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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 to contribute a personal story or ideas for speakers or to help us to help you and join our group online ?  Thank you to all our new invaluable members.  

At the next AGM we urgently need new Committee Members for the support group to survive, for most of, but not necessarily all of 3 yearly easy meetings 12-2pm maximum before the big meetings.  Jane Tombs prepares the Agendas – please see website for more info

All the hard work has been already done so it would be a pity to waste everything : website, socials, incorporation, dgr, ABN, logo, newsletters etc

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

 

	Research : Riluzole improves symptoms of cerebellar ataxia
Abstract kindly supplied by Juan Carlos Baiges
03/19/2010 - Riluzole improves symptoms of cerebellar ataxia, according to a new placebo-controlled study. Riluzole is an approved treatment for ALS that may reduce hyperexcitability of neurons in the deep cerebellar nuclei. 
 
Forty patients with cerebellar ataxia of different etiologies (including hereditary ataxias, MSA-C, FXTAS, and Friedreich’s ataxia) were randomized to placebo or 50 mg riluzole twice daily for 8 weeks. Baseline scores on the International Cooperative Ataxia Rating Scale ranged from 12 to 70 out of 100.   

The number of patients with at least a 5-point improvement in the ICARS was greater in the riluzole group than in the placebo group at both 4 weeks (9/19 vs. 1/19, odds ratio=16.2) and 8 weeks (13/19 vs. 1/19, OR=39). Riluzole improved the mean ICARS score by 7 points versus a 0.2 point worsening for placebo. Improvements were seen on the subscores for static function, kinetic function, and dysarthria, but not for oculomotor function. One patient experienced a slight increase in alanine aminotransferase. 
 
The results, the authors conclude, “may warrant the long-term use of riluzole in chronic cerebellar ataxia.” 
 
Riluzole in cerebellar ataxia: A randomized, placebo-controlled pilot trial 
G Ristori, S Romano, A Visconti, S Cannoni, M Spadaro, M Frontali, FE Pontieri, N Vanacore, M Salvetti 
Neurology 2010;74:839-845 
E-MOVE Editor: Richard Robinson, NASW, WE MOVE

Brain Donation for Research

http://www.nnf.com.au/
Have you thought about donating your brain tissue, as others have, for invaluable research by the National Neural Tissue Resource Centre ?


UNAFFECTED spouse and family members may also consider registering as a donor

The aim of the National Neural Tissue Resource Centre ( NNTRC ) is to provide Australian and international clinicians and researchers with access to brain tissue that can be used for studying different disorders of the brain.

The donation of post-mortem brain tissue for research is of fundamental importance to further understanding of the causes of neurological and psychiatric conditions and to develop more effective diagnostic tools and treatments for these conditions

The procedure does NOT interfere with the normal course of events associated with a funeral so does not affect the ability to have a viewing

To make preparation and for the forms and instructions, please contact the NNTRC Co-ordinator Fairlie Hinton 03 ( 8344 ) 1900 or 0438 530 372 fhinton@mhri.edu.au National Neuroscience Facility, Level 3, 161 Barry St, Carlton South Vic 3053


	What’s new ?

The Van Cleef Roet Centre for Nervous diseases, Royal Alfred Hospital, Melbourne 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.



	Article mentioned in last newsletter :

http://www.mdvu.org/emove/article.asp?ID=1220
Subject: Physical Therapy Improves Motor Performance in Cerebellar Ataxia
Date: 12/8/2009
Patients with degenerative cerebellar ataxia can improve their motor performance through a program of coordination training, according to a new study. The potential for improvement in such patients has been doubted, since the cerebellum plays such an important role in motor learning. 
 
Sixteen patients with cerebellar disease were included, 10 with cerebellar degeneration (idiopathic disease, SCA2, SCA6, or autosomal dominant cerebellar ataxia) and 6 with degeneration of the afferent pathways (Friedreich ataxia, sensory ataxic neuropathy caused by POLG mutations, and 1 case of idiopathic cerebellar ataxia with sensory neuropathy). 
 
Patients were evaluated at 8 weeks prior to intervention, immediately prior to intervention, immediately after intervention, and 8 weeks after intervention (denoted E1, E2, E3, E4). 
 
As described by the authors, the strategy of the intervention was “to activate and demand control mechanisms for balance control and multijoint coordination,” and to train the patients' ability “to select and use visual, somatosensory, and vestibular inputs.” Training consisted of 3 1-hour sessions per week for 4 weeks, followed by at-home solo exercises during the follow-up period. 
 
Significant improvements from E1 to E4 in SARA (scale for the assessment of ataxia) scores were seen in patients with cerebellar degeneration, and from E1 to E3, but not E4, in patients with afferent pathway degeneration. Patients with cerebellar degeneration also significantly improved after treatment on several quantitative measures of gait, while patients with afferent degeneration did not. Improvement on SARA for the group as a whole was 5.2 points, equivalent to a functional restoration of 2 or more years of disease progression. 
 
“For both groups, continuous training seems crucial for stabilizing improvements and should become the standard of care,” the authors state.  
 
An editorial by Susanne Morton, PT, PhD, and Amy Bastian, PT, PhD, accompany the study. 
 
Intensive coordinative training improves motor performance in degenerative cerebellar disease 
W Ilg, M Synofzik, D Britz, S Burkhard, MA Giese, L Schols 
Neurology 2009;73:1823-1830 E-MOVE Editor: Richard Robinson, NASW, WE MOVE\

	Other      

Green Tip
The Victorian and Federal Governments provide rebates on some products to help households use energy in a more sustainable way.

· Ceiling insulation  
· Solar hot water systems 

· Gas hot water systems 

· Water-efficient showerheads 

· Rainwater tanks

Visit ResourceSmart for full eligibility criteria, guidelines, FAQs and other related information.

Did you know ?

Are you eligible for CAPS ? ( Continence Aids Payment Scheme )

You will get several hundred dollars FREE from Medicare every year for the cost of continence and other related products due to an eligible neurological condition like scas etc

See www.continence.org.au or www.bladderbowel.gov.au
Or phone 1800 330 066 ( National Continence Helpline )

	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 2   MY YOUNG ADULT EXPERIENCES 
The onset of ataxia symptoms may well have occurred during my mid-twenties, although technically I was not medically diagnosed until the age of about 36. Looking back to my childhood and teenage years, I was reasonably average at most things, not excelling scholastically and while I enjoyed participating in most sports I would not describe myself as being good at any of them. My earliest memories of any hint of this disorder are of clumsily clipping ankles in the action of running while playing sport. Although I was quite a good footballer a lot of this can be attributed to me being tall. In retrospect I was somewhat awkward and while I played football, basketball and water polo, I was not particularly good at them. My younger memories particularly my teens and twenties are all good but I do recall having knee problems in my late twenties that with the benefit of hindsight may well have been related to SCA. 

       

	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 : Sun 2 May 12 pm West Beach Bathers’ Pavilion, 330 Beaconsfield Parade, Cnr Pier Rd, West St Kilda 9593 8833 – some disabled parking or meter parking outside.  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 1130 am returning 4pm too 

http://www.scars.org.au/social.html

http://www.truelocal.com.au/business/west-beach-bathers-pavilion/st-kilda

Next meeting:  AGM Sun 18 Jul 2010 230pm Alfred Hospital Neurological Conf Ctr, 4th floor Centre Lifts, Commercial Rd, Prahran AGM

Date for mailing for next newsletter pls : 1 July 10
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