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��� October 2009 

This newsletter has come around rather 
quickly as we try to align our publication 
timeline to the beginning of the month. 
After all the news about the AGM, the 
awards and the Seeker event, the last 
couple of weeks have been comparatively 
quiet. We have had time to think about 
what we will be doing for the remainder of 
the year – we have a calendar of activities 
that will offer something for everyone. 
Please see the MND Diary of events  
inside, but I highlight a couple of events to 
spark your interest: Hope & Remem-
brance Day  on 18 October, Pampering 
Day on 24 October, Volunteer workshop  
on 29 October, as well as the regular Car-
ers’ lunches, and Past Carer gatherings. 
And that is only for October – there are 
also lots to look forward to in November 
and December. I can feel the end of year 
momentum building as we rush towards 
Christmas and New Year. For more infor-
mation about these events please look on 
our web site as well. 
 

By the time you receive this newsletter, 
the purchase order will be processed for 
the acquisition of a Toyota Hiace Com-
muter bus to be located in the Mandurah 

region. The Man-
durah community,  
especially the 
H a l l s  H e a d 
Cricket Club,  
together with two 
Unions (Maritime 
Union of Australia 
and Australian 
Ma n u f ac t u r i n g 
Workers Union) 
raised enough 
funds to provide a 
bus to help overcome transport difficulties 
for people with MND in the Peel Region.  
 

It is proposed to fit out the bus to take two 
wheelchairs. The bus will be managed by 
People Who Care, and when not required 
for its prime purpose, it will be available 
for hire by community use. We expect the 
bus to be fully fitted and available in the 
New Year. 
 

We are always amazed at the generosity 
of people who support the MND cause, 
and last Friday was no exception. Last 
Friday we received a delegation from 
Seastream JV, who presented President 
Ross Whiteman with a cheque for 

$3000.00. This money was raised by the 
workforce onboard the installation vessel, 
Jascon 25, who met their off shore safety 
performance targets working 25 kilome-
tres off the coast from Exmouth. Thank 
you to these crews for their generosity 
and we are pleased to know that they are 
safe workers. These funds will go towards 
our Equip MND project to work towards 
our target to replace some of our equip-
ment. 
 

I hope you are able to enjoy the warmer 
weather and colourful spring flowers. 

 

Sue Colyer 
Executive Officer 

 

On Wednesday 23 September the past carers got together for  
a fundraising night out at Greyhounds WA.  
 

The night started off with a buffet style dinner at Checkers 
restaurant, which was praised as wonderful by everyone who 
attended the event. After dinner, everyone received a $10 
share in the punters club, entry into the prize draw to win a 

dinner for two 
at Checkers 
restaurant and a free race book. Unfortunately no one 
won the free dinner, however that did not stop everyone 
from enjoying the rest of the night. 
 

By the end of the night, the group had won $245 through 
the punters club share and raffle which was then donated 
to MND WA. A special thanks to Heather Joppek for  
organising a great night out at the races! 

Raquel Rodriguez 
Els Burggraaf, Joy Diver and Marie Macdonald. 

Dawn Burke and Heather Joppek. 

Tom Gray, Ross Whiteman (centre)  and Seastream workers. 
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Date Event  Time Venue 

October  
Thurs 1 Oct  Craft Day 10am - 2pm The Niche 

Sun 18 Oct  Hope and Remembrance Day 1pm - 4pm Carilley Estate Vineyard Restaurant  

