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Multiple Sclerosis (“MS”) is one of the most common diseases of the central nervous system (brain and spinal cord).  In MS, the loss of myelin (the protective fatty material that insulates nerves) is accompanied by a disruption in the ability of the nerves to conduct electrical impulses to and from the brain.  This results in symptoms commonly affecting vision, co-ordination, strength, sensation, speech and swallowing, bladder control, sexuality and cognitive function.  While life span is not significantly affected by MS, fatigue is a common and debilitating symptom.
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Executive summary

The MS Societies are charitable and public benevolent institutions, caring for people with multiple sclerosis, an unpredictable and progressive neurological disease that strikes primarily young Australians without warning.

The MS Societies believe that the charitable sector continues to be extremely relevant, providing vital services that are, by definition, beneficial to the community.  In providing these services, charities:

· release volunteer resources and encourage philanthropy;

· reduces the burden on government;

· concentrate their service delivery on the most needy, who generally could not afford comparable commercial services, if such commercial services are available at all;

· provide a large number of other benefits, and foster a true sense of “community”.

The MS Societies are modern charities, believing in:

· self-help;

· financial responsibility;

· multi-dimensional services.

As modern charities, the MS Societies believe that they have been well served by the tried and tested definitions of “charity” and “public benevolent institution”.  While the “directness” element should be removed from the definition of “public benevolent institution”, the MS Societies believe that the special class of charities, known as “public benevolent institutions” remains relevant today.

A necessary consequence of being a modern charity is the need to engage in activities that may be classified as “commercial”.  This has been forced upon charities, including the MS Society, by the inability of traditional fundraising methods to provide adequate resources to allow charities to meet the ever-increasing demands placed upon them.

The MS Societies believe that such “commercial” activities should be recognised for what they are: a genuine element of charities’ delivery of charitable services, and not a profit-making venture.  As such, “commercial” activities engaged in by charities should not be separated out from other activities, and charities that fund their charitable service delivery through “commercial” activities should not be penalised by government.

In fact, as long as the purposes of charities’ activities are charitable, these charities should continue to enjoy the support of government, and should not be treated the same as for-profit organisations.

1.  Who makes this Submission

1.1  A joint submission

This is the joint submission of the 7 autonomous State and Territory-based Multiple Sclerosis Societies
, as well as Multiple Sclerosis Australia, which acts as a peak body to the State and Territory Societies (collectively “MS Societies”).

1.2  Charities at common law

The MS Societies are charitable organisations under the common law definition of “charity” as stated in the Issues Paper
:  Each MS Society is:

· a non-profit body;

· provides a public benefit; and

· has a sole or dominant purpose that is charitable in a technical legal sense, that is the relief of sickness or distress.

1.3  Public Benevolent Institution (PBI)

MS Societies are all PBIs.

1.4  What MS Societies have to submit to this Inquiry

MS Societies are modern Australian charities.  From their perspective as leaders in innovative charitable delivery, the MS Societies will comment upon the following matters:

1. The scope and nature of our organisation as illustrative of recent trends in the charitable sector.

2. Whether the charitable sector should be permitted to engage in commercial activities.  In the context of the purpose vs. activity analysis, as well as in the context of direct competition between not-for-profit organisations such as ourselves and those organisations which are profit driven.

3. The valuable contribution to community life which charities such as ours make in terms of volunteer participation and community encouragement.

4. The definition of public benevolent institution in the context of the overall service provided by MS Societies to their members and supporters.

1.5  Further consultation

Further consultation should be addressed to:


Mr Lindsay McMillan


Chief Executive Officer


Multiple Sclerosis Australia


Private Bag 25


TOORAK  VIC  3142


Telephone:
03 9828 7222


Facsimile:
03 9828 7232

2.  A Brief Overview

2.1  The nature of MS & MS Societies

The Multiple Sclerosis Societies (“MS Societies”) are charitable and public benevolent institutions (“PBIs”) with a common goal: to care for people with Multiple Sclerosis (“MS”), their families and carers through the provision of a range of services.

