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Executive Officer's Update

There always seems to be some
cosmic force that speeds up the pace
of life leading up to Christmas. And it
is happening again this year, even
earlier than previous years. It is only
October and already the pace is
hectic in the office as we prepare for a
variety of events that we are
organising for our readers and

$%& " members in the next two months.

& ( The Annual General Meeting took

*

) place on Saturday 9 October 2010,
and we have held the newsletter over in order to provide you with
the outcome of elections of the Board and the annual
presentations. These are reported later in the newsletter.

Looking back on September, it was also very busy with some
exciting activities in developing our care service and raising
awareness for MND.

Relaunch of MND bus in Mandurah

The refitted Maree
Finlay Community
Bus was
rededicated at the
new People Who
Care premises in
Mandurah. A
Lotterywest grant
allowed wus to
modify the bus to
take wheelchairs.
At a short
ceremony Dean Finlay reflected on his family’s need for transport
for his wife, Maree, who had to travel from Mandurah to Perth for
medical appointments, and there was little available that was
accessible and economical. Tanya Beechey, representing Alcoa,
reminded us of the generosity of Alcoa in providing the initial
funding to start the fundraising for the bus. People Who Care
staff, Julie and David, reported on the management and
operations of the bus service to MND people and others in the
Mandurah community. Everyone present acknowledged the
great community effort, lead by Peter Wyllie and his team at
Halls Head Cricket Club, to raise the funds and make the project
a reality in less than three years. | was pleased to be able to
acknowledge all the generous sponsors and supporters who
contributed to the project. The next Halls Head Cricket Match to
continue the fund and awareness raising for MND will be held on
Friday 14 January 2011.

Emotional Support Program

As you will be aware from previous newsletters, Diana Menzie
has become our Special Care Advisor to provide additional

support for our patients and carers, especially emotional support.
During September Diana and | hosted a meeting of interested
therapists (Counsellors, Psycho-therapists). We were humbled
by the excellent support and encouragement from the
professionals who attended our last information session. The ES
Program will develop a register of emotional support
professionals who have special skills and experience to help our
patients and carers deal with the sort of issues that face people
living with MND.
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Music on the Farm

For something different, on Sunday
26 September, | travelled to
Northam to experience Music on the
Farm. One farmer has created an
amphitheatre on his farm and set it
up for open air concerts. Although it
was hot and dusty, the setting was
wonderful, a stage designed to
resemble an old shearing shed set
against the back drop of eucalypts,
with the wheat crop behind us. Truly
another world — and a tough one for
the farmers as they wait for the
elusive rains. However, the atmosphere was electric with the
music of the local country musicians, mostly from the Byfield
family with friends, who seemed to know the music the audience
liked. There was much toe tapping, with hip and shoulder
shaking keeping time with well known and popular tunes. At one
interval, to the skirl of pipes, Richard Prince walked out of the
bush to re-enact the completion of his Bibbulmun and Kep
Tracks walk. Again Richard was raising funds and awareness for
MND, with his wife Roma and their friends. More than 200
people attended the concert to generously support the two
causes that are the
beneficiaries of this year’s
Music on the Farm — MND
and Avon Hospice. Our
thanks go to the organisers of
the concert and to Richard
and his team for their
wonderful support of our
cause — MND.

Hope & Remembrance Candles

This year our Hope &
Remembrance twilight
ceremony was held at
Point Walter on the
high ground
overlooking the Swan
River with a panoramic

Continued on page 7
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Helping People Living with Motor
Neurone Disease to
Live Better for Longer

www.mndcare.net.au is a new ‘one-
stop shop’ website about motor
neurone disease for primary, allied,
palliative, aged, disability and
community care professionals.

MNDcare provides access to latest
evidence based and best practice
MND symptom management and

support information. The website
includes state specific referral
pathways to assist in identifying

providers and services to meet the
identified needs of patients with
MND. This website is an initiative of
MND Australia and funded by the
Australian Government Department
of Health and Ageing.
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MND October to December 2010 Diary