Sat 24 Oct  Pampering Day 11am - 3pm The Niche – Conference Room 

Tues 27 Oct  Carers Group 11:30am - 
1pm 

The Niche – Conference Room 

Thurs 29 Oct  Past Carers Group 2pm Eddy Froend 
19 Bitton St. Hamilton Hill 

Ph: 9337 2295 

November  
Thurs 5 Nov  Craft Day 10am - 2pm The Niche 

Tues 24 Nov  Carers Group 11:30am - 
1pm 

The Niche – Conference Room 

Thurs 26 Nov  Past Carers Group 2pm Margaret Donald 
313 Belmont Ave. Belmont 

Ph: 9277 8271 
Sun 29 Nov  Family Christmas 

Sausage Sizzle 
11am - 3pm Sir James Mitchell Park 

Clydesdale Park - South Perth Douglas 
Ave, just off Coode St 

December  
Wed 2 Dec  Christmas Cocktail Party 5:30pm Mt Lawley Golf Club 

RSVP by 25 November 2009 
Thurs 3 Dec  Craft Day 10am - 2pm The Niche 

Fri 4 Dec  Street Appeal After 7am Perth Station and surrounding streets 

Tues 15 Dec  Carers and Past Carers  
Christmas Lunch 

12pm The Pines - Observation City 

Thurs 29 Oct Volunteers Workshop 10am The Niche - Conference Room 

Tues 27 Oct Kerry Coates Memorial 
Golf Classic 

11 am Glen Iris Country Club 
Dean Road, Jandakot 

MND October to December Diary 

Volunteers needed for street appeal  
This year the street appeal will be held on  

Friday 4 th December 2009   
Our main venue will be at the Perth Station, Seniors Room 

and Restaurant where we will distribute collection boxes and 
cornflowers from 7am. Alternatively you may collect in your 

own Community or at the Perth Station and surrounding 
Streets.  

 

Any queries please contact Lois Peck on 94096076 or the 
MNDAWA office on 93467355. 
 

Many thanks in anticipation, your help is greatly appreciated! 

����������
	�
�
����
�����  

 

Sunday 18 October 2009 
1pm - 4pm 

Carilley Estate  
Vineyard Restaurant 

Lot 23 Hyem Road, Herne Hill WA 6056 
 

RSVP by Monday 12 October 2009 on ph: 9346 7355  
or via email: admin@mndawa.asn.au 

Limited to 120 golfers - Be Quick!  
Official handicaps must also be 
registered. 
 

Only 30 motorised carts  
available - 1st in best dressed, 
$30 twin share.  
 

Payments and registration must 
be made up front, so form your 
group of 4 now. 

For more information contact:  
Greg Hillman on 0418 911 142; 
Cliff Anderson on 0438 179 765; 
Harry “Handicapper” Burgess on 
0407 491 171  
 
Or register with Titch Downing  
Glen Iris Golf Course on 9414 
1900  

Tuesday 27 October 2009 
4 Ball Ambrose 
 

11am Registration 
12pm Shot Gun Start 
 

Glen Iris Country Club 
Dean Road, Jandakot 
 

$75 per head (includes Curry Buffet dinner) 
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Complete this form and return to MNDAWA : 
How would you like to receive the Newsletter? 

�  Via Email (Please provide your address clearly) 

________________________________________________________ 

�  By post 

�  Changed address?  
 
 
 

 
 
 
  

 
Complete, cut out and send this form to:  
MNDAWA - The Niche,  
Suite B/11 Aberdare Rd, 
Nedlands WA 6009  
 

Or email your response to:  
admin@mndawa.asn.au      

Name:_______________________________________________________ 

New Address:_________________________________________________ 

_____________________________________Post-Code_______________ 

Phone________________________Mobile_________________________

__ 

Keep us in touch with your  
communication needs.   

 

Don’t forget to let us know if you have changed  
your address, email or phone details. 

 

Hello Everyone 
 

The Carers’ Group generated some lively 
discussion last week, as a result of our 
interesting speaker from Carers WA - 
Jane McKinley. Jane is a Carer Advisor 
and is interested in hearing directly from 
carers as to the real issues they experi-
ence in their role. She visits carer groups 
all over the metropolitan area and listens 
to what they have to say. Although our 
group was small this month, everyone 
was prepared to enter into the discussion. 
The subject of respite was top of the list of 
needs that were still not being met satis-
factorily. The decision to accept respite is 
never lightly taken. Once the decision is 
made the next major hurdle is finding 
somewhere suitable for the respite or 
finding someone suitable to provide res-
pite at home. These issues require accu-
rate information and assistance to choose 
the appropriate place or agency. Your 
Care Advisors can help with this decision-
making process and we are aware of the 
emotionally charged nature of the whole 
respite process. 
 

