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From the Executive Officer's Desk  /~

The last few weeks have been very busy for us as we introduce Marilyn to the Executive
Officer role and she gradually picks up the threads of the daily routine and the raft of projects
and services that the association offers. Marilyn and | are sharing the workload until | finally
retire at the end of August. So | am taking the opportunity of writing one more report from the
EQO’s desk. Marilyn will also add her contribution below.

There is much news this month. During the past two months we conducted two information and
training events, Prepare to Care course, and an information session with Dr Phil Tuch. | have 1
written a short review of each event that appears elsewhere in the newsletter. This edition also
has stories about other events as far north as Geraldton, and as far west as Fremantle! Lots of
fun, food and funds were the outcomes!

The end of the year always brings its own demands as we report outcomes for contracted % : $ '
services for the Health Department and for which we receive funding. In addition, we are "$ ( )
required to report on our compliance with the Carers Recognition Act 2004, and to provide a 1& !

report on Disability Access and Inclusion in relation to all the services and events that we * + /
deliver.

No-one likes to complain, but sometimes making a complaint is important to prevent unwanted or poor experiences happening
again or to someone else. There are avenues for making a complaint about the quality of services that you or your family
received. Our association has a consumer complaint process that is confidential and respectful of your concerns. We need to
know how our staff can improve, so feedback is important to help us support our clients, members, volunteers and staff the
best we can. If you have a complaint about a health service outside the association, there is the Health and Disability Services
Complaints Office (HaDSCO). If you need to know more about the avenues available to make a complaint please ask your
Care Advisor or the Chief Executive Officer, and we will assist you in the process.

On a lighter matter, | mentioned last month that we received a Lotterywest grant to cover the cost of sending all the Care
Advisory staff to the International Symposium on ALS/MND. Now we can support Lotterywest! Don’t forget to buy Lotto tickets

Masilyn Crosthwaite - CEOQ
I commenced with the Association on 4 July and have settled  Office, including finances, human resources, ASIC returns,
into the role very nicely and it is with great pleasure that | am  governance and company secretarial duties. My portfolio also

Continued on page 5

introducing myself in this edition of the MND Newsletter. included attracting sponsorship, funding and organising
| spent the last four events.
years working at My experience and skills put me in an excellent position to
Curtin University as grow the Association to the next level. | express my sincere
the Executive thanks to Sue Colyer who has done a terrific job over the past
Officer for the years and provided me with a solid platform from which to
Intellectual Property start.

Commercialisation
unit in the
Department of
Research and
Development. Put
simply, the role of
the office was to
turn anything that I look forward to meeting all of you and give you my pledge
was commercially that your comfort, support and welfare are uppermost in my
viable that came out mind and | am confident that with the excellent staff, Board
of research into a and dedicated band of volunteers we have many positive
company or a times ahead.

licence. | managed
all aspects of the

One of my many goals is to significantly increase the amount
of donations we receive. | think it is critical that the wider
community and in particular, corporations, recognise their
social responsibility and partner with us so that we can
achieve our short and long term goals. Look out too for some
enjoyable events along the way!

Marilyn Crosthwaite
Chief Executive Officer

Marilyn Crosthwaite with Care Advisors Cherylyn
Vickery and Rose Gibbins.



Motor Neurone Disease Association of WA Inc

Contact Details
MNDAWA Inc
Centre for Neurological Support
The Niche - Suite B/11 Aberdare Rd, Nedlands WA 6009
Phone: 9346 7355
Fax: 9346 7332
Email: admin@mndawa.asn.au
Web: www.mndawa.asn.au

Office Hours
9:00 am - 4:30 pm Mon-Fri
For after hours, call 0439 918 052 to speak with a trained volunteer.

Emergency
If you have an urgent matter please contact Sir Charles Gairdner Hospital
on (08) 9346 7391 or your nearest Emergency Department

Membership
MNDAWA is a member of MND Australia, with a delegate on the Board. It also has
strong links with other MND Associations around Australia and internationally, and

the MND Research Institute of Australia.

