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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 and welcome to all our new invaluable members !
 
Also do you know anyone famous who could be our patron please ? 
 
HOT NEWS :
CONCESSIONS : Concessions Info line : 1800 658 521
PENSION CARDS AND UTILITY ACCOUNTS: If you receive a government pension, you need to notify
both your gas and electricity or LPG supplier each year when you receive your new pension card. This will ensure you receive the winter energy rebate on both utilities. A good idea is to check that the rebate is noted on all your winter bills, if it is not, ring your supplier to be reinstated. There are off peak, transfer and service to property concessions too.  
 
 

	STOP PRESS : Did you know ?
 
http://greens.org.au/policies/care-for-people/disability
Measures
The Australian Greens will:
10.              strengthen and provide funding for disability advocacy services, community education programs, and the removal of structural barriers to equality of access to education, training and employment.
11.              ensure a guaranteed decent income by increasing Disability Support Pension payments to adequately cover medical, transport, equipment and accommodation costs.
12.              restore the Disability Support Pension eligibility to the pre-July 2006 criteria as a minimum.
13.              remove the punitive assessment and work requirement levels and job capacity assessments introduced in the Welfare to Work Act 2005 whilst ensuring sufficient places for all people seeking training.
14.              provide meaningful employment and training opportunities which take into account the specific needs of people with disability.
15.              allow full tax deductibility for any aids, devices, special equipment or services which directly assist people with disability in finding and maintaining employment.
16.              remove GST and import duty from specialist aids, devices, appliances and services for people with disability.
17.              provide parents, partners, relatives and friends who act as carers with eligibility for registration as professional carers and adequate support, including income and respite.
18.              enact national standards to protect people with disability, where required, via monitoring, investigative powers and enforcement.
19.              increase funding for appropriate, including age-appropriate, accommodation and support services for people with disability, including flexible accommodation models.
20.              increase funding for high quality, age-appropriate institutional care for people with very high and complex care needs.
21.              provide increased respite care services and facilities, in-home and emergency support, crisis accommodation and a range of supported accommodation options.
22.              adequately resource pathways that support school leavers with disability to make the transition from school into meaningful employment, educational and vocational programs or other community-based activities.
23.              support access to specialised employment support services for people with disability who choose to enter the workforce.
24.              improve access to training, development and personal support to staff working in disability services, and adopt workforce measures to increase the professional mix of staff.
25.              improve pay and conditions and career structures for providers of services for people with disabilities.
strengthen national disability access standards. 
 
 
Wheelchair Sports Victoria invites you to attend the community exhibition as part of the 2010 Disability Sport & Recreation Festival to be held at Federation Square on International Day of People with Disability on Friday 3rd December! 
 
At the free community exhibition at the Disability Sport & Recreation Festival – Able and Active you will have the opportunity to join in the fun and excitement through visiting over 28 different stalls, trying over 10 different ‘come and try’ activities, cheering on the players in the corporate wheelchair basketball challenge or attending the ‘Scoring the Equaliser’ Mini-Conference (registration required).
It’s all at the Disability Sport & Recreation Festival! For further details, please refer to the attached flyers and visit the festival website at www.dsrf.org.au
 
Disabled dating agencies ? 
A few people have mentioned this so
here a few suggestions only – no experience of, or recommendations sadly – perhaps speak to your health professionals too ?
http://www.whispers4u.com/
http://www.dating4disabled.com/
http://www.alldisabled.org/
 
 

	Research : 
At the AGM we had a very interesting talk by Prof Bottomley – which is on  the website
Here is a summary from them :
Unfolding the mechanism of Polyglutamine Disease
 
In the research laboratory of Prof. Steve Bottomley at Monash University we investigate the steps involved in the polyglutamine family of diseases, including the SCAs 1,2,3,6,7 and 17 and Huntington’s disease. A polyglutamine mutation within a molecule causes it to change shape. This in turn leads to aggregation and accumulation of the incorrectly shaped molecules. This process triggers a number of effects in the neuronal cells that lead to disease. Therefore, identifying how a polyglutamine mutation affects the shape of a molecule, the steps that lead to aggregation and ways of avoiding this process are important areas of research, and are the focus of our work. We work mainly with the disease protein Ataxin-3, the protein involved in SCA3. Over the last few years the group has published a number of papers (1-3) describing the effects of polyglutamine expansion on the shape and aggregation of Ataxin-3, with the ultimate aim to identify therapeutic targets.
 
By Amy Robertson and Steve Bottomley.
1.         Ellisdon, A. M., B. Thomas, and S. P. Bottomley. 2006. The two-stage pathway of ataxin-3 fibrillogenesis involves a polyglutamine-independent step. J Biol Chem 281:16888-16896.
2.         Saunders, H. M., and S. P. Bottomley. 2009. Multi-domain misfolding: understanding the aggregation pathway of polyglutamine proteins. Protein Eng Des Sel 22:447-451.
3.         Robertson, A. L., S. J. Headey, H. M. Saunders, H. Ecroyd, M. J. Scanlon, J. A. Carver, and S. P. Bottomley. Small heat-shock proteins interact with a flanking domain to suppress polyglutamine aggregation. Proc Natl Acad Sci U S A.
 
