Combined Committee and General SCA Australia Inc Meeting 

9 Nov 08 12pm – 4pm

- committee decisions noted also for groups’ information and possible feedback to committee please ? is this a question to me! 

PRESENT :

Committee meeting : Katherine Calcagno, Dominic Calcagno, Henri Lausberg, Gerarda Lausberg, Marie Dunn, Jeanne Dunn, Jane Timms, Jane Tombs, Michael Bellas

Group : Marc Sonagon, Mary Gordon, Melissa Gordon, Rick Boyd, Deborah Crow, Colin Crow, Prof Elsdon Storey, Chee Lai, Jenny Spiller, Ray Jordon, Greg Giddings, Adrian Lillis, Sue Stapleton, Irene Reghenzani, Norma Reghenzani, Rena Stapleton, Garry Stapleton, Peter Reghenzani, Vincent Reghenzani, Selga Lielkajs, Anna Lielkajs, Kevin  Smith, Patricia Smith, Ian & Marilyn Wilson, Ian Drummond

 Our best wishes to  Mr Caspar Camesi  ( Elaine’s husband ) who was recently hospitalised – Jane Timms kindly sent card

APOLOGIES Jason Gordon, Natasha Simpson, Roger & Murielle Thompson, Melissa, Joy & Shelby Jacobs – maybe more – apologies if others names not mentioned

CONFIRMATION OF 20 JUL 08 MINUTES

BUSINESS ARISING from previous meeting – Jane Tombs has researched some great reference books from the library by VCOSS & Law Institute on “Community Management” – how community organisations can be successful & “Policies and Procedures” which other important groups emphasise importance of.

COMMITTEE BUSINESS – Henri Lausberg kindly spoke regarding Jane Tombs being overloaded by having too great a share of duties which could jeopardize the future of the group, as previously.  Jane Tombs gave her resignation as Treasurer but will support Jane Timms as co-secretary especially as originally planned in case of illness etc.  Gerarda Lausberg has offered to be Treasurer which was unanimously applauded and agreed on.  Many many thanks indeed ! 

In order to boost much needed membership, Henri may offer membership to be collected yearly as well

Henri suggested Katherine Calcagno be positioned at the front of the meeting to chair it.

OTHER COMMITTEE BUSINESS

Henri kindly presented Jane Timms with the original certificate of Incorporation and Seal

Marie Dunn’s painter friend with MS “Kate Grace” has kindly donated a painting of “Sunset at Balldale Rd” as a fundraiser to be auctioned or raffled. Thanks to Marie Dunn for arranging this magnificent painting for our fundraising efforts. Thanks also to Kate Grace for your very generous donation. Jane Timms will send a card of thanks.

Henri and Gerarda Lausberg have kindly brought along some more walker bags – as advertised on Melissa’s walker ( THANKS ! ) in Sunday Age’s article no less !  We will put them on the website and try to sell them at future meetings or even outside hospitals and nursing homes.

Katherine suggested we clearly define and acknowledge individual titles and contacts of the committee and others and make this information available to members

3 Speakers :

1 Dr M Fahey on recent Ataxia conference in USA – presentation requested – to follow on website too

2 Adrian Lillis on fundraising

3 Jason Gordon’s marketing presentation – to follow on website

1 NAF ( National Ataxia Foundation) AGM 6 months ago in Las Vegas : Dr Fahey reported on this meeting as follows

Some notes :

The meeting was entitiled   Blazing a trail to research.

It was a meeting for patients, doctors and researchers

Dr Fahey suggested we go to the NAF website blog

It was a social event and a chance for doctors to hear the experiences of their patients

There was exciting news on new discoveries in gene therapy and modifications

There is also a good deal of hope in the therapies being developed

Trials are under way and are being planned

SCA1 investigation into the value of Lithium to treat SCA.  It is not advisable for patients to try Lithium without Dr’s advice

New information about a SCA 30

See www.ataxia.org for further info
It is important to understand that trials are just that and caution should be taken to undertake any treatment which is still being trialled

Also it is important to remember that whilst Ataxias do cause motor problems, there is significant evidence that emotional problems can also occur eg bipolar, depression etc. This varies and depends on which SCA you have and what area of the brian is affected.