Staff
Chief Executive Officer....Marilyn Crosthwaite
Executive Officer........c............. Dr Sue Colyer
Accountant...........ouueuiiiiienieeeeiin Ling Lee
Administration Officer.............. Soraya Kumail
Project Administrator.......... Raquel Rodriguez
Care AdVIiSOr..........ccoovveeieicnnnne Rose Gibbins
Care AdVISOr.......ccceevuuieinnens Cherylyn Vickery
Care AdVISOr.......ccoeuvuuiiinnens Jude Humphreys
Care Advisor................ Narelle Hopkins-Treijs

Regional Contacts
Mrs Sandra Marlow - GERALDTON
Ph: (08) 9964 9034

Care Foundation Trustees
Karen Smart (Senior Trustee)
Ross Whiteman
Marie Macdonald
Peter Murray
Dean Finlay
Bruce Ponting

Newsletter Panel
Editor.....cooviiiii Dr Sue Colyer
Sub-editor..........cceeiiiiiiinne. Raquel Rodriguez

Advisory Panel

Prof Gubbay AM................... RPH Neurologist
Dr R. Edis ..... RPH Shenton Park Neurologist
Prof F. Mastaglia............... SCGH Neurologist
Prof Nigel Laing...........ccooveeeeeeennnnnnn. Research
Trevor Jones................. Assistive Technology
Chris Kingsnorth......... Occupational Therapist
Judy Griffiths.......... Grief and Loss Counsellor

Helen Sjardin-Howard...... Speech Pathologist

Disclaimer:

Patrons
Ms Narelda Jacobs
Mr. Ken Judge
Mr. Keith Potger
Mr. Jon Sanders, AO, OBE

Honorary Positions
Hon. Solicitor................. Mr Peter Murray

Hon Accountant................ Mr Tony Silipo

Board of Management

President...............cceeeuneee. Mr Ross Whiteman
Vice President................. Mr David Whiteman
Treasurer......ccccoveeveeiieiiennenns Mrs Karen Smart
Secretary Miss Julie Touchell
Member.......cccccoeeennnne. Mrs Marie Macdonald
Member.......ccoovvvviiiiiieee, Mrs Karen Brown
Member........coiivviiiieeiie e Mrs Lois Peck
Member........ovviiiiiiies Mr Bruce Ponting
Member........covviiiiiii Ms Gayle Macey
Member.........oovviiiii e, Dr Gilly Smith
Member......ccooevveviiiieiiiees Mr Mathew Brown
Member.......cccooviiiiiiiinnnn. Mr Ken Maclennan
Member........ccocoeveees Mrs Marylin Maclennan

September Newsletter

Readers are encouraged to send us
stories of their holiday adventures,
achievements, life in general or a joke to
evoke a smile. We would love to hear
from you!

Please send any items for the August
newsletter to admin@mndawa.asn.au
by Monday 22 August 2011

The articles provided in this newsletter sometimes contain personal opinions

that may not reflect board policy. Research articles are selected from reliable sources, we

do our best to ensure currency and accuracy.
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www.mndcare.net.au

A national web based ‘one stop shop’
Motor Neurone Disease information
website to facilitate and promote best
practice care and support for all people
with a diagnosis of MND in Australia
especially in regional, rural and remote
areas.




