BRAIN INJURY ASSOCIATION

January 18, 2001.

The Secretariat Inquiry into the Definitions of Charities and Related Organisations. 

C/‑ The Treasury 

Parkes Place 

Parkes. ACT. 2600.

Dear Sir/Madam,

Please find enclosed our submission to this Inquiry.

We submit this with the intention to argue the need for the retention of such taxation benefits that existing legislative and common law definitions provide to non‑profit disability service providers. We also believe that this should be extended to non‑direct service providers that perform significant roles in assisting people with disabilities.

A key competing factor for the disability sector in its ability to provide a quality and valued service is the employment and retention of a quality labour force.

We believe that the existing definitions need to be reviewed and collapsed into one single definition that best describes and captures the intent and activities of qualifying organsiations.
I trust that our submission provides some useful information to the Inquiry.

Yours sincerely

Executive Officer.

BRAIN INJURY AsSOCIATION OF NSW INC.

ABN 22 487 506 783

Suite 6, 17 Macquarie Road, Auburn NSW 2144

Phone: (02) 9749 5366 Freecall: 1800 802 840 Fax: (02) 9749 5608

Kevin/subniissions/inquiry definition charities.

INQUIRY into the DEFINITION of CHARITIES

and

RELATED ORGANISATIONS.
Brain Injury Association of NSW Inc.

The Brain Injury Association of NSW is a peak non‑government organisation. The principle objective of the Association is to provide support and services to people who have had a brain injury, their carers, families and friends so that people who have had a brain injury can fully participate in society as equal citizens. To do this, the Brain Injury Association of NSW works with people who have had a brain injury, their carers, families and friends, services, government and the community.

Our major activities include providing information and referral, resourcing self help and support groups, facilitating consumer advocacy and service provider training, developing policy, lobbying for appropriate services, coordinating Brain Injury Awareness Week, as well as overseeing special projects (e.g. publications, research and events).

WHAT IS BRAIN INJURY?

Brain injury results from trauma caused by road traffic accidents, falls and assault, or from 66non‑traumatic" causes such as stroke, tumours, infection, or cerebral anoxia.

After a brain injury people may experience a range of disabilities, including

• cognitive,

• sensory and

• physical disability.

• They may also experience behavioural/personality changes.

In practical terms, a cognitive disability can mean that the person who has sustained a brain injury has a very limited attention span and ability to concentrate, is slower to process information, experiences fatigue very easily and often, has short‑term (and sometimes long​term) memory problems, has difficulty problem solving & planning/organising , has difficulty initialising activities, and has rigid or concrete thinking.

A sensory disability as a result of a brain injury could include any of the five senses, resulting in reduced ability or complete inability to see, hear, smell, taste or feel things. People with a brain injury also often experience a disruption to their body's temperature control, and so may experience inappropriate or extreme temperatures.

People who have had a brain injury can experience a wide range of physical disabilities, for example reduced or spasmodic muscle control. Personality and behavioural changes can include disinhibition, reduced self‑control, emotional lability, difficulty self‑monitoring, reduced social skills, lack of inertia and restlessness.

HISTORICAL CONTEXT.

It has only been in the last decade that brain injury was recognised as a distinct and separate disability. Prior to this, people who have had a brain injury were largely hidden as a group or incorrectly labelled as either having a physical, psychiatric or intellectual disability. It was only in 1991‑2 that substantive service provision for people who have had a traumatic brain injury began, with the establishment of the Brain Injury Rehabilitation Programs funded by the NSW Department of Health and the NSW Motor Accidents Authority.

This program was intended to provide an appropriate service response to the unique and complex rehabilitation needs of people with a traumatic brain injury. It undertakes impatient care (both adult and paediatric), transitional living programs and outpatient & community outreach care including some skill training programs, short term case management, and therapy services (both adult & paediatric). Subsequent to the establishment of this program, a number of community access and support development programs have been established. Some other HACC and Disability Service Program funded services have been also been established in the last 8 years.

The NSW Health Department operates 3 metropolitan Brain Injury Rehabilitation Programs, from Westmead Hospital, Liverpool Hospital, and the Royal Rehabilitation Centre at Ryde, and 8 rural Programs located in the regions of Newcastle, Wollongong, Dubbo, Bathurst, Tamworth, Albury, Goulburn, and Lismore/Coffs Harbour. It also has 2 paediatric units located at The New Children's Hospital at Westmead and the Sydney Children's Hospital at Randwick.
Since 1994‑95 no continuum plan has been undertaken to identify and address the growing unmet need of rehabilitation, accommodation, and community support needs of people who have had a brain injury in NSW.
The lack of accommodation services, both long term and respite, is a major issue of concern amongst consumers, carers/families, and service providers in the field. Accommodation services are starkly lacking for people who have had a brain injury.

CURRENT SERVICE PROVISION.

