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If you are thinking that our 2010/11 summer 
was a hot one, you are right! It certainly has 
been a long hot summer. Here is an extract 
from a web site that reports on Perth’s 
weather. It seems that the past summer 
created some record temperatures, which 
seem to be continuing into autumn. Hope 
that you are able to stay cool during these 
trying hot days. 

During summer 2010/11, Perth Metro 
observed a total of 60 days when the 
maximum temperature had been 30 °C or 

higher, breaking the previous record of 56 days observed in summer 
2009/10. The average for the number of days at 30 °C or higher in 
summer is 44.5 days at Perth Metro, from observations beginning in 
1897. Perth Metro also observed 28 days when the maximum 
temperature was 35 °C or higher in summer, which is  the 3rd 
highest, behind the record of 31 days in 1977/78 and the 29 days in 
1961/62. The average for the number of days 35 °C o r higher in 
summer is 18 days. [Source: http://www.bom.gov.au/climate/current/
season/wa/perth.shtml Retrieved 27 March 2011] 

So much for weather, this newsletter contains many more “hot” 
topics to keep you informed and entertained. 

Education and Information 

Our education and information program is emerging with the 
establishment of the Special Interest Group [SIG] as a forum for the 
allied health professionals who work with our Care Advisors to 
provide support to our patient members and their carers. At 
meetings of the SIG, the allied health professionals will be able to 
learn more about what it means to care for someone with MND, and 
also to share their expertise and experience, so that together we can 
enhance the services that are active in caring for people living with 
MND. 

After many years of gathering dust on the shelf, the Prepare to Care 
program has been dusted off by Cindy, revamped with help from the 
Independent Living Centre and will be offered to primary/family 
carers of people with MND. This modular series of interactive, 
information sessions will cover such topics as: communication, back 
care for carers, use of hoists, issues about nutrition and respiration, 
including managing PEG, VPAP. We are able to revive this 
important course due to the very generous sponsorship offered by 
Apache Energy, which allows us to provide the series at no cost to 
participants. We will also offer on-site respite at the Niche for MND 
patients, while their carers are involved in the sessions. 

Research 

The MND Australia research update, written in plain English by Dr 
Justin Yerbury, brings you a summary of recent research news on 
the progress to understand the cause of MND. In this edition, he 
presents the latest on the search for biomarkers to help in the earlier 
diagnosis of MND. This update presents a small snapshot of the 
massive research effort that is going on around the world. 

Care Advisory service 

You will find the regular articles and 
items of interest from our Care 
Advisors Cherylyn and Rose: including 
a report on the advantages of e-books. 

Volunteers 

Behind the scenes we have a team of 
long time and new volunteers who give 
valuable service to the association and 
to our patient and carer members.  
This month you can read about Lois 
Peck and her valuable contribution. 

Symposia on MND 

There are a couple of events to which I 
draw your attention:  the ALS/MND International Symposium in 
Sydney – Allied Professional Day 29 November 2011 and scientific/
clinical streams 30 Nov – 2 Dec 2011 and the Rare Disease 
Symposium in Fremantle, 17-20 April 2011. Web links are provided 
with the logos inside the front page. 

We encourage patient and carer members to participate in the Rare 
Diseases Symposium from which the organisers will be developing 
policy to present to the Federal Government to guide its future 
support for people who receive a diagnosis of a rare disease. MND 
is one of the diseases that will be included in the development of this 
policy support. 

Big Calendar of Events 

The biggest public event in our calendar is our Walk to D’feet MND 
on Sunday 1 May 2011 at Burswood Park again this year as our step 
out into 2011 Awareness Week. We have some very generous 
sponsorship from The West Australian Newspaper as our media 
partner this year, as well as some administrative support from Epic 
Event for our online registrations. You can be active during 
Awareness Week – complete a Call to Action letter to your Members 
of Parliament; volunteer to be a media person for MND; volunteer to 
be or nominate an Incurable Optimist; remind your friends that MND 
volunteers will be collecting at selected shopping centres at: 
Lakeside Joondalup Forum, Garden City Booragoon, 
Westfield  Whitford City, and Centro Galleria Morley, and come 
along to the walk. Don’t forget Global Day 21 June 2011. 

