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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 !
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

	What’s new ?

Audio Description on ABC TV
Recently the Government announced a 13-week technical trial of audio description would occur during August 2012 on ABC1.
What is audio description? Audio description improves access to electronic media for people with a visual impairment. It provides an additional verbal commentary that complements the underlying audiovisual program soundtrack. Audio description explains scenes, settings, costumes, facial expressions and ‘sight gags’ during gaps in the dialogue. Currently in Australia there is no broadcast on television of audio description.
What is the intended outcome from the audio description trial? The government intends that the technical trial will generate greater understanding of both technical and consumer requirements associated with establishing and delivering audio description services in Australia. 
What are the main parts of the trial? The technical trial will run for 13 weeks and involve the broadcast of drama, documentary and other content with audio description on ABC1 for 14 hours per week during prime time.
Will the government mandate audio description on broadcasters? The government will consider the implications of introducing minimum levels of audio description on broadcasters in light of the final report from the trial. The ABC is to provide a report to government in late 2012.
Will trial participants receive any assistance in setting up and using the associated equipment? Australian Digital Testing has been commissioned by the government to identify equipment (televisions and set-top boxes) that are capable of receiving audio-described programs. 
Alongside accessible user guides, Australian Digital Testing will make a list of suitable equipment available to assist people considering participation in the trial. 
This will identify whether their existing televisions or set-top boxes can receive the audio-described content. The list of suitable equipment to receive audio description is due to be released shortly.
If you would like to find out further information about the audio description trial visit: www.dbcde.gov.au


	Research :

From the latest Ataxia UK newsletter :
Good to know 
CAG repeat expansion 
CAG is the sequence of genetic 'letters' that encodes glutamine, an amino acid. Glutamine is one of the tools that cells use to make the proteins they need. 

It's normal for CAG to be repeated. But when that number exceeds a certain threshold—a CAG repeat expansion—then 'clumps' of glutamine start to build up. These clumps can prevent cells from working properly and proteins from being made correctly
A new drug target for treating spinocerebellar ataxia :
Spinocerebellar ataxia is a group of inherited conditions that cause damage to certain parts of the central nervous system. Most affected is the cerebellum - or little brain‘ - which helps to coordinate movement. As yet, there is no treatment for these conditions. However, Prof Susann Schweiger and her team at the University of Dundee have been studying the mechanics of certain genetic variations behind spinocerebellar ataxia type 2 (SCA2) and other similar conditions. They aim to develop effective treatments, and their results look very promising. 

SCA2 is caused by a repeating segment of the ataxin-2 gene, known as a CAG repeat expansion‘. The re-peat means that toxic proteins are produced in place of typical ones. CAG repeat expansions are also be-hind Huntington‘s, as well as several other spinocerebellar ataxias (including SCA1, SCA3, SCA6, SCA7 and SCA17). 

Previous work by the team identified a group of molecules, called the MID1 protein complex, Sthat looked like they might control production of the toxic proteins. Their hypothesis was that influencing MID1 to produce less of the toxic protein could potentially stop SCA2 from progressing. 

In this study, they were able to show that MID1 plays a specific role in the way toxic proteins are produced in SCA2 and other CAG repeat expansion disorders. The team also tested the effect of certain drugs known to target this MID1 complex, to see whether levels of the variant protein were reduced. 

―Our data suggest that patients with SCA2 could benefit from a therapy that is based on disturbing the MID1 protein complex said Prof Schweiger. ―And preliminary studies did find a small effect of reducing the toxin inside cells using two naturally occurring compounds, curcumin and resveratrol. Curcumin is a spice and resveratrol is found in the skin of red grapes. But we still need to do a lot more work to identify new, more effective drugs.

Making the most of our money 
So we can‘t turn to red wine and a curry for a cure just yet, if ever. But results from the study look so promising that the pharmaceutical company Glaxo SmithKline (GSK) has selected this research for further funding. A large-scale project has been set up between the Dundee researchers and GSK to identify and test new drugs. 

Prof Schweiger says ―This Ataxia UK-funded re-search has helped significantly to alert GSK to the needs of patients with CAG repeat expansion disorders. This is a very exciting opportunity to develop therapies based on a novel target for drugs.

We‘ll keep you posted on how this encouraging research develops!
Cerebellar ataxia and CoQ10 
Specialist ataxia neurologists and researchers at the University of Newcastle have just published the results of their study on ataxia and Coenzyme Q10 (CoQ10) deficiency. Dr Rita Horvath and Prof Patrick Chinnery report. 

CoQ10 is a fat-soluble component of nerve cell membranes that plays an important role in sending electrochemical signals between cells. Cerebellar ataxia is commonly found alongside various types of CoQ10 deficiency; how-ever it is still unclear just how often CoQ10-related ataxia occurs. 

An increasing number of molecular troublespots‘ have been identified at specific stages in the body‘s process of making CoQ10. Such findings highlight its importance and have opened up the possibility of developing CoQ10-based therapies. 

Our research group studied known genes involved in CoQ10 production in people with unexplained ataxia. We discovered that six people (from four families) had variations in a CoQ10-related gene known as CABC1/ADCK3. Of those six, two people had mild, adult-onset ataxia, and were able to walk at 46 and 50 years of age. These observations highlight the need to screen for CoQ10 deficiency—specifically in CABC1/ADCK3—not only for people with severe childhood-onset ataxia, as is common practice, but also in people with mild cerebellar ataxia that starts in adult life. 

