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Under blue and 
white balloons 
and a sparkling 
mirror globe 
spinning, more 
than 180 MND 
supporters en-
joyed an evening 
of great enter-
tainers, good 
food and wine, 
and especially 
good company.  
Our 2010 MND 
ball was held at 
the Esplanade 
Hotel in Freman-

tle.  We were honoured to have the Minis-
ter for Health, Dr Kim Hames and Mrs 
Stephanie Hames join us for the evening.  
Minister Hames is a regular guest at the 
MND annual dinner or ball. 

We also had some patient members and 
carers enjoying the special occasion, which 
was all for them and the services that the 
association provides to support our families 
living with MND. 

Our MC for the evening was Narelda Ja-
cobs (Channel 10), a very special host who 
kept the mood light and the pace racy.  Our 
President Ross Whiteman, welcomed eve-

ryone and mentioned how important every-
one’s contribution is to raising awareness 
and funds for the association.  Ross was 
also able to announce a recent research 
breakthrough (see article in the newsletter) 
that has shown a link between the familial 
and sporadic forms of MND – to a loud 
applause from the crowd!  In a break from 
the script for the evening, I was honoured 
to speak on behalf of Stephen Brown – and 
make a very special presentation to Presi-
dent Ross to recognise (in the form of an 
inscribed plaque) his commitment to peo-

ple living with MND over the past 5 years. 

We were entertained by The Dazman 
(Daryn Pomare), who sang an eclectic se-
lection of music to soften hearts in prepara-
tion for the memorabilia auction that fol-
lowed.  He succeeded – the bidding was 
lively for a range of sports and music 
memorabilia, and the bidders were gener-
ous in their efforts to secure their chosen 
items.  At the end of the meal, Courtney 
Murphy & Murphy’s Lore had us up danc-
ing until the “witching hour”.  
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newsletternewsletternewsletter   
Motor Neurone Disease Association of WA Inc 

R-L: Sue Colyer with Richard Prince 
and Norma Freebury in Albany. 

I made a special trip to Albany on Friday 7 May 2010, to make a presentation on MND to a num-
ber of MND supporters and for two other reasons: a special presentation to Mrs Norma Freebury 
and to wish Richard Prince well on his walk on the Bibbulmun Track.  We were joined by Coun-
cillor Des Wolfe and Mrs Wolfe representing the City of Albany Council. 

Norma was presented with an inscribed plaque to recognise her fundraising efforts for MND over 
the past 20 years (at least) and for the $30,000 raised in that time. 

Richard was given some Walk to D’feet MND t-shirts to wear on his walk of approximately 72 
days as he walks from Albany to Northam.  You can follow his journey on our web site.  I’m not 
sure how white his white t-shirts will be after 72 days on the track.  Richard’s support crew are 
canvassing support in the towns along the track, hoping to raise funds and aiming towards 
$50,000. 

Another presentation was made by Councillor Wolfe from the Albany Council of $100 towards 
Richard’s Walk kitty.  

Sue Colyer 

Continued on page 7 
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Donate online using PayPal and Mycause at www.mndaw a.asn.au 
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We invite patients, their partner/carer and individual 
past carers to attend the annual Global Day lunch at no 
cost thanks to the Eleanor Mounsher Fund. Family and 
friends are more than welcome to attend, but the cost is 
$65pp.  
 
 
 
 
 
 

 
 
 

Monday June 21 2010 
12pm 

Carilley Estate Winery, Swan Valley 
 
 

Please RSVP by June 12, indicating freebies and pay-
ees. Limited seats available.  
Ph: (08) 9346 7355 or Email: admin@mndawa.asn.au 

MND June to August 2010 Diary 
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Craft Group 
Thursday 3 June 2010 

10am—2pm 

The Niche, Volunteers room 
 

Bring out your creative side! 

 

Thursday 24 June 2010 
2pm 

 

14 Blencowe Street  
West Leederville 

 

Call Rosa Lenzo on  
(08) 9381 7028 to RSVP your attendance by 23 June 

2010. 
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I do hope you’re all managing to keep warm and rugged 
up as the cooler nights and days are upon us now. All the 
recent rain made me and my garden smile! 