2.2  Financial and staff profile

In 2000, MS Societies achieved turnover exceeding $30 million, engaged over 600 full-time and part-time staff with almost 12,000 users of MS Societies’ various activities.  This marks out the MS Societies as significant players in the charitable sector.

2.3  Quick facts about MS

· FACT: An estimated 2,500,000 people in the world have multiple sclerosis.

· FACT: MS is not directly hereditary, although genetic susceptibility plays a part in its development.

· FACT: More women than men have MS, with a 2:1 ratio.

· FACT: Diagnosis of MS is generally between 20 and 40 years of age, although onset may be earlier.

· FACT: MS is not contagious.

· FACT: The term Multiple Sclerosis literally means many scars.

· FACT: There is no drug that can cure MS, but treatments are now available which can modify the course of the disease.

· FACT: Many of the symptoms of MS can be successfully managed and treated.

2.4  Quick list of activities and services provided by MS Societies

Information

‘Newly diagnosed’ seminars

Immunotherapy education

Social work / counselling / clinical psychology

Family and carer support

Physiotherapy, hydrotherapy, occupational therapy

Emergency and aid equipment

Employment support and assistance

Country Consultation 

Specialist health advice and assistance

Personal care and mobility training and support

Specialist accommodation

Attendant care to allow individuals to stay home

Community and Nursing Home Nursing Service

Volunteer Services

Community Visitors

Education

All MS Society services are free to Members, with the exception of some accommodation services.

A more detailed description of these services, including a number of detailed “snapshots”, are contained in Schedule 1.

2.5  MS Societies’ values statement

We value the individuality of people with multiple sclerosis and their unique experience in living with MS.  We affirm that people with MS are our core reason for being.

1. HOPE: making a positive difference;

2. EXCELLENCE: aiming to be responsive, professional and mutually accountable;

3. HONESTY: doing what we say we’ll do;

4. EQUITY: striving for justice and fairness;

5. RESULTS FOCUSSED: evaluating what we do.

6. Respect for the INDIVIDUAL
3. Relevance of the Charitable Sector

3.1  Charity is relevant

The charitable sector continues to be relevant to the Australian community as a whole.

· Charity does the things that government and the for-profit sector cannot or will not do.  It fills the gaps.

· By definition, the charitable sector contributes a benefit to the community, and contributes to social capital.

· The charitable sector releases the volunteer resources of the community and encourages philanthropy.  It allows people to get involved, help others, and derive a sense of fulfilment.  It releases money for community use.

· The charitable sector fulfils vital roles of advocacy, research, and “the conscience of the community”.  These should not be quarantined as non-charitable or unconnected to charitable missions.

· Charity provides a geographical spread of services, usually to persons who otherwise could not afford these services.

· The charitable sector pioneers innovative community services.  

· The charitable sector is closer to community needs, especially through its community-based governance, and is therefore better able to assess and address needs.

· Charities foster a community spirit through the genuine desire to “help those in need”.

· Charities encourage “community” amongst those seeking care.

· Some would say that a country’s measure of its maturity is reflected with in the way it cares for its most disadvantaged.  This is the essence of “charity”.

· Charities serve and assist government by relieving the dependency on government services.  This, in turn, reduces the economic burden of service-provision on government.

4. MS Societies: Modern Charities

4.1  The Issues Paper

The Issues Paper asks for comment relating to the attributes purpose and behaviour of charities and asks the question whether the organisation’s “attributes, purpose and behaviour” have changed over recent years and whether this has involved any change in how the charity has been or should be defined for various purposes.

4.2  The origins

The origins of the MS Societies date back to the mid-1950s, in line with a world-wide trend for the establishment of MS organisations.  Currently, there are 38 MS organisations worldwide as members of the International Federation of Multiple Sclerosis Societies.

4.3  MS Societies today

The demand for the MS Societies’ services has grown steadily due to improved diagnostic techniques, awareness and treatments.  Accordingly, the MS Societies have gradually grown in size and the breadth of their services.