Date Event Time Venue
October
S%lértgz)érzs Pamper Day * Please note the October Pamper Day has been cancelled*
Tuesday 26 . .
October Carers Lunch 11:30am — 1pm The Niche — Volunteers room
Thursday 28 . The Niche — Conference room
October DNA Bank 10am — 12:30pm *refer to page 8 for information about the day
Thursday 28 Recently Diagnosed . . .
October Seminar 1:30pm — 3:30pm The Niche — Conference room
20 Scouler Way, Bateman
Thg::stggzrzs Past Carers Group BBQ 4pm RSVP attendance to Cheryl Coates
on (08) 9310 1757 by 23 October
November
Thursday 4 .
November Craft Group 10am — 2pm The Niche — Conference room
6pm opening night
Friday 5 - 11 Art f;ll?1|(l1J %ﬁgtg IL:Z hic 5 November, then Carilley Estate Vineyard Restaurant
November Exhibitio% P 10:30am — 5pm y y
Sat, Sun, Mon & Thurs
. . Sir James Mitchell Park
Sunday 21 Family Christmas .
November Sausage Sizzle 11lam - 3pm Clydesdale Park - South Perth Douglas Avenue, just
off Coode Street
Tuesday 23 . .
November Carers Lunch 11:30am — 1pm The Niche — Volunteers room
479A Lebnard Street, Dianella
T,Zg:/idn?z:ﬁ Past Carers Group 4pm RSVP your attendance to Sheila Nicholson
on (08) 9275 0708 by 24 November
December
Wednesday 1 . .
December Christmas Cocktails 6 — 8pm Mount Lawley Golf Club
Thursday 2 .
December Craft Group 10am — 2pm The Niche
Friday 10 . .
December Street Appeal 7am onwards Perth Station and surrounding streets
Tuesday 14 .
December Carers Christmas Lunch TBA TBA

Nifty's October highlights...
.* Tuesday 26 October 2010

Recently Diagnosed Seminar

Thursday 28 October 2010
1:30pm — 3:30pm
The Niche Conference room

11:30am - 1pm
The Niche - Volunteers room

An information afternoon for people who have been recently
diagnosed with MND.

Speakers will include Dr Robert Edis (Shenton Park MND

clinic Neurologist), Dr Sue Colyer (MNDAWA Executive

Thursday 28 October 2010 Officer), Samantha Whittle (Care Advisor) and Cindy Evans

4pm (Service Support Advisor).
20 Scouler Way There is no charge to attend this information session but
Bateman WA 6150 bookings are essential. Please RSVP your attendance by

Monday 25 October 2010.

Ph: (08) 9346 7355
Email: admin@mndawa.asn.au

Call Cheryl Coates on
(08) 9310 1757 by 23 October
to RSVP your attendance.




Care Advisor's Report October 2010

Summer and Thermoregulatory
Dysfunction

Summer has come early to Perth and
we now need to be aware of the
change in temperature, and the need to
keep our bodies hydrated at optimum
levels. | believe that the long-term
outlook is for a particularly long dry
summer — so be alert, be healthy and
do not become dehydrated as this can
bring its own set of problems for MND
patients. Remember to keep your body
temperatures regulated by staying cool
when need be and ensuring that you
are warm, as the thermoregulatory
centre that assists in converting body
temperatures is unable to do this
effectively.

There are several options open to
members to apply for assistance. This
can be in either, helping to cover the
cost of energy needed for electrical
power use, or applying for a grant that
can be obtained for equipment though
the Lottery West Supported Disability
Equipment Grant system to assist in
maintaining a comfortable living or
sleeping area, thus supporting the
quality life we all enjoy.

Below | have outlined three different
schemes that you may like to consider:

Thermoregulatory Dysfunction Energy
Subsidy Scheme

In Western Australia, around 1,500
people suffer from a chronic medical
condition. Their condition causes the
thermoregulatory function to be
compromised and presents a
complication where the body is unable
to control its own core temperature and
struggles with extreme changes in
either hot or cold weather.

Without outside intervention, this can
create an unpleasant environment for a
person with Motor Neurone Disease.
The result can be physically damaging
and may cause either hypothermia or a
heat stroke if left unchecked. Our aim is
to ensure that our members are
receiving assistance to promote quality
and comfort in their homes.

This highlights the importance for
planning before attending a functions or
outings over the Christmas period by
ensuring you hydrate well beforehand,
take fluids with you and ensure you
have plenty of light cover or shade to
cover up. For comfort at home, the
thermoregulatory dysfunction energy

subsidy scheme can be accessed by
individuals with limited mobility or
paralysis, including Motor Neurone
Disease. The best way to overcome
these problems is with air conditioning
or heating. The level of rebate available
is calculated on a Seniors Air
Conditioning Rebate.

The eligible person must have her or
his treating Physician sign the
application form which can be
downloaded from the web site or
obtained though a Care Advisor.