It was fabulous to see so many people at the April Carers 
Lunch. We were privileged to hear Manny and Libby 
speaking about the latest technology which can assist 
many of our people – from Lightwriters right down to in-
genious buttons for linkage and control of various appli-
ances. The lunch topic this month will focus on respite. If 
you have not yet been to a Carers Lunch – please don’t 
be shy. It’s a very warm and welcoming group. Did you 
know that Red Cross have some funding available to 
help with paid respite for your loved one to allow you 
some time out to come along to the lunch? Ask your Care 
Advisor if you need some help with this. 

Dates for your Diary: 
The Carers Lunch planned for June 22 will be can-
celled as we want as many people as possible to be 
able to take advantage of the beautiful lunch planned 
at Carilley Estate for Global Day on Monday June 21. 

Xmas in July for Carers is Tuesday July 27 at the Es-
planade River Suites -  112 Melville Parade Como. 
Plenty of street parking is available. Carers are invited 
to come along and enjoy a special lunch. RSVP is 
e s s e n t i a l  o n  9 3 4 6  7 3 5 5  o r  t o 
cherylyn.vickery@mndawa.asn.au 

Recreation website 
A new website I’ve come across gives up to date infor-
mation on accessing recreation facilities and businesses 
for people with disabilities. The address is 
www.accesswa.com.au Developed by the Disability Ser-

vices Commission, the website aims to give accurate 
access information and photos about WA businesses and 
attractions. The site has photos and diagrams of parking, 
toilets and bathrooms which may make it easier for you 
all to be out and about. New information is being added 
all the time – and don’t forget to provide any feedback 
you have or information that may be missing - they’d love 
to hear from you. 

Easy to Use Mobile Phone 
Oricom (100% Australian owned company) has released 
the ORICOM ezy100 GSM Big Button Mobile Phone, an 
easy to use mobile phone for people that just want to 
make and receive calls or text messages. The EZY100 
features include large tactile buttons, a high contrast dis-
play, a loud ringer and amplified earpiece volume. For 
more information ring Oricom on 1300 889 785 or go to 
www.oricom.com.au/ezy100-gsm-big-button-mobile-
phone.html 

Bunbury Holiday House 
Thanks to the Bunbury Housing Association and Lottery-
west, Baptistcare’s new Bunbury holiday house located 
across the dunes from the back beach at The Maidens 
offers accessible wheelchair friendly holiday accommo-
dation. People using the house will be able to book in 
advance and take their own carer for the duration. Re-
duced rates are available for people from the Mandurah/
Rockingham area. For booking enquiries contact Yvette 
at Baptistcare on 9282 8664. 
 

Take care, 

Cherylyn Vickery 

In the middle of Awareness Week, our 
Care Advisors organised a “market 
place” for the allied health profession-
als to show their wares to other health 
professionals working with people 
with MND.  About 50 people attended, 
including students, physios, OTs, 
nurses, nursing home staff – so we 
reached a wide cross section of the 
people who support our patient mem-
bers. 

Anecdotal evidence indicates that a 
family caring for someone with MND 
will come in contact with over 50 (for 
some people it could be as many as 
70) allied health professionals in the 
course of their care, treatment and 
support.  Much of this contact comes 

at the most vulner-
able time for both 
patient and carer.  
We stressed the 
importance of know-
ing how to ask the 
“right“ questions, 
and which questions 
to ask. 

We thank all our 
colleagues who 
gave their time and 
expertise to answer 
the questions of other colleagues 
seeking answers and information 
about MND and the demands of car-
ing.  We also thank those who came 
to ask the questions – we know that 

they will be better informed and better 
able to support anyone with MND who 
may cross their path on the MND jour-
ney. 

Sue Colyer 

L-R: MND Care Advisors; Diana Menzie, Rose Gibbins, Sam 
Whittle and Cherylyn Vickery 

Xmas in July 
Tuesday 22 June 2010 

12pm 
Esplanade River Suites 

112 Melville Parade Como  

Carers are invited to come along to our special 
Xmas in July lunch. Enjoy good food and good 
company. Plenty of street parking is available.  
 

RSVP essential by 16 July at the latest on 9346 
7355 or to cherylyn.vickery@mndawa.asn.au 
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Hi, my name is Nicole Anning. My nanna died of Motor Neu-
rone 2 years ago, I watched her degenerate and get worse 
over time, with no cure available.  