MND Upcoming Events Diary 2011

Event Date Time Venue
Craft Group Thurs 11 August 2011 10am-2pm The Niche - Passmore Room
A
5 MND Volunteers Meeting Thurs 11 August 2011 10:30-11:30am The Niche - Passmore Room
u
S Carers Lunch Tues 23 August 2011 11:30am-1pm The Niche - Passmore Room
t
5 Bettong Wy, Beeliar
Past Carers Group Thurs 25 August 2011 2pm RSVP attendance by 24 August to
Teresa O’Malley on (08) 9347 4508
S Craft Group Thurs 8 September 2011 10am-2pm The Niche - Passmore Room
e
p MND Volunteers Meeting Thurs 8 September 2011 10:30-11:30am The Niche - Passmore Room
t
e . . .
19 Bitton St, Hamilton Hill
g] Past Carers Group Thurs Z%OSﬁptember 2pm RSVP attendance by 21 September
e to Eddy Froend on (08) 9377 2295
r :
Carers Lunch Tues 27 September 2011 11:30am-1pm The Niche - Passmore Room
Queen’s Birthday Public Holiday - MND Office will be closed Monday 3 October 2011
German Club
North Lake Road, Myaree
Past Carers Octoberfest Sat 8 October 2011 For more information, please contact
o) Heather Joppek on (08) 9314 3863
C
t Craft Group Thurs 13 October 2011 10am-2pm The Niche - Passmore Room
0
g MND Volunteers Meeting Thurs 13 October 2011 10:30-11:30am The Niche - Passmore Room
r
Carers Lunch Tues 25 October 2011 11:30am-1pm The Niche - Passmore Room
Unit 21/27 Pearson Dr, Success
Past Carers Group Thurs 27 October 2011 2pm RSVP attendance by 26 October to
Bruce Dawkins on (08) 9414 6885
FOR SALE
Ford Flashcab
1997, Ford Falcon
Wheelchair Vehicle - Rear Access, manual ramp.

4sp, Automatic, 6¢yl, LPG, White, 748,000km
Good Condition, $6,500 ono

Contact; 0401363 809 or (08) 9296 4991

Stair lift For Sale
Looking for a new home,
needs to be disposed of,
make an offer!

Great for second floor
heavy wheelchair access
fold down seat remote
control
folds out of the way for
easy stair access
Call Don 0418 116 179 or
email
elksfamily@bigpond.com

/ In need of some Pampering?

Footprints Day Centre at St. John of God
Murdoch Community Hospice invites all
patients and families who are dealing with
Motor Neurone Disease to their pamper
days held in the centre on the 3rd Thursday
of the month from 11.00 - 2.00 pm.

A variety of complementary therapies are
available and a light lunch is provided. For
further information please contact Sandy or
Kathy on 9366 1369 or email
kathy.parr@sjog.org.au /

Have you renewed your 2011/2012 MNDAWA Membership?




Care Advisor's Comer - August 2011

Greetings all,

Many exciting things have been
happening lately within the Motor
Neurone Disease Association of WA.

We welcomed the new executive officer,
Marilyn Crosthwaite who is proving to be
a fantastic asset to the team. She has
some amazing funding and research
ideas we look forward to watching
unravel. Marilyn is being inducted by Dr
Sue Colyer whose strengths,
compassion and dedication to MND will
be greatly missed.

This past couple of weeks we have been
busy with preparations for the Pamper
Day and the Christmas in July Carers
lunch. Photos from both events are
featured on the back page of this
newsletter. We would like to extend a big
thank you to everyone who attended and
made each day a success. Itis a
blessing to be surrounded by a great
team of dedicated staff and volunteers.

Whilst the cold weather is gripping and
flu season is ripe, we encourage all

members to limit contact with people
showing cold and flu symptoms. This
season has seen many, including myself,
become very ill from the influenza virus.

A reminder about our equipment library -
we have numerous products to facilitate
ease of movement and comfort. If you
require communication support or other
types of assistive technologies, we have
a team of Care Advisors and Allied
Health Professionals such as Manny
Manolios who can assess and implement
a wide range of communication and
electronic devices to make living and
communication with others easier.

Remember, your main point of contact is
your Care Advisor. However, at times
she may be carrying out home visits, so
please do not hesitate to speak to
another Care Advisor - we are here to
help you in any way possible.

The experience of MND is different for
each person. My primary role within the
association is to listen and provide
support to people living with via the
Emotional Support Program (ESP).