Air _Condition Rebate -
Government Rebate Scheme

state

The state, though Synergy and Horizon
Power, can provide a rebate for
Seniors and Veteran Affairs
cardholders who also hold a Centrelink
concession card. It is a requirement
that your information must to be up to
date.

Once you have applied and been
accepted you do not need to reapply
each year as the payments start at the
time of application. This application can
be downloaded from their web site
www.energy.wa.gov.wa (Energy in WA)

Independent living Centre Disability
Equipment Grant (Lotterywest
Supported)

Lotterywest provides access grants for
Western Australians with a permanent
disability to purchase equipment to
improve the quality of life.

A variety of equipment can be
accessed from this scheme, an air
conditioner is one of these. With the
weather, starting to heat up it is time to
start thinking about keeping cool. Each
application can take up to six weeks to
be accepted and for the commercial
provider to install. So if this is
something that you feel would be of
value to you, speak to your Care
Advisor soon.

A grant is available for up to $1,500. An
application form can be downloaded
from www.ilc.com.au and follow the
links. Ask your Care Advisor for more
information about the application form
and process.

Life Support Equipment Energy
Subsidiary (Dept of Treasury and

Finance)

A support program assists those who
are reliant on support equipment in the

4

home at all times. At this time of year
energy accounts start to sky rock so |
thought | would bring to your attention
the Life Support Equipment Energy
subsidy as you may be entitled to this
rebate and review the amount you can
receive.

Life support equipment covers
equipment such as ventilators (VPAPS
or BIPAP), oxygen concentrators
(Standard and High Capacity), feeding
pumps and suction pumps. This
equipment needs to be home based
and prescribed by the appropriate
specialist or medical practitioner.

The applicant can either be the patient,
primary carer or guardian. The
applicants must fulfil the criteria on the
form. The application form is available
to download from www.osv.wa.gov.au
or from your Care Advisor.

If you have any queries or question on
obtaining subsidiaries or support from
within the community just ask your
Care Advisor on their next visit or ring
the office on (08) 9346 07355 and we
will endeavour to assist.

Dates to Remember

The Carers Lunch will be on the
Tuesday 26 October and will start at
11:30am. This month's speaker is
Barbara Stubber from the Respiratory
Clinic at Sir Charles Gairdner Hospital.
Barbara is the Home Link Nurse and
brings a vast amount of experience in
assisting with the non-invasive
ventilation equipment. Barbara
provides valuable information and a link
between you and the Respiratory/sleep
Clinic at SCGH where you would go for
your important respiratory
assessments, reviews and sleep
assessments. Therefore, this session
should be of interest to you and any
guestions or queries are welcomed.

Bye for now, but remember we are at
the other end of the phone and we are
here for assistance to our members in
any way possible. The lovely girls in the
office are very happy to take messages
and ensure we receive them so we can
attend to any queries. So take care and
you will be hearing from us again soon
or we will come out for a coffee at your
place.

Rose Gibbins
Care Advisor
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In Australia, one in every 15,000 people are affected by motor neurone
disease. However, the cause of most cases of MND is unknown; only
approximately 10% of all cases are inherited with certainty.

Several specific genes, such as TDP-43, FUS and SOD1, have now been
firmly linked to the inherited disease; even so, a proportion of inherited or
‘familial’ cases of MND are still not linked to a particular gene. Although
research has not identified clear causative agents for the remaining
approximately 90% of sporadic MND, the scientific community are beginning
to unravel some of the molecular events that occur during MND.

Of particular interest is research that has shown that in MND patients motor
neurones are not lost gradually over one’s lifetime, but are lost in a sudden
cascade of events. Therefore, it is likely that environmental factors play a
role in triggering disease onset. This is consistent with increased incidences
of MND among various populations such as in Gulf War Veterans and
professional football (soccer) players in Italy. Generally speaking though,
although MND affects slightly more males than females, there is no
difference in prevalence based on ethnicity or other demographic variable
apart from age.

Recently, there have been a number of studies examining the epidemiology
of MND. In this report we will look at these and some of the other MND

1 MNDRIA International Research Update

Dr Justin Yerbury

Bill Gole Postdoctoral MND Research Fellow

What is epidemiology?

The word epidemiology originates from the
Greek words epi, demos and logos, meaning
among, people and study. This translates to the
study of what is among or happening to people.

Epidemiological studies are designed to reveal
relationships between disease and exposure of
people to things such as alcohol or smoking,
biological agents, chemicals, or other kind of
stress. Therefore epidemiology is the study of
the distribution of disease frequency in human
populations.