I decided that I would like to help the association build aware-
ness of the public as much as I could. Therefore, when the 
awareness week came up it was a great opportunity to do so, 
so in my own time I compiled the information and resources for 
a display board.   

I currently work in Bunbury Hospital, which was a great and 
suitable place to display the information board, and the Opera-
tions Manager Susan Kay was happy for this to take place. 
Thank you Susan.  

I enquired with the South Western Times for an article to be 
placed in the paper. They were happy to help, so I also was 
able to inform the public through the local paper. Thank you 
South Western Times.  

My Nanna was a friendly, bubbly happy person who is greatly 
missed. Rest in Peace Nanna xx 

Nicole Anning 

��������	
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2nd – 8th May 2010  

Nicole Anning and her MND information board on display at Bunbury 
Hospital during Awareness week 2010. 

CHICAGO --- Researchers from North-
western University Feinberg School of 
Medicine have discovered a link between 
sporadic and familial forms of amyotro-
phic lateral sclerosis (ALS), a neurode-
generative disease also known as Lou 
Gehrig's disease. 

Researchers found that a protein called 
FUS forms characteristic skein- like cyto-
plasmic inclusions in spinal motor neu-
rons in most cases of ALS. Mutations in 
this gene have been previously linked to 
a small subset of familial ALS cases. 
Researchers thus linked a rare genetic 
cause to most cases of ALS, clearing the 
way for rational therapy based on a 
known molecular target. 

The study was recently published online 
in the Annals of Neurology. 

ALS is a disease in which muscle-
controlling nerve cells in the brain and 
spinal cord (motor neurons) die, resulting 
in rapidly progressive paralysis and 
death usually within three to five years of 
the onset of symptoms. Most cases of 
ALS are of unknown etiology and appear 
as sporadic ALS. About 5 to 10 percent 
of ALS cases are familial. Some forms of 
familial ALS are caused by genetic muta-
tions in specific genes. Mutations in the 
Cu/Zn superoxide dismutase gene 
(SOD1) account for approximately 20 
percent of familial ALS cases. Mutations 
in the TAR DNA-binding protein gene 
(TDP43) and FUS gene occur in about 4 
to 5 percent of the familial ALS cases. 
Altogether, mutations in specific genes 

have been identified in about 30 percent 
of familial ALS cases.   

In contrast to familial ALS, the etiology 
and the pathogenic mechanisms under-
lying sporadic ALS -- 90 percent of all 
ALS -- has remained largely unknown. 
Understanding the causes and patho-
genic mechanisms of sporadic ALS is 
the major challenge in this disease. 

For this study, researchers examined the 
post-mortem spinal cords and brains of 
100 cases, 78 with ALS and 22 in a con-
trol group. They found FUS pathology in 
the spinal cords of all the ALS cases, 
except for a few cases with SOD1 muta-
tions. But FUS pathology was not pre-
sent in control cases without ALS. 

"This is a game changer because it es-
tablishes a connection in the develop-
ment of sporadic ALS with a known 
cause of familial ALS," said senior author 
Teepu Siddique, M.D., the Les Turner 
ALS Foundation/ Herbert C. Wenske 
Professor of the Davee Department of 
Neurology and Clinical Neurosciences at 
Feinberg and a neurologist at Northwest-
ern Memorial Hospital. 

"Our finding opens up a new field of in-
vestigation for rational therapy for all of 
ALS," Siddique added. "This is the holy 
grail of researchers in this field." 

"There hasn't been a therapy for most of 
ALS, because the cause was unknown," 
Siddique said. "Three genes have been 
identified in ALS, but the problem has 
been connecting inherited ALS to spo-
radic ALS." 

"We identified the FUS pathology in spo-
radic ALS and most familial ALS cases," 
said Han-Xiang Deng, M.D., associate 
professor of neurology at Feinberg and 
lead author of the paper. "The patients 
with the FUS pathology may account for 
about 90 percent of all ALS cases. Our 
findings suggest that pathological inter-
action of FUS with other proteins is a 
common theme in motor neuron degen-
eration in the vast majority of the ALS 
cases. We believe that this is a major 
step forward in formulating a common 
pathogenic pathway for motor neuron 
degeneration. Importantly, it may offer a 
novel avenue for developing therapies 
through targeting these FUS-containing 
inclusions." 

