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SIDSaustralia

The National SIDS Council of Australia is a federation representing nine autonomous organisations in Australia, which work together to provide funds for research, community education and support services in the area of sudden and unexpected infant and young child death.

The National SIDS Council of Australia trades under the name of SIDSaustralia.  It is currently a company limited by guarantee.  Its nine member organisations are located throughout every state and territory in Australia and are all Public Benevolent Institutions.  The Board of SIDSaustralia is currently applying to change SIDSaustralia's status to a PBI in line with its member organisations.

SIDSaustralia and its member organisations are non-government organisations run independently of government funding.  The work is funded by the generosity of the people of Australia.  Each year the national Red Nose Day campaign is a major source of funds. Donations and special events are vital to our existence, and enable us to provide services to the Australian public.

We believe our organisations are unique, having received only small government grants in their 22 year operating history. SIDS services and research haS saved the government millions of dollars.

· The Reducing the Risk of SlDS health promotion program, which has resulted in over a 70% reduction of SIDS deaths in Australia, has been totally funded by our organisations.

· We believe that our education and research programs have been responsible for saving the lives of over 3,000 children in the last eight years.

· We have provided 24-hour crisis and ongoing bereavement support to over 10,000 families with total funding coming from our fundraising initiatives.  This work has provided significant financial savings for the government in the area of family and children’s services

· We have also provided education programs to the community, emergency response personnel, and health professionals.

· We have supplied home monitoring devices for infants at risk as well as for families who have had an infant die.  

· We have funded research into the causes of SIDS and related matters.

SIDSaustralia, although extremely thankful for the awareness created by Red Nose Day, is often misjudged as being ‘flushed with funds’.  Red Nose Day has an awareness rate of 97% of the Australian population, bringing SIDS issues to the forefront of infant care practices and infant mortality.  While this awareness is commendable and valuable we are still not positioned, financially speaking, in the top 100 charitable organisations in Australia. 
All monies raised assist in providing services for bereavement support and community education free of charge as well as funding research.  SIDSaustralia's major expense is the production of educational material.  In member organisations, the highest expense ratio is in the salary component to ensure we have appropriate team members to deliver the services required. Notwithstanding, SIDSaustralia’s Member Organisations operate with a very small number of paid staff supporting and training community volunteers. Nationally, SIDS member organisations employ less than 50 FTE paid staff.

In considering the definition of charities, 

SIDSaustralia makes the following points.

· Uniformity between State and Federal definitions and regulations needs to be developed.

· The current treatment of Public Benevolent Institutions with respect to taxation exemptions must be at least maintained or preferably enhanced.

· Criteria for allocation of such status must be based on the nature of the organisation not the individual activities.  That is, an organisation which exists to serve the community, operates under a management/board structure and is not profit driven for the benefit of individual owners or shareholders is a charitable organisation.

· Classifying some activities as 'commercial activities' has inherent complexities.  It is the purpose for which the activity is undertaken, rather than the specifics of the activity itself, that should be considered.  If commercial activities support the core objectives of the organisation they must not be separately defined   

Current Situation

SIDSaustralia and its member organisations have experienced a demonstrated increase in demand for their services. Part of the reason our organisation has seen such an increased demand is the withdrawal of government services, a community acknowledgement of the value of self-help, and the professionalism of our organisations.  Other reasons include:

· Increased awareness of services we provide.

· Increasing needs of families for a variety of support services due to other social issues, such as decrease in extended families and other support structures, substance issues, lifestyle environments and increasing unemployment.

· Increasing needs for new parents regarding relevant information when caring for their baby

· Increased needs for resources and information by health professionals, including regional health authorities, hospitals, child health clinics, general practitioners, childcare centre workers and emergency service personnel.