Every month there seems to be more and more information to 
include in our newsletter. And of course we like to hear from our own 
members. Thank you to Dawn and Brian for their contribution this 
month. 

Happy reading! 

Sue Colyer 

When we long for life without difficulties, remind us that oaks grow 
strong in contrary winds and diamonds are made under pressure. -- 

Peter Marshall 

newsletternewsletternewsletter   
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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: 

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 familiy and friends 

Tuesday 29 November: Allied Professionals Forum  

Wednesday 30 November to 2 December: International ALS/MND Symposium 

www.mndaust.asn.au/sydney-2011/ 
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Event Date Time Venue 

A
p
r
i
l 

Craft Group Thurs 14 April 2011 10am-2pm The Niche - Passmore Room 

MND Volunteers Meeting Thurs 14 April 2011 10:30am-11:30am The Niche - Passmore Room 

Carers Lunch Tues 19 April 2011 11:30am-1pm The Niche - Passmore Room 

Easter and Anzac Day Public Holiday MND Office will be closed from Friday 22 – Tuesday 26 April 2011 inclusive 

Past Carers Group Thurs 28 April 2011 2pm 
9 Stonefield Crt, Padbury 

RSVP attendance by 27 April to  
Els Burggraf on (08) 9307 5521 

M
a
y 

 

Walk to D’Feet MND Sun 1 May 2011  9am start Burswood Park 
Online registrations now open! 

MND Professional Day Wed 4 May 2011 11:30am-1pm The Niche - Conference Room 
(for allied health professionals only) 

Blue Cornflower Day Street Appeal Fri 6 May 2011  7am-3pm Perth 
9am-3pm centres 

Perth CBD and various shopping 
centres  

MNDAWA Volunteers - National Volunteers 
Week Thank You Lunch Wed 11 May 2011 11:30am-2pm Zamia Cafe – Kings Park 

RSVP by 4 May 2011 

Craft Group Thurs 12 May 2011 10am-2pm The Niche - Passmore Room 

MND Volunteers Meeting Thurs 12 May 2011 10:30am-11:30am The Niche - Passmore Room 

Carers Lunch Tues 24 May 2011 11:30am-1pm The Niche - Passmore Room 

Past Carers Group Thurs 26 May 2011 2pm 
14 Pumice Crt, Forrestfield 

RSVP attendance by 25 May to 
Lesley Williams on (08) 9453 2002 

J
u
n
e 

Foundation Day Public Holiday MND Office will be closed Monday 6 June 2011  

Craft Group Thurs 9 June 2011 10am-2pm The Niche - Passmore Room 

MND Volunteers Meeting Thurs 9 June 2011 10:30am-11:30am The Niche - Passmore Room 

Carers Lunch Tues 28 June 2011 11:30am-1pm The Niche - Passmore Room 

Past Carers Group Thurs 30 June 2011 2pm 
11 Masefield Ave, North Lake 

RSVP attendance by 29 June to 
Heather Joppek on (08) 9314 3863 

Apache Energy MND Prepare to Care 
Back care for carers of people with MND Fri 20 May 2011 10am-2pm The Niche - Boardroom 

Apache Energy MND Prepare to Care 
Transferring and moving techniques for carers Fri 27 May 2011 10am-2pm The Niche - Boardroom 

Apache Energy MND Prepare to Care 
Speech, communication and assistive 

technology 
Fri 10 June 2011 10am-2pm The Niche - Boardroom 

Apache Energy MND Prepare to Care 
Care for the carer Fri 24 June 2011 10am-2pm The Niche - Boardroom 

Global MND Day Lunch Tues 21 June 2011 12pm Carilley Estate Vineyard (see pg 7) 
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Kindle E-books 
Ink pad means that it is exactly the same as 
reading a book which means you can only read 
it in lit up areas as it has no backlight. In our 
opinion, it is much better as you can read all 
day and not get any eye strain as opposed  to 
the back lit ones which flicker like a TV 
set. The larger one is a bit more expensive but 

I think it has more functions. I would suggest that anyone buying one 
also buys the padded pouch and the power charging unit. It can be 
charged from a computer but the charger is more convenient. 