Throughout your MND journey you will
have a team of healthcare workers with
various specific roles in making sure you
have all the information, equipment and
practical support you need. Living with
MND can be an overwhelming
experience but talking to someone is
often helpful. At times your Care Advisor
may recognise the need for that extra
emotional support and will suggest |
become involved. My task is to simply
provide you with space to talk. Meetings
can be arranged over the phone, at the
MND office or if you are willing, in your
home. The Emotional Support Program
is offered to all clients, family and carers
living with MND. | look forward to
meeting you whenever you and your
Care Advisor decide it could be useful.

I wish love and peace to you all and look
forward to continuing to walk along side
you in the journey of life and the
challenges of MND.

Narelle Hopkins-Treijs
Care Advisor

[t's ok to make a comptaiw’c!
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It was a very cold and wet afternoon but that didn't stop
13 hardy past carers from venturing out from their warm
and comfortable homes to attend the monthly past carers

afternoon.

There was an abundance of delicious food to go with the
welcoming hot drinks. Past carers are encouraged to
come along and join other past carers in a sociable
environment. For Bruce Nicholls and Helen Schultz it was
their first past carers afternoon and it was great to
welcome them. Bruce’s daughter Sally and my sister
Janne made excellent tea ladies and kept everyone

supplied with drinks.

It was one of our larger gatherings and it was very
pleasing to see so many old and new friends get
together. Information about upcoming Past Carers Group
events is available in the newsletter diary on page 3.

L-R: Rod Hiller, Bruce Nicholls, Margaret Donald, Corrie Fisher, Frank Fisher,
Heather Joppek, Helen Schultz, Cheryl Coates, Els Burggraaf, Derek Clayton,
Lesley Williams, Bruce Dawkins & Rosa Lenzo.

Not pictured: Janne Parsell, Sally Nicholls (tea ladies). Photo by Eddy Froend

Heather Joppek



Continued from page 1
for it is the proceeds from Lotto sales that Lotterywest support organisations such as ours; and you might even win a prize!

This is my last contribution to the newsletter as | will step out of the role that | have held for the last two and a half years and
from my previous role on the Board for seven years. It was a privilege to work with the Board members, who really care about
the association and its future so that it can continue to provide services and care for people living with MND. It was also a
privilege to work with the dedicated Care Advisors (current and past), who give over and above their job descriptions to bring
care and understanding to the clients, carers and families that they support and navigate through the MND journey. | was
privileged to have great admin staff, who | thank for their wonderful support to me and their dedicated and consistent service
“behind the scenes”, as well as in the front line. And it was an honour to know some many of our clients and their families: | am
always humbled by your courage and spirit.

I have inherited a belief in community, the promise that a gathering of the spirit can both create and change
culture. In the desert, change is nurtured even in stone by wind, by water, through time.

- Terry Tempest Williams
Dr Sue Colyer
Executive Officer

Breakfast with Neurologist

Nineteen people, including people with published research documentation and number of specialist medical and health
MND and their families and friends, follow up, which prevents any judgement disciplines, professionals and agencies
attended the second of our information on the effects of these therapeutic that become involved in the care of a
session on Friday 15 July, at which they approaches. There is however, on going person with MND.

heard Dr Phil Tuch explain about MND, research in this field, and we wait for
and its management. It was an early reliable and valid research data to
morning gathering, starting at 8am but support the claims of efficacy of these
people were arriving from 7am. We were alternative therapies. can do to support families living with

v?try zleglsed t?]ai SO many lr;eople . The complexity of MND is represented in MND.
attended on what was a cold morning. the following diagram that shows the
We enjoyed some muffins and coffee, Sue Colyer

and there was time to talk before and
after the presentations.

At the end of Dr Tuch’s presentation,
Care Advisor Jude Humphreys, outlined
the Care Advisory service and what we

Diagrammatic Representation of MND Services

Dr Tuch, a Neurologist from Royal Perth Figure 1: Diagrammatic representation of MND services clustered by care level.

