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Wow, What a day for a walk! And what a walk to D'feet MND on with our long time dedicated
Sunday 1 May 2011! volunteers. The staff also putin a K

huge effort in the events and behind
the scenes — by attending the events,
and also attending to their regular
responsibilities to our patients and
their families, and running the
association. Thank you, one and all
for a wonderful, generous effort. And

another special thanks to everyone to
Thank you to Narelda Jacobs for sounding the start of the walk. And walked or sponsored the walkers.

it was good to see so many East Fremantle footballers there for the  Your contributions are highly valued

More than 460 walkers made a grand sight as they walked around
the “little bridges” walk from Burswood Park, across the freeway
bridge, along the East Perth river foreshore and back to Burswood
via the Causeway. Many people mentioned to me the special sense
of community and generosity of spirit that they felt being amongst so
many people walking for a common cause, with love, respect,
friendship and hope.

post-match cool down following a good win the day before. and appreciated. | “ S %

Afterwards those who stayed enjoyed the music of the Royal Looking at the weeks ahead, we have # &
Agricultural Society Brass, whose members gave their time to play  the Volunteer luncheon on 11 May, '

for us for 90 minutes of rousing music. The coffee van man, Global Day luncheon for patients and (
Pasquale donated back $1 for every coffee sold that morning. So carers on Tuesday 21 June. Please )

we not only raised awareness, but we also raised some funds from  make sure your have registered with

merchandise sales. This year several walkers organised us so that your place is reserved. /
sponsorship either directly from friends or via an Everyday Hero . . .

page — thank you for that initiative and for the funds you generated. This edition contains l.OtS of other

Special thanks go to The West Australian newspaper for being our news of our other projects, the -
media partner for the Walk, and for the stories and advertisements to Apache Prepare to Care course, b

sponsored by Apache Energy,

Christmas in July for Carers,
Awareness Week is always  information from the Care
a busy time for us, with all  Advisors, a report on the Rare
the extra activity that it Diseases Symposium that staff
generates: the walk, the attended, and don't forget to =
Q&A day for our allied check the diary for the regular N E " =
professional colleagues who events. - %
support our MND families,
and the expansion of the
annual Street Appeal in the
CBD to include 5 shopping
centres. All of this activity Sue Colyer
wouldn’t have been possible Executive Officer
without the wonderful
support of our volunteers,
many of them new to the
association this year, along

promote the MND walk and the cause.

MERCHANDISE

Go gently, and keep smiling ... it
makes people wonder what you
have been up to!

Antisthenes says that in a certain faraway land the cold is so intense
that words freeze as soon as they are uttered, and after some time
then thaw and become audible, so that words spoken in winter go
unheard until the next summer. Plutarch, Moralia
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The 2011 International ALS/MND Symposium  will be held at the Hilton Hotel, Sydney
Dates for the Symposium and associated meetings will be:
V l Sunday 27 November - Monday 28 November: 19th International ALS/MND alliance meeting
Monday 28 November: Ask the Experts session for people living with MND, their family and friends
Tuesday 29 November: Allied Professionals Forum
Syd n ey 20—| —‘ Wednesday 30 November to 2 December: International ALS/MND Symposium

www.mndaust.asn.au/sydney-2011/

sympesium

The new Entertainment Book is here and available to purchase for $65
The brand new You'll receive $15,000 worth of valuable offers, valid until 1 June 2012 and $13
2011 | 2012 from each book sale will go towards MNDAWA!