If you Google “Amazon.com kindle ink pad” it will bring you to a page 
with the two readers - a 6" unit and a 9.7" unit. Dawn has the larger 

one as it is more suited to persons with problems picking up and 
holding items. The smaller one is more portable and can fit into a 
hand bag.  

Books can be purchased either from the Kindle reader or on the 
computer from their web site. It is a lot easier on the computer. On 
the same web page, click on Kindle E books and you will get a list of 
all the 500,000+ books available. Prices range from $1 to about $15 
however there are various free books available too! Once you have 
chosen a book, it is sent free of charge over the 3G telephone 
network and are ready to read in less than 2 minutes. There is quite 
a bit to read on this website, so if you have any problems please 
contact me through Rose and I will try and help you out. 

Brian and Dawn 

Dawn’s Mosaics 

Dawn Flink in Denmark has not let the grass grow under feet where her arts and craft are 
concerned. A lover of creating beautiful mosaics, Dawn has managed to continue doing what 
she loves by making some creative alterations to her tools of trade and continued to produce 
wonderful mosaics for the enjoyment of her and others. 

As you can see on her Tile cutters, Brian has lengthened the hand with tubing to give a 
larger area for Dawn to grip the handle and apply pressure to cut the tile. Very clever and 
well done to both Dawn and Brian. 

Below is a beautiful picture of Dawn reading her Kindle E-Book and really enjoying the 
freedom that this brings her. As she is a great reader, this Kindle (that you can view though the Amazon.com site) is 
so beneficial. It is light, accessible and holds numbers of books. There are various free books available for download 
and also some for a minimal amount.   

Dawns husband, Brian has done a lot of research into which brand would be best for Dawn to use. He covered all 
areas of battery power, type of screen to view the books on and the different options that are available. After much 
deliberation they decided on the Kindle E-Book and would like to share all this information with you. 

Rose Gibbins 

NATIONAL RELAY SERVICE 

A very informative speaker, Annabel 
Vasquez, from the National Relay Service 
attended the first carers’ luncheon for the 
year. If you have difficulty using the phone 
because of speech weakness or lack of 
speech, the National Relay Service can 
help. 

· Making a relay call is similar to making 
any phone call. The only difference is 
there is a relay officer on the line to 
assist you. 

· You can ring anyone, anytime from 
anywhere in Australia 

· Standard calls cost about the same as 
a local call 

· Your calls are confidential 

· You can make calls to emergency 
services 

Type and Listen Calls 

You type your side of the conversation on 
a special textphone called a TTY. 

The relay officer will read your words to the 
person you are calling. You can listen 
directly to what the other person is saying. 

You will need a TTY to make, type and 
listen to calls. The device has a keyboard 
so you can type what you want to say. 
TTYs are usually available from your 

telephone company for the same rental fee 
as a standard phone. 

For more information, ask your care 
adviser, call the National relay Service on 
1800 555 660, email 
helpdesk@relayservice.com.au or see the 
website at www.relayservice.com.au. 

Opening doors a challenge? 

The double action of gripping and turning a 
doorknob may be a problem for you. A 
doorknob adapter could be the answer 
since it allows the door to be opened by 
pushing or pulling up the lever.  

Environmental control systems can be 
adapted to include electrical door entry 
systems while a fat wooden or plastic 
handle attached to your door key can help 
with the turning motion necessary to turn a 
key in the lock. 

The 
independent 
Living 
Centre is a 
fantastic 
source of 
information 
to help with 
many 
aspects of 
your daily life. Please make an 
appointment with them on 9381 0608 or 
email enquiries@ilc.com.au 

iPad Update 

Some of our 
members are 
finding 
Proloquo2Go a 
fabulous addition 
to their iPad and 
iPhone. 
Proloquo2Go 
(Latin for “speak 
out loud”) is an 
augmentive and 
alternative 
communication 
device. 