2 Adrian Lillis spoke eloquently from many years’’ experience in fundraising

He has cared for both a wife and now daughter with SCA

He said he preferred fun or quirky novel ideas.  Be inventive and try to be different + enjoyable

Try to use an established idea and build on it

Adrian marvellously has DGR ( Deductible Gift Recipient ) status which is commonly asked for, and is willing to help us with that. This would help us to be recognized as a tax deductible charity 

Sponsorship can be legal if the sponsor purchases something to a specific value eg. to purchase an entry in a competition.  Adrian used the example of a company sponsoring a fundraiser by purchasing a wheelbarrow at a price they would be willing to donate as an entry into a ‘wheelbarrow push’

He encouraged us to look for a celebrity who might be willing to be a patron of SCAA

GENERAL MEETING

REPORTS from subcommittees ie

a website – new : scars.org.au  with chatroom too

Sadly the Xmas cards had to be abandoned as a fundraising idea because only half the orders needed were received.  Any advance monies can be refunded or will we give raffle tickets in lieu for our next raffle if people are in agreement ?

Getting donations online

Add SCA Australia logo / colours too ? – this was considered a priority for letterhead and any merchandise etc

ACTION ? Katherine spoke about opening up an online forum for people to vote on possible logos 

eg Jason’s counters on first page of his presentation, Adrian’s face turning a tear into a rainbow, Marie’s balloons - please see website for full info. Also the ‘S’ featured in the website SCA logo

Possible merchandise then might be T-shirts, pens, mugs, bumper stickers, wristbands, caps etc

b. social Katherine and fundraising 

Report from Katherine re Family Fun Day 4 Oct 08.  $476 receipt given to Treasurer – $60 taken out for supplies however most of the costs were covered by the Calcagno family.  Thanks to Katherine and her family.  Same Prahran venue + a meeting room is available for rental to community and charity groups.

ACTION ? Jane urged Katherine to organize a function next year near Ataxia Awareness Day – always 25 September every year

Jane Tombs suggested separating social and fundraising committees, and will organize the latter

ACTION ? Jane Tombs to self fund specialist training in funding and grant applications as investment for group’s future + form subcommittee.

c. lobbying - volunteers for co-ordinators ?

ACTION ? Marie Dunn offered to help.  Jane Tombs passed letter from Prof Storey urging national instead of state testing
d. education in community - volunteers for co-ordinators ?

Thanks to the Gordon family for the great article in Sunday Age – not even committee members ! – What commitment ! The article gave a brief explanation of SCA and its impact on Melissa and her family, it also gave the reader insight into the strength of character of Melissa and described her busy life travelling regularly overseas

ACTION ? – to be decided  by committee

GENERAL BUSINESS

Research update – Friedreich’s Ataxia Skin Stem Cell at Melbourne University to generate stem cells to make nerve cells – may be adaptable to other neurological conditions

Mission Statement so clear on aims – check incorporation purposes 

ACTION ? to be decided by committee + Jason Gordon’s presentation
Policies & Procedures eg website control, no conflict of interests, no sweat shop goods 

ACTION ? to be drafted by Jane Tombs for committee
Financial – There has been an unknown deposit of $50 on 20th Oct 256 Lonsdale St, Dandenong ? can anyone shed some light on who may have made this deposit please ?

Membership update : 17 –  IF YOU WANT THE GROUP TO CONTINUE WITH THESE ACTIVITIES PLEASE HELP US TO HELP YOU AND JOIN ! for venue hire, website, communications etc

We can wait until the end of the year, and why not share it within a family too ?

Membership forms were passed round

Discussion was had regarding rejoining GSNV ? at a cost of  22 USD – other groups too eg US NAF this would give us access to their website and a copy of  Generations magazine US $25 = approx AUD 40?  

Marie Dunn kindly offered her copy of the magazine as her family are already members

Also to join :

wemove.org, - ANY OTHERS ?

ACTION ?  Jane Tombs to research
 ID cards including information that the owner is a person with a mobility or speech problem, with emergency contacts etc  the card would be laminated and would include a letter from the owners doctor describing the condition.

ACTION ? Jane Tombs passed hers around.  Will coordinate with the kind help of Mary Gordon – details on website.  Please apply to janetombs@ozemail.com.au
Celebrity likely to help please ?  Any ideas ?

ACTION ? Group were asked to think of any contacts with famous people they might have
Probable future speakers - lawyers, sleep doctor - any requests ?

ACTION ? None
OTHER BUSINESS any other ideas please ?

Katherine will organize a bbq for social reasons only ( not fundraising ) for people to socialize 

In early December ?  – TO BE FINALIZED – INFO ON WEBSITE ASAP

NEXT MEETING  Sun 1 Mar Dr D Cunnington, sleep specialist @ 

Alfred Neurological Conference Room, level 4, Centre Block lifts THANKFULLY KINDLY AGAIN 

2 pm Alfred Hospital Commercial Road Prahran

CLOSE OF MEETING