There are 15 brain injury‑specific community services available to support the 114,685 people with a brain injury who live in NSW.
The total capacity for these 15 services is approximately 370 people. This potentially leaves

114,315 people throughout NSW whose needs are ignored.

Identifying the types and locations of services available, more sharply exposes the geographical and numerical extent of current needs. There are currently;

Metropolitan

*
5 recreational respite services, all in the Metropolitan area (Greater Sydney). These services have the total maximum capacity to assist 119 people with a brain injury.

*
1 accommodation respite service with a capacity of 5

* 1 supported accommodation service with a capacity of 14 clients * 2 community access programs with a combined capacity of 60

Rural

* 1 flexible respite service in a regional area with a capacity of 39

* 4 community access programs in the rural areas, with a total capacity of 120

* 1 supported accommodation service with a capacity of 3 clients

Clearly, this shows that there are 9 services with a total capacity to assist 198 people of the 71,092 people with a brain injury living in Metropolitan areas. That is, 0.27% of this population are receiving appropriate support.

And there are only 6 services with a total capacity of 162 people for the 13,593 people with a brain injury living in Rural/regional areas, or 0.37%. Thus access to appropriate services for these citizens is a lucky dip.

There is NO brain injury‑specific community support available to any person with a brain injury, nor respite for their carers (family and friends) in the

‑ Southern Highlands,

‑ Central West,

‑ Orana Far West, ‑ Nepean,
‑ Inner West

‑ Riverina/Murray, and

‑
New England regions of NSW.
In addition to the severe shortage of respite and community access services, there are other appropriate supports required by people with a brain injury but not available throughout NSW. Alexander & Roughan (1997) list ongoing psychological/psychiatric support and case management as two of the standard supports needed to be provided to an individual who has had a brain injury. There are no brain injury‑specific case management or counselling/mental health services in NSW.
Brain injury‑specific services are crucial to meeting the unique needs of people with a brain injury. Generic services, either accommodation, support or respite, cannot adequately meet the complex needs of people with a brain injury.

CURRENT UNMET NEED

When discussing unmet need the figures frequently quoted are those of the Australian Institute of Health and Welfare which in 1993 estimated '13,500 people with severe and profound handicaps reported unmet need and were in critical need of accommodation and, accommodation support or respite care services' (1997, p.23).
However these figures should be seen in the context of a more recent AIHW report that states that there are approximately 114,685 people in NSW with an acquired brain injury related disability (Australian Institute of Health and Welfare, 1999). 54,325 of these people also have a severe or profound handicap as a result of their acquired brain injury and need some type of personal assistance or supervision with activities of daily living.

It is the opinion of the Brain Injury Association that the (1993) 13,500 figure is ridiculously conservative, and does not accurately reflect the number of people with a brain injury who need assistance and whose unmet needs result from a lack of accessible services.

This conclusion is supported by the research of Hilson and Ramsey (1995) who note that in 1995 56.7% of disability services considered that barriers existed that prevented people with an acquired brain injury from accessing their service. A significant number of generic services, 54.8%, reported that barriers existed and 73.3% of brain injury services identified barriers which prevented people with an acquired brain injury from accessing other services other than their own (Hilson and Ramsey, 1995).

According to the report, major problems occurred with access to accommodation, employment, education and respite services. Consequently, people with a brain injury cannot access either disability specific or generic services.

PROVISION of DISABILITY SERVICES and SOCIAL RESPONSIBILITIES.

Across the broad disability service system spectrum, disability services play a key role in providing support to people with disabilities, their families & carers, and the broader community. This encompasses many facets of direct service delivery activities such as:


‑
employment training and placement,
‑ in‑home support,


‑
accommodation,
‑ respite,


‑
life skills & personal skills development,


‑
counselling,
‑ recreation,


‑
transport,
‑ individual advocacy,

and indirect service activities such as:


‑
information & referral,


‑
systen‑iic advocacy, research,



cominunity education & awareness,



corrilmunity development.

The Federal Government also provides a key direct service by way of income support to many people with a disability and their carers.
This contribution to income support is a clear recognition of the ideology and role the state embraces in supporting people experiencing social, economic, and humanitarian disadvantage.

People with an acquired brain injury are a growing population due to increased survival rates from traumatic injuries such as motor vehicle accidents and assaults, and non‑traumatic injuries such as stroke and hypoxia. In NSW each year, approximately 45,000 people sustain a brain injury ranging from mild to severe, with approximately 7,600 people acquiring a permanent disability from their injury.

Due to the lack of specialist services to support individuals and families, and the inability and/or reluctance of generic agencies to provide support services, many people with a brain injury, and their families, miss out on services they require to equitably function within our community.

Governments have continued to play a role, albeit inadequate to meet need, by funding community welfare agencies within the disability sector to provide services. So there is an implicit acceptance that government has a clear role to provide support services through the redistribution of some income to citizens experiencing social, economic, and humanitarian disadvantage through no fault of their own.

