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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 an Awareness Day Activity ?  Help us to help you and join our group online ?  Thank you and welcome to all our new invaluable members !
Michelle in Western Sydney is hoping to run a charity stall early next year so asks if anyone can help or with crafts/knits/donations for raffle please : contact please : lestat14@optus.net.au – can collect too 

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

	You are all invited to a GSNV afternoon tea at 130pm on Fri 16 September for support and the future
- many articles taken from their latest newsletter
NDIS Update

The Commission's inquiry into Disability Care and Support has now been completed, and the final report sent to the Government for consideration. The public release of the report is a matter for the Government to decide. When that occurs, the report will be available on the inquiry website, and printed copies will be sent to all participants who made submissions or who met with the Commission.

Please go directly to: 
http://www.pc.gov.au/projects/inquiry/disability-support 
to keep up to date with the latest developments.
Every Australian Counts

The Government has just announced that they share the vision for a National Disability

Insurance Scheme and will begin laying the foundations for its introduction.

They also released the final report by the Productivity Commission into the NDIS.Dhis

See the Government's announcement at:: 

http://www.pm.gov.au/press-office/productivitycommissions-final-report-disability-care-and-support
You made this happen. By coming together, supporting the campaign and taking action,

you showed our politicians that Every Australian Counts.

The Government's announcement today shows that when we speak up, they are prepared to listen. But as the Government has made clear, there is more to do. We are waiting for the opposition to come out in strong support of the Productivity Commission's recommendations.  And over the coming weeks and months we will all want to work to ensure the government gets the details right. But first let's take some time to celebrate this colossal win for people with disabilities, their families and carers.
Source: John Della Bosca and the Every Australian Counts team
www.everyaustraliancounts.com.au


	Disability News :
DisAbility Expo

Discover the Respite Possibilities at the Eastern Disability Expo

Date: 15th September, 2011

Time: 10am to 3pm

Venue: Brandon Park Community Centre, Glen Waverley

Website:

Youth :
Victorian Equal Opportunity and Human Rights Commission update

You mean we have rights? : A new interactive online tool for young women.  Alarmingly low awareness rates among young women about discrimination are being tackled with a new interactive online tool – myworkrights.com.au – launched 9/08/2011 by the Victorian Equal Opportunity and Human Rights Commission.

Commissioner Dr Helen Szoke said my work rights was developed in response to Commission research which revealed that more than a third of Victorian young women have been discriminated against at work and a third have been sexually harassed.
For more details please go to:

http://www.humanrightscommission.vic.gov.au/index.php?option=com_k2&view=item&id=145

4:you-mean-we-have-rights?-new-interactive-online-tool-for-young-women-9-aug-

2011&Itemid=3
Source: This e-mail is authorised by the Victorian Human Rights & Equal Opportunity Commission.
Research : 

Some current research in US :

http://www.ataxia.org/research/naf-research-2011.aspx
· Assessment of riluzole treatment as a therapy for SCA3, Jana Boy, PhD
· Determination of secondary structure of Ataxin-3 by X-ray crystallography, Mee Whi Kim, PhD
· Developing an SCA3 therapeutic: small molecules that reduce levels of mutant ataxin-3, Maria do Carmo Pereira da Costa, PhD
· Disclosing the mitochondrial connection to Purkinje dark cell degeneration in the SCA28 mouse model, Giorgio Casari, PhD 
· Evaluation of lead compounds that prevent frataxin degradation in a Friedreich's ataxia mouse model, Roberto Testi, MD
· Inhibition of ataxin-1 phosphorylation: screening potential therapeutics of SCA1., Sarita Lagalwar, PhD
· New Initiatives for Clinical Research on Ataxia, S.H. Subramony, MD
· Nuclear events affected by Ataxin-1, Chih-Cheng Tsai, Ph.D.
· Generation of an improved humanized mouse model of FRDA containing a long GAA trinucleotide repeat expansion, Joseph P. Sarsero, PhD
· Magnetic Resonance Imaging and Spectroscopy of the brain in patients with Friedreich's Ataxia and Ataxia with Oculomotor Ataxia type 2: searching for non-invasive biomarkers, Isabelle Iltis, PhD


