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MOTOR NEURONE DISEASE WEEK 
Grievance 

MRS J. HUGHES (Kingsley) [9.09 am]:  My grievance is to the Minister for Disability Services.  I rise this 
morning to talk about the concerns and the needs of a very important part of the community that is constantly 
faced with the most devastating of circumstances.  I was pleased to receive an invitation to attend the breakfast 
of the launch of the Motor Neurone Disease Awareness Week.  The theme this year is “Care for Today, Hope for 
the Future”.  On every day in each year more than one person in Australia will be diagnosed with motor neurone 
disease, and another will die, yet most Australians know very little about MND and its devastating effects.  I 
was, admittedly, uninformed about the disease, and unabashedly shocked at the ferocity of the disease, its onset, 
its invasion of the body’s systems, the progressive paralysis that leads to death, and the impact it has on the lives 
of the carers and loved ones of sufferers - everyday people like the minister and I.   

I will talk a little about the disease, the effects it has on patients, their carers and families, and some issues that 
have been highlighted regarding the availability of respite and support for carers.  I will also refer to research and 
funding discrepancies based on age.  It can affect any adult at any age, but most people diagnosed with the 
disease are over 40 years of age, with the highest incidence occurring in people between the ages of 50 and 70.  
In the majority of cases, senses, intellect and memory are not affected.  MND has often been described as 
“deadly, creeping paralysis”.  Ninety per cent of people with MND die within five years of diagnosis; some live 
longer, while others die within just a few months.   

Motor neurone disease is a progressive neurodegenerative disease that attacks the upper and lower motor 
neurones.  MND refers to the group of diseases in which the motor neurones die.  Degeneration of the motor 
neurones leads to weakness and the wasting of muscles, causing increasing loss of mobility in the limbs and 
difficulties with speech, swallowing and breathing.  The muscles that are first affected tend to be those in the 
hands, feet and mouth, depending on the type of the disease.  The brain remains healthy, and retains all memory 
and thought processes.  In a sense, sufferers of MND are trapped inside their bodies.  Although they retain all 
normal thought processes, their bodies do not move or respond.  Sufferers eventually cannot walk or talk, and 
also have difficulty swallowing and breathing.  People with MND ultimately die due to respiratory failure.  The 
effects of MND can vary enormously from person to person, from the first presentation of symptoms, and the 
rate and pattern of the disease progression to the length of survival time after diagnosis.   
Approximately two people in every 100 000 will develop MND each year, and there is no known cure for the 
disease.  Researchers are trying from many angles to understand the cause of MND; they are studying the factors 
that may cause the damage to motor neurones and then working backwards from damaged neurones, trying to 
establish the cause of the damage.  The ultimate goals are to discover how to stop or at least slow down the 
progression of the disease and, preferably, prevent motor neurone disease.   
The inherited form of MND is rare but it can be devastating for families affected by it.  In only 20 per cent of the 
families affected by familial MND have scientists been able to identify the faulty gene.  It is important to 
identify the genes that cause motor neurone disease, so that the families involved can be offered advice and, 
ultimately, therapy.  There are two aspects to genetic research in MND: one aspect is to identify the gene that 
causes the rare familial form, and the other is to identify the genes that may increase the risk of developing 
MND.  For the most common sporadic form of MND, slight genetic variations are thought to contribute only to 
the chances of developing it; that is, it is a result of a particular genetic characteristic combined with exposure to 
environmental factors.  This group of genes, sometimes known as susceptibility genes, is likely to be the result of 
a number of variations in a particular gene.  As can be seen, it is a very unusual disease.   
The diagnosis of MND can be extremely difficult, for several reasons.  First, it is a comparatively rare disease, 
and the early symptoms, such as clumsiness, mild weakness or slightly slurred speech, can be quite slight.  All 
these symptoms can be attributed to other causes, and it may be some time before people feel it necessary to see 
their general practitioner.  The disease affects each individual in a different way.  There is no definitive symptom 
that would immediately indicate diagnosis.  According to my notes, in her speech, Dr Linda Kristjanson said -   

I have witnessed the trial and error approach to learning to manage this illness as people with MND 
struggle to find information, resources, trustworthy advice and compassionate health care systems to 
support them.  Research efforts to address this devastating disease have been minimal compared with 
other scientific medical endeavours.  We need systematic and rigorous research programs to build 
knowledge about the cause, treatments and interventions that are most helpful in confronting the 
disease.   

