein.

In the last area, our manuscript on the fourth novel form of cerebellar ataxia described by our group (SCA 30) has recently been published, while our collaborators have now discovered and published the gene responsible for the first form (SCA 15), and think that they may have found the gene for the second form we discovered (SCA 20).  We have also submitted a paper on a newly described for of late-onset recessive ataxia with peripheral neuropathy and vestibular failure, in conjunction with collaborators in Wellington and Sydney.



	 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 :

FOREWARD
I was diagnosed as having Spino-cerebellar Ataxia/Degeneration but because there was no family history of this disease in my case it was labeled “sporadic”. The word “sporadic” does not tell us anything about the way in which the disorder is inherited. Most adult-onset Spino-cerebellar Ataxia/Degeneration is inherited in a dominant fashion, but certainty in my case is not possible. This has been a source of frustration for me and has motivated me to write this book and complete a family tree for both sides of my family.

Ataxia is a rare neurological disorder that can cause a total or partial loss of coordination. In very basic terms, the area of the brain that controls balance and coordination is the cerebellum. Spino-cerebellar Ataxia/Degeneration is characterized by progressive ataxia due to degeneration of the cerebellum, brainstem, spinal cord and peripheral nerves. The disorder commences with gait unsteadiness and is followed by upper extremity ataxia and dysarthria. The progression of the disorder is extremely variable and difficulty standing steadily and running progresses to the stage where walking is no longer possible in many instances. Other more severe symptoms associated with the disorder include foot deformity, scoliosis, cardiomyopathy, sensory effect, breathing, speaking and swallowing difficulties.

I was diagnosed with Spino-cerebellar Ataxia/Degeneration in about November 1995, at the age of 36 but in retrospect the symptoms probably started some years earlier. After I was diagnosed I searched unsuccessfully for a book that would give me some idea of what I could expect in the future. Frustrated with the lack of information I could find I decided to document my own situation. I am very fortunate that the severity of the disease is reasonably mild in my case and that I do not have a family of my own to support. The latter means that financially I have been able to survive well and my accommodation in a SA housing trust house has helped considerably. I have been blessed with a brother and four sisters and some close friends that have been of considerable help, but this can not make up for having a family of my own. I hope that by writing this book it might help anyone that has a disease similar to mine to see how it has affected me and to develop positive ways of coping with it.         

	Other      

Green Tip
Did you know the extra water boiled in kettles around the land uses an amount of energy equivalent to running the entire street lighting needs of Australia ?  Please ONLY fill the kettle with ENOUGH water for the amount of cups you require

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 10 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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