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Executive Summary

At the Motor Neurone Disease Association of Victoria (MNDAV) we recognize the need for review and possible reform in this area, and we thank you for the opportunity to comment on this very important issue.  

MNDAV is a small organisation, and we do not have the resources to address many of the issues raised in an appropriate time frame.  We make this brief submission in response to your request for information on various bodies, and to assist you in your deliberations.
Motor Neurone Disease (MND) is not well known, even among medical and health professionals.  While it is not common, it is not a rare disease, and in Australia we can expect one death per day on average.

MND is a rapidly progressive terminal neurological disease for which there is no cure and no effective medical treatment.  Average life expectancy after diagnosis is not quite 2½ years.  Between diagnosis and death, the level of support required increases significantly and rapidly.  The key differentiator from other neurological conditions is the rapid and irreversible transition of the patient from irritation to inconvenience to disablement to severe disablement to death.

In his submission on behalf of the Motor Neurone Disease Association of Australia (MNDAA), their President, Dr G Lang, is providing additional information about motor neurone disease, including some statistics. 

We perceive the current implied and stated definitions as fair and reasonable for those involved in the charity and not-for-profit sector, but understand and accept the need for reform. The definition of charities and related activities should not rely on common law, but rather should appear in legislation, with appropriate process for limited change and expansion within legislated boundaries eg by regulation.

We welcome the opportunity to appear before the inquiry panel.

A Motor Neurone Disease Specific Organisation

Motor Neurone Disease (MND) a rapidly progressive terminal neurological disease for which there is no cure and no effective medical treatment, and it is essential that those afflicted have rapid access to timely, integrated and appropriate services.  (Experience has shown that government systems do not respond quickly enough, and special arrangements are required to ensure that equipment is available when it is needed.)

With many organisations there is an assessment system in which clients are categorized according to needs, and they then progress through the system.  If MND sufferers are included with others in this system, their needs will not be satisfied as  people with long term needs tend to block waiting lists.  Also, under these systems people are assessed on needs.  Unless those with MND are recognized as having different needs because of the rapid progress of the disease, they would be required to progress through tiers, resulting in constant reassessment with fragmented  and frequently late services.

MNDAV and sister associations in other states exist because neither government nor any other charity/not-for-profit organisation has the knowledge and experience to provide timely and appropriate support.  

We provide a variety of support for those with this cruel and crippling disease, and there is strong evidence that we make contact with most if not all diagnosed with MND, with appropriate contact maintained throughout remaining life. A key area is that of Family Support Workers who visit and support those with MND, their carers and their family and friends.  We operate an equipment bank to ensure that much needed and frequently expensive equipment is provided rapidly as and when required, all at negligible cost.  To assist clients and health professionals caring for these clients in remote areas and in areas where we do not have permanent staff, we have entered into arrangements with selected other charities to provide joint representation.  Our staff visit infrequently and support both clients and carers by telephone servcies

Frequently patients are not told of the implications at the time of delivering a diagnosis of MND, and hence staff of MNDAV are required to fully inform patients, their family and their carers. Our actions in informing neurologists, GPs and other health professionals about the nature of the disease and the support that is available have led to less stress for patients, in that referral to our association is often made as part of the advice to the patient following diagnosis.

This it is not surprising that part of our role is to be a source of information for those afflicted, their relations and friends, the medical profession, and researchers in MND and similar diseases.  

Like most organisations, MNDAV have set delivery time standards to assist in providing timely response to requests for services, including in particular the provision of equipment.  Of necessity, our standard times are far tighter than those adopted elsewhere.  If we had not done this, by the time the piece of equipment was delivered, it would be no longer required as the disease would have progressed so that  other “more supportive” equipment would be needed.  For example, a wheelchair delivered in accord with less stringent standards would be too late - the patient’s condition would have deteriorated so that an electric bed and hoist were needed, with the wheelchair no longer required.  This situation occurs only with MND, and hence we insist on rapid response to all requests for support.

Were there satisfactory alternatives the Associations would not need to exist -  we see no sign that a viable alternative is emerging.  

Members and staff of the Associations are passionate about supporting those who have such a devastating disease, and we are unashamed passionate advocates for our members

A Personal Experience

Recently the wife of an acquaintance was diagnosed with MND, and to obtain further information on the disease and what they might expect to occur as the affliction progressed, they made contact with MNDAV.  

A Family Support Worker visited the family and explained the services available.  Since then she has returned twice.  My acquaintance subsequently told me that he was most impressed with the Family support Worker, who had been and remains supportive and giving them individual attention.  She has discussed the affliction in a supportive and non-threatening way, and has helped allay fears. She provided information on services available.  

My acquaintance told me he was somewhat mystified because services available were extensive, and cost to his wife was low.  I responded by telling him how we kept costs low by using volunteers and adopting a suitable organisational structure. I referred to the low and declining level of government funding, with the bulk of our funds coming from trusts and charitable funds, with some from our support groups.  

I am not looking forward to the next year or two as the disease progresses, but I am heartened by the knowledge that MNDAV will be of tremendous assistance by providing support as required, and by providing equipment in a timely fashion.  

Some Comments on The Definition of Charity

Our understanding is that the notion of charitable status, along with certain taxation benefits and exclusions, was introduced to supplement charitable contributions from the public.  

We acknowledge that there can be inequity between charity and for profit providers who were delivering the same service. The charity operates under an environment where there is neither income tax nor payroll tax.  They are exempt from various duties and they have a minor exemption from some fringe benefit tax.  The private agency has to pay all these things while attempting to deliver the service at the same standard while still generating a profit for the shareholders.  

Possible adverse outcomes include charities which become complacent and deliver substandard service at excessive cost, and entities which attempt to take advantage of the system by structuring themselves to appear as a charity, thereby gaining valuable tax advantages, while having a prime purpose of rewarding the principals.  The first byproduct is controlled by legislation and monitoring and review.  I understand the Inquiry in effect is addressing the second byproduct.

We understand that an outcome of the Inquiry may be a definition that excludes some groups that currently gain benefits. 

Our Major Concerns

Like most organisation associated with a particular disease, our hope is that our services will not be required because a cure will be found.  Unfortunately a cure is not likely in the foreseeable future.  While the search continues, we need to expand the services provided to patients and carers, and their family and friends, and to provide financial support for research.

Raising the funds to maintain Association operations is a continual concern.  We have kept costs low by having an appropriate management and organisational structure, and by adopting a low cost high efficiency distribution strategy for major items of equipment.   We share  services and support workers with other agencies to extend service to regions where both the needs and the services provided are sparse. Suitable, trained and supported volunteers are an essential part of our operations. 

There is low and declining level of government funding, with the bulk of our funds coming from trusts and charitable funds.  We are concerned that with government support declining, and individuals and corporations becoming more reluctant to donate, charity and not for profit organisation are being pushed towards independent fund-raising., with increased competition for trust funds and charitable funds.  Exacerbating the problem is that major charities have sufficient funds and are well placed to use the media to promote themselves and receive a disproportionate share of discretionary funds.  For smaller and less well known charitable entities, there is a very real possibility of a reduction in services due to lack of funds, all occurring at a time when services should be enhanced.  To maintain services, some Charities are considering the possibility of leveraging off perceived strengths and taking advantage of opportunities to develop commercial operations.   Normally this would be done through a subsidiary entity, which would not receive the benefits of the charities status.
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