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Executive Summary

a.
It is not feasible for small organisations such as MNDAA and MNDRIA to respond in the depth and time scale requested by the Inquiry. This submission is a response to the Inquiry's invitation to 'provide information about their organisation'.
b.
The reasons for the existence of MND Associations and the MND Research Institute in Australia are apparent from a brief description of the disease (see para. 2a) and how the Associations and the Institute respond to it (see paras 2b‑2e).
c.
The Australian MND Associations provide a highly professional and effective service to a very high proportion of people living with MND
d. The Associations provide this service more cheaply than would be possible through either government or profit‑oriented agencies.

e.
The Research Institute is able to call on the voluntary service of the country's leading experts in assessing and awarding funds to researchers working in the field of NIND.
f.
The Associations and the Research Institute represent what is good about the charity/not‑for​profit sector.

g. The category (e.g. charity or not‑for‑profit) that defines the functions of either N4NDAA or MNDRIA is not important provided both organisations are able to continue to function at least as effectively as they do at present. Their services are not just important: they are vital.
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Essential reading ‑ introduction to motor neurone disease and the support organisations
MND organisations in Australia operate in an environment in which the disease is not well known, even among medical and health professionals, although we are achieving a great deal in our efforts to change this. A key differentiator of MND from other neurological conditions is its rapid progression from irritation to inconvenience to disabled to severely disabled to death about 21/2 years after diagnosis. At first glance the Associations might appear to be merely a source of information for those affected whether they be patients, carers, health professionals, GPs or neurologists; however, they are much more. They provide practical and moral support through a team of Family Support Workers and volunteers, and rapid access to appropriate, often expensive, equipment in a time scale appro​priate to the rapid progression of the disease. Members of the Associations are passionate and unashamed advocates for people living with MND. The Associations exist because neither government nor other charity/not‑for‑profit organisa​tions have the knowledge and experience to provide appropriate, timely support. The oldest of the Australian Associations were established 19 years ago. Were there satisfactory alternatives the Associations would not need to exist; however, the Associations are passionate about supporting those who have such a devastating disease and see no sign that a viable alternative is emerging. The usefulness of the Associations can be gauged by their 'market' penetration ‑ around 95%.

The Research Institute exists because of the need to encourage research specifically directed towards MND. Without the Institute, MND research would get lost among the competing interests of the large disease groups such as heart disease and cancer. MND patients and carers gain substan​tial hope from the knowledge that researchers are studying the nature of the disease that will kill them or their loved ones. It is vital that patients, carers and research programmes are supported by organisations that understand the nature of the disease with all its rapid, devastating effects. A broad description of the disease and the support for it may be useful.

a. The disease

Motor Neurone Disease (MND) is a rapidly progressive terminal neurological disease for which there is no cure, no effective medical treatment and an average life expectancy after diagnosis of 29 months'. While it is not common, it is not a rare disease. In Australia we can expect one death per day on average.

The average incidence rate of MND is approximately 2/100 000 person years worldwide. Incidence figures for Australia seem to be slightly lower than this figure, as inferred from Australian mortality rates2.
Prevalence rates have been estimated by the members of the International Alliance of ALS/ MND Associations at around 6/100 000 persons.

The disease presents in a number of forms, the most common being Amyotrophic Lateral Sclerosis (ALS), also known as Lou Gehrig's Disease or Maladie de Charcot. Some of the more frightening symptoms are the loss of motor nerves that control speech, breathing, eating and swallowing. A fear of choking is experienced by some patients.
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b. Information

It is unfortunate that patients are often not told of the implications of the disease at the time their diagnosis of MND is delivered; it falls to the Associations to fully inform patients and their carers. Importantly, the Associations have a role in informing neurologists, GPs and other health professionals about the the nature of the disease, and the support that is available and appropriate.

The provision of information to each of these groups is a major responsibility of the Associations. Examples of this information can be provided if required.

c. Disability support

Loss of muscle function means that patients need disability aids ‑ wheelchairs, electric beds, hoists, communication aids and many smaller items that make daily living possible and more bearable. The rapidly progressive nature of the disease has meant that special arrange​ments have to be made to ensure that equipment is available when it is needed. Experience has shown that government systems do not respond quickly enough. The Associations in Australia have substantial holdings of equipment appropriate to the needs of NIND patients. Through close contact with patients and carers, the Associations' family support staff refer patients to health professionals in determining which equipment is most appropriate.

d. Personal support

When patients are fighting a terminal disease, the assistance of fellow patients, carers, health professionals, ex‑carers and staff is very reassuring. The Associations make extensive use of staff and knowledgeable, trained volunteers in this process.

e. Research

There is considerable support from within the MND community for research into the causes and cures of MND. The money donated for research through the Research Institute is small in the total research scheme of things, but it is enthusiastically given and conscien​tiously allocated to projects by a peer‑review panel of expert scientists and clinicians in the area of MND. Australian research is as likely to lead to a breakthrough as research in any other country.