4.4  MS Societies believe in Self-Help
MS Societies are committed to keeping MS people independent at home.  

4.5  MS Societies believe in Financial Responsibility
MS Societies are also committed to developing their own potentials by growing a supporter base; by making it easier to support the society; by developing the independent fundraising activities and social welfare enterprises of the MS Societies; and by growing funding from corporates and government together to ensure that their support for MS Society is mutually beneficial.

An element of fiscal responsibility is the ability to plan and budget.  Given the unpredictable nature of traditional fundraising methods, and the fickle approach to granting of government funding, such fiscal responsibility necessitates the engaging in social welfare enterprises as a source of funds.

4.6  MS Societies are Intentional
MS Societies are committed to making a difference to peoples’ lives by maximising the value of services through research and feedback.  It is motivated by conviction that individuals have a right to control their own lives and by a wish to make a difference in the lives of people with MS and effected by MS by improving facilities offered for their assistance.

4.7  MS Societies are Multi-Dimensional
MS Societies engage in a variety of services – direct and indirect.  These include:

· Research and information projects;

· Attendant care;

· Residential care;

· Educational programs for people with MS and for the general public;

· Products to assist people with MS and their carers;

· Creating a sense of belonging for people with MS.

4.8  MS Societies respond to a changing environment

MS Societies acknowledge that it is imperative that legal frameworks take account of the current social and economic environment.  They believe that such charities conduct themselves with good governance and with public accountability.  This is part of the MS Societies’ fiscal responsibility and commitment to social enterprise.  MS Societies wish to be viewed as responsible and contributing citizens.

MS Societies have observed a change in the environment in which we operate and have been able to adapt within the current definition to continue to provide services for those who seek our support and assistance.

MS Societies advocate self-help for people with disabilities and provides direct assistance when necessary.

5.  The definitions

5.1  The Issues Paper

The Issues Paper asks whether the definitions and concepts of charity and PBI continue to hold relevance.

5.2  Charity

The current definition of “charity” has developed over the past 400 years, from a series of examples in the Statute of Charitable Uses, to represent the spirit of what is charitable.  As the society progressed, various incidences of “charity” were recognised by analogy with the original examples.

MS Societies have been able to adapt under the current law to continue to function and serve the community.  We believe that MS Societies have been able to do so because the definition of “charity” is sufficiently flexible to accommodate change which is appropriate and which retains aspects which are central to a proper understanding of the term “charity”.

Recommendation 1:

MS Societies believe that the common law understanding of charity should be retained.

Recommendation 2:

The MS Societies are open-minded on the question of whether, in keeping with other developments in law, it is time for a statutory codification of the definition and application of what qualifies as charity under Australian law.

Recommendation 3:

Isolation of particular activities for different taxation treatment resulting from any amendment to the definition as a result of this Inquiry ought not disadvantage organisations that have exercised initiative consistent with an overall purpose of a charitable nature.

5.3  Public Benevolent Institution

The current law recognises that some charities care for the most misfortunate and needy in the community.  These charities are given the classification of “Public Benevolent Institution” (“PBI”), and provided with more advantageous concessions to recognise and encourage their special work.

5.3.1
Relevance of “PBI”

The MS Societies believe that the concept of a class of special charities, caring for the most needy, remains relevant.  Society has a right to make a collective value judgement, through its elected representatives, about what sorts of services should be encouraged the most.

Recommendation 4:

The concept of “PBIs” as a special class of charity should be retained, so that charities that look after the most needy and unfortunate can be specially encouraged by government.

5.3.2
Directness test

In the context of current social change, MS Societies observe that research and advocacy will play increasingly significant roles in charitable organisations.  

There may come a time when rather than being ancillary to a dominant purpose such roles will have a life of their own.  Accordingly, it may be appropriate to review and remove the current PBI requirement for assistance to be “direct”.

In recent times, the research component of our work has been advancing as we trace back and attempt to find the cause of and cure for MS.  At present we are motivated by our purpose of serving people with MS, their families and carers, as we take on such research find a key for future action.

