Minutes of the Meeting of SCAA (Spinocerebellar Ataxia Australia Inc.)

2pm Alfred Hospital Prahran Melbourne    November 8 2009

Apologies: 
Roger Thompson, Katherine Calcagno 
The November 8th 2009 meeting of SCAA was opened by President Dominic Calcagno at 2:15pm. 

Dominic welcomed two guest speakers,   

1. Associate Professor, Gary Rance;  The University of Melbourne Department of Otolaryngology, Speaking about Hearing problems in people who have a SCA and research he is currently undertaking. 

 2. Paul Watson; Representative from Maurice Blackburn Lawyers. Paul spoke about the importance of having comprehensive knowledge on our rights and responsibilities with issues such as Superannuation, Employment and Insurance.         More later in the minutes...

Treasurers Report : Henri Lausberg spoke on behalf of our Treasurer, Gerarda Lausberg.

The Treasurer’s report was moved by Henri Lausberg and seconded by Delma Calcagno 

Guest Speakers : Professor Rance gave a fascinating presentation on his work, studying the relationship between hearing loss and  patients with SCA 1, 2 & 6. 
Results to date indicate there is a definite difference in the hearing of those with a diagnosis of SCA 1,2 and 6 or those with Friedreich’s Ataxia to normal hearing quality.  This loss in hearing quality impacts greatly on the perception of what is being heard. He has found problems in the way sound information is transmitted from the ear to the brain.

Professor Rance is asking for your assistance, by offering to be a participant in the study. This will include a series of hearing tests. He is hoping that with the results he is obtaining a device can be used by patients to improve auditory quality. 

Data collection will occur in March and in August 2010

These tests are 

· Non invasive

· Ethically approved

· Based on standard Clinical tests

· And are done in the participants’ own home (however if you live in the country your inclusion would depend on the availability of a clinician living nearby who can come to your home)

· Would take approximately 1- 1.5 hours 

· Professor Rance has suggested, the clinician will bring afternoon tea
If you feel you may be able to assist Professor Rance and you have either SCA 1, 2 or 6 please contact him via 

Telephone : 03 9035 5342

Email: grance@nimelb.edu.au
Paul Watson: Paul spoke to the group about the services offered for people with a disability, by Maurice Blackburn Lawyers. He told us they have considerable experience in dealing with legal issues with regard to Superannuation Insurance and Employment.

He mentioned that in some policies you are not required to disclose your medical condition, however if that a condition could affect your ability to safely carry out your duties then you are required to inform your employer. It is always advisable to seek advice from experienced lawyers before signing policies.

Paul said, that there are options for people to access the correct superannuation for your individual needs and it is important to know the best ways to do this. Benefits exist for people who are diagnosed with a medical condition that makes your former employment no longer possible. It is important to know that you are entitled to benefits that are at a financial level similar to the type of monetary benefits you were previously receiving.

Changes to Insurance Superannuation and Employment policies require interested parties to be well informed about any entitlements they may apply for. 

Paul recommended that we seek advice to assist with deciphering some of those more complex policies and what options are available for each individual policy holder.  Always ensure you are signing up with a policy that offers disability insurance cover.  Most companies will have a ‘Total and Permanent Disability Insurance’ policy. Paul told us that this policy is relevant to those people who may not necessarily be totally incapacitated, but who are no longer able to perform the job that they once were employed to do.

Paul answered many questions from the members, and gave examples of how Maurice Blackburn have helped people in the past, with their financial and Employment needs.

Maurice Blackburn www.maurice/blackburn.com.au
Disability helpline 1800 196 050

www.chronicillness.org.au/workwelfarewills
This is a useful site for all people. It can assist with information concerning legal issues and health changes.

· Centrelink Entitlements 

· Health Privacy

· Powers of Attorney

· Superannuation

· Travel Insurance

Raffle Tickets. We have been very fortunate to have been offered a painting to raffle as a fundraising item. Marie Dunn has spent her weekends selling raffle tickets at her local supermarket and tickets were also sold at our meetings throughout the year. The raffle raised over $500 for SCAA 

Thank you, Marie for all your hard work in selling the tickets and assisting to boost our bank accounts. The painting has been returned to a lucky winner who lives in the area that is the subject of the work.
Correspondence:

IDEAS Information on Disability and Education Awareness Services is a magazine aimed at carer’s families and those with a disability. It is highly recommended as being a wealth of handy hints, contacts and stories about all areas of disability. Our website will feature articles from this magazine.  

The current IDEAS magazine highlights their EXPO to be held in Merimbula 3rd and 4th December 2009. This expo will showcase the latest in equipment, products, services and support for people with a disability older people, their families and carers. For further info call 1800 029 904 or email  

www.ideas.org.au     

Ataxia UK have been most helpful in sending us information packs and examples of merchandise and printed materials that we can adapt to our Australian members. They have sent DVD’s showing several peoples’ experiences of living with a disability.    
Fundraising : As reported in our last minutes, we have received a large number of lanyards featuring the web address for SCAA. They are very useful as a method of carrying around pens, memory sticks and other USB devices, keys, identification cards, mobile phones or MP3 players. The lanyards are selling for $3 each. Consider purchasing several of them to give or sell to friends or family. Postage costs will depend upon numbers ordered. Please order by calling 
Jane Timms on 9890 8567 janetimms@aapt.net.au or

 Jane Tombs janetombs@ozemail.com.au
An opportunity arose for some major fundraising through the Victorian Freemason’s. Freemasons have already been very generous and are willing to consider funding a new initiative of SCAA. We are keen to hear from anyone interested in assisting in the compilation of an information brochure or even leaflet explaining SCA.  Please contact Jane Timms on 98908567

SCAA Logo : After much discussion, and several ideas being submitted for consideration, the committee have now selected a Logo as our official letterhead. The design features an image of the sun shining on a blue background, its rays illuminating the SCA Australia letters in the bottom left hand side. The completed design was displayed for all to see at the meeting.
 A slogan has been included that reads, ’Hope for the future’. 

We will use this image to create merchandise to sell as a fundraising item.

Thank you Dominic and Delma Calcagno also to Derrick for all the work you have put into the inception of this design.

Next meeting  

Sun 14 Mar

2 pm Neurogenetic Clinic  

4th floor Centre Block

Alfred Hospital 

Commercial Road Prahran

Guest speaker : Dr Rob Postlethwaite specialising in Sca Depression Counselling

www.scars.org.au
ABN# 83 672 018 976

TFN # 894 436 142