Proloquo2Go has been optimized for the 
iPad and you only need a single license to 
use Proloquo2Go on your iPhone, iPod 
touch and iPad. Because the iPad has a 
significantly larger screen than the iPod 
touch and iPhone you will be able to use 
grids of up to 64 items on the iPad. 
Proloquo2Go supports all device 
orientations allowing you to hold the iPad 
any way you like. Proloquo2Go is a 
universal Application allowing you to use 
the exact same application on an iPad, 
iPhone and iPod touch.  

Ask your Care Advisor if you’d like more 
information. 

Take care 

Cherylyn Vickery 
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The Carine Fair 
Held on Sunday 20 th March 2011 

It was a wonderful day with the temperature being about 
28°C. Many thanks must go to The Rotary club of Hil larys 
and their Sponsors, our dedicated Volunteers Barbara and 
John Dodman, Heather Joppek and my husband Graham. 

On the day we raised $788.00 selling raffle tickets, craft 
and MND assorted gifts. Thanks once again to you all. 

Lois Peck 
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It was great to be part of our first pamper day for the year. 
Everyone who came along enjoyed the various therapies 
available. We are very fortunate to have a group of wonderful 
volunteers who offer their services to assist our members and 
their carers.  

The environment and atmosphere supports our members to 
feel safe and secure, that encourages all to mingle and get to 
know others. You will always find small groups that have 
formed around the place with lots of laughter and jokes 
resonating around the room. 

We have scheduled two more 
Pamper Days for July and 
November this year. Keep a 
look out for specific dates in the 
Events calendar in the 
newsletter. So watch for the 
dates and come along for a 
wonderful time for you and your 
loved ones. 

Rose Gibbins Getting pampered at the Pamper 
Day in February. 

In January we held a volunteers meeting where a number of our long time volunteers spoke about the sort of tasks and jobs that they do for 
MNDAWA as a volunteer. The volunteer we spotlight this month is another inspiring and hard working woman who volunteers in many 
different ways to support the association and its services. 

Lois Peck 
I was semi retired and did not know 
what I was going to do but I knew that I 
was going to do something as I am that 
sort of person. Then my sister was 
diagnosed with MND and that was 
where it all started.  

I didn’t do very much when she had the 
disease as I had to help her husband 
look after her, but I did what I could. 
Three and a half years after she passed 

away Stephen Brown, precious Stephen, came up to me and said 
“I want you to be on the MNDAWA board”.  I protested but he 
kept asking and in the end I went on the board and actually 
became vice president, president elect, secretary and helped out 
where I was needed and where I could. 

I do the street appeal every year. I got to know Maggie at the 
Seniors Citicentre by chance and discovered that her 
brother  had passed away from MND. It was just a coincidence 
that I rang up there when we were looking for a base for the 

street appeal, but because of it she has donated many 
things. Cups of tea and a room to use all these years, for nothing. 
My husband Graham counts the money and banks it. Marie helps 
us out, and so have many people over the years. 

The blue cornflower boxes are another way that we have raised 
funds over the years. Alanda Cafe in Kingsway always lets us put 
the boxes on the counter and we collect many donations from 
there. Robert Triplett has been helping us for around 10 
years. We were having coffee there one day and just 
asked. These are the things that happen. So I just help out really. 

I did a support course with Joy, to help support people with MND 
and became a volunteer visitor for many years. I have helped get 
the newsletters out, assist at past carers’ and carers’ lunches, 
held annual stalls at fairs and markets, arranged social functions 
like the Christmas sausage sizzle every year where my friends 
dress up as fairies and elves, and organise volunteer lunches 
regularly with the long time support of John Mounsher. Currently I 
sit on the board with responsibility for the volunteer portfolio with 
Marie Macdonald, and attend every event that I can.  