Entertainment Books  contact Raquel at the MND Office today to order you  r copy!
are now available. Phone: (08) 9346 7355
Email: Raquel.Rodriguez@mndawa.asn.au

Don’t forget to renew your MNDAWA Membership




MND Upcoming Events Diary 2011

Event Date Time Venue
Zamia Cafe — Kings Park
M¥E§]V¥¢3{10Luun;§ﬁ rs Wed 11 May 2011 11:30am-2pm (National Volunteers Week)
RSVP Wed 4/5/11
Craft Group Thurs 12 May 2011 10am-2pm The Niche - Passmore Room
MND Volunteers Meeting Thurs 12 May 2011 10:30-11:30am The Niche - Passmore Room
M Apache Energy MND Prepare to Care Fri 20 May 2011 10am-2pm The Niche - Boardroom
a Back care for carers of people with MND
y Carers Lunch Tues 24 May 2011 11:30am-1pm The Niche - Passmore Room
Apache Energy MND Prepare to
Care transferring and moving techniques Fri 27 May 2011 10am-2pm The Niche — Boardroom
for carers
14 Pumice Crt, Forrestfield
Past Carers Group Thurs 26 May 2011 2pm RSVP attendance by 25 May to
Lesley Williams on (08) 9453 2002
Foundation Day Public Holiday 2011 MND Office will be closed Monday 6 June
Thurs 9 .
Craft Group June 2011 10am-2pm The Niche - Passmore Room
MND Volunteers Meeting Thurs 9 June 2011 10:30-11:30am The Niche - Passmore Room
Apache Energy MND Prepare to Care
J Speech, communication and assistive Fri 10 June 2011 10am-2pm The Niche - Boardroom
u technology
n Global Day Tues 21 June 2011 12pm Carilley Estate Vineyard
e
ARG (ST LN PIEPENE 8 CEE Fri 24 June 2011 10am-2pm The Niche - Boardroom
Care for the carer
Carers Lunch Tues 28 June 2011 11:30am-1pm The Niche - Passmore Room
11 Masefield Ave, North Lake
Past Carers Group Thurs 30 June 2011 2pm RSVP attendance by 29 June to
Heather Joppek on (08) 9314 3863
Apache Energy MND Prepare to Care
Hoist care, pressure care and adapting the Fri 8 July 2011 10am-2pm The Niche - Boardroom
home
Craft Group Thurs 14 July 2011 10am-2pm The Niche - Passmore Room
J MND Volunteers Meeting Thurs 14 July 2011 10:30-11:30am The Niche - Passmore Room
u Apache Energy Prepare to Care . }
| VPAP, swallowing and nutrition Fri 22 July 2011 10am-2pm Conference Room
y Pamper Day Sat 23 July 2011 11:30am-3pm The Niche- Conference Room
Carers Christmas in July Lunch Tues 26 July 2011 TBA TBA
14 Blencowe St, West Leederville
Past Carers Group Thurs 28 July 2011 4pm RSVP attendance by 27 July to Rosa
Lenzo on (08) 9381 7028

ifty's May highlights...
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It was fabulous to see so many of you at the
Walk to d’Feet MND on Sunday. It's always a
real privilege for us to meet your extended

everyone to help you if the book is kept up to
date, and if you can remember to take it to
each of your appointments. The spare plastic

Tips and tricks

A loop of ribbon or tape sewn to the inside

family and friendship groups, and to
recognise the wonderful support networks
which surround you. It was a glorious
morning of sunshine, music and smiling
faces.

The Blue Book
Are you using your Blue Book?

Many of you will have the involvement of
many different kinds of professionals each
making many different appointments with
you. It can become confusing to remember
who you are due to see when. The pages of

sleeves are a great place to store medical
reports, letters and medication lists.

If you've misplaced the book, ask your Care
Advisor for another.

In Case of Emergencies (ICE)

Enter the acronym “ICE” into your mobile
phone address book and list the name of the
person you'd like to have contacted in case
of an emergency. The ICE contact can be a
family member or close friend, or anyone

you'd like to nominate. This gives health care

and emergency workers rapid access to

of a waistband makes it easier to lift or
lower a pair if trousers when your grip is
not so good, or you are using one hand.

A circular key ring can be attached to the
hole in a zipper tab allowing an easier grip
to grasp the ring and close the zipper.

Sticky zippers will slide more easily if
rubbed with lead from a lead pencil.