Hospital, talked about the difficulties of
diagnosing MND for neurologists as

Tertiary Volunteers

there are no specific tests for MND, and Hospital
there are other neurological conditions

that mimic the symptoms of MND. The Aged care
MND diagnosis requires a personal Secondary Community
. .. . . Hosnital Nurse
history and clinical examination by an _—
experienced neurologist, including an P
EMG (EMG or electromyogram is a test Neurologist
that is used to record the electrical
activity of muscles). The passage of time MNDCSI%_F'_&cialh/
also allows the symptoms to be more e

clearly related to MND, and not some General )
other condition. Practitioner _\ MND Care Adviser
Dr Tuch also explained the different

types of MND, depending on the MND Patient
involvement of neurones at different & Family

levels in the neurological system. The

most common type (clinical phenotype) Speech

is ALS or amyotrophic lateral sclerosis or MND Clinic Nurse Therapy

what we know as MND, which involves

Respiratory :

both the upper and lower motor Services Occupational

neurones. He explained that about 95% L=

of diagnoses are of sporadic origins that -

. . Palliative Social

seem to have genetic and environmental Care e

origins, with only about 5% from Services

inherited origins, where defective genes

may be passed from generation to Gastroenterology

generation. The mechanisms underlying Slgir;lif;;n&

the death of motor neurones are many

an(?l the researph is not yet clear on Psychology &

which mechanisms are responsible. Psychiatric
Services

In response to questions about Stem

Cell research, Dr Tuch urged caution in Source: Department of Health, Western Australia. Motor Neurone Disease Services for Western Australia
pursuing these therapies as there is NO (Supporting Documents). Perth: Health Networks Branch, Department of Health, Western Australia; 2008
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On Sunday 17 July 2011 the Geraldton Yatch Club hosted
its annual Soup & Sweets fundraising Day. This year the
104 who attended enjoyed the 30 different soups and 40
different sweets created by Kath Millward, Sandy Marlow
and their band of volunteers. The day was a great success
with a total of $3,905 raised. Funds
raised were donated to the WA
Institute for Medical Research and
MNDAWA.

Professor Nigel Laing from the WA
Institute for Medical Research
presented a talk and then awarded
us with a certificate for the group’s
fundraising efforts.

Thanks to the support of local

Professor Nigel Laing
and Kath Millward

Fundraising Delights!

businesses who donated prizes for a variety of raffles. The day was a lot of work but the volunteers

were very willing to help and everyone enjoyed a wonderful day.

Kath Millward

Support Sparks MND Prepare to Care Program

The Apache Prepare to Care course concluded on Friday
22 July, after six sessions of information to help family
carers to care for their loved one with MND. This year we
also included several professional care workers and
neurological nurses so that they could also be prepared
when they meet a client with MND in the course of their
work.

This MND Prepare to Care program was created in 2002
through a partnership between MNDAWA and the
Independent Living Centre of WA (ILC), and which was
initially funded by Lotterywest. Our Education and
Development Advisor, Cindy Evans, with Dena Stafford of
ILC, reworked the course structure and content for the
relaunch in May 2011.

The practical and informative sessions were well received
by those attending the 2011 Prepare to Care program. The
sessions included back care for carers, transferring
techniques, communication and other assistive technology,
swallowing, PEG and nutrition, VPAP and other respiratory
assistance. In addition, an emotional support and reflective
session concluded each day’s program to allow the
participants to talk about their experiences as carers.

The community care workers and nurses also took part in a
session to reflect on their professional practice in the light
of the new information that they gained from the specialists
and the carers themselves. Sometimes the theoretic
response to a caring situation does not work for everyone
and so the professional carers and the family carers were
able to learn from one another to solve problems that arise
in daily caring for a person with MND.

Our allied specialist health professional colleagues:
Nurses, Occupational Therapists, Speech Pathologists,
Biomedical technicians and Counsellors, led the sessions. |
thank them for their dedication to caring for people living
with MND, and for their compassion and professionalism in
the presentation of their respective information sessions.
Thank you to the Care Advisors, Rose and Narelle, to
Marie Finlay, our Counsellor, and to our volunteers,
Heather, Trish and Soraya.

A very special thanks goes again to Apache Energy for
sponsoring this Prepare to Care course, and | am sure that
this is a program that Apache will support into the future.