Lois Peck 

��������������������
�

�������
�	�	�����������
�	��������
�

��� �
����
�
�

· ����
	
�����
�

������
�	��
· !
�
�"�	���
������
	��
· ��#��
����������
· $��
��	���
�
��
· $�%�	���
	��
· �
�
	�
�
��

�

����
�������� �!�"����� ����#"���
����#��!����

$��%���&'�$((��)*��������������������*$)�����&'�

�
��������

����&'������
�

�������� �%�����������������	��	��	�
��������%
���	���
(����� ����� �)*� � �!�"�� ����������	�����+� +#"� �

������


�����)*�%
����������
���
���&'���,�
�

�

�

�
�����-.//�0)�-.//���	���	��
���	��

���

��	(
�
��������	����������

	,--�.&�	,--�

����/)%�������$��01��������2$��)������
MNDAWA need your help to ensure this years walk is a success. Tasks 
where we need your help include set up, registrations, merchandise etc. 

If you are interested in volunteering on the day or during the preparation 
process, please do not hesitate to contact Cindy at the MND Office on 
(08) 9346 7355. 
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For information on MND care, symptom management and 
support please visit www.mndcare.net.au 

The Care Advisors suggest the following steps as a 
guide if you require assistance out of office hours: 

MND Information and advice:  

 - Call the after hours number 0439 918 052 

For general health care needs:  

 - Contact your locum GP for medical assistance. 

 - Attend your closest public hospital out-patient 
department, or  

 - Call Health Direct Australia on 1800 022 222 

Emergency respite needs: 

 - Contact Perth Home Care Services Crisis Care 
Services: 9244 5411 

Emergency Health Care Needs: 

 - Dial “000” and ask for an ambulance 

Thanks to the support of Apache Energy, MNDAWA is able to 
offer carers of people with a diagnosis of MND a unique 
opportunity this year - a series of interactive workshops 
designed to prepare carers for some of the issues that may be 
raised when caring for a person with MND.  

This MND Prepare to Care program was created in 2002 
through a partnership between MNDAWA, the Independent 
Living Centre of WA (ILC), past carers, and allied health 
professionals working beside people with MND.  This course is a 
practical, interactive programme that was very well received by 
the carers who participated originally. This year it is presented 
again in a newly re-vamped format, with thanks to ILC.  .  We 
have specialist MND health professionals, nurses, and 
community health care workers involved in leading the sessions 

The program includes seven Friday sessions from 10am – 2pm.  
Respite care will be provided at The Niche during all sessions, 
and refreshments and lunch are always included.  Speak to your 
Care Advisor if you would prefer to organise in-home respite 
care.   

This program is free of charge, but reservations are essential for 
catering and as places in some of the sessions are limited.  
Carers interested in participating should talk to their Care 

Advisor or contact Cindy Evans at the MND office on 9346 7355 
to reserve a place. 
 

Dates and session content: 

Friday 20 May 2011  
Back Care for carers of people with MND  

Friday 27 May 2011  
Transferring and moving techniques for carers  

Friday 10 June  
Speech, communication and assistive technology 

Friday 24 June 2011  
Caring for the carer 

Friday 8 July 2011  
Pressure care, Hoist care, modifying the home  

Friday July 22 2011  
VPAP, swallowing, PEG, nutrition  

Friday 5 August 2011  
The Emotional Journey   

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

Talk to the Expert 

MNDAWA launched an 
initiative in 2011 that is 
designed to give people 
with MND the opportunity 
to talk informally to a 
specialist on their topic of 
expertise. The first of these 
sessions was conducted by  
Dr Nigel Laing, a research 
professor who has been involved in genetics based MND 
research in WA for over two decades. Nigel spoke to a group 
of people who have the SOD1 gene in their families and 
based his talk on familial and hereditary traits in MND.   

MND family members travelled from as far away as Geraldton 
and Busselton to attend this informal talk and were joined by a 
Neurological Council nurses from Geraldton and Perth, as well 
as a physiotherapist from Moora. This attendance indicates 
the worth of the opportunity more clearly than any feedback 
sheet can.   

Nigel’s talk focused upon research, past and future, and 
highlighted the changes that technology has made to his 
working life. The audience was obviously wanting to hear 
good news, and despite the lack of any breakthroughts, he 
was able to give them some information that made their long 
journeys worthwhile. For the first time in the history of genetic 
research there is an affordable way of tracking genetic traits 
and patterns. Thanks to a gift from a very wealthy Perth donor, 
his lab now owns that technology and this year a newer and 
faster version of the machine is to be added to that lab. 

