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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 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 – WITHOUT OUR MEMBERS WE ARE NOT A GROUP !  *** Please advise us if you move too or change emails please ?
Sadly newsletter writing is getting harder for the author so can anyone help please – even with someone’s help you as a joint effort ?  It is quite an easy job. There is a template already set up for only 4 pages now,  only 3 times a year too and permission to paste and copy relevant articles from 6 or 8 newsletters and websites which will be given of course.  Please advise us if you can help even just temporarily please ?
TO GIVE PEOPLE PLENTY OF NOTICE, MOST MEMBERSHIPS ARE DUE  YEAR IN 2013 PLEASE ?  It would be easiest for us if you can pay online PLEASE REMEMBER TO PUT YOUR NAME TOO SO WE KNOW WHO IS PAYING PLEASE TOO ?  or please bring the monies to a meeting ( Remember it is only $60 for 5 years including families too whereas other Ataxia organizations are much more ) http://scars.org.au/forms/memberapp.doc
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 HAVE YOU 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 ?



	Victorian Aids and Equipment Program 
*** I  CAN HIGHLY RECOMMEND THIS AND CURRENTLY DOING THROUGH BETHLEHEM HOSPITAL OT :

The Victorian Government is providing a state-wide service which provides people with a permanent or long term disability with subsidised aids, equipment, home, and vehicle modifications. The program is funded by the Department of Human Services and administered by Ballarat Health Services Statewide equipment program (SWEP) and Yooralla Electronic Communication Devices Scheme. 

Statewide Equipment Program 
SWEP provides people who have a permanent or long-term disability with subsidised aids, equipment, oxygen and continence and vehicle and home modifications. 

Yooralla 
Yooralla manages the Electronic Communication Devices Scheme that provides electronic communication aids and associated environmental control units. 

For more information on eligibility, application process and limitations, visit the DHS website or email disability.services@dhs.vic.gov.au.

	V INSPIRING : FROM RECENT ATAXIA UK NEWSLETTER :
EURO-ATAXIA  CONFERENCE

EURO-ATAXIA is an international nonprofit association that represents people with hereditary ataxia throughout Europe. Its member organisations work together to encourage scientific research, and campaign for treatments to be made available. This year EURO-ATAXIA held a one-day conference in parallel with Ataxia Research Conference (ARC) 2012 in November. Delegates from the 12 organisations present joined the final session of ARC 2012 to hear the latest clinical research data. And the morning programme featured lay talks from scientists at

international research institutions and pharmaceutical companies. EURO-ATAXIA Secretary General Sue Millman, and Ataxia UK’s Research Projects Manager Dr Julie Greenfield were there to report
Prof Michel Koenig from the University of  Strasbourg began with an update on the non-Friedreich’s recessive ataxias. Screening to find the genes responsible can be difficult. Many new types of recessive ataxia are emerging, often very rare forms, and no specific pathway is linked to recessive ataxia. Rather, sensory- and cerebellar nerve cells are vulnerable in several ways. He described ‘next-generation sequencing’ – a lowercost,faster method of screening – as a technological advance that will help to provide

patients with specific diagnoses.
Next Prof Silvia Marino of Barts and the London Schools of Medicine and Dentistry spoke about the

potential for using one’s own stems cells to repair the cerebellum in cerebellar ataxia. Her work to

understand more about whether they can contribute to regeneration, how to control their quantity, and exactly how and where they can be activated, is ongoing. This work focuses on mice and on human cerebellum samples taken from people who are undergoing brain surgery. Dr Willeke van Roon-Mom of Leiden University Medical Centre in the Netherlands has been trying to shorten the overly-expanded sequence of DNA that’s behind the toxic proteins found in some cerebellar ataxias. Her team has had encouraging results using a technique that causes the proteinmaking machinery skip over the toxic stretch of DNA in cells derived from people with SCA3. rof Thomas Klockgether from the German Centre for Neurodegenerative Diseases described some of the work of European research network, euro-SCA.