When studying the distribution of the disease
one must consider such questions as “who is
getting disease within a population”, and “where
and when is the disease occurring”. This
knowledge will not only describe patterns of
disease but will uncover possible causal
relationships or preventive factors.

research going on all around the world.

Head trauma associated with development of motor ne  urone

disease

It has long been suspected that complex interactions between
genetic and environmental risk factors bring about MND. Most
commonly, a history of trauma to the brain and/or spinal cord, and
strenuous physical activity have been thought of as possible
triggers of MND onset. Only last month, researchers in Greece
have even suggested that cocaine abuse can trigger the
development of young-onset MND.

Coincidently, repetitive head injury is associated with the
development of a condition known as chronic traumatic
encephalopathy (CTE). Researchers
from Boston examined cases of CTE
and found an association with TDP-43
accumulation (also known to be
associated with MND). Of interest was
the fact that three athletes with CTE
also developed a progressive motor
neurone disease. This link between
TDP-43 and the patients that went on
to develop a motor neurone disease is
the first pathological evidence that
repetitive head injury experienced in
contact sports might be associated with
the development of a motor neurone disease.

Oxygen deprivation a risk factor for MND?

Continuing on with the theme of strenuous physical activity and
MND, a research group in Rome, Italy wondered if a person’s
place of employment was related to MND. Recently, researchers
from Michigan, USA have suggested that exposure to metals
such as lead or mercury was not by itself a risk factor for MND.
However, it has been hypothesised that deprivation of oxygen
may be associated with MND. It is known that fluctuations in
oxygen levels in blood or tissues is normal. For example, during
strenuous physical exercise, blood oxygen levels are decreased,

but can lead to a state in which the body is deprived of adequate
oxygen supply. This is known as hypoxia. The researchers
studied almost 15,000 cases of MND and almost 60,000
deceased from other selected causes of death. The risk
associated with physical activity and occupations leading to
intermittent hypoxia, such as fire fighters and professional
athletes, were analysed. The researchers found that in the
population studied, physical activity in general did not increase
risk of MND. However, risk associated with occupation as a
professional athlete was elevated and fire fighters showed a
significant two-fold increase in MND risk. The authors conclude
that occupations that are exposed to environments which produce
oxygen deprivation or hypoxia might be a risk factor for MND.

. »/
signal from the brain to the muscle is to h
have one cell take the message a really

long distance. Motor neurones take this message from the brain
to the spinal cord (upper motor neurones), at which time they
pass the signal to another motor neurone that takes the message
to the muscle (lower motor neurones). The connection between
neurones is called a synapse, and acts just like an extension lead
plug. There has been ongoing debate as to whether the upper or
lower motor neurones are the root of dysfunction in MND.
Regardless, the end result is that the signal to the muscles is
unplugged and as a result movement cannot occur. Researchers
from Rome, ltaly have found that there are signs that the
connection or synapse between upper and lower motor neurones
is faulty. They provide evidence that there is a problem with the
upper motor neurones passing the signal on. The authors also
demonstrate that these events take place before the appearance
of motor symptoms. The next step would be to find a way to “plug
back in” to restart the signal flow.

Motor neurones unplugged

The distance between the brain and the
muscles they innervate is large enough to
fit hundreds of thousands of cells side by
side. However, the best way to get the

Continued on page 6



Continued from page 5
Evidence for interactions between TDP43 and FUS

It was recently found that mutations in two related proteins, TDP-
43 and FUS/TLS cause familial MND in a small number of
families. It has been proposed that these two proteins perform
similar functions, although this has not been proven. Researchers
from Wisconsin, USA have recently shown that TDP-43 and FUS
directly interact in cells. The significance of this TDP-43-FUS/
TLS interaction was established by showing that removing either
the TDP-43 or FUS gene resulted in downstream effects such as
lowering the concentration of messenger molecules (messenger
RNA). Messenger RNA is a “template” of the DNA that encodes a
particular gene which is used to build a string of amino acids
called a polypeptide or protein. Both TDP-43 and FUS/TLS
associated directly with messenger RNA in the test tube. The
findings imply that TDP-43 and FUS not only perform a similar
role in the cell but actually interact with one another. This has
implications for understanding what may be happening during
neurone death in MND.

