S.C.A.   Incorporation meeting   20th July 2008

Alfred Hospital

The meeting to formally incorporate the Spinocerebellar Ataxia Group was held in the Neuro Genetics Clinic at Melbourne’s Alfred Hospital on Sunday 20th July 2008, The meeting was opened at 2:15 by Jane Tombs.

Apologies :

- hope none forgotten or errors : Howard Wills, Adrian Lillis, Caspar and Elaine Camesi, Doe (Doreen) Shorey, Jocelyn Young, Patrick Hill, Leah Lonsdale, Ian Drummond, Karine Hart, David and Lyn Robertson, Murray Alpen, Melissa and Jason Gordon, Vicky Anderson, Fiona Parsons, Mary Gordon

Bereavements : Danasio (everyone called him Denis) Di Mascio, from Queensland who recently passed away and suffered from SCA2 in his family

Also Beryl Lammens who people might have met at the December meeting

Jane acknowledged Denis Mascio who recently passed away.  A minutes silence was observed in memory of Denis.

Business : Incorporation.

Henri Lausberg addressed the group regarding the importance of becoming an incorporated group, telling us that incorporation offers the individual members of the group financial and legal protection against litigation whilst providing the group with direction guidance and recognition globally.

Henri discussed the need to settle on a name for the group and two alternative names should our first choice be unavailable.

Discussions were had and a vote was taken to adopt the name 

Spinocerebellar Ataxia Australia S.C.A.A.   13 votes 

N.A.F.A. National Ataxia Foundation           12 votes

and A.A.A. Australian Ataxia Association as our third selection.

Professor Storey was asked for his opinion, and he agreed that S.C.A.A. was the most appropriate name for the group. 

Moved 






Seconded

Roger Thompson




Marie Dunn

Motion Passed

It was decided to hold regular meetings every 4 months with committee meeting when required


Appointment of Office Bearers 

Henri proceeded to call for nominations for office bearers, beginning with the nomination of 

Jane Tombs...................... Treasurer   .........      accepted and passed

Jane Timms.......................Secretary     ........     accepted and passed

Henri Lausberg..................Public Officer......     accepted and passed

Natasha Simpson..............Committee..........     accepted and passed

Marie Dunn ......................Committtee ........    accepted and passed

Katherine Calcugno..........President ............   accepted and passed

Dominic Calcugno............. Vice President...... accepted and passed

Jane Tombs recommended members access the www.comfypage.com website as a  source of information support network, personal stories, dates and latest news. 

The Facebook link can be found on the website: http://scars.comfypage.com/ and vice versa

1.  Go to the Facebook site
2.  Search "Groups"
3.  Global /organisations
4.  It is called SCA Support Group.

Vicki Pedler mentioned the Facebook links to the S.C.A. Support group. She also told people that she is the Queensland Support group representative and a chaplain and mentor.  Vicki would be happy to offer her support to carers or patients. 

Go to www.facebook.com
Membership fees: Discussion re: membership. A decision was made that a reasonable charge would be $50.00 for a period of 5 years membership or an annual fee of $10 to anyone who felt the $50 would be too costly in one payment. The idea of a five year membership was raised at a support group development meeting attended by Jane Timms and Jane Tombs. The speaker at the meeting said that a one off fee for a period of five years reduced the burden on committee to be following up on annual fees and it is not cost effective to have an annual fee.

Melissa asked what the fees would be used to pay ?

Costs incurred so far had been largely donated by many members of the group, however some of those costs include:

Photocopying, postage , and stationery items, refreshments for the meeting, costs associated with incorporation. Securing a P.O. BOX, gifts for our speakers Hire of hall for social events, insurance.  Jane asked for people to consider email for your correspondence, especially the delivery of the minutes as this will considerably reduce administration costs, not to mention reduce paper usage, however we recognise that not everyone has access to internet, so for those members, correspondence will continue to be via regular mail.

It was suggested that Prahran Library may be a suitable free venue for our next meeting.

The Rules and Purposes of the group were read and explained by Henri,

Henri went on to say that following incorporation we could now 

Open a P.O. Box 

Open a bank account (three signatories are required for a cheque account)

Collect membership fees.

Motion was made to accept the rules and Purposes, they were then passed and accepted by a show of hands.

Social Events : Katherine Calcugno spoke to the group about the exciting get together  she is organising to be held on a Sunday date t.b.a. 

Katherine is looking to hire the Hawthorn Town Hall as the venue for our first B.B.Q. get together. Katherine asked everyone to invite friends, family and local politicians.

Katherine is a marketing graduate. She is using her skills to organise what is sure to be a wonderful day. Katherine is also an employee of The BODY SHOP Knox Shopping Centre. She told us that it is policy that employees donate some of their free time to working in the community. Some of Katherine’s colleagues have volunteered to assist Katherine on the day. They will be conducting some market research to ascertain what activities members would be most likely to attend.  What they would like the group to offer. The girls will also be offering members and carers facials, at their local Body Shop 

There will also be a magician and face painting for children, and a door prize of a hamper of Body Shop products, donated by the Body Shop.

Yolanda Berra suggested we alert media to the event.  She suggested 3CR Community Radio. It was also suggested that Eastern F.M. would be a good source of raising awareness and creating media advertising. 

This event would be a gold coin donation fundraising day.

Jane suggested we add a link to the webpage regarding Social events.

Elise suggested we play an awareness game about S.C.A . as a means of learning from each other.

Professor Storey arrived directly from the airport to speak to tour group

See: PowerPoint presentation on website : “Research” & “Research 2”

Professor Storey told us that research is being undertaken globally and that genetic testing assists patients to know exactly what S.C.A. they are dealing with , and how that knowledge will give doctors the best understanding of what options they have if  considering I.V. F. intervention for subsequent generations, should they wish to pursue this course of action.

The Professor highlighted the varying degrees of availability in Australia of genetic testing. It was recommended that as a group we write to Nicola Roxon, Minister for Health, asking for funding toward furthering and broadening the availability of patients to access genetic testing in Australia. At present D.N.A. testing for SCA is limited to the most common types. Patients not diagnosed in this relatively common group are forced to send samples overseas for testing at considerable personal cost.

It is possible that we might be asked for volunteers to join an international study of patients with a SCA. 

A control group of volunteers is also being sought to complete a study on the effects of SCA on the memory and thinking of SCA patients. 

Eligible volunteers should be people who are not genetically related to a SCA patient and who do not have symptoms eg; married into a family of someone with a SCA or a member of the family who has been tested and found to be not affected by SCA.

see: NH AND MRC control subjects, eligibility requirements of candidate  

The meeting closed at 4.45pm

Our next large group meeting is now on 9 November 2008 at 2pm Lecture Theatre 2, Ground Floor (Level 2), Monash Medical Centre. Dr Michael Fahey as speaker on the recent NAF conference in USA and Adrian Lillis on fundraising - ON WEBSITE ALSO