He explained that together they had developed an ataxia rating scale (called SARA) for use in trials,

that was now a well-recognised tool used worldwide. They have studied the clinical features and progression of the most common SCAs (ie 1,2,3 and 6), and have been searching for ‘biomarkers’ that can be used to predict how the condition might develop. In SCAs 1, 2 and 3 at least, brain imaging and the length of the genetic ‘repeat expansion’ may prove reliable. Lastly, he turned to an ongoing trial of aminopyridine for cerebellar ataxia at his Centre that has shown some encouraging preliminary results in 15 patients.They now are exploring whether a pharmaceutical company can take it into larger trials.

From recent GSNV Newsletter :
“Learning to Lead” Resource for Children with Disabilities & Families 
Association for Children with a Disability has produced a resource book and DVD to assist in planning support for your child with disability and family. This is a fantastic resource which is also available in different languages – Arabic, Chinese Mandarin, English and Vietnamese. 

Contact the Association for a Children with a Disability on (03) 9818 2000 or email mail@acd.org.au to get yourself a copy. 

Source: http://www.johnmckenna.com.au/blog/2012/11/06/learning-to-lead-resource-for-children-with-disabilities-families/
New Broadband for Seniors Website 

The Australian Government has launched a new website, Broadband for Seniors, to provide seniors Australians, age 50 years and over, with access to free computers, internet and basic training to help build their confidence in using new technology. 

Broadband for Seniors benefits community clubs and organisations that provide senior services and activities and want to encourage greater participation by senior Australians. It will expand their service offerings to include new technology equipment and a broadband service to form a focus within a club or organisation’s area. 

Head to the BroadbaNd for Seniors website for more information

	http://www.ndis.gov.au/
More about the NDIS ! from latest GSNV newsletter :
NDIS Update 

On December 6, the Australian and New South Wales governments announced a full funding agreement for the National Disability Scheme (NDIS). 

From 2016, the NDIS will begin to be rolled out across NSW and by July 2018, all eligible residents will be covered. 

This landmark agreement will provide care and support to approximately 140, 000 NSW residents with significant disability and provide coverage in the event of disability to around one third of the Australian population. It will provide peace of mind to people with a disability, their families and carers, and to the Australians who will unexpectedly face misfortune in the future. 

It will give people with disability choice and control over the care and support they receive, rather than exposing them to the cruel lottery that currently exists, where care depends on a range of unpredictable factors. 

An NDIS will also be launched in South Australia, Tasmania, the Barwon region of Victoria and the ACT in mid-2013. The Victorian government is yet to negotiate long term funding for the NDIS. 

For more information, please visit www.nsw.gov.au/ndis
Source: http://jennymacklin.fahcsia. gov.au/node/2183
FoodSwitch 
The George Institute and Bupa Australian Health has just released a great new app, FoodSwitch, to help you make better and healthier food choices when grocery shopping for you and your family. This app has two major features, FoodSwitch and SaltSwitch, both which features a traffic light styled labelling for fat, saturated fat, sugars, salt and energy content. 

For more information and to download, visit https://itunes.apple.com/au/app/foodswitch/id478225318?mt=8
Better Health Channel App 
The Better Health Channel (www.betterhealth.vic.gov.au) has provided Australians with trusted, up to date and easy to understand health and medical information - quality assured by the Victorian Government. The site has consistently been ranked Australia's No.1 health and medical information website. The app builds on the superior information you’ve come to expect from the Better Health Channel by providing only the best healthy living and medical information – all quality assured for your peace of mind. 
Keeping Healthy FALLS PREVENTION

Falls appear to be a part of life and you may have direct experience of this. However, there is something you

can do about minimising the impact of a fall. As we age certain factors can increase the risk of falls, they

include: loss of bone strength, loss of vision, certain medications and a range of health problems. Other factors

such as choice of footwear, uneven surfaces and the pace of life can increase our vulnerability.