Bereavement support services: 

SIDSaustralia (through its member organisations) provides services, resources and programs for anyone effected by the sudden and unexpected death of a child six years and under.  These services are directed towards, families, emergency responders and health professionals as well as general members of the public.  While our original charter was to care for families whose children have died from sudden infant death syndrome, in June 1999 Australian SIDS organisations formally launched the expansion of their bereavement support services. Services now include the families of children, six years and younger who die suddenly and unexpectedly for any reason including SIDS. There is also the option to provide family support in the case of stillbirth and neonatal death.  The rationale for expanding the services was based on the success of our bereavement programs and credible high profile as well as self-referral of other families whose needs were not being met or addressed by government agencies. 
Bereavement support services provision has increased due to:

· Need from other families who have suffered the loss of a child, not necessarily to SIDS, due to the service provision not offered through other community channels

· Acknowledgment of other family members and friends suffering and grieving as a result of a child’s death

· Increased exposure to the concept of personal empowerment

· Lack of ‘death education’

· Decreased time, availability and resources of social workers

· Increased knowledge of groups, ie. single parents, fathers

· Increased empowerment in regional areas

· Financial difficulties

· Isolation

· Increased requests for information concerning research findings and other issues

Child Health Promotions:

SIDSaustralia’s child health programs, resources and personnel serve the Australian population who have or care for a child under the age of two.  250,000 babies are born in Australia every year and our evidenced based programs have a demonstrated success rate and have been scientifically researched, developed, implemented and evaluated without government funding.  

Community Education provision has increased due to:

· Increased awareness of SIDS and resulting fear for families with new babies

· Increased awareness about the safety issues of some identified unsafe sleeping environments.

· Increased profile of our organisation as a highly regarded authority

· Decreased services available through Community Health

· Identification of indigenous and ethnic populations’ needs for culturally appropriate information

· Increased knowledge of “Reduce The Risk of SIDS” and "Safe Sleeping for Under 2's" literature and recommendations

· Increased unsubstantiated research appearing in the media, resulting in concern, panic and anxiety. ie. bedding, dummies.

Fundraising:

Both the above areas greatly impact on fundraising.  There is an increasing and corresponding need to generate additional funds from a limited charitable pool.  This is to directly and only service the needs of so many faced with the devastation of the death of a child, and promote childcare practices that save babies lives.

Unlike a for profit business an increase in demand does not equal an increase in revenue.  In fact just the opposite is true.  SIDSaustralia and its member organisations are constantly challenged by the needs they are expected to meet in an environment of diminishing resources and increasing competition.

Besides the sheer increase in demand for services and resources, a number of other economic factors are also affecting our financial situation.

They are:

· The increased costs associated with employing quality people under the current FBT ceiling cap.  The cap needs to be removed as charitable organisations are having to fund increased wages costs in order to offer appropriate remuneration packages to attract qualified personnel.

· Substantially increased administrative time associated with Business Activity Statements.

· Decreasing willingness of trusts and governments to fund salaries in industries where personnel are the services offered.

· Increasing cash flow problems associated with the pay out and then redemption situation caused by the GST.

· Small but consistent price increases with associated goods under the GST.  For example - food for support coffee mornings, small amounts of stationary bought etc.

· Decreasing disposable income of families as demonstrated by an increasing demand for our funeral assistance funds.

· Increasing fuel costs and our ability to reach out to the community.

Some Answers to Specific Questions

Section 11

Q:
What are some of the social and economic factors effecting the attributes, purpose and behaviour' of your organisation, and what are the implications for how your organisation is or should be defined?


The major social and economic factors effecting our organisation are money constraints, demographic changes to our client population and perceptions arising from our success as a health related organisation.

1
Money Constraints;  The increasing number of registered charities and the finite amount of dollars available to support them from the community means that there is greater competition for the dollar.


Red Nose Day;  Our organisation's primary fundraiser, has now existed for some 13 years and in that time many competitors using similar day ideas have arisen.  The public is no longer giving the same kind of money to Red Nose Day as was evident some years ago.  The application of the GST to some products sold during Red Nose Day creates further complications and restrictions from our fundraising in this way.