While CoQ10 treatment cannot reverse established damage, our research findings strongly suggest that it could help block the progression of ataxia in some patients. This indicates that CoQ10 supplementation should be started as early as possible. Therefore in-tense efforts should be made to achieve both prompt diagnosis, and to develop a CoQ10 derivative that can be better absorbed by the body than those currently in existence. 

Further reading 
 Horvath et al, 2012. J Neurol Neurosurg Psychiatry; 83:174-178. 

GREEN TIP

SMOKE ALARMS: Remember to check if the smoke alarms installed in your home are in

working order. If you need a smoke alarm, you can talk to your Case Manager about how this

can be organised.

CAMERA RECYCLING

You can now recycle your old cameras and camera accessories! Approximately 52% of cameras sold are replacing an existing camera which is faulty or out of date. Items accepted include cameras, chargers, flashes, memory cards and lenses, which, if operational and accessories included, are donated to charity for educational purposes. All other photographic equipment is stripped down and individual parts are grouped and sent to their respective recycling companies. Over 90% of the materials in cameras and accessories can be recovered and used to make new products such as aluminium cans, park benches, garden edging, tree spikes and much more. To find your local collection point visit

www.camerarecycle.com.au/drop_box.

Source: City of Kingston intranet
THIS IS EXCELLENT : I MENTION IT IN MY STORY ONLINE AND NOW GET FREE COUNSELLING – BEFORE PHSYIO – speak to your GP !  & used the $4,000+ dental too !
Medicare Benefits Scheme (MBS) and Chronic Disease Management :
In 2009 the MBS was developed to encourage prevention and early treatment of chronic illness and better coordination of services. A chronic health condition is one that has been or is likely to be present for at least six months. Some examples of chronic conditions are asthma, cancer, cardiovascular illness, diabetes, arthritis, mental illness, and musculoskeletal conditions.

The MBS provides rebates for allied health services for people who have a ‘Chronic Disease Management Plan’, planned by them with their local GP. Allied Health Services covered by the scheme are: Aboriginal Health Worker, Chiropractor, Diabetes Educator, Dietician, Exercise Physiologist, Mental Health Worker, Occupational Therapist, Osteopath, Physiotherapist, Podiatrist and Psychologist. A Medicare rebate is available for a maximum of five services each calendar year and allied health professionals are required to report back to the referring GP. Rebates for mental health services provide up to 10 sessions of individual therapy and 10 group sessions. An additional 6 sessions may be available in exceptional circumstances. From November 2007, these Medicare arrangements included up to $4,250 of dental services over two consecutive calendar years. If you would like further information or would like to be referred for services through the MBS you can contact your GP or call Medicare on 132 150. You may also wish to speak to your Case Manager.

Source – Australian Government – Department of Health and Ageing

	Pictures and Text to Speech – great idea !
Proloquo2Go™ is an award-winning Augmentative and Alternative Communication (AAC) solution for iPad, iPhone and iPod touch for people who have difficulty speaking or cannot speak at all.

Proloquo2Go is a product that provides a full-featured communication tool for people who have difficulty speaking. The app turns pictures into sentences then voices them out loud so they can be repeated. 
It has natural sounding text-to-speech voices, close to to 8000 up-to-date symbols, a large default vocabulary, as well as being able to add in new vocabulary. It can be downloaded to use on the iPhone, iPod touch and iPad. You can find out more information by visiting:
www.proloquo2go.com


	Keeping Healthy

Arthritis

Arthritis means ‘joint inflammation’ and is one of the most common chronic health conditions in older adults; in fact one in five Australians will be diagnosed with some form of arthritis during their life. Arthritis can cause pain, stiffness, fatigue, difficulty in moving about and affect your level of independence

and quality of life. Whilst there are over 150 types of arthritis, the most common forms are osteoarthritis and rheumatoid arthritis. There are a range of health interventions and strategies to help manage the symptoms and optimize functioning and independence.

Arthritis Australia is the peak arthritis organisation in Australia. They have offices in every state and have trained counsellors to provide information and support. Their number is 1800 011 041.

They can also provide information on Arthritis Self-Management courses, which are designed to develop and

enhance participants’ knowledge, abilities and confidence in managing their condition. Self-management courses often result in people having an increased sense of control over their health and wellbeing.

For further information, speak to your Doctor, Case Manager or go http://www.seniors.gov.au/internet/seniors/publishing.nsf/
Content/Arthritis

	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 6 May  2012 WestBeach Bathers’ Pavilion, 330 Beaconsfield Parade, Cnr Pier Rd, West St Kilda 9593 8833 – some disabled parking – looking at more or meter parking outside – definitely free even beach side free paid parking with blue category 1 disabled permit - printed letter and reference from Traffic Engineers’ Dept at Port Phillip Council to show people  if necc.  4  hrs parking opposite = 8 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 8 July AGM 2012 230pm Alfred Hospital Neurological Conf Ctr, 4th floor Centre Lifts, Commercial Rd, Prahran
Date for mailing for next newsletter pls : 1 May 2012
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