Two wrongs don’t make a right

The relationship between TDP-43 and
MND are poorly understood, although TDP
-43 has been suggested to have a critical
role in disease pathogenesis. Researchers
from Philadelphia, USA have shown that
ataxin 2, a protein mutated in
spinocerebellar ataxia type 2, affects TDP-
43 toxicity in animal and cellular models. To assess the
involvement of ataxin-2 in MND, the researchers analysed the
gene sequence of the ataxin-2 gene in 915 MND patients. The
results showed that variations in ataxin-2 were significantly
associated with MND. These results establish ataxin-2 as a gene
that makes people susceptible to MND. The researchers also add
that the findings indicate that the interaction between TDP-43 and
ataxin-2 may be a promising target for therapeutic strategy in
MND.

o

New garbage man inside neurones?

It is well known that protein junk piles accumulate inside motor
neurones in people with MND. A research group working in Italy
has studied a protein called HspB8, found inside neurones, and
discovered that it can help in cleaning up the mess. Its job seems
to be to recognise these protein junk piles and recruit a
degradation system similar to a garbage disposal. The
researchers suggest if they can find a way to create more of this
HspB8 protein inside neurones it could potentially be used to
reduce the protein junk piles in MND patients.

MND Research Shorts

* Researchers in Canada have found that a drug called
Calpastatin can suppress mutant SOD1 toxicity to
neurones grown in the laboratory. This may be a promising
lead for future testing in mice and then, if successful,
humans.

e Scientists in Chicago, USA have created an internet
browser that can be controlled by the brain alone. The
MND patients that trialled the computer:brain interface
achieved 72% accuracy using the browser.

» Researchers in Baltimore, USA have come across a drug,
Olesoxime, which they think may have some benefits for
MND patients. So far it has shown promise in protecting
neurones in test tubes and in MND mouse models. They
have completed phase I trials, which means the drug is well
tolerated in humans. Phase |l trials, to test how well the
drug works, are in progress in Europe.

* Researchers in Massachusetts, USA have taken creatine
into clinical trials. It appears that creatine can cross the
blood-brain barrier, is increased in the brain and seems to
decrease the concentration of the neurotransmitter
glutamate. Reducing glutamate is important since it is
thought to be toxic to motor neurones in MND patients.

ia - the research arm of MND Australia

R\ i Motor Neurone Disease Research Institute of Austral
| | |nd ) ‘\ PO Box 990 GLADESVILLE NSW 1675 Ph: 02 8877 0990 Fax: 02 9816 2077
Restendk, lmititte of Avitbralia Email: info@mndresearch.asn.au Website: mndresearch.asn.au
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Continued from page 1

view to the city. Ken Booth led the ceremony and three past
carers read short verses to reflect the themes of loss, love,
remembrance and hope. Candles were lit and placed outside;
growing brighter as the sun set. Thirty-four people participated
this year, taking comfort and support from one another as
memories and stories were shared. The expressions on faces,
the tears, the friendship and the words of appreciation made the
ceremony worthwhile. Everyone was able to take home their
candle in its glass holder to keep as a memento of the occasion.
Special thanks to Ken and Bev Booth for their very special
contribution to the MNDAWA family.

Candles

Light a candle

Observe the flame.

Close your eyes, and still see the flame.
Watch as it slowly fades.

Look at the flame again.

Light another candle from the first.

Nothing is taken away from the first flame in the act of
giving life to another flame.

Let the two flames merge together.

Is there one flame or two?

With eyes closed see the image of the flame.

Cassettari, S. (1992). Pebbles on the road.
Passive fundraising

While some folks are very active in their fundraising for our
Association, other organisations are offering us the opportunity to
receive funds almost without raising a finger. We have listed
some of these in previous newsletters: Wembley IGA through its
community support card; Quality Printer Cartridges, who will
donate dollars from purchases of their cartridges, and Bluesky
Healthcare (who is now a regular sponsor of the newsletter), and
who is offering a donation to MND from sales in which MND is

mentioned. And now we have finalised an agreement with Cash
& Carry for MND members/readers to benefit from wholesale
prices and make a contribution to MNDAWA as a result. See the
back page for details of this newest initiative from one of our
supporters.

This newsletter brings you a range of information on research
with the latest update from the MND Research Institute of
Australia, advice and information from our Care Advisors, and a
profile of our newest staff member, Cindy Evans, Service
Support Advisor, who is responsible for developing our
information and education services, and supporting our
volunteers.

We would love to have some contributions from our readers —
interesting stories, holiday travelogues, some jokes perhaps,
recipes you like and want to share — especially any that are easy
to make and swallow, and what about some handy household or
caring tips!

Happy reading.

