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On Sunday 24
January 2010,
the third Finlay
Cup was held at
Peelwood Re-
serve, Mandurah
and organised by
the Halls Head
% Cricket Club. A
crowd of about
3 ) - 2000 people
enjoyed the
y S ] warm  summer
evening to picnic

on the “hill”. There was a Rotary Club sau-
sage sizzle, bouncy castle and face paint-
ing for the children, and an MND merchan-
dise stall.

The Finlay Cup is a Twenty20 match be-
tween two teams of Halls Head cricket
club players, supplemented by a number
of celebrity players. This year the celebri-
ties were: Kim Hughes, Troy Cook, Brad
Hogg, Peter McConnell (umpire), Alan
Cransberg, David Wirrapanda, Quentin
Lynch, Shaun McManus, Hayden Ballan-
tyne, Bevan George and Paul ‘Blocker’
Wilson. Also playing was Honourable Dr
Kim Hames, MLA, Deputy Premier; Minis-
ter for Health; Indigenous Affairs.

The MND Blues held the Purple Team
below 189 to win the cup this year. There
were some excellent performances includ-
ing Ben Finlay's 2 wickets and Paul Wil-
son’s big 6's.

The highlight of the match was the half
time handover of “The Maree Finlay Com-
munity Bus” to provide transport for people
with MND in the Mandurah and surround-
ing area. Peter Wyllie passed the keys to
Sue Colyer, Executive Officer. Then Sue
and Dean Finlay drove a lap of honour
around the oval with lights flashing and
tooting at cheering spectators.

After the match, there were presentations
of the Finlay Cup, and Man of the Match to
Bevan George. Then several hundred
people gathered in the club rooms for a
meal and the auctions and further presen-
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tations. Once
again the gener-
osity of the club
members  and
Mandurah  com-
munity was out-
standing.  Many
people  partici-
pated in the auc-
tion and raffles.
Another highlight
was the presenta-
tion by Steve
McCartney  of
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$20,000.00 to the
Maree Finlay Fund from workers of the
Maritime Union of Australia and the
Australian Manufacturing Workers Union.

Dean Finlay made an emotional presenta-
tion of his daughter’s reaction to Maree’s
diagnosis. It was a reminder that the day
was not just about cricket, it was also
about working to help other people and
families dealing with the heartbreak of the
MND diagnosis and doing something prac-
tical to help.

The Maree Finlay bus is a very visible and
tangible outcome of the generosity and
compassion of the Mandurah community.

Our sincere appreciation and thanks go to
all who were involved as organisers, spon-
sors, players, and to all those who made a
personal donation of time, energy and
money to make this project a reality and
the day another celebration of community.

Sponsors and supporters included:
People Who Care
Halls Head Cricket Club
ALCOA
The AMWU
MIRVAC

The Honourable Dr Kim Hames
MLA, Deputy Premier; Minister for
Health; Indigenous Affairs

Mayor; Ms Paddi Creevey
Retravision
The City of Mandurah

The Cricket and Football Shop
Fusion Fine Arts Gallery

Terrace Art Framers

Star Surf and Skate

Mandurah City Soccer Club
Mandurah City Rotary Club

The Mandurah Mail and Coastal
Times

Many thanks to all these people and com-
panies for their support without which the
event would not have been a success.

Congratulations to Bevan for being the

Man of the match

He played 208 international
matches.

2004 Athens Olympic Gold
Medal.

2008 Beijing Olympic Bronze
Medal.

2002 Manchester Common-
wealth Games Gold Medal.
2006 Melbourne Common-
wealth Games Gold Medal.
Australian Kookaburras Plater
Of The Year 2003, 2004, 2006,
2007.

OAM

Finlay Cup man of the match
on Sunday!
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From the Executive Officer’s Desk

We are well underway again in the office. The festive season
seems a long time gone, and now with the first month of the year
also slipping behind us, the momentum of the year is building.

Some really good projects are with us or on the horizon — the
MND bus for Mandurah, calendar of events for our patient mem-
bers and their carers, and a full range of awareness activities
about to be added to our calendar of awareness and fundraising
events for the year. Keep an eye on the web page and the
newsletter diary for upcoming events.