Some future events to put on your calen-
dar and look forward to are the October 
Carers Group meeting where there will 
be trained volunteers ready and waiting to 

pamper you. The Red Cross has kindly 
agreed to come to the group and provide 
some much needed pampering. They are 
not able to offer a year’s supply of Tim 
Tams, but all other indulgent wishes will 
be granted. Please feel free to come on 
27 October from 11.30am until 1pm - 
you deserve it! 
 

Another event to plan for is the Carers’ 
Christmas lunch. This will be held on 
Tuesday 15 December at 12 midday at 
The Pines Restaurant, Observation City. 
Again all are very welcome. 
 

Rose, Sue and I attended the Master 
Class for non-malignant conditions and 
palliative care at the Palliative Care  
Conference in Perth. This was an interna-
tional conference and MND was featured 
at this session. There were people in the 
audience from many different countries 
and they asked questions about MND 
care. We were able to give them written 
information and verbal advice. The whole 
morning was very informative and inter-
esting. The idea that palliative care is for 
the terminally ill is still a widely held  
misconception and the appropriateness of 
a palliative approach to people living with 
MND was endorsed. The alleviation of 
symptoms and the emotional support for 

patients and carers are two of the main 
advantages to receiving palliative care. 
Talk to your Care Advisor if you would like 
to know more about this. 
 

Manny, from Royal Perth Hospital, spoke 
about the role of assistive technology in 
improving the lives of people with MND. 
He is an integral part of the team of  
experts who can make daily life easier for 
you, ask your Care Advisor about how 
Manny might be able to help. 
 

We are very fortunate to have been made 
six PEG feed stands. Peter Baker (known 
to his friends as ‘Mr Fiddly Bits’’) has 
kindly made these portable wooden 
stands that are height adjustable and 
mean you can have your PEG feed wher-
ever you happen to be. Please phone the 
office if you would like to have one. 
 

I hope the warmer weather brings some 
relief to those of you who don’t cope so 
well with the cold and that you can all 
enjoy some time outside in the beautiful 
sunshine. 
 

Until next time take good care of  
yourselves. 

Diana Menzie 
Care Advisor 
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- Karen Paskett 
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MNDAWA was represented at the National Palliative Care  
Conference – Palliative Care 2009 - Together! Cultural  
connections for quality care at the end of life –held in Perth,  
24-27 September 2009. This was an international conference that 
brought people from 30 different countries: from Afghanistan and 
Brunei to Mongolia, Philippines and Uganda. The conference  
program included one Master Class for non-malignant palliative 
care that included MND and HIV/AIDS. A strange mix, one might 
think, but this session turned out to be most interesting. Dr Liz 
Gwyther was from South Africa and extremely experienced in the 
care of people with HIV/AIDS. It became clear that there are many 
common elements in palliative care programs offered in South  
Africa and those here in Perth: 
 

· Palliative care needs to be linked to diagnosis 

· Empowering people to take responsibility for managing 
their illness 

· Helping people to care for themselves 

· Addressing the symptoms as well as the disease 

· Support the family 

· Pre-bereavement support 

· Community support groups 

· Memory work – telling one’s life story for the family and 
friends 

· Culturally appropriate support 

· Trained carers 

· Spiritual care 

· Legal matters 
 

Margaret Sealey presented a paper titled, Exploring the palliative 
care needs of people with MND, supported by Carol Birks,  
National Executive Director of MND Australia. The paper was well 
received by the large audience of about 50 people, and  
generated interesting discussion on pathways of care for people with MND. Manny Manolios, our expert in Assistive Technology  
presented an array of devises to assist with communications. Also attending and supporting the MNDA WA display were Care Advi-
sors, Diana and Rose, as well as Sue Colyer. We thank the organisers for their support of our attendance. 