Sue Colyer
Executive Officer

This is my wish for you
(Author unknown)

Comfort on difficult days
Smiles when sadness intrudes
Rainbows to follow the clouds

Laughter to kiss your lips

Sunsets to warm your heart
Hugs when your spirits sag
Beauty for your eyes to see
Friendship to brighten your being
Faith so that you can believe
Confidence for when you doubt
Courage to know yourself
Patience to accept the truth
Love to complete your life.

My Background:

I am a sport scientist who has
specialised in conditioning and
independence training for people
with profound physical disabilities.
My education includes a Bachelors
and a Masters degree from the
University of Western Australia majoring in the acquisition of
motor skills, and the first two research rich years of a PhD
concerning training and conditioning for the wheelchair rugby
athlete at a university in New Zealand. | left before completing
my doctorate to help my dad rehabilitate from a stroke. | worked
for the Cerebral Palsy Society of NZ for 12 years, creating and
then managing an independent living centre before leaving in
2002 to study. Since leaving NZ 5 years ago | have been living in
Dunsborough near my family working for local government,
TAFE'’s and various aged care facilities as a disability consultant
and Exercise Physiologist.

My primary role with MNDAWA is one of information and
education as a presenter and organiser of informative seminars
and manager of our small but comprehensive library. | think
these past experiences and research knowledge are well suited
to the role as my three main areas of expertise have been
cerebral palsy — an upper motor neurone disorder, cervical spinal
cord injury — a lower motor neurone disorder, and muscular
dystrophy. In the next year we are planning a series of
informative seminars on hot topics of research and therapy, in
addition to collaborating with organisations such as the
Independent Living Centre in order to run some specific courses
for carers and allied health professionals.

My secondary role with the association is that of volunteer
coordinator. It is our aim to enhance the experiences of our
volunteers and to come up with a few more activities to not only
encourage new volunteers, but to keep the faithful motivated and
keen. | am already enjoying being a part of the MNDAWA team,
and look forward to being a part of their future.

Cindy Evans



Blue on Blue

Art and Photographic Exhibition

OPENING NIGHT
6pm
Friday 5 November 2010

Carilley Estate Vineyard Restaurant
Lot 23 Hyem Road, Herne Hill WA 6056
Ph (08) 9296 6190

Exhibition Dates and Times
10:30a.m =500 p.m
Saturday 6 November 2010
Sunday 7 November 2010
Monday 8 November 2010
Thursday 11 November 2010

Artwork from

Ann Land and Ka ren Brown

Like all great collaborations, chance plays a part, and through a mutual connection
Karen and Ann came together to share their artistic experiences and a synergy
developed. This synergy has resulted in this exhibition of mixed media abstract
images of the Western Australian landscape and waterscape.

Blue is the colour of MND, derived from the blue cornflower, the international symbol
of MND - fragile yet hardly. The artists selected blue works that convey their
techniques that, although in different media, are intriguingly compatible.

% Art works and Photographs for sale
% Auction of works
% Art Calendar for sale

mnds&

Western Awstralia

For further information, please contact MNDAWA
Phone: (08) 9346 7355 or Email: admin@mndawa.asn.au
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DNA Bank

Thursday 28 October 2010 - 10am to 12:30pm

You are invited to take part in research studies into Motor
Neurone Disease (MND) by donating samples to a DNA
Bank. The objective is to find the cause of MND so that
effective treatment or prevention of this disease can be
investigated. The samples will be made available to
researchers who have been granted ethics approval to
conduct studies into MND.

The Bank is overseen by A/Prof Roger Pamphlett in the
Faculty of Medicine, at the University of Sydney. The Bank is
funded by the National Health and Medical Research Council
of Australia.

STUDY PROCEDURES

If you agree to participate in the Bank, you will be asked to
sign a Participant Consent Form and undergo the following
procedures:

Blood sampling: Provide a 20mL blood sample to be taken
from a vein in your arm.

Hair sampling: Donate 10 hairs from your head, taken by
gentle pulling.

Cheek cell sampling: Donate cells from inside your cheeks
(“buccal cells”), taken by gently brushing with a swab.

Questionnaire: Complete a questionnaire about information
on your possible exposure to various environmental agents.
Can be completed at home and will take about 30 minutes.

Clinical details: For people with MND, your neurologist or
general practitioner will be asked for a copy of your clinical
summary.

RISKS

Blood collection involves some discomfort at the site from
which the blood is taken. There is also a risk of some minor
bruising at the site, which may last one to two days. There is
no risk of injury from the other procedures.