Sue Colyer
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We pay tribute to our long term member, Gwynva
Rumball, who passed away on 8 July 2011. Gwynva
was one of our members who in 1980s worked
tirelessly to establish the Association as a place where
people living with MND and the families could meet,
get support and share experiences. Initially she helped
organise a once a month meeting at the Huntingdon’s
Hall on Manning Road. Gwynva and her husband
Howard, who had MND, helped make these monthly
meetings warm and welcoming. After Howard’s
passing Gwynva became part of the Executive
Committee and was our first employee when we
moved into our first office at Lotteries House in Rokeby
Road. She was the friendly person who distributed
information on MND and how to get assistance.
Gwynva’'s community service was not only to
MNDAWA. She was a stalwart of the scouting
movement. Her value to that organisation was
apparent at her funeral. Scouts old and young formed
a guard of honour. Our thoughts are with Bronwyn and
Ashley and their families at this sad time.

Marie Macdonald

Online donations

You can now access three online options for donating to
MNDAWA from our website home page using:

“ -_“ .com.au-

- ~

AN

Click on the link at www.mndawa.asn.au and you will be
guided through the donation process

Wills are a convenient means for making charitable
gifts to the people and causes you hold dear.
Making a bequest to MNDAWA will help ensure our
continued efforts in making a difference to the lives
of people living with MND continue into the future.

Contact the office on (08) 9346 7355 or
admin@mndawa.asn.au for information.

General Donations

Patricia Cleasby
Melany Hall
Irene Rodrigues
Linda Sarson
Hilary Pash
Kim O’Sullivan
R Golding
Bruce Nicholls
Sue D Taylor
Bunnings Melville
Perth Hash House Harriettes
Jancic Pty Ltd
Barbara Drummond
Graeme Campbell
Ed Glancy
Kerry Robinson
Eamel Creek Organics
H C Jones & Co
C Armstrong
Gc & ME Armstrong
Judy Asquith
Nelson R Asquith
Peter Bath
Dot McCormick
S & A Panton
M Berg
Department of Regional
Developments and Land
Wendy Simkovic
Apex Club of Capel
Maureen Menear
Fundraising Donations
Stadium Snappers
Australand
Public Trust (WA) Staff
Department of Mines and
Petroleum
Mrs D S Stephenson
P H Berwick
Cash & Carry (WA)
Shenton Park Outpatients Clinic
Barbara Dodman

Cornflower Box Donations

Doug Ellis
West Australian Newspapers

0“9“984 Cha“&

In Loving Memory of
Ansley & Bernie Layzelle
Valerie Bloor

L Ferguson
L Matukin
Leonie Cross
Spoilt Hair Retreat
David, Bruce & Penny Morrison

Christine Bramwell
Karen Peel
Margaret Donald
Ginny Allan
Tom & Cheryl Wheals
Lois Peck
Ann & Trevor Stephens
Lorraine & James Taylor
Morag Hughes
R Van Koolbergen
Anonymous

Evelyn Polini
Dejong Family
Khemlani Family
Bernard Bent
Trish & Arly Green
Anthony Bowes
Luisa Jones
Lina Birkett
K MackEuvilly

Betty Bussell

Donor Appeal

Patricia G Nolan
Alex Marendoli
Margaret Armstrong
Dr David Groves
R D Minear
TN & AM Wise
Chris Gudgeon

Change 4 Change

Fremantle Public Golf Course




MND Pamper Day
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Annual Geznzral Mezaiing 207171
NOTICE OF MEETING
NB: Only current paid up members can cast avote.| fyou haven't yet renewed your membership, please c ontact the

MNDAWA office on (08) 9346 7355 or admin@mndawa.asn .au

The 2011 International
ALS/MND Symposium

dpacﬁe

If you no longer wish to receive MNDAWA Newsletters or if you would . . ..
prefer your newsletter by email, please contact us on (08) 9346 7355 or For more information please visit

CEITGTIEENE 2512 www.mndaust.asn.au/sydney-2011/
Thank you for helping us conserve our resources.




