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	Editorial / Welcome                                                                         Michelle Willems/Jane Tombs

Address : P O Box 115, Howlong, NSW 2643                                Website:  www.scars.org.au

                                                                                                        Email : janetombs@ozemail.com.au

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 !

Marie Dunn has kindly recommended this site : http://www.abc.net.au/rampup/
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

	STOP PRESS : Did you know ? Alt-Tab is great for cycling through applications. If you're using Microsoft Word, you can cycle through all open documents with Ctrl-F6.

There's a full list of Microsoft shortcut keys at bit.ly/1tufP8 and it is well worth devoting a little time to learning them.

FREE TRAVEL: Free travel passes are available to eligible passengers and can be used on Victoria’s public

transport network subject to terms and conditions.

Most free travel passes as listed below are issued at the Metlink Central Pass Office.

· Access Travel Pass, Retired Employee Travel Pass

· Scooter/Wheelchair Travel Pass

· TPIWar Veteran’s Travel Pass

Authorised free travel pass holders must carry their pass when travelling as proof of concession entitlement.

The passes that are not issued by Metlink Central Pass Office are Companion Card, Free Travel Vouchers and the Sunday Pass.

You can obtain more information regarding any passes issued by Metlink Central Pass Office, the free travel

vouchers or the Sunday pass on www.metlinkmelbourne.com.au
 or by contacting Metlink on 131 638. For queries about the Companion Card, please visit the website www.vic.companioncard.org.au
 or call the Companion Card Information Line on 1800 650 611.

	Keeping Healthy 
HAPPINESS

Writers in the field of positive psychology have explored many approaches to what makes for a happy life. Happiness is not simply a state of happy emotion (satisfaction, joy, excitement) but also about leading a meaningful life and having a sense of purpose or direction.

The literature on Happiness talks about:

· Affect (emotions - the experience of pleasure)

· Cognition (our thoughts about ourselves and the world around us - the meaning we give to our experiences

determines our emotional responses and behaviours)

· Behaviours (what we do)

Just as no two people are the same, so too people find meaning or happiness in very different pursuits – raising children, making things, volunteering, family, friends, neighbours, music, cuddling a pet, exercising, creating great meals and reading.

While we know that doing things which are pleasurable helps us to lead a happy life, we need to beware about

confusing the search for a happy life with quick fix hedonistic pursuits. Happiness is not an emotion we can

experience all day every day. Life is not always pleasurable. Obstacles, setbacks, anxiety and stress are

inevitable. Experiencing difficult times can also remind us to be grateful for the small pleasures we have (and the big pleasures too!) Life teaches us to focus on the good times and bad times, to take the ebb and flows of life in our stride.

How do I practice happiness? The goal is to have a realistic desire to be happier more often. Try to practice

some of these as part of your daily routine

· Think about areas of your life which are important for your own wellbeing and happiness. Devote a few

minutes each day reflecting how you spent time and whether these activities gave you pleasure. Reward

yourself regularly if you achieved this. Do more of the things you value and maybe say “no” more often to the

things which are lower on your list

· Train your brain to think positively. Optimistic thinking makes a difference to the way we feel about life

· Practice giving positive feedback to others

· Be mindful of the congruence (the fit) between your values (what you say is important) and the way you live

(what you actually do). This doesn’t mean that if you value family very highly you need to spend all day with

them.

· Think positively. Challenge unhelpful thoughts

· Recognise your strengths - what’s good about me? Reflect on what you do best

· Practice happiness every day - think helpful thoughts

Research has shown that people who find meaningful activity are more likely to be happy. Try to derive pleasure and meaning from the daily mosaic of your life. Try starting some of these ideas today

Source:Sharp, Dr Timothy. The Happiness Handbook 2007 and Ben –Shahar, Tal. Happier 2007

	Green
The average family use around half their water in the bathroom, 22 per cent in the laundry, 19 per cent in the garden and eight per cent in the kitchen. Showers use the most water, followed by washing machines.
GREEN TIP: How to have a water wise garden

Mulch: Keep soil cool and reduce evaporation by up to 70%. Spread it at least 7cm deep around plants.

Weed: Weeds compete with plants for valuable water. So remove them whenever they stick their heads up!

Use shade as protection: Move pots into the shade and use shade cloth over sensitive plants.

Add soil-wetting agents: Water crystals and soil-wetting agents will retain moisture and help nourish your precious plants for longer.

Fertilise: feed your plants fertiliser to help them resist the stress of summer heat.

Water wise: Be flexible with the amount of water you use during watering times. Remember most gardens do not need two full hours of watering, so only water if needed.  Resource: www.target155.vic.gov.au
Keeping Healthy 
Some good tips from a recent UK Ataxia Newsletter :

It is important to maintain as much function as possible; don’t let others do for you what you can do yourself.

Take the opportunity, if you see a physiotherapist, of asking them what you can do to exercise your body generally and for cardiac function in particular. Hydrotherapy may be useful. Also, swallowing and speech therapy can be forms of exercise. Getting some good advice about this and practising exercises can help with swallowing difficulties that may come later on.

Most physiotherapists that deal with neurology patients will have specific balance exercises for patients with

ataxia. Swimming is good because coordination is not so important when you are in water. In general maintaining muscle activity whilst avoiding injury is the best principle.



	What’s NEW?