On a less positive note, some unscrupulous organisations are
preying in the vulnerability of MND sufferers by offering “cures
and treatments” for this disease. Please do not be taken in by
false promises of cures and treatments that are not supported by
ethical and scientific research, and for which large sums of
money are requested. | know the hope that these promoted
cures raise in your hearts, but please do your homework to
avoid further heartbreak and financial stress.

See our web site for information on alternative therapies
www.mndawa.asn.au/Content/13763, check the International
Alliance web site www.alsmndalliance.org , talk to your GP and
your neurologist, to your Care Advisors before spending large
sums of money on therapies that are outside the regulated medi-
cal and research controls. There are some basic questions to
ask, if you are attracted to these alternatives:

What claims are being made for the treatment?

Who is making these claims and what evidence is there to
support these claims?

How are people finding out about the treatment?

Who is offering the treatment?

What are the risks and other possible side effects?

What follow-up monitoring is carried out after the treatment?

Why does it cost so much and who is the beneficiary of the
payment?

r-

Win & Pamper Pack worlh $420.001

If you wish to know the scope of current research on clinical
trials, here is another site to visit:
www.mndassociation.org/research/for_researchers/

interna-
tional_symposium/20th_international_symposium_on_alsmnd/
my_symposium/researchers.html

Extract from the summary of scientific presentations at the 2009
International Symposium by Dr Van den Bosch,

A few years later, we then developed the first
and only treatment for MND — riluzole. In the
past two years, we have learnt about two new
causes of inherited MND — TDP-43 and FUS
gene mutations. During the symposium we have
also learnt more about the role that genes play in
MND as well as the development of a number
of new and exciting models. We are also learn-
ing more about the causes and are constantly
adding to our current knowledge.
It is only through sharing this knowledge and
collaborating internationally that we can find a
new treatment for MND and improve care and
quality of life for all who are living with the
disease.

If there was an easy cure we would write it in the sky, shout it

from the tallest building, put it on facebook and twitter — do any-

thing to get the message to you. In the meantime, we urge cau-
tion in your response to false claims made by charlatans.

Take care in all ways.

Dr Sue Colyer
Executive Officer

Carers registered as an MND member are eligible to enter our competition to receive one of five pampering
vouchers. Just answer a simple question, send in your answer by email, fax or post to go into the draw which

closes on Monday 15 February 2010.

The first five correct answers will receive a voucher for special pampering.

The voucher, valued at $420.00, gives you complimentary services such as back massage, mini pedicure, mini
manicure, spray tan, make up consultation, skin analysis and more ... while this may be more appealing to the

This opportunity is sponsored by the Neurocare Program and provided by No4 Face & Body Claremont.

And the question?

Remember to email, fax or post your answer with your name, address and telephone number to us by 4:30pm

Monday 15 February 2010.

Our address: MNDAWA - Centre for Neurological Support, The Niche, 11 Aberdare Road, Nedlands, WA 6009.

L

I female carers, men may also enter their answers to our simple quiz.
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Hi all,
We hope you are managing to stay as
cool and comfortable as possible in this
very hot and humid weather. Remember
to keep hydrated and out of the blazing
sun.

Carers Lunch

We had a very casual and productive car-
ers’ lunch last month. It was agreed that
we begin the lunch with an informal “meet
and greet”, so everyone can make a
cuppa and have a chat with other carers
for approximately 20-30 minutes before
we begin the more ‘formal’ part of the
lunch. From around 12-12.30pm we will
have a guest speaker, to pass on valuable
information and advice from their area of
expertise (eg. Speech Pathologist, Respi-
ratory Nurse, Physiotherapist, Disability
Equipment Grant Funding Officer etc).
You will have time for questions after their
talk and then we will wrap it up by 1pm.
We encourage all carers to attend as you

will meet and speak to others who may
share your experiences.