Conference attendees - Sue Colyer, Margaret Sealey, Carol 
Birks, Rose Gibbins and Diana Menzie. 

�����������	
�����������	
�����������	
�����������	
  
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 page 2).  

All donations over $2 are tax deductible.  

 

Card No. ���� -���� -���� -����  3 digit ID number ���  
  

 

Name:  

Address:  

Post-code:  

Phone:  

�),!$�-��$-)./0�1�.������
�����2��

MasterCard  �  VISA �  Cash/Cheque/Money Order  �  

Name of Cardholder  Card Expiry Date  

��������	 � 
��	 �
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Mrs M Berg 
Mount Lawley Golf Club Inc 

The MND Craft Group 
Mr Phyl Miles 

Mrs Lorraine Reed 
Mr Bruce Nicholls 

 
 
 

���������	
�
- Mrs Denise Norris 

 
 
 
 

Mrs Isobel Locyer 
Ms Joy Diver  

 
 
 

Charlie Lenzo 

It is some years since a Hope and  
Remembrance Day was held to honour 
those who have travelled the MND journey 
as sufferers and carers, their friends and 
family. So it seemed the right time to revive 
this tradition. It is a public way to share our 
hope for a future free of the impact of 
MND, and to remember the life achieve-
ments, the courage and spirit of those who 
have left us. It is also a time to acknowl-
edge the support and contributions of  
families, friends and those compassionate  
organisations who work with us to raise 
awareness and funds to provide the care 
for people living with MND. 
 

Carilley Estate Vineyard was chosen as 
the venue as the Estate recently hosted 
our successful Global Day in June and 
will be hosting a fund raising event for 
MND as part of the Spring in the Valley 
festival, 10/22 October 2009. This  
mutual support and collaboration is key 
to our support. Next year we may be 
looking for a hosting organisation south 
of the river to make travelling easier for 
our members from the south. 

 

This year, however, we will meet on  
Sunday 18 October 2009 at 1pm for a 
short ceremony, with the placing of  
butterflies with the names of people to be  
remembered, and concluding with an  
afternoon tea in the pleasant surrounds of 
the Estate vines and gardens. 
 

Invitations will be going out in the first 
week of October, delayed by some  
unexpected technical difficulties. I hope 
that you can come along – even at such 
short notice. 
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We are very fortunate to have a relatively 
large number of volunteers who help the 
association in many ways – from folding 
newsletters to shaking tins at the street 
appeal, cooking sausages or dressing up 
as fairies at the Christmas sausage  
sizzle, to coordinating patient and carer 
events, assisting with administrative 
tasks, to serving on the Board of man-
agement – to a myriad of other activities 
that keep the organisation going.  Our 

volunteers are honoured and recognised 
with awards and presentations from time 
to time for the contribution they make. 
 

I became aware of the extent of the  
volunteer “work” force when I took up the 
position of Executive officer.  I also  
became aware that we all need to work 
together to meet the needs of volunteers, 
to find out why they volunteer with us, 
what else they might like to do and be 
able to do to add value to the association 
and to their volunteering experience with 
us.  A week or so ago, I went with Lois 
Peck, Joy Diver and Heather Joppek to a 
workshop on volunteering run by Volun-
teering WA – an organisation with which 
we had just renewed our membership. 
The Board also adopted the Volunteering 
Code of Practice that is now hanging on 
our wall of commitments – along with our 
own statement of values and Carers 
Compliance. After the workshop, Joy, 
Lois, Heather and I decided that we 
should invite all our volunteers to a  

morning tea to meet each other (as a 
follow up from the volunteer Christmas in 
July), and to explore what it means to be 
a volunteer with the MND Association of 
WA. 
 