3. Membership and purpose of MNDAA
The membership of MNDAA comprises each of the State and Territory Associations, each represented by two delegates. Its function is to act as a conduit for sharing resources, especially information resources, and to act as a peak body that can interact with other bodies, such as govern​ment, at a national level. MNDAA is an 'incorporated association' in the State of Victoria with these objectives:

a. To promote the interests of people living with MND and to promote the establishment of services in order to assist them and their carers and families.

b. To assist, coordinate and further the efforts of the autonomous Member Organisations in the several States and Territories of Australia which assist people with MND and their carers.
c. To collect and disseminate information concerning the treatment of people living with MND.
d. To cooperate with Member Organisations in adopting every means possible to stimulate the expansion of facilities, programs and resources throughout Australia for the training of personnel in the treatment and education of people living with MND, and their carers.
e.
To encourage the interchange and dissemination of ideas, operational methods and research data, the arousing of interest and the development of awareness and an informed public opinion with the object of stimulating community action and other measures directed to the promotion of the welfare of people living with MND and their carers.
f.
To establish and maintain relations with organisations throughout the world with the same or similar objects.

g. To promote and support research into MND.
h. Generally do all such acts, matters and things as are incidental or conducive to the attainment of any of the objects of the Association.

4. Membership and purpose of MNDRIA
MNDRIA is a body incorporated in New South Wales. Membership of MNDRIA is held by two distinct groups of people: members of the State Associations who pass on or make substantial donations to MND research; and a panel of medical scientists who, by taxation law, make decisions about the allocation of research funds. Membership of the scientific panel must be approved by the National Health and Medical Research Council on behalf of the Australian Tax Office.

The Research Institute's objectives are:

a.

To promote medical and scientific research into Motor Neurone Disease and/or other associated

diseases.

b. To determine the relative merits of research proposals for the study of Motor Neurone Disease

and/or associated diseases for the receipt of research grants.

c. To administer research grants for the study of Motor Neurone Disease and/or associated diseases.

d. To facilitate the exchange of information about Motor Neurone Disease and/or associated diseases

e.

To be an Approved Research Institute by meeting the conditions of Commonwealth of Australia

Income Tax Assessment Act Section 73A as outlined below:


Income Tax Assessment Act



Section 73A


Standard Conditions for an Approved Research Institute

i.
that a separate research fund account be established to be used exclusively for health research purposes, and all gifts and bequests on which tax exemption is claimed must be paid into that account;

ii. that this fund be administered by a research committee of not less than five members, four of whom shall be suitably qualified for assessing health research, and all of whom have been approved by the Secretary, Commonwealth Department of Human Services and Health;

iii.written evidence is to be provided by each proposed member of the research committee indicating acceptance to serve on the committee;

iv. changes in the membership of the committee are subject to the approval of the Secretary, Commonwealth Department of Human Services and Health;

v.
in the event of the organisation being wound up or upon it ceasing to carry out research activities, any surplus remaining in the research fund be transferred to another research fund or organisation which has been approved by the Commissioner of Taxation for the purposes of any of the sub‑paragraphs of Section 78(l)(a)d of the Income Tax Assessment Act;

vi. the results of research financed from the research fund shall be freely available and wherever possible published in the scientific press;

vii. in respect of (ii) above and in order to assess the nominated researcher's qualification, a curriculum vitae is to be submitted for each nominee, together with a list of publications covering at least the immediate past five (5) years of medical research.

f. To affiliate with other bodies, either national or international, as will advance the cause of research

into motor neurone disease.

5. Societal influences

The chief concerns of MND Associations are:

a. Can a cure for MND be found, and when might that be?

b. While the cure is being researched, can we continue, indeed expand, the services provided to

patients and carers affected by this terrible disease?

The first of these questions is unanswerable.

The second is dependent upon the ways in which both the society, and the MND Associations within it, develop.

In an environment of scarce funds, maintaining a good service has made it essential to keep overhead costs low by making use of volunteers and appropriate information technology. Were funds to be in even shorter supply, the quality and extent of service would suffer. Raising the funds to maintain Association operations is a continual concern.

By sharing services and support workers with other agencies the Associations have extended service to regions where both the needs and the services provided are sparse. Volunteers are an essential part of the Associations' operations; without them the Associations could not function anywhere near as effectively.

The tendency towards privatisation at the expense of government support pushes more and more charity/not‑for‑profit organisations towards independent fund‑raising. The competition for trust funds and charitable funds is now intense and increasing. It is worrying to think that changes might lead to a reduction rather than an enhancement of service to those who need it.

6. Future Directions

It is hoped that, through research, cause(s) and cure(s) will be found for MND. Until that time, however we categorise the activities of the members of N4NDAA (charity or not‑for‑profit), their work represents a vital service to people living with MND and an important saving of money to government. Present indications are that their work will need to be expanded to reflect the increasing population.
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