The one exception to the new finding is 
when familial ALS is associated with a 
mutation on the SOD1 gene. In those 
patients and in the mutant SOD1 trans-
genic mouse models, researchers did 
not find evidence of FUS pathology. 

"This tells us that it follows a different 
pathway of pathogenesis, so treatment 
for this form of the disease would have to 
be different,"  Deng said. 

The study is supported by the National 
Institutes of Health, the Les Turner ALS 
Foundation, the Vena E. Schaff ALS 
Research Fund, the Harold Post Re-
search Professorship, the Herbert and 
Florence C. Wenske Foundation, the 
David C. Asselin MD Memorial Fund and 
the Les Turner ALS Foundation/Herbert 
and Florence C. Wenske Professorship. 
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Finding could ultimately lead to therapy for ALS 
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Mr Martin Pegrum 
Ms Julie Touchell 

CBC Cricket Club Inc 
East Fremantle Football Club Inc 

Ms Susan Franklin –Berner 
Mr Bruce Dawkins 

Mr N Van Der Snoek 
Ms Dawn Burke�

Gifts and Donations 
Thank you for your support! 
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��
- T & K James 

- Siegie Wagner 
- Janette & Amanda Morrison 

- Mr Ross Davis 
- DJ & SJ Davis 
- Mrs M Boord 
- Gwyneth Goff 
- Anonymous 

- Stephanie Lowndes 
- Mr & Mrs W & M Falconer 
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- Mrs Betty Arcus 
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- Mrs Margaret Hinson 
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- Mrs Thelma Chilton 

 

��������������
- Mr John Burnside 

- Mr & Mrs G & R Maxfield 
- Mr Mark Burnside 

 

�	����

�
- Ms Carolyn Bradbury 

Mr Cliff Anderson 
Lions Club of Ballajura 

Mr Graham Peck 
Mr James A Saxton 

Mrs Wendy Simkovic 
Mr A Ozoniek 

Mrs May Makin 
Helen Constable 
Jancic Pty Ltd 

Mr & Mrs I &C Ucich 
Mrs M Berg 

Mr Peter Smith 
Sally Bell 

Integracom Management Group 
Pty Ltd 

Ray White Kalamunda 
Cory Driel 

Ms Norma Kordic 
Mr Willy Packer 

Tiwest 
Mrs Lynley Cusworth 
Wembley SUPA IGA 
Swanbourne Fish Bar�

��������
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- McIntyre Family 

 

����
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- Sasha Seberry 

- Croma Coatings 
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- Mrs E K Pickering 

- Mr & Mrs G & D Butler 
- Anonymous 

- Mr & Mrs N & L Fawelo 
- Mr Wilson 

- Mrs Philippa Price 
 

!�����		����
- Courtney & Neilson Families 

- Michael Percsy 
- Mr Paul Wilson 

 

������ ������
- Rob & Merriel Perrin 

 

The family of James Perrin would 
like to thank the very many friends 
and relatives who have so kindly 
made donations to the Motor Neu-
rone Disease Association in his 
memory, and whose names they 
have preferred not to be listed in 
the newsletters. 
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On the Friday 30 April Whitford Catholic Primary 
School had a blue day for us raising $528.00 in 
memory of one of their teachers’. 

It is a wonderful school with all the children, teach-
ers and staff participating and dressing in some-
thing blue and wearing our cornflowers. 

Lois Peck. 

During Awareness Week 
2010,  Sue Franklin-Berner  
set up a stall in Kalamunda 
to fundraise and create a 
greater awareness of MND 
among the community. With 
the help of Doug Ellis, she 
raised a total of  $1,554.  

We would like to thank and 
congratulate Sue for all her 
efforts and hard work .  

Well done! 

 

Thank you to  

St. Johns Aged Care Nursing Home 
 

On Monday 3 May my 
daughter Sally and her 
colleague Irene had a 
blue day for us during 
Awareness Week. It was 
a wonderful afternoon 
with lovely cup cakes 
decorated in blue icing 
and a cornflower for af-
ternoon tea. 

Many thanks to all the residents who supported us 
on the day. 

Lois Peck. 
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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 on p age 2). 

All donations over $2 are tax deductible.  