This is a social philosophy that Australia has practised for many years with support from the private sector to enhance and increase service provision.

MARKET COMPARISONS ‑ WELFARE SECTOR & FOR PROFIT SECTOR.

The Community welfare sector differs markedly from most other sectors within our economy in being unable to derive income from its clientele base to finance or subsidise its operations/activities/services
Key issues for the disability sector in the context of this Inquiry are then:

‑ the employment & retention of quality labour to deliver the services,

‑
supplementation of funding to increase service delivery and meet unmet

demand, 
and

‑ maximising the funds we receive to obtain their best use.

Workers in this sector are productive, efficient, and skilful like workers in many other sectors. Financial remuneration is not comparable to that of workers in other sectors, and the Public Service, with similar skills, productivity, efficiency, responsibility, and workloads. The disadvantage the disability welfare sector faces is that essentially we are not income generating, we cannot charge most clients for our services due to their economic and social circumstances, and we do not have such access to the taxation revenue base as the Public Service. Income for services and activities is reliant on the goodwill and social philosophy of governments, the donations/sponsorship/support from businesses and other industry sectors, and the philanthropic activities of corporations.

The disability welfare sector, like other areas of the community welfare sector, cannot possibly establish any consumer focussed competitive market environment. Funding would never be provided from other sources to establish similar agencies in similar areas that would compete to meet the need and provide services for the same populations groups.

So agencies within the disability sector cannot be expected to operate within the same economic environment as profit‑driven businesses.

To assure the Disability Welfare's social contribution, there needs to be mechanisms to operate equitably alongside other sections in our community with respect to attracting and retaining a quality labour force, flexibility and ability to supplement government funding to enhance service delivery, and maximising the funds we receive for the benefit of our constituency.

Exemption from Income tax, rebate on GST and consumption taxes, and exemption from other associated state taxes assists the Disability Welfare sector to maximise financial resources to provide services. Parallels can be drawn with industry assistance schemes for commercial and business enterprises.

The benefits of PBI status allow organisations in the sector to compete in the labour market against other industries which can offer better remuneration to staff.

Tax deductible gift status increases an organisation's ability to attract private funds, and fund raise, to maximise service delivery.

Currently these benefits (available wholly to some organisations and partly to others), assist the sector in competing and operating within the macro business environment.

The value of concessions and benefits to the Disability Welfare sector cannot be underestimated. The work of the sector creates significant social capital in our community

by providing:
‑ structured services & tangible support to individuals otherwise



unable to organise and provide these for themselves;


‑ opportunities for people with disabilities to participate in their



community


‑ opportunities for volunteerism and for other members of the



community to contribute and interact with people with disabilities;


‑ support to families and carers in their essential roles;


‑ education and raising of awareness within the community about the



needs and aspirations of people with disabilities and their families;


‑ particular training and skill development, and integration, or



re‑integration after injury, to enable people with disabilities



more equitable participation within our society.

DEFINING CHARITABLE ORGANISATIONS.
Subsequently, in the context of this Inquiry, organisations should be defiled by their activities and their source of income for qualification as charities, PBI's, and Community Welfare services. Organisations should have a capacity, within defined limits, to generate funds for their welfare activities without affecting their charitable, PBI, or tax exempt status. However this should be protected from abuse by any organisation or institution which still does not provide quality or even reasonable levels of service.

Many large disability institutions in NSW with access to private or corporate donations, generate revenue from income producing activities, yet do not provide quality services for their consumers. Examination of this situation should occur where such institutions have a large revenue base, a corporate image, tax exemption status, and access to PBI benefits for staff, yet whose clients receive sub‑standard service, experience a restrictive lifestyle, and have to assert their rights.

For the viability of the sector, and for legislation, a single more common term should be used to classify such organisations. The number of different definitions, their application, and benefits, is confusing and logically unnecessary. It has resulted in inequities amongst organisations as to the taxation benefits they can access.

Smaller direct service agencies and advocacy bodies play important roles in the disability sector by providing quality services, self‑determination and management by consumers, and empowerment of people with disabilities. Within the brain injury sector there are very few specialist services available to meet the existing demand. Both Advocacy/Training/Information Services and direct service providers perform a significant role in assisting people with an acquired brain injury. Brain injury remains a very much misunderstood and unrecognised disability within our society.

The definition for charitable status should be extended to such non‑direct service provider bodies in the areas of advocacy, information, community development, and education & training.

Where it can be clearly demonstrated that the activities of a Disability Welfare organisation are aimed at supporting or enhancing the lives of people with a disability, or their families, either through direct or indirect services, or supporting organisations which directly work with people with a disability, then access to the current benefits of tax exemption, fringe benefit tax exemption, and tax deductible gift status should be maintained, if not extended.

Any reduction of benefits would need to be equitable balanced by increased funding.