This is their lovely lab assistant’s response I wanted to share with you too ( I met Amy at a mutual friend’s party !  - what coincidence ! )
 
“I'm glad that you and the group enjoyed Steve's talk. It is a great area to be able to work in, and I really enjoy it. It was great to meet a number of patients and put our work into perspective. We found all of you inspiring.  Working in a biochemistry department we normally have no contact with patients, so this was a great opportunity for the lab, and will certainly inspire us to do more good work in this field.”

	 
 
What is the difference between the CAAS and the CAPS?
The CAA ( assistance ) S is administered by Intouch, a sole provider. The CAP ( payment ) S will be administered by Medicare Australia and will provide a direct payment to clients allowing access to the continence suppliers of their choice, INCLUDING YOUR LOCAL SHOPS !  YOU NOW HAVE A CHOICE !  SHOP AROUND AND DO NOT NECESSARILY GO WITH THE FIRST OF DOZENS OF SUPPLIERS, including Intouch, with offers.  See http://www.bladderbowel.gov.au/doc/caps/suppliers.pdf for dozens !
Have you submitted the Medicare transfer form from Medicare Australia offices or National Continence Helpline 1800 33 00 66 begin_of_the_skype_highlighting and received the $500+ per year into your bank account ?
More information at : 
http://www.intouchdirect.com.au/CAAS-to-CAPS-FAQs
 

	Green Tip :
Used coffee grounds are a free way of improving your garden and pot plants.
· Add them to your compost pile to improve the PH.
· Feed the worms by sprinkling grounds over your garden beds, the worms will love  you!
· Keep slugs and snails away from seedlings and vegetables, by rinsing them with coffee grounds.
· You also can rid areas of slugs and nails by mixing up some instant coffee and making it two to three times stronger than normal. Spray this concentrated coffee where slugs roam and you'll notice a definite drop in damage
· Brew up a fast acting liquid fertilizer by  ixing coffee grounds (500g) and soi (500g) with water (5ltrs). This is really good for indoor pot plants as well.
Remember coffee grounds are free !

	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 4. 
WORK/UNIVERSITY
I consider myself reasonably well educated. In 1977/78 I left school after benefiting from 12 years at a private college and although I received very average marks I found a job in an accountancy firm. My position was office junior and I soon realised if I wanted to move forward I needed to study Accountancy. I did so part-time finishing in about 1988 which enabled me to join a number of different professional bodies. I climbed the work hierarchy and moved between a number of different accounting firms over my 22 years in the profession. My fields of expertise varied greatly but I mainly concentrated on taxation and auditing. When symptoms started to have an effect on my work, I decided to go back to study an area that interested me. I was told by my doctor that stress from my work probably influenced the pace of progression of the disease I had. When the symptoms started to become obvious I decided my health was my most important priority and stopped work. I decided to study full-time at Adelaide University for a Bachelor of International studies, this comprised Asian cultural studies, Asian management, Japanese Society and culture, International Economics, Politics, and Labour studies. I finished and graduated in December 2001. I consider myself a bit of a plodder not exactly slow but more thorough, I earned good results in my studies because I was willing to spend twice as long as the brighter students to learn the same thing. 
     

	 
Other      
Hands on health
 
http://www.handsonhealth.com.au/HOHProjects
 
Jane Tombs regularly attends, and benefits enormously from the voluntary Hands on Health Clinic in St Kilda
 
She urges you to contact their centres countrywide too for their very affordable health treatments eg  in PRAHRAN : LIGHTHOUSE FOUNDATION, Collingwood 9486 9242, Lalor 9646 3822, Echuca, Mildura, Eaglehawk, Norlane IN  VICTORIA ALONE

	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  30 Jan 2011 West Beach Bathers’ Pavilion, 330 Beaconsfield Parade, Cnr Pier Rd, West St Kilda 9593 8833 – some disabled parking or meter parking outside – apparently free for disabled.  4hrs free parking opposite.  Suggest drop people off and park nearby ?  Free wheelchair taxi booked from Spencer St Railway Station at 1100 am returning 4pm too 
http://www.scars.org.au/social.html
PRESS 
DOG BEACH TOO – SO PLEASE BRING YOUR MUTT TOO FOR A RUN AROUND !
 
Next meetings, AND NEW TIME AFTERWARDS FOR COMMITTEE MEETINGS TOO PLEASE :
THANKS AGAIN TO PROF STOREY – FOR OTHER VENUES WE WOULD NEED INSURANCE AND OTHER COSTS TOO.
Sun 14 Nov 2010 230pm Alfred Hospital Neurological Conf Ctr, 4th floor Centre Lifts, Commercial Rd, Prahran Speaker : Occupational Therapist Bronwyn Farquhar
 
Sun 5 Mar 2011 230pm Alfred Hospital Neurological Conf Ctr, 4th floor Centre Lifts, Commercial Rd, Prahran Speaker to be announced
Date for mailing for next newsletter pls : 1 Feb 2011


