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Version 2, 2010

Welcome to our next Newsletter.  We have had a busy few months with organizing the Photography Exhibition, the governments’ decision to review Disability Services and the end of the financial year.  The month of May also saw the opening of the new Friedreich’s Ataxia Clinic in Brisbane.  So read on for some updates.

A word from the President.

As most of you would be aware the prospect of falling over and seriously injuring oneself is a major concern when your balance is affected from FA.  This reality hit home for me on Sunday 21 May.  I fell over because I hadn’t secured a grab rail in my bathroom after it had come loose.  When I gracelessly dropped to the ground, I managed to land with my backside on top of my ankle and squashed my ankle.  What followed was an ambulance ride, 5 days in the hospital, an ankle that was broken in two places requiring 7 screws a plate and a long and painful recovery.

 

The most important thing that I can say to sufferers of FA is to ensure that adequate attention is paid to the set up and maintenance of your home environment.  I found DAART 3 years ago and put grab rails in the shower, beside the toilet as well as outside the house.  My fall would not have occurred if I had reattached the grab rail in the bathroom when it came away from the wall.

 

After the fall physiotherapy was essential.  When a limb becomes immobilized and starts to atrophy, FA sufferers are at risk of accelerated muscle wastage and also a slower re-growth of the muscle.  The best way to counteract this is to receive and follow a physiotherapy regime.  It was recommended to me that I  use a removable boot rather than a plaster cast to secure the ankle because of the increase in my range of movement.  I was able to organize a physiotherapist who came out to my home after my hospital again put me in touch with DAART.  DAART also put in place ramps needed to get around my house whilst I have been recuperating in a wheelchair. So I wanted the readers to know a bit more about them.

 

About D.A.A.R.T.

D.A.A.R.T. is a domiciliary allied health acute care and rehabilitation service that delivers allied health services to clients residing in the QEII Hospital Health Service District and the Brisbane Metropolitan Area. D.A.A.R.T. is dedicated to providing services that contribute to the continuum of care of clients. Home visiting for assessment and management is provided by the following health professionals:

· dieticians 

· occupational therapists 

· physiotherapists 

· psychologists 

· social workers 

· speech pathologists. 

 

For readers outside of Brisbane, there are a variety of HACC (Commonwealth) funded services that people with FA would be eligible for across the country.  If you would like more information about what HACC services include or links to the websites to locate services please contact us.

 

Profile – Michael Batt – President of FAN.

I was diagnosed shortly after I turned 27 with late onset FA.  I was living in Melbourne at the time (1999) and when a friend came from Sydney to go to a dance party with me.  He pointed out that my gait seemed unsteady and suggested I check it out.  That resulted in a diagnostic process which took about 12 months before being diagnosed with FA. 

I remember being told by the Neurologist at the time that the DNA testing needed for my diagnosis, of late onset Friedreich’s Ataxia, had only been available for 2 years.  Prior to then there was no definitive diagnosis for the disorder. The result was that very little information was available about late onset FA, and much of the information I would find related to typical FA.

I am very grateful that I was diagnosed after DNA testing could provide me with a definitive diagnose.  I am also eternally grateful that the Neurologist I saw told me that the information about FA that I would inevitably seek did not necessarily relate to my condition.

Today I run a small business, have met the love of my life and am currently building a house. I attend gym regularly and have tried to take a more active role in FAN as president.  I am happy and content and am here to tell people there is life after being diagnosed with something like FA.

Photography Exhibition

In May FAN had a fundraising event in the form of a Photography Exhibition.  I (Cathy) am an avid photographer and have (over time) accumulated thousands of images.  We picked out some of my best and Michael and Richard (Battart) went about enlarging, printing and framing 26 of my best images.  

Well it turns out people want my photos on their walls.  We sold many prints, the 2 silent auctions were very successful and after covering our costs we raised over $3000 for the charity.
This event was so successful that we are looking at making it an annual event on the FAN calendar. 
BIG Thanks to Michael, Richard and Jaz who worked tirelessly to frame not only the main prints, but many smaller pictures.  Their house became a workshop of prints, matt boards, frames etc.
Thanks to Steven and CDS Gourmet Foods who supplied the food for the evening.  And to Lorella and Stacey for collecting money and ensuring everyone had enough to drink. 
Despite the rain we had an incredible turn out for the Friday night, so I need to thank all who attended, donated and/or purchased a photo or two. I am very humbled.

Opening of the new FA Clinic in Brisbane
In May, the efforts of Mike Dwyer and tireless lobbying from supporters saw the Friedreich’s Ataxia Clinic open within the University of Queensland for Clinical Research here in Brisbane. This will now mean that sufferers no longer need to fly to Melbourne.  It also means that for the first time we have a selection of specialists with an interest in FA.  There are three clinics this year in May, August and November.  If you suffer from FA it is worthwhile to meet with these specialists.  Help for Queenslanders suffering from FA is now much closer.  If you would like to book in, email me and I will send you details, or contact Joanna McCosker at the clinic;  07 3636 1215.