NATIONAL DISABILITY INSURANCE

For anyone who has a disability, or is caring for someone who has a disability, you will know that there is a large gap in Australia's services network.
Governments are already spending billions of dollars on disability services. A national insurance approach, with its inbuilt focus on lifetime needs and claims management would be much more effective and efficient, as well as fair.
With the number of Australians with a severe physical, intellectual and/or behavioral disability increasing, and

the community's capacity to provide informal care declining, it is proposed that it is time to start planning for a

National Disability Insurance Scheme (NDIS). The Scheme would provide funding for essential care, support,

therapy, aids, equipment, home modifications and access to the community, education and training.

As an insurance-based scheme, providing cover to Australians as and when they needed it, an NDIS would be funded by all taxpayers through general revenue or an extension of the Medicare insurance levy. An insurance based approach to disability services stems from the view that disability is a "risk" that can strike anyone in our society, with potentially catastrophic consequences if proper support services are not in place, but will not affect everyone.

If you would like to know more about this proposed major change to the way governments fund disability

services in Australia you can find out more at the following website: www.ndis.org.au.

	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 :

Thanks John – this is great – had several positive remarks already !
CHAPTER 6. 

LIVING WITH SCA
I would like to have a dollar for every time I have been told to ‘concentrate on what I can do and not what I can’t’ - but it really is true. 

So is the ‘move it or lose it’ saying. 

It is for both of these reasons I have become almost obsessive with my daily exercise routine and remain convinced that my mobility has benefited from this approach. Experience of falling a number of times and losing my balance has meant always focusing on what I am doing at the moment and to avoid hurrying.

When I hurry I tend to get very nervous and it takes me twice as long to do anything. It is very hard to explain examples to someone who has never had trouble getting coins quickly out of their pocket at a shop when a line of people is behind you, only to drop all the coins on the floor. Another example is not being able to access a building because it has a flight of stairs in front of it, or a picture theatre. I have learned to make a mental note of things that I should avoid. For example, I tend to lose my balance whenever I walk and turn around in one motion. I have fallen or lost balance often when changing direction too quickly. This is a common problem for those with ataxia but is just taken for granted by those that don’t have this disorder. When I walk I have learnt to really concentrate on walking. If I want to turn around I make a complete stop and slowly make a complete turn. This may sound elementary, but focusing on the task at hand works for me. I am more likely to have an accident when I stop focusing on exactly what I am doing. Fatigue is another common symptom of ataxia. Fatigue can only be controlled by getting plenty of rest. Irritability and slurred speech are indications that I’m tired. I have discovered various ways of coping or living with ataxia that works for me and I have grouped them into various categories.

Personal Grooming
I am very fortunate to have found accommodation with a Housing Trust two bedroom house and the shower in the bathroom has been modified for me. This work was completed in conjunction with occupational therapists. I have three handicap bars placed in the bathroom two of which in the shower. One in the toilet, one at the back door and I have placed another five strategically around the house to grab so I avoid falling. I regularly bounce off walls in the passage way when I get up at night to visit the loo. If I am traveling or visiting interstate friends where there are no handicap bars in the shower I lean on the wall for support or if there is nothing else to hold onto, I simply wash up using the face bowl until I return home. I always sit down to put on my clothing, shoes or to do anything that requires balance. 

Housekeeping 
I would like to avoid housekeeping altogether but I can’t. I clean the house in moderation. I tend to clean a little and rest as much as I need to. Because I live alone if I do not do the vacuuming and dusting it does not get done. This can be a both positive and negative. Because I am essentially lazy, I do cleaning when it starts to show, not that the house gets dirty I believe in the approach of doing things as you go. I tend to do things of a morning when I feel energetic by the afternoon or night I am starting to get tired. 

Entertaining 
Because I get tired easily when preparing a big meal, I seldom cook to entertain. Anyone who knows me will vouch for my cooking and entertaining skills, so I can’t remember the last time I cooked at home for anyone else, usually I visit others, but who knows what the future hold ! 

Gardening
I planned ahead a few years ago and put in a very low maintenance garden and have had help with spreading mulch but I still get out and pull out the weeds when the weather conditions are nice and I just do things at a slower pace. 

Other ways I have learned to cope with ataxia
The following list includes other things I do to cope with ataxia :

• To avoid spills I drink tea and coffee from a mug with a lid (I am not a big coffee drinker any way).
• I avoid walking on wet, slippery floors.
• I exercise regularly to maintain flexibility
• I avoid driving in peak hours and use my handicap sticker which allows me to park close to the building when shopping etc.
• I walk up and down steps very carefully.
• I try to take my time when standing or sitting up from either a lying or seated position. 
• I try to avoid alcohol (but still manage a couple of light beers on special occasions) 


	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 1 May 2011 WestBeach Bathers’ Pavilion, 330 Beaconsfield Parade, Cnr Pier Rd, West St Kilda 9593 8833 – 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

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

DOG BEACH TOO – SO PLEASE BRING YOUR MUTT TOO FOR A RUN AROUND !

Next meeting:  Sun 3 Jul 2011 230pm Alfred Hospital Neurological Conf Ctr, 4th floor Centre Lifts, Commercial Rd, Prahran Speaker to be announced
THERE ARE ALWAYS MEMBERS NEEDING LIFTS TO MEETINGS AND SOCIALS FROM EVERYWHERE SO IF YOU ARE ABLE TO OFFER TO HELP PEOPLE WITH LIFTS, EVEN FROM TRAIN STATIONS PLEASE ADVISE JANE ON janetombs@ozemail.com.au
PLEASE – THE MORE THE MERRIER !!

Date for mailing for next newsletter pls : 1 Jul 2011
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