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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 & the new Committee too !

HOT NEWS : Medical Energy Rebate seemingly only in NSW : http://www.industry.nsw.gov.au/energy/customers/rebates/medical-energy-rebate-questions
or 1300 136 888
$4250 / 2 years Medicare PRIVATE FREE DENTAL as part of your must have Care Plan with your GP !
http://www.medicareaustralia.gov.au/provider/medicare/initiatives/teen-dental.jsp#N10035 or 132 150
Also do you know anyone famous who could be our patron please ? or any Rotarian in your family or friends ?

	What’s new ? – thanks to Prof Storey too for this advice !  If only Aussies were so progressive too !
USA Law Seeks to Ban Misuse of Genetic Testing 
By STEVEN GREENHOUSE
Published: November 15, 2009 
http://www.nytimes.com/2009/11/16/business/16genes.html
The most important new antidiscrimination law in two decades — the Genetic Information Nondiscrimination Act — will take effect in the nation’s workplaces next weekend, prohibiting employers from requesting genetic testing or considering someone’s genetic background in hiring, firing or promotions. 

The act also prohibits health insurers and group plans from requiring such testing or using genetic information — like a family history of heart disease — to deny coverage or set premiums or deductibles.

“It doesn’t matter who’s asking for genetic information, if it’s the employer or the insurer, the point is you can’t ask for it,” said John C. Stivarius Jr., a trial lawyer based in Atlanta who advises businesses about the new law.

The biggest change resulting from the law is that it will — except in a few circumstances — prohibit employers and health insurers from asking employees to give their family medical histories. The law also bans group health plans from the common practice of rewarding workers, often with lower premiums or one-time payments, if they give their family medical histories when completing health risk questionnaires.

“Genetic information is very broad,” said J. D. Piro, a principal in the Health Care Law Group at Hewitt Associates. “It doesn’t simply include my own genetic information, such as do I have a risk for cancer. It also includes my family medical history — do I have any relatives who have had cancer or leukemia.”

Genetic tests help determine whether someone is at risk of developing an inherited disease or medical condition. These tests identify variations in genes, like whether a woman has a predisposition for ovarian cancer.

Such testing can help determine which course of treatment might work best for fighting a specific cancer or for helping a patient process a specific drug.

The new law (called GINA) was passed by Congress last year because many Americans feared that if they had a genetic test, their employers or health insurers would discriminate against them, perhaps by firing them or denying coverage. In a nationwide survey, 63 percent of respondents said they would not have genetic testing if employers could see the results.

“The message to employees is they should now be able to get whatever genetic counseling or testing they need and be less fearful about doing so,” said Peggy R. Mastroianni, associate legal counsel for the Equal Employment Opportunity Commission.

The act takes effect Nov. 21 for all employers with 15 or more employees. It applies to group health insurers whose plan years begin on or after Dec. 7, and it took effect for individual health insurance plans last May. The act does not apply to life insurers.

The act would ban a company from not promoting a 49-year-old to chief executive because it knew his father and grandfather died of heart attacks at age 50.

“There’s an absolute ban on the use of genetic information to make any kind of decision about employment,” said Christopher Kuczynski, assistant legal counsel with the commission. 

Sharon F. Terry, chairwoman of the Coalition for Genetic Fairness, a group that backed the legislation, told of a woman who had informed her office she was having a genetic test to learn whether she was predisposed to breast cancer. She was soon fired, with her boss saying the company could not afford to keep her if the results were positive.

One episode that created momentum for the legislation involved the Burlington Northern and Santa Fe Railway Company, which conducted genetic testing on several employees without their permission.

David Escher, a track maintenance worker in Nebraska who developed carpal tunnel syndrome on both wrists, said he was mystified why Burlington Northern ordered him to see a doctor who drew seven vials of his blood. Mr. Escher later learned that the railroad wanted to do genetic testing to determine whether he had a predisposition for carpal tunnel — in an effort to reduce its medical and workers’ compensation costs.

“I was really mad,” Mr. Escher said. “They were trying to do this through the back door. With genetic testing, they can learn lots of things about you that you don’t even know. If they can do genetic testing and find some problems, you might end up getting fired.”

Burlington Northern reached a $2.2 million settlement in 2002 that was distributed to 36 workers who were either tested or asked to submit to blood tests. 

While the act makes it illegal for employers to intentionally acquire genetic information, it includes a “water cooler” exception, as in a case where a manager overhears one employee telling another that his father had a stroke. 

Under the act, it is legal for a manager to garner genetic information from an obituary, for instance that an employee’s mother died of breast cancer. And if a manager asks why a worker took off a week to care for his father under the Family Medical Leave Act, it generally will not be considered illegal if the employer learns that the worker’s father has pancreatic cancer.

The act, however, prohibits use of such inadvertent knowledge to alter the terms, conditions or privileges of employment.