Do you have a topic that you would like to discuss with an 
Expert?  Please contact Cindy Evans at the MNDAWA office 
and she will do her best to recruit that expert to do a talk. 

www.mndcare.net.au  
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Every year since 1997, the International Alliance for ALS/MND 
Associations has celebrated 21 June as the global day of 
recognition of MND - a disease that affects people in every 
country of the globe. 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. It is the day on which people living 
with Motor Neurone Disease around the world come together 
in a show of unity and support for each other, and to increase 
awareness of the disease. Here in Western Australia we have 
a luncheon for patients, families, carers, past carers, friends 
and volunteers. 

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. 

Our Global Day lunch for 2011 will be on Tuesday 21 June 
from 12 noon, at the wheelchair friendly Carilley Estate Winery 
in the Swan Valley. 

Carilley Estate Winery is opening specially for us, when 
normally the restaurant is closed. The lunch will consist of 
three courses: Soup, a choice of Fish or Lamb Shanks for 
Main course, and a Dessert, with Wine, soft drink and Coffee. 
Carilley Estate is a fully licensed venue, if you don’t want wine 
you can purchase something else. 

Tuesday June 21 2011 

12pm 

Carilley Estate Winery in the Swan Valley 
 

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

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

 
 
Carilley Estate Vineyard Restaurant 
Lot 23 Hyem Road 
Herne Hill WA 6056 
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MPAC PRESENTS  
 

TUESDAY'S WITH MORRIE 
 

From the best-selling memoir by Mitch Albom comes a tender and 
uplifting comedy about a life-altering friendship. 

Morrie Schwartz was an inspirational teacher and mentor, touching 
the lives of all his students but in particular Mitch Albom. Sixteen 
years have passed since graduation when Mitch learns that Morrie 
has Lou Gehrig’s disease (Motor Neurone Disease). Returning to 
visit his old professor he is once again captivated by Morrie’s wit, 
wisdom and the joy he takes in living. As one Tuesday becomes 
another and another Mitch realizes that Morrie is teaching him one 
final lesson, in how to live. 

Motor Neurone Disease (known as ALS or Lou Gehrig’s Disease 
in the United States) is a progressive neurological disease 
affecting more than 1,300 people in Australia. Each day one 
person will die from the effects of MND and one person will be 
diagnosed with the disease. There is currently no known cause or 
cure. 

Tuesdays With Morrie by Mitch Albom is the best-selling memoir of 
all time with over 11 million copies sold worldwide and over 
300,000 copies in print in Australia. When first published it 
remained on the New York Times Bestseller list for 250 
consecutive weeks. 

Wednesday the 27th of April at 8pm 

Mandurah Performing Arts Centre 
Ormsby Terrace, Mandurah WA 

$45  Adults 

$43  Concessions 

$40  Friends of MPAC 

$38  Groups of 10 or more persons  



April 2011 8 Continued on next page 

MND Australia Research Update 
Dr Justin Yerbury 

Bill Gole Postdoctoral MND Research Fellow March 2011  

Despite the continuing and growing efforts of researchers around the world an effective treatment for motor neurone disease still eludes us. 
This problem is currently compounded by the lengthy diagnostic process associated with MND. This means by the time a diagnosis is 
conclusive, a patient may have already lost many of their motor neurones. Lost motor neurones cannot be regenerated, so the earlier we 
can stop the disease the better the outcome will be. Therefore, discovering ways to diagnose MND earlier is just as important as 
discovering drugs that slow or arrest disease progression. For this reason, diagnostic MND biomarkers must be uncovered and validated to 
maximise the effectiveness of future treatments. In addition, biomarkers could find other important uses. One possible reason that drug 
therapies have not been successfully translated from MND mice to humans is that not all cases of MND progress in the same way. 
Discovery of biomarkers that can monitor MND progression would aid the design and implementation of human clinical trials and may even 
provide novel targets for future therapeutic strategies.  

