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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

	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
Ombudsmen :  

This is a really good website if you have a complaint about anything : 

http://www.ombudsman.vic.gov.au/www/html/19-useful-links.asp
Other Services That Can Help:
Disability Services Commissioner

PH: 1800 677 342

Office of the Public Advocate

PH; 9603 9500

Equal Opportunity Commission

PH: 9281 7111

Victoria Legal Aid Commission

PH: 9269 0234

Disability Information Line

PH: 1300 650 865



	Keeping Healthy
HOME MEDICATION: Australians spend about $4 billion each year on prescription drugs and $2.3 billion on complementary medicines. Whilst these medications can play a vital role in our health, sometimes things can go wrong and lead to an ‘adverse drug event’. The Australian Council for Safety and Quality in Health Care estimate that adverse medication events account for 80,000 extra hospitalisations and cost the health system $350 million per year.

The risk of experiencing an adverse drug event increases if you - are taking five or more medications, are taking more than 12 doses of medication a day, have had medications changed recently, have more than one doctor prescribing medicines, or have literacy or language difficulties, impaired vision, memory and hand coordination.

Adverse drug events include –

Side Effects – These can be quite common, from mild to severe and include gastrointestinal upsets (including nausea, diarrhoea) and allergic reactions (such as skin irritations, breathing problems and anaphylactic shock).

Drug Interactions & Contraindications – when two drugs interact one or both may not work and/or cause side

effects. A contraindication is where a medication isn’t suitable because you have a condition that may make it

dangerous e.g. allergies, stomach, liver or kidney conditions.

Accidental overdose - taking the wrong medication by mistake, being prescribed or provided with the wrong drug or dose.

If you have an adverse effect, stop taking the medication and contact your doctor as soon as possible.

Prevention - When you are prescribed medication it is reasonable to ask about side effects, interactions,

contraindications and what to do if you, for example, miss a dose. Your doctor should be kept informed about the

medicines, including complementary medicines, you are taking. Please read the information that comes with the

medication.

Helpful Resources:

- The National Prescribing Service’s Medicines Line - 1300 888 763 (9am to 6pm): Provides

confidential, independent information about prescriptions over the counter and complementary medicines,

including herbal and natural remedies.

- Adverse Medicines Events Line - 1300 134 237 / 1300 134 237 (9am to 6pm): Staffed by pharmacists, for

reporting adverse reactions, medication errors or ‘near misses’ with prescription, over the counter and complementary

medicines. Adverse events can also be registered electronically via the Therapeutic Goods Administration at

www.tga.gov.au/adr/bluecard.htm

- Home Medication Reviews (HMR): A Government funded scheme for those who may be at risk of an adverse

drug event. An accredited pharmacist can visit you at home to review all medications and identify any possible risks. If you feel this would be helpful you can discuss this with your doctor or case manager. For further information -

www.nps.org.au/consumers/ask_an_expert/home_medicine_review

Resource: ABC – Health &Wellbeing Updates – December 2010.
Medical cooling concession – JUST GETTING THIS

The medical cooling concession provides a 17.5 percent discount off electricity costs over a six month period from 1 November to 30 April for concession cardholders with multiple sclerosis and other qualifying medical conditions such as Parkinson's, motor neurone disease, scleroderma and lupus.

With the introduction of the new Annual Electricity Concession, recipients of the medical cooling concession will now receive a combined discount of 35 percent off electricity bills effective 1 March 2011.

If you or a member of the household has a condition that impacts on the body's ability to regulate temperature and it's not one of the automatically eligible conditions, please contact the Victorian Concessions Information Line on 1800 658 521



	Green tip
RECYCLE GLASS - PRESERVE THE ENVIRONMENT
Glass can be recycled forever. The same glass can be recycled a million times to produce bottles and jars of

the same quality. However minute amounts of some material can cause contamination. So it is important to

know what types of glass can & can’t be re-cycled.

Can be recycled: Clear, green or brown bottles including wine, beet, juice, soft drink and sauce bottles and

glass jars such as jam/other spreads can be recycled.

Cannot be recycled: Drinking glass, ceramics such as Pyrex and corning ware, oven proof glass, china, light

globes, mirrors, window glass, windscreen glass, medical/laboratory glass and white opaque bottles cannot be

recycled as these materials melt at different temperature than normal glass

** Remember all glass for recycling should be rinsed and have lids removed. Leaving the label on is ok. **

Resource: Clean Up Australia Ltd www.cleanup.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 CHAPTER 10

UPDATE FROM DATE OF WRITING IN 2004 TO 2009 
I am very fortunate that my deterioration has been slow in the last few years. I no longer drive a car and now travel by Gopher. I stopped driving not because I had to but basically because I lost confidence in driving (particularly at night) and just found that I was only driving once a week to go shopping or special occasions. I decided to sell my car and travel by Taxi or get lifts from family or friends. I have found it is a lot cheaper too ! Another reason was that I obtained a dog in September 2006 and walking him became a problem as the walking stick was a dangerous option. The Gopher is ideal and he loves it. The dog (Chad)is a Labrador – and is a companion dog who was specially trained by a Sydney based organization WWW.assistancedogs.org.au 

A companion dog is placed with individuals who would benefit from the emotional and physical therapy of having a well trained pet, and would like the companionship of a dog, but cannot raise and train a dog of their own.
He performs all the normal commands you would expect from a very well trained dog plus many others.
I am not a fitness freak or Gym junkie but I am convinced and have been told that because of my exercise routine and attitude I have been able to still walk, although aided by a walking stick and sometimes a 4 wheeled walker.

I spend 30 minutes each morning on an exercise bike strengthening my leg muscles each morning followed by some exercises that I have learnt over the years. I see a Neuro-physio at least twice each year plus I have a yearly review with my Neurologist. I am determined to remain as mobile as I can for as long as I can so that I am able to take advantage of any advances in medication or ultimately a cure. My personal circumstances (the fact that I live alone) means that I am lucky in that I do what I want when I want (just a little slower these days) but at the same time I do have help. A now have a cleaner each fortnight plus a lot of help from family and friends. 

Don’t let anyone tell you just because no cure exists for SCA you can’t do things to slow the progression



	SUMMER & HEAT WAVES

The chances of extremely hot weather arriving during our Summer are high. Every time there is a severe heatwave the people most at risk are likely to be the first to become ill and may even die as a result. This is a reminder that we can look after ourselves and others during these periods by remembering to take sensible action to keep cooler.

Who are those most at risk? Older people, babies and children, homeless people, people with disabilities

and mobility problems, those taking some types of medications, people with some chronic health conditions.

What you can do for yourself and others you are with or care for:

• Stay indoors, particularly during the heat of the day

• Drink water regularly to remain hydrated

• Wear light, loose fitting clothing

• Take a cool bath or shower

If you have to go out in the heat remember to:

• Wear a hat and sunscreen

• Drink plenty of water

• Rest in the shade

• Never leave people or pets
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 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 11 Mar  2012 230pm Alfred Hospital Neurological Conf Ctr, 4th floor Centre Lifts, Commercial Rd, Prahran Speaker on Peers Inspiring Peers
Date for mailing for next newsletter pls : 1 Mar 2012
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