Although we are working hard to compile 
a list of all our volunteers, I fear that we 
may have an incomplete data base, so 
that when we send out the invitations to 
the volunteer morning tea and forum we 
may miss some people, for which I 
apologise.  Please phone or email the 
office by Monday 26 October 2009 if you 
are or were a volunteer and would like to 
attend on Thursday 29 October 2009 at 
10am at the Niche. 
 

Should you have any questions please 
call me on 9346 7355.  We hope to see 
as many volunteers together on the day. 

 

Sue Colyer 
Executive officer 

~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~-~~-~-~-~-~-~-~-~-~-~ 
Thought for the month:   
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MOTOR NEURONE ASSOCIATION OF WESTERN AUSTRALIA Inc 

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

 
* New Members need to be nominated and supported by c urrent financial members of the Association . 

 

 
 

 
 
I am interested in supporting the Association in th e following activities (please tick).  

 
 

 
 
Card No. 

���� -���� -���� -����  3 digit ID number ���  
 

 
 
MNDAWA from time to time may publish lists of members, or in the interest of research and fundraising, make the  
membership list available to approved organisations. Your consent will be assumed unless you request removal of your name from any published 
list. 

Title:  Ms   Mrs   Mr   Dr  

Surname  Given name  

Postal address  

  Postcode  

Email  

Phone (M)  

Phone (W)  Phone (H)  

Nominator Name Signature 

Supporter Name Signature 

��������������������� � ���������� � $ 

ORDINARY MEMBER – Supporter  $20 AUD   

PATIENT MEMBER  – Diagnosed with MND $10 AUD   

CARE MEMBER  – Carer of person diagnosed with MND $10 AUD   

ASSOCIATE MEMBER  –Students, or non-Western Australian residents $10 AUD   

CORPORATE MEMBER – A corporate entity or government agency $100 AUD   

I also enclose a donation to the Association  (All donations over $2 are tax deductible) DONATION   

  Total Payment $ 

Volunteering Fundraising Professional Skills Committee Service 

Craft Events Other: 

PAYMENT DETAILS 

MasterCard  �  VISA �  Cash/Cheque/Money Order �  

Name of Cardholder  Card Expiry Date  

�������	
� ���
�

OFFICE USE ONLY - Receipt No.                                   $                                          Date                                    

�  I wish to have my name removed from any published list (please tick) 
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There are Entertainment 
™ Books still available for 

purchase  
through MNDAWA.  

Valid until 1 June 2010 
 

Cost: $65 Add $ 8.75 for 
Postage & Handling per book 
 

Call the office to get yours now 
Ph: (08) 9346 7355 
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Sunday 29th November 

11am-3pm 
Sir James Mitchell Park / Clydesdale Park 

Douglas Avenue just off Coode Street, South Perth 
 

Cost: $3 per person or $10 for a family of four - includes a light meal.  
BYO chairs and drinks - alcoholic beverages allowed. 
 

Disabled toilet facilities available. Gates will be open for disabled taxis and 
vehicles. 
  

For further information contact Lois Peck on 9409 6076 or the MND office 
on 9346 7355. 
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· Jevity Hi-Cal and Ensure Plus PEG feed available.  
 

· Wheelchair trailer worth >$1000. Interested person 
would need to complete a DPI change of ownership 
form, pay the yearly registration of $50 when it is 
due and pick up from Lathlain. 

 

For further information 
or if you’re interested in 
the above items, please 
contact the office on 
9346 7355 or your care 
advisor. 
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AUSTRALIA 

Don’t forget to buy Christmas cards in time for Chr istmas! 
The order form featured in last month’s newsletter is also available on the website at 
www.mndawa.asn.au  
Call the office or send in your order form via fax or post. (Details available on pg 2 of this newsletter) 