A number of studies detailing possible MND biomarkers have been published in the last three months. In this report we will look at these 
studies and some of the other MND research going on all around the world. 

MND biomarker search 

It is becoming clear that a precise measure of MND disease progression is 
urgently required. Many research groups around the world have joined the 
search for the optimal biomarker. One of the simplest types of molecule to 
use as biomarkers are proteins. These can easily be measured in a 
patient’s blood or spinal fluid. This has meant that many researchers are 
sampling MND patients’ spinal fluid for proteins that change in concert with 
MND progression. An obvious place to start would be genes associated with familial MND. This is 
just what Professor Marklund in Sweden has done by examining the presence of mutant SOD1 in 
spinal fluid of familial MND patients. The researchers found that although they can detect SOD1 in 
spinal fluid it would not be a suitable biomarker. On the other hand, work coming out of Chiba in 
Japan showed that the product of the MND associated gene TDP-43 could be found increased in 
spinal cord fluid of MND patients. This was specific to MND and changed depending on the stage of 
the disease. These results mean that TDP-43 shows promise as a biomarker. 

Other protein biomarkers are also showing promise. Researchers at the University of Pittsburg, USA 
have shown that cystatin C has potential as an MND biomarker, while researchers in Sergpipe, Brazil 
have found that the presence of the neurofilament heavy chain in spinal fluid may also be a good 
predictor of MND. While protein levels in blood plasma and spinal fluid are easily detected and 
monitored, there may be less invasive ways to monitor MND progression. One such method has 
been published by Professor Matthew Keirnan’s research group in Sydney. They have found that 
performing functional assessment and nerve conduction studies gives reliable information about 
MND progression. In addition, a group in the USA has shown that magnetic resonance spectroscopy 
may be useful as a biomarker. These studies may become very useful for the implementation of 
clinical trials. 

MND Research Shorts 

• While most people use yeast 
to make bread or beer, 
researchers have been busy 
in Chicago, USA using yeast 
to fight MND. They have 
found that the MND gene FUS 
behaves similarly in yeast as it 
does in motor neurones. They 
propose that yeast may be a 
good model for studying MND. 

• One of the largest genetic 
risk factors for Alzheimer’s 
disease is the e4 version of a 
gene called ApoE. 
Researchers in France have 
tried to link this gene to MND. 
They found that the e4 ApoE 
gene was increased in bulbar 
onset MND, but only in men. 
The actual contribution of this 
gene to MND is unknown. 

• Researchers from France 
have also examined genes 
that control iron metabolism 
and their possible association 
to MND. They found that there 
was a significant association 
with a gene called  SLC11A2. 
The researchers propose that 
this implicates iron 
metabolism in MND and 
means SLC11A2 could 
potentially modulate MND 
progression. 

What is a biomarker? 

A biomarker, or biological marker, is a substance used as an indicator of a biological state. It is a 
characteristic that can be objectively measured and evaluated as an indicator of specific 
processes. 

A biomarker can indicate a change that correlates with the risk or progression of a disease. 
Biomarkers can usually be detected and measured in parts of the body like the blood or other 
tissue. They may indicate either normal or diseased processes in the body. 

For example, body temperature is a well-known biomarker for fever. Cholesterol values are a 
biomarker and also a risk indicator for coronary and vascular disease. It is also well known that 
blood sugar levels are a biomarker for diabetes- 

New gene signals problems with protein disposal insi de motor neurones? 