Dental Care

For those of you
who are unable to
travel to a dentist
for dental treatment,
there is a Domicili-
ary Dental Care
program where, if
you qualify, a thera-
pist will attend to you in your home. Of
course there is an application form to
complete, and your medical practitioner
has to complete and sign a section of the
form also. Please ask your Care Advisor
about this service and they will provide
you with the necessary paperwork.

Medical and Personal Information

Another reminder about the importance of
keeping your medical reports and any
relevant medical information together in

Did you know?

Care Advisor's Report January 2010

one file. We have

begun issuing new

“Blue Books”, similar

to our existing blue

sleeved folders, and

encourage you to take

it along to any medical

or allied health appointments you attend.
This enables you to have a quick refer-
ence if you are asked about any previous
appointments.

Conclusion
Always remember that your friendly Care
Advisor is available, should you have any
questions or queries relating to your con-
dition. We are advocates for you and your
family and are always willing to assist in
any way we can.

Take Care,
Samantha Whittle

David Niven, the popular British actor, died of MND on 29 July 1983, at age 73. He was famously defiant.
He said “Whatever you do, don’t get this bloody awful disease.” His last equally defiant thumbs up gesture is the symbol of the
Motor Neurone Disease (MND) Association in the United Kingdom.

(Source: retrieved from http://www.internurse.cogivoin/go.pl/library/article.cgi?uid=7680;articleRC_2_10_468_470 on 6 January 2010)

MND February to April 2010 Diary

Date Event Time Venue
Thurs 4 Feb Craft Group 10am — 2pm The Niche — Nelers room
| 2 5 Melville Beach Road, Applecross
€ | sat13Feb Musical Soiree 6:30pm Members: $150 p/couple or $75 single
}f! Non-members: $170 p/couple or $85 single
WH | Tues 23 Feb Carers Lunch 11:30am — 1pn The Nidbenference room
r 11 Masefield Ave, North Lake 6163
¥ | Thurs 25 Feb Past Carers Group 2pm RSVP your attendance to Heather Joppek on ((
9314 3863 by 24 February
Thurs 4 Mar Craft Group 10am — 2pm The Niche — vitders room
Sat 6 Mar Get Together 1:30pm — 4pm The Niche f&@ence Room
M , The Esplanade Hotel Fremantle
& | sat 13 Mar Hegr‘]’zrri‘ts gzﬁ‘”ty 6:30pm Tickets $140pp
E y Contact MNDAWA office for further information.
h Tues 23 Mar Carers Lunch 11:30am — 1pm The NicYtelunteers room
3 Yarra Cl, Willetton 6155
Thurs 25 Mar Past Carers Group 2pm RSVP your attendance to Teresa O’'Malley
on (08) 9457 2225 by 24 March
/% | Thurs 1 Apr Craft Group 10am - 2pm The Niche — Vicders room
uw»
W™ | Sat 24 Apr MND Get Together 11:30am — 3pm The Niche — Conference Room
— and Pamper Day
M | Tues27 Apr Carers Lunch 11:30am — 1pm The Nickelunteers room
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In response to increasing concerns surroundingnidudketing to patients of unregulated and unprovem<ell therapies overseas,
the ASCC has published a Patient Information Haollb®he ASCC has identified a clear need to agsividuals in understand-
ing what is involved and to guide them on how tityfinvestigate these treatments before travelbngarticipating.

The marketing of overseas stem cell therapieshgariternet has been around for some years and ihéncreasing interest from
Australians in accessing these therapies. Oftesetbinics use the testimonials of patients as kaetiag technique hiding the fact
that much of what they offer is not supported bgrpeview and has not been proved safe and eféectiv

The Patient Handbook is designed to help indivislualderstand what stem cells are, which stemregltrhents are considered safe
and effective by specialists, which are considemggerimental and which are unproven and possibsaien The Handbook does
not seek to advise or evaluate the treatmentsn amdividual’s reasons for travelling for treatmehbtit aims to provide the patient
with the necessary information prior to consideramy therapy