“The challenge becomes what if down the road, the employee has a lot of absences or his performance is off, and you discipline the employee,” said Michael P. Aitken, director of governmental affairs for the Society of Human Resource Management. “The employee could come back and say, ‘That’s because you knew I had a genetic marker.’ ”

The act and its accompanying regulations allow group health plans to request family medical histories to help determine whether an employee should be placed in a disease management or wellness program to combat, for instance, high blood pressure. The rules say employees must give that information voluntarily and the group plan cannot request such information before health plan enrollment or use it in any way for underwriting.

Under the rules, group health plans, in seeking information for wellness programs, cannot attach a request for family medical history to any penalty or, as is far more common, any benefit. But wellness programs can request family medical history if there is no financial benefit attached.

“This can be a big deal,” said Mr. Stivarius, the Atlanta lawyer. “A lot of people incentivize employees to provide this family medical information. They give them some extra paid time off if they participate in surveys. Now they can’t do that.”

Mr. Piro of Hewitt said many employers were only now realizing that their health risk questionnaires might violate the law.

“Employers have to scramble to scrub this information out,” he said. “The alternative is to modify their reward structures so that they’re not considered to be purchasing or requiring the genetic information.”

Susan Pisano, a spokeswoman for America’s Health Insurance Plans, said the rules were a challenge for insurers because they take effect during the open enrollment period. She said her group disagreed with the federal agencies’ interpretation that the law bans incentives to encourage employees to fill out family medical histories.

	Other      

Green Tip

http://www.dse.vic.gov.au/thesustainables/ten.htm
10 things you can do to save the planet 
So you want to help the environment but think there’s not much you can do? 
Rubbish! Below is a list of just ten things you can do in and around your home that will help mother nature breathe a sigh of relief. 

Try to do at least three of these actions and sign up to The Sustainables Household Challenge to show that you care about making a difference. 

1. Take a four minute power shower 

2. Take reusable bags with you when you go shopping

3. Turn off lights and appliances at the switch when not in use 

4. Sign up to Green Power with your electricity supplier

5. Buy the most energy and water efficient appliances you can afford 

6. Put your food or plant scraps in the compost or worm farm

7. Look for products without unnecessary packaging 

8. Walk, cycle or use public transport when you can – and leave the car at home

9. Grow plants native to your area in your garden 

10. Go green when you clean

	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 3. 

NEUROLOGICAL EVALUATION/DOCTORS DIAGNOSIS
What started out as a normal Friday night session of drinking at the pub with friends and a close mate who had recently returned to Adelaide after a couple of years interstate. This particular friend noticed and suggested that I appeared more wobbly than I had in the past after a night on the ‘booze’. He made comment that I had always held my drink better and suggested that something might be wrong, and this started me thinking. I had previous knee problems and had always put increasing balance problems to my knees. I had four minor knee operations (two on each knee) which I thought would prolong my football career. 

Anyway my first step was to see the General Practitioner who referred me on to see a Neurologist. After seeing a number of Neurologists I saw one that was very thorough and his investigations meant having numerous blood tests, an EEG (electroencephalogram, which records the electrical activity of the brain, sometimes referred to as a brain wave test) and a VER (visual evoked response). I also had a CAT scan; a MRI scans of both the spinal cord and the brain. All these tests took about 18 months and I was finally diagnosed as having Spino-cerebellar Ataxia/Degeneration in late 1996. My Neurologist had referred me to his partner in his practice for a second opinion and this confirmed his diagnosis. After my evaluation, the review by the Neurologist included tests of my reflexes, strength test by pushing down on my arms; walking heel-to-toe (sometimes with my eyes closed); nose to finger exercise (a test of repetition with increasing speed); taking the heel of my right and sliding it down my left leg, and repeating the same exercise on the opposite leg. All these tests checked my coordination and strength in my arms and legs. Each visit to the Neurologist ended with “You appear to be handling the situation well. As there isn’t a cure I will see you again in another 6- 12 months” The phrase “there is no cure” always left me feeling a bit depressed and very negative about things. This always frustrated me and combined with the failure to make a more precise diagnosis left me with pessimistic thoughts after my visits, but I was very grateful that the speed of my degeneration had been slow. On the research front, my particular version of the disease was particularly rare which not only made it difficult to find others with it to see what I could expect. In addition, because no-one high profile like Muhammad Ali or Michael J Fox had the disease, not a lot of research went into finding a cure. 

My basic understanding is that there are about 12 (more are being found all the time) different SCA’S and I have been tested for all known forms of the disease and have returned normal results. This and the fact that no family history exists means that a more precise diagnoses was unable to be made.       

	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 5 September West Beach Bathers’ Pavilion, 330 Beaconsfield Parade, Cnr Pier Rd, West St Kilda 9593 8833 – some disabled parking or meter parking outside.  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 

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 14 Nov 2010 230pm Alfred Hospital Neurological Conf Ctr, 4th floor Centre Lifts, Commercial Rd, Prahran AGM Ms Bronwyn Farquhar Speaker on Occupational Therapy
Date for mailing for next newsletter pls : 1 Nov 10


C:\Documents and Settings\Administrator\My Documents\Jane\Ataxia\ataxia group\New Folder\newsletters and cov letters\Newsletter Jul 10.doc
5