Buttons can be fastened to button holes
for appearance, whilst Velcro patches are
placed on the back.

the Blue Book are intended to do two things.
Firstly they're intended to help you keep
track of who everyone is and how they can
be contacted in case you need to make
changes to your appointments. Secondly,
they're intended to save you having to repeat
the same information over and over again,
particularly tiring if you have communication
problems.

Every professional you're in contact with will
want to know which other professionals are
involved in your care, so it really helps

resources.

essential information if needed.

Another Emergency initiative is the
“Emergency Care Kit” for Carers. This is a kit
and small wallet sized card which gives
peace of mind for Carers if they were
suddenly taken ill or involved in an accident.
The card alerts health workers that the
person is a carer and that the person they
care for will need some assistance too.
Again, ask your Care Advisor for these

If one side of the body is weaker, it takes
less effort to dress this side first. For
example, put the weaker arm into the shirt
first, the stronger arm next. Whenever
possible, sit to dress so you can rest as
needed.

If you have any other helpful tips, please
share them with your Care Advisor so that
they may share them with others who might
also benefit from them.

Cherylyn Vickery
MND Care Advisor

Jude Humphreys
New MNDAWA Care Advisor

Thank you to the members of
MNDAWA, fellow staff, volunteers,
board members and the allied
health professionals | work closely
with for welcoming me to the
Association. It has been 2 months
since | officially walked into
Samantha Whittle's shoes. | was
fortunate to work with Sam before she moved on to her Social Work
career at Shenton Park the time with Sam was invaluable.

My working life had always involved working closely with people
except for a very short stint of 3 horrible months working in a pod!
not to be confused with the movie Cocoon, a pod is a group of
computer operators in an in-bound call centre. That experience
catapulted me back to school at the tender age of 40. | studied and
achieved a degree in Exercise Science which lead to start my own
successful business in health, fithess and wellbeing that took me on

a journey from New Zealand , my birthplace, to The Golden Door
Health Retreat in Queensland which was an epoch in my life. The
following 4 years | travelled extensively around Queensland along
the way my employment included a live-in carer for a gentleman
with in-complete quadriplegia, a companion for a four year old boy
on a cattle property to completing 12hr 6 days a week stint in the
balmy tropical season of a fruit packing shed.

| moved to Perth in 2006 and became an aviation security officer at
Perth Domestic Airport, security is a serious business, subsequently
after 2 years | needed more humility in my life and became involved
in the lives of people with cerebral palsy as a residential care worker
and obtained a degree in disability work, until | saw a job
advertisement for a care advisor with MNDAWA that stated “walk
beside” those words jumped out at me and drew me in, an interview
followed, | questioned and determined the values of the Association.
My efforts were rewarded and | am now a grateful care advisor of
MNDAWA. That's small window of introduction to me, | look forward
to meeting and talking to and walking beside you at some time along
the way.

Jude Humphreys

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
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that talk.

Association grew stronger.

Cheryl Coates

Cheryl Coates is a joyful and dynamic MNDAWA volunteer who has dedicated her time to
fundraising - a particularly challenging aspect of volunteering. At the laughter workshop held earlier
this year, Cheryl was asked to speak about volunteering for MNDAWA. Cheryl’s story is taken from

Cheryl became involved with MNDAWA because of her husband Kerry who died from MND in 2007.
After Kerry died she felt an emptiness in her life so decided to fill the void a bit by volunteering for
MNDAWA. She was heavily involved with Kerros Crusade in 2007 - a fundraiser that saw a number
of people walk from Albany to Fremantle. The group raised around $450,000 in two weeks. Cheryl
helped out by making sandwiches for the walkers, being a street appeal collector and working at
water and drink stations. After helping out, meeting new groups of people and having a great time
while supporting a cause close to her heart, Cheryl’'s dedication towards MND and the our WA

Since 2008 Cheryl has been putting out Change 4 Change tins at local TABs, football clubs and delis
and even at her own home. In 2009 she became a member of the board and is a regular volunteer in the office and at many other
MNDAWA fundraisers. Her passion for the cause is shared by her grandkids who also help out by shaking tins for MND at the East
Fremantle footy club. Cheryl’s words of advice are that “It (fundraising) doesn’t have to be a big thing because every little thing helps
and getting involved has filled in that bit of emptiness in my life.”