Recommendation 5:

The directness requirement ought to be removed from any future definition of a PBI.

5.4  Impact on taxation arrangements of any change to definition

Any change to the definition of charity with a consequent introduction of tax burden for charities would create major problems for charities.  Charities would react to such a problem by either:

· raising more money themselves, which would present a significant challenge due to the competitive fundraising environment, as outlined above at 5.1; or

· reducing services; or

· increasing dependency on government.

6.  MS Societies: the place of commercial activities

6.1  The Issues Paper

The Issues Paper asks whether the classification of charities should be based on the actual nature of activities engaged in, or rather on the purpose of such activities.  Related questions concern the sole or dominant purpose test traditionally applied in defining charity and whether there is an expectation that charities will undertake commercial activities in order to perform their core purpose effectively.

6.2  Why commercial activities

The MS Societies observe a change in the fundraising face of modern Australia.  

· There is enormous competition in the fundraising market, so much so that donor fatigue is evident.  

· There is an overuse (almost abuse) of telemarketing as a vehicle for fundraising.  

· In addition, we observe a generational shift such that future generations, unless encouraged to think differently, may regard support of charities by way of voluntary donation as unnecessary.  

· Traditional fundraising cannot be relied on in the future.

· Individuals are demonstrating a lack of long-term commitment in their fundraising involvement.

Our task is to maintain the quality of our services to our members.  We have adjusted to this changing face by increasing and introducing activities which allow us to be self-supporting.  

Activities developed include fee for service attendant care, retirement villages as well as the more traditional lottery and other fundraising opportunities.

6.3  MS Societies are committed to a purpose

MS Societies remain constantly committed to serving people with MS regardless of the political popularity or otherwise of people with MS in the overall context of Australian need.

The purpose for MS Societies is provision of care to people with MS, their families and carers.  This is MS Societies’ “core business”.  Funds raised go directly towards providing services, not to any other purpose.  Other activities that they take on are aimed at complementing this central purpose and providing for the viability of the core activities.

MS: Good Works, Great Needs

The sole purpose of our various enterprises is to underwrite and support our services.  MS Societies should not be penalised or disadvantaged because we have moved on to new areas in order to maintain the same level of services.  All of our work adds to the social capital of the community.

Recommendation 6:

Governments should recognise a future where charities’ funds will be a mixture of monies arising from the Federal, State and local Governments, from individual donors, from events and gala activities, from small fundraisers such as lotteries and from the MS Societies’ own enterprises which are completely in keeping with the overall motivation of our organisation.

6.4  Why is the charitable sector unique?

MS Societies believe that there are factors which impact differently on for-profit organisations to our own.  Chiefly, in an area such as ours where profit margins are slight for direct service deliveries, we believe that the charitable drive of providing a public benefit regardless of profit achieved is most central.

Even though superficially, some of the areas of activity that the MS Societies engage in appear similar to activities conducted for profit, they believe that they have a unique commitment to staying in the area of care for people with MS and that the Australian community at large will benefit by encouraging associations such as ourselves to advance themselves consistently with their charitable aims.

6.4.1 Profits returned to the community

Some MS Societies’ activities generate an operating surplus.  Instead of taking surplus out as profit, as the for-profits would do, the non-profit nature of MS Societies means that any surplus generated is applied for community benefit, often in provision of services in “non-profitable” activities, geographical areas or client settings.  Therefore, whilst some of MS Societies’ activities are of a type also undertaken by for-profits, they are in fact not commercial activities, but charitable.  The money is returned to support the overall mission.

This return of surplus is done in furtherance of the MS Societies’ philosophies and for the benefit of the community.  By contrast, any profits generated by the for-profit sector are returned to owners.
6.4.2 Extra services

The MS Societies are not driven by a profit motive, and are therefore able to provide unprofitable but beneficial services that a for-profit operator would not provide.