Trial and error is hardly the way in which any of us would wish to face a terminal illness such as MND should it, 
God forbid, come knocking on any of our doors.  The purpose of my grievance today is to raise awareness of 
MND and the burden faced by carers, and also to bring attention to the discrepancies that exist in funding based 
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on age.  MND is a fast-moving disease that takes away people’s independence.  A major issue arises for sufferers 
when they reach 65 years of age and are no longer eligible to receive funding for specialised equipment and the 
necessary services that assist them with their mobility.  I understand that this is a federal government issue, and I 
ask the minister to take this up with the federal government.  It is difficult to understand why people can be 
denied much-needed assistance when often there is no alternative program available to meet their needs.   
In addition, many young sufferers are being admitted to age-inappropriate facilities.  This seems to be a recurring 
theme for people suffering disabilities, as I have mentioned before in other grievances.  If these families were to 
walk away from their commitments to their wives, husbands, sons or daughters, this would leave a huge burden 
on the health system and, hence, the government would need to support these sufferers on a 24-hour a day basis.  
Funds are required to ensure that appropriate respite facilities are delivered.  These are certainly warranted and 
very much needed. 
MS M.M. QUIRK (Girrawheen - Minister for Disability Services) [9.16 am]:  I thank the member for 
Kingsley for her grievance, and I acknowledge her excellent work as a local member and her great commitment 
to her local community.  I acknowledge that this issue crosses both the health and disability portfolios, and I 
respond on behalf of the Minister for Health and as Minister for Disability Services.  I agree with the member for 
Kingsley that it is very important to raise awareness of this disease, both among members of Parliament and 
within the broader community.  The death of artist Pro Hart last week helped in some way to raise awareness of 
motor neurone disease, but much more needs to be done in that regard.   
The cornflower that some members are wearing today is part of the awareness-raising campaign.  As the member 
for Kingsley has said, this is a very rare condition.  The worldwide prevalence rate for MND is two per 100 000 
people compared with 57.9 per 100 000 people for multiple sclerosis.  It is uncommon in people under 30 years 
of age.  Given Western Australia’s ageing population, it is anticipated that there will be a small increase in the 
number of cases in the near future.  Although it is rare, it is a devastating disease with an average survival time 
of just 27 months, as recently reported in a study emanating from Victoria.  The condition affects the muscles 
that direct mobility, speech, swallowing and respiration, but does not affect the intellect or sensory systems.  
This is the tragedy of MND, because sufferers are trapped in a body that is deteriorating at a rapid rate and they 
are aware of it.  The cause is unknown and currently there is no cure for the disease.  However, as the member 
for Kingsley has rightly pointed out, research is being conducted throughout the world and progress is being 
made.   

It is incredibly difficult for the individual and his or her family and friends at the time of diagnosis.  People, who 
often are very fit and healthy, can be unwilling to accept what lies ahead once the diagnosis has been made.  As 
with any individual who has been diagnosed with a disability, access to support and advice during the early 
stages is a crucial part of the process and it is critical at that stage that people know where to turn.  It is often 
difficult to absorb information, and many people are in a state of shock.   
To respond to this need, the state government has set up a pilot project known as Disability First Stop.  This 
program is coordinated by People With Disabilities (WA) Inc, and includes partnerships with Advocacy South 
West, the Ethnic Disability Advocacy Centre, Headwest, the Kalparrin Centre and Carers WA.  A strengthened 
network of non-government agencies will implement the program.  Disability First Stop smooths the way for 
people with disabilities and their families when they need access to crucial information about services and 
support, including for people diagnosed with MND.  People can enter the service through any of the 
collaborating agencies, and then be guided towards the specific services they require.   
I am getting excellent feedback that Disability First Stop is providing newly diagnosed people with disabilities, 
MND sufferers in particular, with vital guidance and referral assistance.  Although professional advice should be 
sought, support from families and friends can never be underestimated.  However, sometimes the size of this task 
can be daunting.  Therefore, people who are newly diagnosed with MND are also encouraged to make contact 
with the Motor Neurone Disease Association of Western Australia.  The MND Association of WA came into 
existence in 1983, and since that time it has provided valuable information and support to MND sufferers, their 
carers and families.  The MND Association receives state government support.  It conducts a care advisory 
service and education services, provides equipment, and provides bereavement and family support services.  It 
also offers information on current literature and medical research.  It publishes a monthly newsletter with 
relevant up-to-date information, provides videos, and holds support group meetings.  The MND Association 
supports over 100 Western Australians with MND, their families and carers.  I acknowledge that motor neurone 
disease is a rare disease, as the member for Kingsley has said, and that the amount of specialised knowledge 
within the medical and nursing community is not as good as it could be.  I understand that the MND Association 
of WA is applying for a National Health and Medical Research Council grant so that it can better educate health 
professionals about the special needs of MND patients, particularly at the palliative care level.  I wish the MND 
Association success in gaining that grant.   
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The MND Association has raised with the Minister for Health a concern about the closure of the Cottage 
Hospice.  The Cottage Hospice was established and managed by the Cancer Council Western Australia until 
March this year and had 26 beds.  The hospice was familiar with some of the issues relating to treatment and 
palliative care for MND sufferers.  The association is concerned that the closure of the hospice may result in a 
reduction in services for MND sufferers.  However, I am pleased to say that of the 13.7 beds at the Cottage 
Hospice funded by the Department of Health, 13.1 beds have been relocated to other metropolitan locations.  It is 
envisaged that various other service developments in the private sector over the next two years will absorb the 
remaining need.  The Disability Services Commission supports 25 individuals with MND in a variety of 
capacities, including respite care, accommodation support services and local area coordination services.  I am 
exploring the need for greater opportunities for respite care.  We would, however, be pleased to get more support 
from the commonwealth government.  Of course, this will form part of our discussions on the Commonwealth 
State/Territory Disability Agreement, which will take place next year.   
Finally, I take this opportunity to pay tribute to the carers.  The carers of people with disabilities, in particular 
those with MND, have an unenviable task.  I pay tribute to the 246 000 or so people in Western Australia who 
care for a friend, family member or loved one, some of them with MND.  They do an amazing job, and my faith 
in humanity is absolutely confirmed on a daily basis by the fantastic work I see these carers do.  I congratulate 
the Motor Neurone Association of Western Australia for its work and wish it well in future years.   
 