Global MND Day Lunch

Tuesday June 21 2011
12pm
Carilley Estate Winery in the Swan Valley

Global Day is the day on which people living with MND around
the world come together in a show of unity and support for
each other, and to increase awareness of the disease. June 21
is a solstice - a turning point - and each year the international
MND community undertakes a range of activities to express its
hope that this day will be another turning point in the search for
cause, treatment and cure of this awful disease.

Thanks to Stephen Brown'’s initiative several years ago and the
support of the Eleanor Mounsher Fund we invite patients and
their partners/care, and individual past carers to this special
lunch at no cost. Family and friends are also welcome to attend
at a cost of $65pp.

RSVP: 14 June 2011 - please indicate freebies and payees.
Limited seats available! Venue is wheelchair friendly.

Contact the MND Office on (08) 9346 7355 or via email at
admin@mndawa.asn.au for more information or to reserve a
place.

g Carilley Estate Vineyard Restaurant

e Lot 23 Hyem Road
CAR]((CQ Herne Hill WA 6056

ESTATE

Thinking of modifying your bathroom and not sure
how to go about it?
Mike Grigg is a registered builder and a past carer who will come to your

home and provide free advice regarding home modification for people
affected by MND. Ring Mike on 0438293030.
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Friday 6 May 2011 was the annual street appeal for MNDAWA and this year we had
a record number of volunteers in the streets and the shopping centres of Perth to
raise awareness and funds for MND.

Blue Cornflower Day Street Appeal

2011 marks more than 20 years of street collections and the 10" year that Lois and
Graham Peck, have been coordinating the CBD street appeal. Well done to this
amazing couple. Thank you to everyone involved who helped to make the street
appeals such a success over the years.

Up until now the street appeal has been held in December and limited to the streets
in the centre of the Perth. This year we aligned our appeal with Blue Cornflower day
and extended our fundraising efforts to include tables at four shopping centres. A
band of volunteers was required to make this a reality. Volunteers set up tables,
distributed information, shook tins and sold merchandise. They shared the load and
took on the tasks that helped to raise awareness of MND and funds for MNDAWA. It
was a great day and a fantastic event to be a part of. Thank you to everyone
involved.

Cindy Evans
Education & Development Advisor

Apache Energy Prepare to Care

The MND Prepare to care workshops will begin on May 20 2011. Thanks to the support of Apache Energy this course is being offered at no
cost.

These workshops are designed to benefit carers of people with MND. Participants will get the opportunity to meet and talk to professionals
involved in MND care in the Perth metropolitan region, learn some helpful strategies, and be able to discuss issues and ask questions
about a variety of topics.

The information presented will be tailored to the individual, and presented by professionals who are very experienced in MND care. MND
specific care issues covered in these workshops include caring for your back, lifting techniques, relaxation and communication. Social and
professional networking at an early stage and learning how to care for the carer are aspects of the course that will be reinforced in each
workshop. If you would like to be involved there are still spaces available so contact the association or your care advisor for more
information.

If distance or timing is an issue do not hesitate to contact Cindy Evans (Education and Development
Advisor) on 08 9346 7355 to discuss organising alternative educational opportunities. Our aim is to
support you in the most appropriate way possible so do not hesitate to let us know how we can help.

If you are interested please contact your Care Advisor for more information.

