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

2pm Alfred Hospital Prahran Melbourne   

14th March 2010

Apologies    Henri and Gerarda Lausberg, Katherine Calcagno, Joe Navarria, Jason Gordon, Jeanne Dunn, Grace Dunn, Mary Wyatt, Tot Nicholls 

Present   (names appearing in the attendance book) Dominic and Delma Calcagno, Jane Timms, Jane Tombs, Deborah Crow, Melissa Jacobs, Peter Mc Pherson, Sue and Garry Stapleton, Mary Gordon, Melissa Gordon, Rick Boyd, Eric and Nicky Berzkalns, Murielle and Roger Thompson, Yolanda Berra, Marie Dunn, Andrew Gilmour, Jenny Spiller, Ray Jordan, Colin Wood, Dr Robert Postlethwaite (guest speaker)
The March 14th meeting of SCAA was opened by President Dominic Calcagno at 2:15pm. 

Dominic welcomed a few new faces to the meeting: Peter Mc Pherson, Nicky and Eric Berzkalns. 

The minutes of our last meeting were accepted as read by, Yolanda Berra and seconded by Marie Dunn.
Treasurer’s Report

Our treasurer, Gerarda Lausberg was absent due to illness and was not able to give a Treasurers Report
Guest Speaker Dr Robert Postlethwaite. 

Dr Postlethwaite is a Clinical Psychologist. His particular area of interest is in assisting people diagnosed with Depression.

Dr Postlethwaite can be contacted on 

9816 8811 Listen and Learn Centre, Balwyn 

9418 8162 Epworth Freemasons  

9596 7211 Brighton Spinal Group

We were given some valuable insight into the physiological causes of depression, how to detect depression in yourself or in others and some helpful advice in the management and treatment of depression. 

Dr Postlethwaite answered some very interesting questions. It was noted that depression affects all members of society if not directly then via family friends and colleagues. Refer www.scars.org.au for further info including videos and powerpoint slide presentation

Services that offer counselling or treatment for People with Depression:

· www.beyondblue.org.au
· Australian Psychological Referral Service

· Family Doctor

· Social Workers

· Hospitals

· Community Health Centres

· Psychiatrists

Sincere thanks to Eric Berzkalns who stepped in as our technical support on the day.

M.J.D. Machado Joseph Disease 

Jane Tombs screened a video about MJD. MJD is a hereditary neurodegenerative disease and one of the Spinocerebellar ataxias (SCA 3). The video highlighted the work done by the MJD Foundation, working in Arnhemland with Indigenous Australians suffering with this disease. Spread of the disease has been attributed to the 16th century trading and exploration activities of Portuguese sailors – now all over Northern Territory !

Re: Paul Watson Maurice Blackburn LAWYERS. 

Employment Superannuation and Insurance

Last month we were given some very valuable information regarding our rights and responsibilities with regard to Insurance, Employment and Superannuation for people with a Total and Permanent Disability. Please note: Paul Watson has since moved to Queensland and our contact now on this issue is: 

Jason Brown Disability helpline 1800 196 050

 Maurice Blackburn Lawyers.  

9605 2671    

Level 10. 

456 Lonsdale Street 

Melbourne. 

I have included an excerpt from our last meeting’s minutes. 

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 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

Thank you

We have received a most generous donation of $200 from a group associated with one of our SCAA families. Those people wish to remain anonymous. Please accept our most sincere thanks for your thoughtful and generous donation.  

A large number of walker bags have been sold and I would particularly like to recognize the work of the Delma Calcagno and her merry band of Foothills Quilters who have generously donated their time to make some more of the walker bags. We are very appreciative of the time and effort you have given to help boost our funds and make the lives of our clients just that little bit easier. 

Wanda Batchelor.  Craft Coordinator Tudor Village, Lilydale
Wanda has generously offered her time and creativity to make us our first stocks of Wheely Walker bags. They were a big hit with many people and have helped us to raise quite a lot of money.  Thanks also to Deborah Crow for her keen sales of the bags.  Deborah tells me they are quite a sought after accessory to the stylish walker.