BENEFITS

While we intend that this database (and the research which
utilises it) furthers medical knowledge and may improve
treatment of MND in the future, it may not be of direct benefit
to you. You will not be individually given the results of any
tests performed on the DNA you have contributed. If you wish
to have a particular DNA test for your condition we can
suggest the appropriate genetics clinic.

COSTS

Participation in this study will not cost you anything, nor will
you be paid. To enable us to apply for research funding, you
will need to waive all rights to royalties on your DNA that may
arise from the research. You waive these rights by signing
the Participant Consent Form.

VOLUNTARY PARTICIPATION

Participation in this study is entirely voluntary. You do not
have to take part in it. If you do take part, you can withdraw
your DNA samples at any time without having to give a
reason. Whatever your decision, please be assured that it will
not affect your medical treatment or your relationship with the
staff who are caring for you.

CONFIDENTIALITY

All the information collected from you for the study will be
treated confidentially, and only the researchers named above
will have full access to it. When samples are given to other
researchers all identifying information about you is removed.
The study results may be presented at a conference or in a
scientific publication, but individual participants will not be
identifiable in such a presentation.

FURTHER INFORMATION

When you have read this information, the Manager of the
Bank, Ms Lorel Adams, will discuss it with you further and
answer any questions you may have. If you would like to
know more at any stage, please feel free to contact her on
(02) 9036 5456.

ETHICS APPROVAL

This study has been approved by the Ethics Review
Committee (RPAH Zone) of the Sydney South West Area
Health Service. Any person with concerns or complaints
about the conduct of this study should contact the Secretary
on (02) 9515 6766 and quote protocol number X07-0298
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Your Will can be a convenient vehicle for making a charitable gift of lasting value to the people and causes you hold

dear. By making a bequest to MNDAWA you will help ensure our efforts in making a difference to the lives of people living with MND

continue into the future.

For information about bequest donations to MNDAWA, please contact the office on (08) 9346 7355 or admin@mndawa.asn.au

If you wish to make a donation to support the work
fax it to the Association (address details are on p

age 2).

of the MND Association of Western Australia, please

All donations over $2 are tax deductible.

complete this form and post or

Name:

Address:

Post-code:

Phone:
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MasterCard VISA Cash/Cheque/Money Order
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Card expiry date: /
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Stopping or stopped work

because of a disability?

There are many issues faced by people with a disability:

* When and how do | stop work?

« How do | keep my job if | can’t do what | used to?
* What do | do if I can’t work anymore?

« How am | going to pay the bills?
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It's very important for people with a disability to be aware of their rights at work. Where work is no longer
possible, superannuation or insurance benefits can remove some of the financial burden.

Employment & disclosure — who should I tell?

Generally, you don't have to tell your employer about your
condition unless it's relevant to the job or an occupational health
and safety risk. It's important to assess what the reaction of your
employer will be and to seek advice on this. In many cases
telling your employer is a positive move - it may help explain any
problems you are having at work and may result in changes to
help you continue to work productively. If you don’t get a job or
insurance cover because of your disability, you may have a
discrimination claim.

Employers must take reasonable steps to accommodate their
employees’ disabilities, including changing your work
environment, allowing time off for medical treatment, changing
work duties in some circumstances and allowing you to work part
-time. If your employer won't help, you may have a legal claim
under anti-discrimination workplace relations laws.

If you think you will be stopping work, you might be eligible for
employment termination payments. The amount you get paid
may depend on why you leave work and whether it's voluntary or
not.

Whether you are stopping work or starting work, get advice.

Superannuation & insurance disability benefits

Most superannuation policies include extra benefits for disability
(sometimes known as Total and Permanent Disability (TPD) and
Total and Temporary Disability (TTD) benefits).

A TPD benefit pays a lump sum if you can’t do your usual job or
any suitable work long term. A TTD benefit pays monthly
payments if you can’t do your usual job for now.

For TPD, you don'’t have to be unfit for all work to be eligible. For
example, if you've only ever done manual work, it won't matter if
the doctors say you could do office work.

You may also have income protection or other insurance lump
sums through your work or privately.

Your injury or illness does not have to be work-related. For
example, a heart attack, Chronic Fatigue Syndrome, Cancer,
Multiple Sclerosis, Stroke, mental illness or an injury suffered at
home, on the road or outside work can be used for your disability
claim.

Centrelink Disability benefits and Veteran's Total and Permanent
Incapacity (TPI) pensions may not be affected by making a
claim.