Stem cell science continues to offer much promisetfe treatment of a wide range of conditions Andtralia maintains and sup-
ports efforts in this field. While great strideedreing made in research, many important questiemsin unanswered. Bringing
new treatments to the public takes considerable &ind investment to ensure that such treatmentsoginesafe and effective. Until
this research is completed the utmost caution imeistsed in order to prevent possible harm to pistien

You can find the Handbook at www.stemcellcentre.adau

The cells
What type of cells are you using (my own, somedse's, cells from aborted foetuses or embryos)?
Do you use animal products (particularly bovinecow-derived*)?
Do you test the cells for viruses (HIV, HepatitisHiepatitis C, HTLV-l and HTLV-II)?
Could the cells harm me? Could they form tumourgooitd they cause autoimmune problems?
Will my immune system reject the cells?

The procedure
How are the cells delivered? Are they injected**?
How many visits are required?
What are the potential complications of injection?
Do | need to take any medications afterwards?
If so, what are their side effects?
What chance is there of the treatment working? Veékiatence are you basing this on?

Transparency and accountability
Did this treatment undergo ethics committee review?
Are you collecting data to publish?
Have you published data already?

Personnel
Who is the doctor performing the treatment?
Is he/she a specialist in treating my condition?

Medical Care and Practicalities
Will my travel insurance cover my treatment?
Who covers the cost of any medical complications?
Who looks after me if | become unwell overseas?
What happens if | become unwell back at home?
Cost: what is included in the price (travel, accordatmn, meals, insurance, medications, hospitaldosts, consumables used dur-
ing treatment, cell processing costs)?

*Many cell culture techniques use products derifrech cows or calves. This carries a theoreticdd osvariant Creutzfeldt Jacob disease (mad
cow disease).
** |njections into brain, spinal cord or pancreasry risks of damage to these structures

This information was supplied Bustralian Stem Cell Centre
61 392711180 0400684993
www.stemcellcentre.edu.au  www.stemcellchannei.aa

Keep up to date with all the ASCC's news by subisgrito the RSS Feeds on our website at http://stemcellcentre.edu.au/rss_feeds.a&pk follow the ASCC on twitter,
see www.twitter.com/ausstemcell



February 2010 Gifts and Donations

Thank you to all our donors - your support is valued

S Soting Memouy of Seneral Donations
$

" Mrs Heather Wallace
Mrs Carol Birdseye

- Mr & Mrs M Johnson - Mrs Myrle Coleman
- Mr Chris Colyer 0 Ms Janet Swan
- Ms Patricia Menagh n # Mr Chas N_Of:le
- Mr Bruce J Collier - Mrs Janet Grace Norvall Mr Alan Whitfield
- Ms May Colyer & Dr Patricia Kailis
- Mr Frederick Sim o Mrs Janet C Gill
- Mrs Silvia Watts Mr Anthony Somes

I Mr Roger Bayly

Dr K Grainger
Mrs Irene Rodrigues
Ms Terese Watclisse

- Mrs M E Simpson - Ray White Real Estate Mandurah

- Ms Sue Birch - - Mrs J Lorimer Mrs Marie Macdonald
- Mrs Dianne O’Neil Ms Val Fogliani
' Mrs Shirley Nesbit
- Ms Helen Hall Ms Debra Gray

- Ms Charlotte Dorotich Mrs Lucia Heidrich

Ms Nola Jill Bonser

- Mr Gary Batt - Mr & Mrs J & L Keatley Terry South
- Lawrence Business Management ( M,\r/l BOISI l\éartln
. rs erg
- Ms Nicollette Madry Mrs Patricia Cleasby
- Mrs Lyn Stewart & The Honourable Colin Barnett MLA MEc
- Croma Coatings Prof Sasson Gubbay
Mrs B Bracegirdle
- Mrs Lynn Corrans )# Apache Energy Ltd
[ "o - Mr Lawrence Jones Ms Rebecca Millard

Ms Greta Lesley Williams
Mrs Marion James
- Ms Kaye Metaxas Mr Neil Anderson

- Mrs Ida Sorgiovanni ) * 4

Ms Elsa Wilkins
Mr Alan Waddingham
Mrs Trish McMillan
Mr John Cunai
Mr Bob Elliot
Mr John Waddell
Mr & Mrs A & J Mills