It is often more the case that we fear falling more than we do fall, and it is important to recognise that we can

become absorbed with trying not to fall so much that we lose sight of our lives as a whole. It is important to

balance the need to stay safe with being engaged and happy in life.

The government has established a range of programs designed to enhance the strength, balance and coordination of older Australians as this will increase their ability to live actively and independently.

If you have falls on your mind, you are welcome to discuss any concerns with your Case Manager who can

provide information about various options and falls prevention programs that may suit your needs.


	Consumer Health Forum – OurHealth 
Contribution from the public is one of the most powerful ways to influence healthcare and health care policy and effectively make a difference. 

Consumer Health Forum, in conjunction with Health Minister Tanya Plibersek, has just launched OurHealth. OurHealth is an online forum to give consumers an opportunity to have a say and contribute to better healthcare, health policy and discussion. 

To “Have a say”, go to www.ourhealth.org.au.
Apps For You! 
Advancing technology is all around us. Children these days are learning how to swipe on surfaces faster than learning how to walk! Here we have compiled a selection of apps that you may find useful. 

Please note that the GSNV has not thoroughly tested all apps listed below. Refer to the iTunes web link listed for compatibility requirements. 

Gene Screen 
This app is a great and fun way to learn the basics of genetics. Learn how recessive genetic traits and diseases are inherited and how certain diseases are more prevalent in different populations. Gene Screen also provides information on some recessive genetic diseases and genetic screening programs. 

https://itunes.apple.com/au/app/gene-screen/id447754230?mt=8 

National Public Toilet Map 
Funded by the Department of Health and Ageing, the National Public Toilet Map shows the location of more than 14, 000 public and private toilet facilities across Australia. It also includes information about each toilet, such as location, opening hours, availability of baby changing rooms, accessibility for people with disabilities and the details of other nearby toilets. 

https://itunes.apple.com/au/app/national-public-toilet-map/id323279108?mt=8 

Help Me 
The Help Me app was created by Daniel Morcombe Foundation and is a great way to not only help keep kids safe but assist people of all ages by covering all kinds of personal emergency situations. This app features a ‘Help Me’ button which sounds a warning and allows you to send a SMS to two nominated ‘safety’ numbers with details of you GPS co-ordinates. 

https://itunes.apple.com/au/app/help-me/id510561786?mt=8 

Speak it! Text to Speech 
Speak it! app is a speech App which is able to read typed text out aloud. You can also copy and paste emails, documents and PDF files into Speak it! to have it spoken back to you. This app is a great resource to assist people with a speech disability with clear, natural sound voice. 

https://itunes.apple.com/us/app/speak-it!-text-to-speech/id308629295?mt=8 

iWrite Words 
Drag your finger down the screen and follow the illustrations; iWrite is an interactive, game based app which helps young children to write. This app has been listed on the New York Times for one of “The Best iPhone Apps for Kids” and the Washington Post’s one of “the best iPad apps for special needs kids”. 

https://itunes.apple.com/us/app/iwritewords-handwriting-game/id307025309?mt=8 

Talking Anxiety 
Sane Australia just released an app for helping people managing their anxiety. Learn how to manage anxiety face-to-face from the experts – people who've 'been there' and discovered techniques that really work and complement medical therapy. The app includes videos of people explaining the tips that worked for them, 4 sections cover a comprehensive range of topics, quizzes to test your own progress, and an optional Daily Tip sent to your iPad or iPhone. 

https://itunes.apple.com/ag/app/talking-anxiety/id542101737?mt=8
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 and the presence of a link to an online resource does not represent an endorsement by us of that site or its content.
Credits to NAF Generations, UK Ataxia, GSNV, Access Care Southern, Ideas, HR & SS and others’ newsletters

Next meeting:  
Sunday 14 July AGM  2013 230pm Alfred Hospital Neurological Conf Ctr, 4th floor Centre Lifts, Commercial Rd, Prahran + guest speaker TBA
Big thanks as always to the Professor for the venue plus without it we would need costly insurance too !

Date for mailing for next newsletter pls : 31 October  2013
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