Disability claims can be complicated and take a long time, but it's
important that you find out about your rights. There are also strict
time limits for appeals to the courts and ombudsman schemes.

Death & Terminal lliness (TI) benefits

Superannuation death benefits are usually lump sums or
pensions paid to dependents or interdependents of a deceased
fund member. Terminal illness claims are usually the payment of
a death benefit if you are diagnosed as having less than 12
months to live.

There are many important things to be aware of when
considering these benefits. For example, the person you
nominate as beneficiary is not necessarily going to receive the
benefits. In the event where a partner of the deceased makes an
application to the trustee of the super fund for the benefit, the
trustee will try to contact all known dependents informing them of
their right to claim. The trustee will then decide who gets the
benefits between these dependents.

Some superannuation death benefit claims are complicated and
can be stressful at a very sensitive time. Strict time limits can
also apply.
Checklist

If any of the following applies to you, please call 1800 196 050 to
speak to a superannuation, insurance and employment law
expert to find out your rights and entitiements:

« If you have already stopped work because of a disability;
« If you are thinking of stopping work because of a disability;

« If you want to change your work hours or duties because of
a disability;

« If you are worried your employer might sack you;

« If you have been offered or might be offered a redundancy;
or

« If you are thinking of returning to work.

Please get advice about your employment, superannuation and
insurance rights before you do anything.

This is a free national advice service offered
by Maurice Blackburn.

Freecall 1800 196 050

help@mauriceblackburn.com.au
www.mauriceblackburn.com.au
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KIA CARNIVAL
LS 2005
FAMILY WAGON

- $32,5000n0

- 4 speed Auto
- 34,000kms

- Registration until 02/11

- Wheelchair accessible with full service history
- Black with grey trim and tinted windows

- Air Condition, ABS braking and Rear camera

CHRISTMAS FAMILY PICNIC GET TOGETHER

Sausage Sizzle with Santa, his elves and fairies
Clydesdale Park, South Perth Foreshore

COME AND JOIN US FOR A GREAT DAY OF FUN AND LAUGHTER

When: Sunday 21 November 2010
Time: 1l1am to 3pm
Where: Sir James Mitchell Park - Clydesdale Panklis®erth

Phone Don: (08) 9359 4104 or 0421 343 663 (Turn off Millpoint Road at Coode Street lights)

Disabled toilets available, gates will be open

FOR SALE For vehicles to drop off partygoers.

Scooter
- Very good condition, just as new.
- Only used three times.

- Scooter can be collapsed into three parts and
stored in the car - Great for travelling.

- Comes with storage basket as well as under
seat storage tray.

- $2000 or nearest offer

$3 per person or $10 for a family of four
There will be plenty to eat, BYO drinks — Alcoholig/ou wish.
Please BYO chairs and picnic rugs

DAY RAFFLE WITH PRIZES
FUN WITH THE ELVES AND FAIRIES
SANTA WILL ATTEND
(all the way from the North Pole — just for us!)

If you have any queries please phone Lois on (@89%076

Please call Verity (Atwell) on 0421873659 or the MND office on (08) 9346 7355

S BT R NE R ONETUR s B A TR s A e
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‘@l HOPE TO SEE YOU THERE!! @\'
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Combined Charities Card Shop
The greatest selection of beautiful Christmas cards «f«_r STL&A S 2‘&‘«\)«_’ XZ(AA ST*LAA S ‘4(;«& ﬁ(

for sale in aid of leading WA charities are available
at low prices in the Perth CBD. Your support will

The Combined Charities Card Shop of

WA

BOQ Banking Hall Are you looking for information about MND n , E
' cC——W-<I_

IS

577 Wellington Street or associated research? The MNDAWA °
Perth library contains a comprehensive amount of \ «
(Cnr King Street) literature, in a range of different formats, that ,{ -
Open Mon - Fri 10am - 3pm is appropriate for medical professionals, '.‘.
4 Oct - 22 December 2010 research students, people with MND, their

. . families, and their support networks.
Also available online at

www.charitycardswa.org.au Not everyone likes reading about a topic, especially if it involves scientific
research. For people that prefer to learn through open discussions or group
forums a series of information workshops are being planned for 2011. To
suggest topics for the seminars, or to request information from the library,
please contact Cindy Evans on (08) 93467355.

Christmas cards also
available for purchase
through the MND office

Thanks to our newsletter sponsors

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.

11



October 2010

Support our Supporters!