Ms Zena Houston
Ms Neala Gillespie

Electrolux Home Products
Olympic Ladies Golf Club

Snap Printing Howard Street Perth St John of God Murdoch Community Hospice
Mr Phyl Miles
Proud supporters of MNDAWA Inc. for many years, C”Sp’i Ocuonmeé asrtr;’;i& News
providing assistance and advice for its printing neds, Wanneroo fgricultura)I/Society
including this newsletter. Burgess Rawson (WA) Pty Ltd
Patricia Christovitsis
. .. . Nicole Cantrill
Quality printing solutions 9
20 Howard Street onor @J’J"“z
Mr & Mrs R M Johnston
Perth WA 6000 Mr Peter J M De Leuw
Tel: (08) 9322 2260 Fax: (08) 9321 1707 Mr R E Newbold
http://snap.com.au/site/au/perth—howard—st.aslplx @m&@ 4 (?]u,,,f},a
Mr N Van Der Snoek
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25 January 2010
Get paid to work for the charity of your choice

Vodafone Foundation Australia are giving 5 Australians the opportunity to work for the charity of their choice for one year. They
will pay each person’s annual salary (up to $50,000) and expenses (up to $25,000). The chosen charity must have Deductible
Gift Recipient status (DGR).

How to apply?

Complete the online application form describing how you will make a world of difference for your chosen charity.

What is the application process?
Submit your application of between 500 to max 2000 words before the 7 Feb 2010. Shortlisted applicants will be selected and
contacted before the 26 Feb 2010. The top 10 applicants will be interviewed between 1 to 13 March 2010.

Winners of the World of Difference competition for 2010 will be announced on the 15 March 2010. The winning applicants will
be required to start their new ‘World of Difference’ job from or before the 26 April 2010.

Ronni Kahn was one of the 2009 winners and made her World of Difference through working for ‘OzHarvest’ a charity that de-
livers left over food to those in need.
For more information see the Vodafone website: - http://vodafone.com.au/personal/aboutvodafone/worldofdifference/index.htm

Reflections on self and the sea
A Hindu story tells of a fish who asked of another fish:

The other fish replied:

The only true answer is the one that you find for yourself.

If you wish to make a donation to support the work of the MND Association of Western Australia, please complete this form and post or
fax it to the Association (address details are onp  age 2).

All donations over $2 are tax deductible.

Name:
Address:
Post-code:
Phone:
(Do o= Ui ToT o I 10 1N 4 21T 4270 72K 0 ) SRR
MasterCard VISA Cash/Cheque/Money Order
Card No.
= = = Card expiry date: /

Name of Cardholder




We have an MND member, Barbara, who is gallantly
continuing to make her own Christmas cards by recy-
cling old cards and turning these into to beautiful new
Christmas cards. Barbara has been doing this for many
years and has passed this craft on down the line to her
! grandchildren. Even though cutting out is now becom-
"HS & H(H)H ing harder, she has set herself a goal of completing a
certain amount each week which she then intends to
pack up and sell them closer to Christmas time. Proceeds will then be donated to the Motor
Neurone Disease Association of WA.

Barbara would like to put out a call to those who still have some of their former Christmas
cards tucked away and who are unsure what to do with them. She would love to put them to
good use and help recycle the cards. If you have any and wish to donate them you can post
or drop them off at the MNDAWA office or give them to your Care Advisor on her visits.

! |
' |
' |
MNDAWA is now selling plush puppies to raise ! |
funds for care support services. ! i
| |

' |

' |

' |

|

Get your MND puppy for only $5 (+ postage) by
calling (08) 9346 7355 or contacting the office via
email admin@mndawa.asn.au

With Valentine’s Day coming up soon, they’re also a
really good gift idea for your special someone! | a

If you no longer wish to receive MNDAWA Newsletters, please tick the box and return it to us with your contact details.
Thank you for helping us to conserve our resources.
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