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 98908567 janetimms@aapt.net.au or

 Jane Tombs janetombs@ozemail.com.au
An opportunity arose for some major fundraising through the Victorian Freemasons. 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 informational brochure explaining SCA.  Please contact Jane Timms on 98908567

SCAA Logo


The design of our letterhead and logo are undergoing some final alterations, we hope to have the final product in use by our next meeting. Thank you once again for your work on this project Delma and Dominic Calcagno.

Committee News 

The SCAA committee has accepted the news of the retirement of Henri Lausberg and Gerarda Lausberg. Henri has served on the committee as our public officer.  He has worked efficiently and tirelessly, to legally and formally establish SCAA. Henri’s work has also enabled the group to achieve Deductible Gift Recipient Status and an ABN.  Henri has also been the President of SCAA.  His guidance and confident leadership has supported the committee throughout the foundation of our group.

Gerarda has ably handled the duties of Treasurer.  We wish to thank Gerarda for the professional job she has been doing as our Treasurer.  Nothing is ever a problem and the books are always accurately presented.  On behalf of the members of SCAA we wish them both well and thank them for all they have done during the inception of SCAA.

I ( Jane Timms )too have decided to step aside from my role as Secretary. I invite others to consider accepting the role of Co-secretary. I have enjoyed the support and friendship of the committee and the members of SCAA. I can say it has been a rewarding position and it has been exciting to watch our group go from strength to strength.  

So we are DESPERATE for new committee members to volunteer at the next meeting please ?  More information at :  http://www.scars.org.au/
Please refer to last page of this email for the committee nomination form. Ideally each role on the committee would be comprised of at least two people. This would reduce the workload and assist us to maintain a committee in the event of illness to any one of the existing committee members 

Speakers 

We are always keen to hear of your ideas for speakers. Please contact me if you would like us to contact an organisation or a person who you think would be of interest to the members of SCAA.

For more info about the AGM on 18 July 230 pm see the website www.scars.org.au please
Social 

On a very warm day in January, in the delightful Botanical Gardens setting, a large group of SCAA members met for a chat and a get together. It was a chance to gather informally and have a coffee. Many of our members have sent the committee lovely messages telling us how much it means to them to be able to talk to others about their day to day experiences of living actively with a SCA. 

At our last meeting we met Peter Mc Pherson. Peter is a resident of Queensland. He was able to coordinate a visit with family, a doctor’s appointment and a SCAA meeting all in the same week. 

Peter mentioned, that when he discovered the existence of the SCAA group, he felt as though he had found some support, despite being so far away from our Melbourne base.

Jane Tombs had suggested some simple ideas to assist Peter to mange his Ataxia, and these simple ideas have improved his everyday quality of life. We encourage you to get in touch with us and share your ideas. Visit the www.scars.org.au or the Facebook page for SCA

Our next planned Social activity is on 

Sunday May 2nd

12.00 noon
St Kilda Beach Cafe

Westbeach Bathers Pavillion cnr Pier Rd

330 Beaconsfield Pde. 

St Kilda

Tel 9593 8833 – some disabled parking or meter parking outside.  2hrs free parking opposite = 4 hrs with disabled sticker.  Suggest drop people off and park nearby ?  

Free wheelchair taxi booked from Spencer St Railway Station at 1130 am returning 4pm too 

The March meeting of SCAA closed at 4.00 pm

Next meeting AGM
2 .30 pm  

(NOTE SLIGHT CHANGE IN TIME)

Sundy 18th July

Neurogenetic Clinic  

4th floor Centre Block

Alfred Hospital 

Commercial Road Prahran

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

TFN # 894 436 142

Committee Office Bearer Positions Open for Nomination at the AGM SCAA 

July 18th 2010

Nominations for positions to the following roles are now open. Please make your nomination and return it to 

janetimms@aapt.net.au  or by post to 

The Secretary SCAA 

53 Box Hill Crescent 

Mont Albert North 3129

President

..............................................................................

(seconded)

..............................................................................

Secretary

..............................................................................

(seconded)

..............................................................................

Public Officer
..............................................................................

(seconded)

..............................................................................

Treasurer

.............................................................................

(seconded)

..............................................................................