6.4.3 Volunteerism

6.4.3.1
Overview

There is a strong volunteer component to the work of MS Societies across all States.  The volunteers provide for a community base.  This is particularly so in rural Australia where local communities are our backbone.  All our directors are honorary. 

We believe that we attract volunteers to the MS Societies because they believe they are committed to helping people with MS.  Volunteers will not be attracted if their work is taxed in some way.  MS volunteers as well as corporate and other donors are encouraged to assist MS because all money given goes to people with MS.  This is the main attraction for support by volunteers and donors to the MS Societies.

6.4.3.2
Snapshot: Victoria

In the 1999/2000 financial year, the MS Society of Victoria received 134,334 hours of volunteer services.  This has been conservatively valued at $1,715,450.00.  The time and expertise of the volunteers are invaluable to the MS Societies’ work.

Recommendation 7:

The government should recognise and support the unique role played by charities, and the benefit provided to the community, by treating charities differently to for-profits.

6.5  The purposive approach

The question of whether an entity’s purpose or the nature of its activities should define its charitable nature is asked in paragraph 14 of the Issues Paper.

For most charitable organisations, the purpose cannot be separated from the nature of the activity.  The charitable motivation not only characterises the activity, but is also integral to the activity.  

For some other charities, the nature of the activity is superficially removed from its nature.  However, it is the purpose which characterises the activity, gives the activity its quality, and distinguishes it from other, prima facie similar, activities conducted by for-profits.

Recommendation 8:

To correctly identify charitable activity is to regard the purpose of the activity, rather than to attempt to discern whether the nature of an activity is charitable.

Appendix 1: Activities and services

A1.1  Supported accommodation

A1.1.1
Overview

An important and traditional element of the MS Societies’ services is supported accommodation to cater for the needs of people with advanced MS.  This takes the form of both long-term and short-term respite care.

Supported accommodation for people with MS is unique in a number of ways:

· Although regular nursing homes provide high levels of personal care, the percentage of residents that need the very highest degree of assistance is much larger than in the average nursing home.  It is common for all residents to be confined to wheel chairs.

· As MS is primarily diagnosed between the ages of 20 and 40, the average age in MS supported accommodation is around 50 years, substantially lower than in normal nursing homes.

· Residents in MS supported accommodation are mentally more alert, and therefore more autonomous and in control of their own lives than persons in geriatric nursing homes.  This also necessitates specialised activities to cater for the residents’ more sophisticated needs.

A1.1.2
Snapshot: Granston Lodge, Queensland

The MS Society of Queensland has a 50-bed residential unit, Granston Lodge, providing up to 35 long-term places and up to 15 respite beds.

Long-term residents currently range in age from 35 years to 90 years, the average age being approximately 50 years.  Residents of Granston Lodge receive very high levels of personal care, that is, assistance with all of their daily living tasks such as bathing, toileting, dressing, eating, etc.  Some residents are fed via a gastrostomy tube that is implanted in the stomach via a peg in the abdominal wall.

Some residents are able to drive electric-powered wheelchairs, but a substantial number must be taken everywhere they go by staff, as they can no longer drive their own wheelchairs.  

The unit also provides an age-appropriate activity program both within the building and out in the community, put together each month by a coordinator and the residents themselves.

A1.2  Home or Attendant Care

A1.2.1
Overview

For those people with MS not requiring supported accommodation care but nevertheless with very high support needs, the MS Societies provide a personal care and essential daily living support.

A1.2.2
Snapshot: Victoria

The MS Society of Victoria provides home care services to the aged and disabled through two wholly owned and charitable subsidiaries, Australian Home Care Services Pty Ltd and Multicare Pty Ltd.  These home care services are available for people with MS as well as for others, on a fee basis.

Apart from providing essential services to people with MS, these companies also provide through fee for service arrangements a means of providing some of the $3 million of non-government revenue that is required to fund the MS Society of Victoria’s services to over 3,000 Victorians with MS.

A1.3  Specialist therapies

The MS provides specialist services such as:

· physiotherapy;

· hydrotherapy;

· speech pathology;

· neurology;

· neuro-psychology; and

· occupational therapy.

