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

2pm Alfred Hospital Prahran Melbourne    July 8 2009
Apologies: 
Roger Thompson, Katherine Calcagno 
The November 8th 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 treasurers 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  and 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 Friedrich’s Ataxia. 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 volunteer to have 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 a approximately 1- 1.5 hours 

· The clinicial will bring afternoon tea

If you feel you may be able to assist Professor Rance please contact him via 

Telephone :03 9035 5342

Email: grance@nimelb.edu.au
Raffle Tickets. We have been very fortunate to have been offered a painting to raffle as a fundraising item. Marie Dunn as 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 
Correspondence

SCAA has received correspondence from South Australian member Doe Shorey, asking about the lanyards offered by Jane Tombs as a fundraising item and as a tool for advertising the SCAA group and our website.  

We also received notification from IDEAS magazine agreeing to allow us to use excerpts from their magazine in our communications. 

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.  

www.ideas.org.au   or email        ideas@ideas.org.au
Fundraising

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  98908567 janetimms@aapt.net.au       or

 Jane Tombs   janetombs@ozemail.com.au
Melissa Gordon reported that she had sold 15 of her lanyards and had raised $72

Marie Dunn reports that the expected draw of the raffle of the painting donated by Howlong local artist, Kate Grace titled, Sunset at Balldale Road will be postponed following further sales.

Roger Thompson continues to work towards boosting the finances of SCAA. A raffle of a very special bottle of Whisky has raised $1498 Roger has been supported again by the Masonic Lodge who has matched his fundraising, dollar for dollar. A smaller group of Roger’s Mason colleagues has raised a further $500 towards SCAA ,  again this amount has been matched.  To date Roger has raised a total of over $4000. Congratulations Roger and on behalf of all SCAA members thank you!!!

Henri noted that these financial boosts and continued membership funding will allow us to donate funds to SCA research.

Tax Deductibility Gift Recipient Status  (D.G.R.)

The work of the committee and particularly Henri Lausberg, has enabled SCAA to achieve Tax deductibility gift recipient status, giving us the opportunity to offer a tax deductible receipt to those who donate or purchase goods from us.  We are bound by certain rules and regulations in order to retain that DGR status. Henri spoke at the meeting regarding these rules and the requirement that in the event of the dissolution of the SCAA group our funds will go to another group or charity working in a similar charitable domain to SCAA.

The new additional rules are as follows:

33. Non-Profit.     

The Treasurer of the Association must ensure that:

The assets and income of the organisation shall be applied solely in furtherance of the objects of the organisation as a health promoting charity as stated in our Statement of Purposes and no portion shall be distributed directly or indirectly to the members of the organisation except as a bona fide compensation for services rendered or expenses occurred on behalf of the organisation.

37. DGR revocation.

If the organisation is wound up or if the endorsement of the organisation as a deductible gift recipient is revoked, the following assets remaining after payment of the organisation’s liabilities shall be transferred to a fund, authority or institution to which income tax deductible gifts can be made.

· Gifts of money or property for the principal purpose of the organisation.

· Contributions made in relation to an eligible fundraising event held for the principal purpose of the organisation, and

· Money received by the organisation because of such gifts and contributions.

The alteration to our rules were moved by Henri Lausberg, seconded by Roger Thompson and passed unanimously.

Other business

Dominic Calcagno asked the group for ideas on how we may encourage members to come along to the meetings, suggestions included,

· Altering the day of the meetings from a Sunday afternoon to a Saturday or a weeknight,

· Sending a questionnaire to members asking for ideas on topics for visiting speakers, or ways to make the meetings most relevant to members.

· Melissa requested that meeting details be emailed to her to be posted on ‘Facebook’ 

· Looking into larger venues for the meetings as our group expands.

· A brochure giving information explaining SCA’s and its impact on those diagnosed with a SCA

This matter is a priority for our group. The committee would appreciate anyone interested in assisting in producing an information brochure. We will need assistance with discerning what information is required, fact gathering, medical proof reading, computer design, photography, printing, and distribution.

Discussion was held about what are the purposes aims and objectives of the SCAA group. Roger mentioned the necessity to have a Publicity Officer and a public speaker to contact media and increase awareness of SCAA. 

If you know of anyone with contacts in the television radio or print media, with whom we could arrange an interview please contact me   Jane Timms on 9890 8567 or janetimms@aapt.net.au
Speakers 

Some discussion was held regarding topics that people would like to learn about pertaining to the interests of SCAA members. Below are some of the suggestions

· Research. What is happening?    Is there any news in the field of SCA? 

· Feldenkrais  Exercise and therapy

· Paul Watson from   Blackburn Maurice Lawyers will be attending our November meeting to discuss: 

Any further suggestions will be investigated

The meeting closed at 3.15pm

Next meeting        SPEAKER      Superannuation and Insurance for people with a disability.
8th November

2 pm Neurogenetic Clinic  

4th floor Centre Block

Alfred Hospital 

Commercial Road Prahran

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

TFN # 894 436 142

President’s Report A.G.M. 12th July 2009.

Good afternoon members.

Well here we are on the first annual general meeting of our Spinocerebellar Ataxia Australia Inc. association.

A year ago we were a group of people, then spurred on by our Jane Tombs everything started to fall in place. We got a committee and became incorporated. Now we have a membership an Australian Business Number, a tax file number and at this meeting we are going to make an addition to our rules, which will enable the Australian Taxation Office to confirm our status as Tax Deductible Recipient, which we have for a three- month period. All this could not have taken place without the committee I had the privilege to work with. I want to thank them very much and also Katherine Calcagno our first president who had to move to Sydney and let me take over temporarily. 

Members and committee I thank you very much for your trust and help, with your permission I will stay on as Public Officer for another year.

Henri Lausberg

President.

Treasurers Report A.G.M. 12th July 2009

Good afternoon Members.

It is a requirement of the Department of Consumer Affairs that all incorporated associations hand in, through their Public Officer, an audited statement showing their financial dealings of the financial year.

Your committee members have been provided with a monthly statement from which they are aware of the levels of monies in our bank accounts and petty-cash. They have also been given a copy of the audited statements.

Our association SCA Australia Inc. banks with the Westpac bank. We have two accounts. 1) Our cheque account and  2) our Maxi business account, which provides the higher interest. 

We have also the petty cash account held by the treasurer from which the day to day expenses such as postage etc. are paid and recorded.

Normally all members are given a copy of the audited statement but in order to save paper and costs we will show you the results of this year on the screen.

In Westpac Cheque a/c we have $1,779.05

With one unpresented cheque of $500.00 makes it $1,279.05

In Maxi a/c we have $3,654.18

Petty -cash a/c contains $72.80

This makes a total of +$5,006.03  a good result for a small new organization which we are.

We would not have been in this position however, if not for the generosity of our donators the Toby Jug Collectors and Freemasons Victoria who both donated One Thousand dollars and came to us through our member Roger Thompson. We also received $405.00 from the Gordon family.

Donators have of course been thanked in writing but as well as noting our thanks in the minutes of this meeting let us put our hands together to acknowledge their generosity. 

Thank you

Gerarda Lausberg

Treasurer

