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Welcome to the first newsletter from the Friedreich’s Ataxia Network.  We are hoping to be able to initially complete one of these 3 times a year so that members and those of you who have kindly donated know how much of a difference your money and time makes.

What is Friedreich’s Ataxia (FA) ?  
Friedreich’s Ataxia is a progressive, degenerative, genetic neurological disorder.  What that means is that you can’t catch FA as it a result of an individuals’ genetic makeup. People with FA are no less intelligent because the brain is not affected. But it does mean that those with FA have difficulty walking and have problems with co-ordination.  The only way I can personally describe it is that it is very similar to an able bodied person being on a small boat for a day and the way that you feel when you are back on solid ground.  The legs are unsteady and the brain doesn’t really know where the legs are.  Well, that is what FA feels like – but worse.

Profile of an FAer.

We have a number of people in our little group and each has their own story. I thought with this edition we would start with me – the Treasurer and founder of FAN.   

I was diagnosed with FA just prior to my 30th birthday.  So I have late onset FA. I had been unsteady for a couple of years after taking the anti-malarial drug ‘Mefloquine’ (Larium) whilst traveling through Africa.  I have over the last 11 years gone from using a cane to using Canadian crutches to get around.  I use the wheelchair sometimes but try to leave it collect as much dust as possible.  FA certainly hasn’t stopped me. If anything it has made me more determined.  I still travel.  Since being diagnosed I have spent 3 months in South America, trekked to Everest Base Camp whilst spending 2 months in China, Tibet and Nepal, and have recently spent 6 weeks traveling through Cambodia, Egypt & Jordan.  I have completed 2 degrees and work full time as a Computer Engineer/ Programmer.  I still drive my zippy Corolla and live independently. The last 2-3 years have seen me deal with a stroke and multiple broken bones from countless falls, but I manage to keep going. There is no secret to dealing with FA; it just takes an immense amount of motivation and stubbornness.  

Next newsletter we will profile our President Michael. 
Documentary release.

In 2004 I spent 3 months traveling overland through South America.  My driver, Mick had always wanted to complete a motorbike ride from London to Vladivostok.  To cut a long story short, Mick and 3 of his mates took the motorbike ride and managed to raise over $20,000 for our humble charity.  Since then Mick, Jerry (my guide through South America) and 2 of their mates Brendan and Ryan have joined forces to start a motorbike tour company through the America’s. The guys donate a percentage of each tour sold to our charity.  Carmine who also likes his motorbikes is a talented multimedia extraordinaire and he met the guys and decided he wanted to do a documentary about me and FA and the generosity of four great blokes.  This documentary is complete and was released in February.  We are all hoping to have this picked up by one of the networks so watch this space.  I may be a film star yet!  

If you wish to take a Motorbike Tour or know someone who might be interested, go to www.compassexpeditions.com.

Carmine is currently working on a 4 minute version of the ‘doco’ to put on U Tube. I will post the link on the website when this is available for viewing.

The documentary has been produced to raise awareness of FA and hopefully some money for the charity.  If you think that you can help with this, please email me through the website www.fan.asn.au and I will organize a copy of the full documentary to be sent to you.

A big Thank You to Carmine for all his work on the ‘doco’, organizing the viewing night, and putting it all together. Carmine’s and Mick’s efforts raised more than $600 on the night for FAN. Your continued support is appreciated more than you will ever know.

Mick’s book

My friend Mick has written a book detailing his adventures riding his motorbike from London to Vladivostok. The book was released the same weekend as the documentary.  From someone who reads a lot of books it is a really good read.  If you are after a copy please go to the FAN website, click on the book and send me an email with your details.  The cost of the book is $20 and a percentage of the sale of every book also goes to FAN. 
Go the TAN

Every summer, the Friedreich’s Ataxia Research Association (FARA) holds a charity event at the Botanic Gardens in Melbourne.  The track around these gardens is approximately 4km’s and is known as ‘the TAN’.  Over the course of 2 days anyone can register and run the TAN.  This is a well known event on the Melbourne calendar and has been very successful in raising funds for FARA.   This year I thought I would attempt it.  Due to a recent broken foot I couldn’t walk it, so with the help of my friend Carmine, I pushed the wheelchair (in the rain) around the TAN. 

If you live in Melbourne or will be down there in February, ‘Go the TAN’ and help in raising some funds into research to find a cure for FA. If I can complete the TAN on wheels then anyone can complete it!

Research 

Stem Cell research can be a contentious issue, however FA researchers in Melbourne have managed to create the first Adult Stem Cell line specifically for the research of FA. . This is exciting news for FA sufferers as we are now a little closer to finding a cure.

Clinical trials for Deferiprone, Pioglitazone, EPO and HDAC Inhibitors are in their early stages. For more information go to http://www.curefa.org/newsletter/newsletter_2009_summer.pdf.

Funds from a Deceased Estate

A few years ago an elderly gentlemen passed away and left some money to the current QLD FA support group.  This group had since dissolved and so the money was held with the Public Trustees.  After many years, emails, letters and a lot of Mike Dwyer’s* time, the courts finally awarded the money to FAN late last year.  What this meant was that combined with some of the public donations, we were able to think about supplying some equipment to sufferers and we donated over $32,000 to FARA for research into finding a cure for FA. 
Just shows that a lot of small donations can make a BIG difference.

* Mike Dwyer is the treasurer for FARA (Friedreich’s Ataxia Research Association) and keeps us informed of all of the worldwide research that is taking place. Go to www.fara.org.au for more information. 
Upcoming events

Photography Exhibition to be held in Brisbane for FAN – Venue and details TBA

Education to Medical Students – Details TBA
Thanks

Thanks to our regular donators – you know who you are.

Thanks to the continued support from Compass Expeditions.

Thanks to Mick, Jerry, Ryan and Brendan for all of your support.

Thanks to Carmine who has filmed and spent countless hours editing our new documentary and who also organized a very successful film night for the initial viewing of the ‘doco’.

     **************************************
NB: Feedback is always welcome.  If there is an issue or subject you would like us to supply some information about, please email us either through the website www.fan.asn.au or via my email at cathy@fan.asn.au.
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