Entry to Facebook 

We are now on Facebook.  Do a search for Friedreich’s Ataxia Network and join!  The more people we have on there the easier it is for me to apply for funding.
Late Onset FA.

There are some differences between ‘early’ and ‘late onset FA’.  The scientific world still has a bit to do to improve our knowledge in this area, and as a result many adults are misdiagnosed with MS or other disorders.  Given that both the President and I (the Treasurer) have late onset FA, we thought we would provide some information in this area.
FA is primarily considered a childhood disorder, diagnosed between the ages of 8 to mid teens. It is thought however that 25% of cases are diagnosed after the age of 25 (Late onset Friedreich’s Ataxia – LOFA). Within that 25% there are some cases that are diagnosed after 40 years of age (Very late onset – VLOFA).

It is expected with Late Onset that within 15 to 20 years after the appearance pf symptoms that the patient will be confined to a wheelchair. This is an estimated 5 years longer than diagnosis as a child. It is thought progression is slower due to some secondary modifying genes in some families. (Michelle,1994). Scoliosis is also less common in those diagnosed with LOFA

I am asked a lot about life expectancy for LOFA.  This varies – a lot.  Many factors such as if a heart condition is present and how severe it is, the health and motivation of the patient and supports available, all play a role. A member of our group was diagnosed in his late teens and is now mid 50’s.  I was diagnosed 12 years ago but I have an even longer history of cardiomyopathy. But I am also taking Idebenone which is hopefully having a positive affect on the heart and extending my life. 

Exercise plays an important role in remaining ambulatory and slowing down the progression of FA. 
Review of Disability Services

The Federal Government has asked the Productivity Commission to examine and assess the costs and benefits of replacing current disability services.  

As many of our members know how flawed the system is, I submitted ideas and unacceptable practices that need to be changed.

The main points expressed were;

· Supplying first rate medical care to public patients (not just those that can afford private health insurance.)
· Better accessibility to post operative or hospital care. Including Physiotherapy and Occupational Therapy.

· Improved mental health facilities to those with long term medical and/or physical disabilities.

· Better financial services availability for mobility devices for those with a physical disability. Services such as MAAS are inadequate for maintaining independence on the pension.

· Better communication/ education between medical professionals and local community support groups.

· More monetary incentives for doctors to provide a more holistic approach to patient care.

This ‘overhaul’ will take a couple of years – so watch this space. Many disability community groups such as FAN know the system is deeply flawed and needs to improve. So hopefully this is a step in the right direction.

Go to http://www.pc.gov.au/projects/inquiry/disability-support to read more about the Public Enquiry. 

Tips for Purchasing Idebenone

All of us who take Idebenone have to order it from the USA.  Our current supplier is Smart Powders (www.smartpowders.com) . The Global Financial Crisis has seen an end to the discount we used to receive so it is now a little more expensive.  I ordered some recently and due to the exchange rate being favourable, I ordered some extra. This resulted in my total bill being just under $1000 Australian dollars.  This is significant because anything over $1000 is subject to scrutiny by customs and payment of GST. 

When my shipment reached our shores it turns out customs use their own exchange rate (which is usually lower) to calculate the Australian equivalent.  This increased my order to just over $1000. I received a phone call from customs to discuss why I was shipping Idebenone, what it was, what it’s contents were etc. My smooth talking managed to get the GST waived but I still had to pay a $55 administration fee.  

So the tip is this, when you order Idebenone purchase about $50 short of $1000 to ensure you don’t have to pay extra and be scrutinized.

A word on broken bones.

With Michael’s broken ankle, it had me thinking of some of the major things that can help prevent these types of injuries in FAers. I (Cathy) have had multiple broken bones, 2 broken ankles (at separate times), 1 ankle requiring 2 rounds of surgery, a broken wrist, a broken foot and some broken ribs.  I wish someone had told me the following 3 years ago (before all of the fractures):
When you have FA you are less mobile than the average. This means your bones do not support your body weight like a person with no mobility issues. This means that the bones tend to thin, and you are more prone to osteoporotic fractures.  To help prevent this you need to put some weight on your limbs.  The best way to do this is attend a gymnasium and push/pull some weights. If you are still, walking get on the treadmill or rower.

The other thing that can be done (in conjunction with exercise) is talk to your GP about taking medication for Osteoporosis.  I currently take a medication once a month called ‘Actonel’.  This medication is expensive but on the PBS. This means authority is needed to receive the subsidy. If you are not eligible you should (at the minimum) be taking Calcium with Vitamin D every day.  

If you are concerned ask your GP if you can be referred for a bone density test.  You are permitted one free test every two years.

Final notes.

If there are any subjects you wish us to do some research on and feature in the next Newsletter, please go to www.fan.asn.au contacts page and send us an email.

Please remember FAN exists to supply support to FAers and their families. If you would like to apply for financial assistance or just need some information, please email us through the website.  We are here to help.
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