	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 8 
COPING WITH IRRITABILITY 
I sometimes get depressed with my life, especially when people ask me what I do with my time now that I do not work.  To be perfectly honest, I do not have any trouble filling my days, my day starts early at say 7 am everyday, I exercise for about an hour, by the time I have had a shower, breakfast, shave etc it is 9.30am. Often if I have to go somewhere like shopping. I like to beat the rush so this means getting up earlier. I usually schedule my doctors, physio, dental, dermatologist, neurologist, appointment in the late morning but this is often not possible so my days are often filled with seeing various medical specialists.  As I no longer work and my tax consulting business has ceased my spare time allows me to pursue my hobbies of writing this book and creating a family tree for both sides of my family.  I also like to keep up to date with world current affairs, this often includes watching and taping a lot of television documentaries and current affair programs.  Ten years ago I was not interested in Politics, but after completing my Bachelor of International Studies Degree at University, I am interested in both international and domestic events.  Perhaps the current era has provided us with a lot more events of interest, particularly on a world stage.  I have been told that it is very important to exercise both your mind and body and not to dwell too much on what might happen in the future. I also research various websites on the internet in relation to my condition and communicate with a number of email contacts.

The 1990’s, particularly the late 90’s, were pretty tough years for me making the transition from walking to walking stick and employment to full-time study and eventually not working at all. In retrospect I was generally upset and an angry person. When I look back at my emotional state at that time it was pretty plainly a combination of grief and self pity. When I finished University and realized that full-time work was no longer realistic, I did some volunteer work for the Muscular Dystrophy Association. This was a real eye opener for me and I was amazed with how people a lot more severely handicapped than me seemed genuinely really happy and well adjusted. I imagined what they must have gone through in their lives and compared it to the stuff I had been through in my bad years and saw it that I had no right to adopt a woe is me attitude.  The more I look into my disease I realize how mild it is and how lucky I should consider myself not to be afflicted with something much more serious. I remember having a discussion with the executive director of the Muscular Dystrophy Association who has a condition similarly in severity to mine.  He told me of a woman he new in a wheelchair who had said to him that she had felt sorry for him!  Puzzled by this, he asked her why, and she explained that as his condition was degenerative (as is mine) and she had always been in a wheelchair and had never known anything different, but he had that adjustment to look forward to ?  I like to think a bit more positively than just accepting this as inevitable for me. 

When I think about it, Mum bore the brunt of a lot of my frustration. I really regret my irritability which led to many arguments with her, and while she listened with great empathy to all my problems, I always got the impression that she never really fully understood the technicalities of my diagnoses.  All this has prompted me to write this so family and friends are a bit more aware.

	See  : http://www.idpwd.com.au/858/diversity-in-disability/ and http://www.idpwd.com.au/
Disability Sport and Recreation will host the Disability Sport and Recreation Festival at Fed Square on Friday 2nd December 2011 to celebrate the International Day of People With Disability. The Festival is a unique, interactive public event promoting healthy, physically active lifestyles through participation in accessible and inclusive sport and recreation opportunities Supported by the State Government Victoria, City of Melbourne and Federation Square, the festival will include:

Annual Victorian Disability Sport and Recreation Awards Breakfast

Community Sport & Recreation exhibition stalls

‘Come and Try’ accessible sport & recreation activities

Scoring the Equaliser Conference, with this years theme ‘Strengthening your team through diversity’

Lunchtime Corporate Wheelchair Basketball Challenge

And more!



	Start date and time: 2/12/2011 – 7:00am

End date and time: 2/12/2011 – 14:00

Cost to attend: Free

Address:
Federation Square
Accessibility Information:
Wheelchair accessible, Accessible amenities, Auslan interpreter, Disabled parking, Public transport, Online material

Contact details:
Disability Sport and Recreation
info@dsr.org.au
festival website – www.dsrf.org.au

	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 :  11 am  Sunday 4 September 2011 WestBeach Bathers’ Pavilion, 330 Beaconsfield Parade, Cnr Pier Rd, West St Kilda 9593 8833 PLEASE PRE ORDER AS FATHER’S DAY SO EXTRA BUSY – 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 !
PLEASE NOTE WE HAVE A TENTATIVE ARRANGEMENT THIS YEAR TO CELEBRATE ATAXIA AWARENESS DAY ON SUN SEP  25 AT LILYDALE LAKES.  ROGER HAS A MOBILE BBQ TOO SO IF ANYONE HAS ANY OTHER IDEAS PLEASE CONTACT US ASAP PLEASE
Next meeting:  Sun 6 Nov  2011 230pm Alfred Hospital Neurological Conf Ctr, 4th floor Centre Lifts, Commercial Rd, Prahran Speaker : Dr Szmulewicz who works with Prof Storey talking about a new ataxia
http://scars.org.au/meeting.html 
Date for mailing for next newsletter pls : 1 Dec 2011
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