Date Session Content Presenters

Dena Stafford - Occupational Therapist

Friday 20 May 2011 Back Care for Carers of people with MND (Independent Living Centre of WA)

Dena Stafford - Occupational Therapist

Friday 27 May 2011 Moving and transferring techniques for carers (Independent Living Centre of WA)

Manny Manolios - Rehab Engineer

Friday 10 June 2011 | Speech, communication and assistive technology Libby Sinclair - Speech Pathologist

Karen Brown - Past MND carer

Friday 24 June 2011 | Care for the Carer Cate Litjen - MS society
Carers WA
. Pressure care, equipment for independence, modifying Milli Banks - Strategic Mode,
Friday 8 July 2011 the home ILC OT
Swallowing, nutrition Barbara Stubber - Respiratory nurse
Friday 22 July 2011 Christine McGuire - RPH Sleep clinic, Gemma

Pattinson Speech pathology, Dietician

VPAP, PEG Karlene Jordan NCCCP

Friday 5 August 2011 | Exploring the journey of becoming a carer Judy Griffiths - psychotherapist
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N/ Rare Diseases symposium

%ﬁ] \ AWAKENING AUSTRALIA TO RARE DISEASES: j
< Global perspectives on establishing a coordinated approach to a national plan Vanita Lovett

General Donations

On the 18-20 April 2011 a Rare Diseases symposium was held in Fremantle. It was the first
phase of designing a National Policy for Rare Diseases in Australia and | was fortunate to
attend the first day.

Everyone was equally represented. Attendance and participation ranged from people who
suffered a rare disease, family members who provided care for loved ones, health
professionals, disability and social service providers, patient support organisations, patient
advocates, researchers, biotechnology and pharmaceutical industry representatives and
government policy makers.

Currently New Zealand, USA and Europe have been successful in creating a national
government policy. These countries were represented by guest speakers who shared their
founding plans thus providing a framework. The presentations gave all participants guidance
for the collaborative workshop discussions to apply the issues presented to further develop a
national plan for Australia. Such a plan reflects a commitment to improve the welfare and
wellbeing of all Australian people affected by rare diseases and their families, through better
knowledge, research, treatment, care, information, education and awareness of rare
diseases.

The number of patients with each rare disease is very small, but collectively rare diseases
affect between 6-8% of the Australian population. Similarly, rare diseases do not know
country boundaries and consequently, they are best studied through global collaborations.

Patient support and advocacy groups are effectively driving policy development in many
countries, changing the way we view rare diseases and understand their impact on our
community and health support services.

Many of us are frustrated at the pitfalls of living with state by state legislation, for governance
of a rare disease. A debilitating disease such as MND does not comply with legislations nor
does it care if it is in West Australia, Queensland, New South Wales, Victoria or Northern
Territory, it will, strike randomly. The necessity for all peoples affected by a rare disease is to
have timely access to clear and concise information provided by all health, medical, financial
and support services. Currently the labyrinth of barriers brought about by policies and
procedures of segregated services appear insurmountable, so we can but trust the Rare
Disease Symposium is the beginning of a transparent and holistic solution. | was privileged to
be a part of it thanks to the support of the MND Association.

Jude Humphreys
MND Care Advisor

mnd%x
cowre

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.

For information on MND care, symptom management and support please visit
www.mndcare.net.au
;\
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Social MNDAWA

My wife, Dot and | recently moved to Perth from the UK. If you would like to meet and chat with

other MND members or just stay in touch online, please contact Arthur Howell.
Email arthurhowell@logmaker.co.uk or Text/ phone 0420480630

Rick Cullen
Kevin Jackdevsingh-Doobree
Hetty Engelbarts
M Berg
Lions Club of Ballajura
Rhonda Burgess
Wembley SUPA IGA

Cornflower Boxes

Alanda Cafe

Fundraising Donations
Vanita Lovett

City of Perth Staff Social Club

Fremantle Public Golf Course
Paul Kovich
Atom Supply

In Loving Memory of
- Kerry Spence
- Elizabeth Helen Johnson

- Terry Grigg
- Craig Boyle
- Carl Rechichi
- John & Par d’Adhemar

- Christian & Michelle
Kenneth
- Ron & Jill Smart

- 1st Wembley Downs Scouts
-R P & G J Jenkins
- Croma Coatings

- Sacha Payne

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. /
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MOBILITY SOLUTIONS

If you no longer wish to receive MNDAWA Newsletters or if you would prefer your newsletter by email, please contact us via phone (08) 9346 7355 or
email admin@mndawa.asn.au Thank you for helping us conserve our resources.