A1.4  Immunotherapy

A1.4.1
Overview

An important new service for the MS Societies has been in the area of immunotherapy.  Clinical trials have shown that new immunotherapy drugs can reduce the number of exacerbations of MS, reduce the number of new lesions seen on magnetic resonance imaging scans, and slow disease progression in the long term.  

Programs throughout Australia are experiencing a strong growth in demand.

A1.4.2
Snapshot: Tasmania

The growth demand for this new therapy has been explosive.  In 2000 alone, the MS Society of Tasmania has experienced a 118% growth in the number of clients participating in the immunotherapy program.

A1.5  Support and education services

A1.5.1
The value of information

The MS Societies believe that being informed about MS is a vital part in improving the living standard of people with MS, and is of real benefit to people with MS.

The MS Societies give strength to people with MS by educating them to be more informed about all aspects of their disease.  These services are provided by both modern and more traditional means.

A1.5.2
Overview of information services

The MS Societies constitute a primary source of highly specialised information for people with MS, their families and carers.  The value and benevolence of such information services was recently acknowledged by the Australian Taxation Office
.

A1.5.2.1 Newly Diagnosed Information Series

The MS Society of Victoria provides a “Newly Diagnosed Information Series” twice yearly for people who are new to MS and/or newly diagnosed.  Through a series of 8 sessions, people with MS, their families and carers learn about the disease and coping with the disease.  

A1.5.2.2 Use of Technology

The technological era has been embraced with the development of a comprehensive up-dated website located at www.msaustralia.org.au.  This interactive website includes downloadable audio files, chat rooms and bulletin boards.  The chat rooms put people in touch with staff, health professionals and each other while the Internet bulletin boards enable people with MS, their families and carers to gain mutual support and share information as they communicate via the Internet.

A1.5.2.3 Telephone service

To ensure that there is easy access to information about MS, an 1800 freecall information line is available.  In 1999/2000, there were over 2,800 callers to this line in Victoria.

A1.5.2.4 Radio Services

To provide information for the public and an opportunity for interviews with people knowledgeable about MS, use is made of weekly timeslots of various radio stations.

A1.5.2.5 Library services
Comprehensive specialist library services are maintained with over 1,000 titles, 200 journals, 150 audio-visual items in Victoria alone, and a range of information pamphlets focusing on the characteristics of the disease, its impact, research and treatments.  The libraries continue to be used by individuals, families, students and community health professionals.

Appendix 2: Future visions

A2.1  Recent trends

Advances in diagnostic techniques has resulted in more and more younger Australians being diagnosed with MS.  An 8-year-old child was recently diagnosed with MS.

This change in demographics of people with MS has presented new challenges:

· The families of people with MS are frequently younger, with under-age children.  A diagnosis of MS hits particularly hard in such cases.

· Younger people with MS naturally have a longer life-expectancy than older people with MS, and are therefore likely to require care for a longer period of time.

· While the increasing use of immunotherapy treatments has the positive effect of slowing down the rate of progression of MS, this results in a higher level of services and support required by each individual affected by the disease due to an extension in the contact time they have with MS Societies.

Such developments have necessarily resulted in a change in the mix of services provided by the MS Societies.  Increased attention to the needs of family members has become a focus due to the progressive nature of MS and its impact on relationships and the need for increased caring by other people.

In addition, as people become more empowered they have demanded more information.  The MS Societies have therefore been forced to invest more heavily in their information services.

A2.2  Future trends

While a great deal of research is being conducted into MS, there is as yet no known cause or cure.  It is therefore likely that there will be a continuation of recent trends.  

We see no reason why there should be any diminishing in the recent 18% annual growth rate in demand for the MS Societies’ services and support.
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� MS Society of the ACT, MS Society of NSW, MS Society of Queensland, MS Society of South Australia and Northern Territory, MS Society of Tasmania, MS Society of Victoria, MS Society of Western Australia.


� Issues Paper, para.18.


� TR 2000/D14 at para 47.
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