 

  

 

 Card No. ���� -���� -���� -����  Card expiry date: _ _ / _ _ 
  

 

Name:  

Address:  

Post-code:  

Phone:  

����
���������
������������������������������������ �������������������������������������������������������������������������������������������������������������������������������

MasterCard  �  VISA �  Cash/Cheque/Money Order  �  

Name of Cardholder   

��������	 � 
��	 �

Donation in memory of: ................................................................................................................................................................... 

��������������������������������������������������� ���������������
��������
����������������������
�������������� �
�
� !���	������"���#� http://mymndjourney.blogspot.com/�
�
!������������$������������������������������������� ������������������������������������
�����%������ ��� �� �

Special thanks go to all the guests who 
attended, the supporters who bought ta-
bles for their guests, and our carers.  
Thank you also to the Banquet team at the 
Esplanade Hotel who created a wonderful 
atmosphere in the Southern Cross Suite, 
and to the chef and his staff for the deli-
cious meal.  

We also extend thanks to the following 
companies who donated goods for the 
raffles and for consumption: Cadbury, 
Carlton & United Breweries, Carilley Es-
tate Vineyard, Knee Deep Wines, Fern-
grove Wines, and Laurance Estate Wines.  
We thank the other suppliers who contrib-
uted to our special evening - Courtney 
Murphy & Murphy’s Lore, The Dazman, 
and Fundraising Auctions Australia. 

Sue Colyer 
Executive Officer 

 
 

*Ball n. - a lavish, social dance requiring 
formal attire; Slang - an enjoyable time, 
event, or experience – we had both on the 
night! 

Continued from page 1 

Special THANK YOU to all the MNDAWA staff for your hard work preparing for and 
working during  2010 MND Awareness Week.  We had a very busy 4-5 weeks and 
everyone carried the extra load with good humour, gracious endurance and went 
the extra “mile” to make it all work.  I really appreciate the great team that we have 
working for the association.   

Sue Colyer 
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Bringing MND Carers together 
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If you no longer wish to receive MNDAWA Newsletters or if you would prefer your newsletter by email, please tick the box and return it to us along 
with your contact details. Thank you for helping us conserve our resources. 

 

· Easy-to-remove battery 
pack and compact, 

· lightweight frame Conveniently disassembles into four 

· manageable pieces Fits in most vehicle trunks 

·  Top speed of 3.5 mph and enough power to get you 
where you want to go . 

· Twin motors for traction and precision hand 
 

Contact Lucia Heidrich on (08) 9490 4933.  


��������!��&��������
��������!��&��������
��������!��&��������
��������!��&��������� ���
Blue with Black/Grey upholstery 
$1,400 ono 

$24,000  

· Approx 
65,000kms 

· Manual with 
seating for 5 
passengers (one 
seat removable) 
plus up to two 
wheelchairs.  

· New Battery, 
stereo  and reversing camera.  

· Servicing up to date. Hoist serviced in December. 
 

Call Leonie on 0404347223. 

'(()�!������*��������������+���

 Thanks to our newsletter sponsors 
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Selling for just $65, the Entertainment™ Book is your guide to the best restaurants, attractions, 
sports and leisure activities and accommodation, all with 25% to 50% off or 2-for-1 offers, valid 
until June 2011. 

To purchase your new Entertainment™ Book, contact the MND Office on (08) 9346 7355 or 
email admin@mndawa.asn.au 

The 2009-2010 Perth  
Entertainment™ Book  

is here! 
�������������������������������������,�

 
Under the liquidambar 

 

... is the life story of Maree Finlay. 
The contents are Maree’s recollec-
tions of her life. At the time of writing 
this story Maree’s fingers were unable 
to type, but with the help of good 
friend Danny Fyffe, a Dictaphone, 
many hours of transcribing, and email 
communication between Brussels and 
Halls Head, it took shape. Maree’s 
husband Dean became her hands, and 
editor, throughout the writing process. 
As a result of their combined efforts, 
Maree was able to complete her story. 
 

This inspirational book is available for purchase from the MND 
office for $20 (excl. Postage costs). 

Golf Courses: A recipe book 
A selection of quick and easy meal ideas. 
From snacks to Desserts and everything in 
between, these recipes will warm up your 
kitchen. 
 

Available for  $15 (excl. Postage costs). 

We also have some great books for 
sale. A brief description is provided 
for your interest. 
 

Call the office on (08) 9346 7355 to 
order your copy! 

Did you know that MND has a resource 
library full of information on MND available 
for borrowing? 