In another breakthrough study, researchers from the ITALSGEN consortium, Italy and the NIH, USA led by Dr 
Bryan Traynor have identified a mutation that causes MND in the valosin-containing protein gene (VCP) in an 
Italian family. VCP is not similar in function to the recently discovered TDP-43 and FUS genes which are 
implicated in messenger RNA processing. Instead VCP has a protein disposal function. Each and every cell in 
your body is built from a range of molecules, the majority of which are proteins. As time goes by, these get old 
and need to be replaced. In order to have space to fit the replacement proteins it is important to dispose of the 
old ones. ‘Micro machines’ inside the cells take in whole proteins and break them down to small pieces, in a similar way to a mulcher taking 
in tree branches and making them into mulch. This new discovery links this ‘mulching’ or protein disposal process to MND. So although 
more research needs to be performed, it may mean that faulty protein disposal leads to MND. Researchers in London, UK have linked this 
process to another of the familial MND genes. The mutant vesicle-associated membrane protein gene (VAPB) is responsible for cases of 
familial MND and appears to be resistant to the kind of protein disposal VCP is involved in. The VAPB mutant acts like a stubborn branch 
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You can now access three online options for donating to 
MNDAWA from our website home page using: 

 

 

 

 

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

that clogs the mulcher. This kind of blocking ability has previously 
been reported for SOD1, possibly linking some of the various genetic 
causes of MND. With this in mind researchers at Kumamoto 
University in Japan have shown that increasing the protein called 
Derlin-1 lowers the levels of SOD1 in the cell by aiding the cells’ 
disposal process. Derlin-1 may be one way the power of the micro 
mulchers could be harnessed to treat MND. 

Needle in a haystack? 

A hallmark feature of MND pathology is tiny junk 
piles called inclusions. These tiny structures could 
be likened to haystacks in that they are a ‘lump’ of 
smaller elements 

piled high in a random fashion. It is likely that these stacks are not 
made from one element, but more probably consist of a number of 
main elements. Researchers in Japan have shown that some of the 
‘pieces of hay’ are actually made up of a protein called peripherin. 
The gene that makes peripherin is also known to be a risk factor of 
MND. So if we find out what these ‘haystacks’ are made from we may 
well discover more MND genes. 

Mercury not responsible for MND? 

Roger Pamphlett’s group in Sydney, Australia has tested the 
hypothesis that mercury poisoning could play a role in MND 
pathology. The researchers examined the brains and spinal cords of 
mice exposed to mercury and could not find any evidence that 
mercury induced the characteristic pathology seen in MND patients. 
The researchers conclude that their data does not support the 
hypothesis that mercury may induce MND pathology. 

Clinical trial news 

Researchers in Tennessee, USA have tested the drug used for some 
of the congenital myasthenic syndromes in a small number of MND 
patients. The drug, 3-4  diaminopyridine or DAP, is a potassium 
channel blocker. This allows more calcium to enter the muscle thus 
increasing the signal to the muscle. 

The researchers were hoping to see a reduction in muscle fatigue in 
MND patients. Some of the patients had side effects such as tingling 
lips and fingers, but the researchers report that overall there were 
modest improvements in muscle fatigue and weakness over the four-
week study. So although this drug may not extend patient survival it 
appears safely tolerated and may show some symptomatic benefit. 
Larger studies will have to be performed to confirm this. 

In a similar study, researchers have taken 
riluzole, the only drug shown to have benefit 
in MND patients, and are testing this on 
another disease of motor neurones; spinal 
muscular atrophy (SMA). This seems to be 
tolerated and further studies will have to be 
conducted to test its usefulness. A study 
completed by the STEMALS study group in 
Italy has shown that the drug Granulocyte 
Colony-Stimulating Factor (G-CSF) is 
showing promise as a potential MND treatment. It is well established 
that MND is associated with a process of inflammation in the brain 
and spinal cord. This treatment aims to reduce this inflammation and 
stop further unwanted damage to neurones. 

The results showed that indicators of inflammation associated with 
MND, such as a marker known as MCP-1, was reduced upon 
treatment. The researchers measured only small decreases in motor 
function during the study. 

Further testing will need to be performed to see how the drug 
performs in the long term. 

MND Research Institute of Australia 
PO Box 990 GLADESVILLE NSW 1675 �  Ph: 02 8877 0990 �  Fax: 02 9816 2077 

email: info@mndresearch.asn.au �  website: mndresearch.asn.au 

Continued from previous page 

Did you know...  
That our non-event 
Christmas donor 
appeal raised over $30,000? 

Grateful thanks is expressed to 
our very generous donors!  
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Thanks to our sponsors 
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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. 
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