2
Demographic;  The decrease in deaths due to the Reduce the Risk campaign have occurred mostly in the higher socio-economic parts of the population.  The result is that the majority of our clients today come from low and very low socio-economic circumstances and they are not as likely to provide financial or volunteer support to the organisation as has been the case in the past.

3 Perceptions of our own success;  SIDSaustralia’s Reduce the Risk campaign has resulted in a 73% reduction in the number of SIDS cases since 1990.  There is still an unacceptable number of children dying from SIDS, however there is a public perception that SIDS has been cured.  This is not the case.  In addition, SIDS organisations throughout Australia are caring for and supporting the families of children who have died in the past and who continue to die.  The organisation has expanded its services to include families of children dying under the age of 6 from any sudden and unexpected cause, due to community demand.  There are no implications from these changes that should reflect upon our definition as a charitable organisation.

Q:
What do you think will be some of the major influences on the environment in the coming decade and what might this mean for how your organisation is defined?


It is our belief that our client base will grow substantially during the coming decade whilst our ability to raise funds to support our purposes from the community will become more constrained.  Whilst we applaud such initiatives as the Prime Minister's Round Table and policies designed to persuade corporates to increase their social capital, we do not believe that the improvements in money available to organisations like ours over the next 10 years will meet the challenge.  Our need to continue to fundraise as a charitable organisation will remain.  

Q:
How have your Organisation's attributes, purpose and behaviour changed over recent years, and has this involved any change in how your organisation has been or should be defined for various purposes?


Accept as above, our organisations attributes, purpose and behaviour have not changed over recent years.  There should be no change to how our organisation should be defined for it's charitable purposes.

Section 15

Q:
Should definitions be based on the purpose of the activities carried out by the organisation only, or on the nature of the activity?

It is not advantageous or appropriate to differentiate between the purposes of the activities carried out or the nature of the activities.  In an organisation such as ours there is no difference, with the exception of our fundraising carried out through Red Nose Day.  It is our belief that where a not-for-profit charity carries out commercial activities to support its charitable activities then notwithstanding, provided the commercial activities do support predominantly the charitable activities there should be no separate definition.

Q:
Should account be taken of multiple purposes, or is it appropriate to rely on the sole or dominant purpose of an organisation in order to define it?


It is not appropriate to define a charitable organisation by the "means" but rather by the "end".

Q:
What methodology is appropriate to determine when a purpose is secondary?


We assume that in referring to secondary purposes you are talking about commercial activity to support the charitable activities of the organisation.  Provided the charitable activities are predominantly in support of the charitable purposes of the organisation, they should not be separately defined.

Q:
Is it appropriate to distinguish between commercial and non-commercial activities undertaken by charities and related organisations?


See above responses.  You cannot break up the traditional activities of a not-for-profit into components but must look at the ultimate goal and purpose of the organisation.

Q:
Is there an expectation that charities and related organisations will undertake commercial activities in order to perform their core purpose effectively?  How should these activities be defined and should they have a role in determining the definition of the organisation?


It is not true to say that there is an expectation that charities and related organisation will undertake commercial activities in order to perform their core purpose effectively.  There is an expectation that they will fundraise from the public and be supported by Government grant.  However, direct government assistance to SIDS Organisations and our programs is virtually non existent.  Those organisations that do undertake commercial activities should not have these activities separately defined if the principal purpose of the commercial activities and the majority of the monies raised are used for the charitable purposes of the organisation.

Section 33

Q:
Is your organisation 'defined' as a charity, PBI, religious organisation or community service not-for-profit organisation for the purposes of any law or administrative practice?


Yes.

Q:
Is your organisation 'defined' differently by different agencies or jurisdictions?


Not to our knowledge.

Q:
Does the current definition of your organisation impose any constraints on the ability of your organisation to provide services?


Not so far as we are able to ascertain.

Q:
Does the current definition of your organisation impose any constraints on your ability to adjust your attributes, purpose and behaviour to respond to changing demands?


No, as we have no intention of major changes to our current attributes, purpose and behaviour.

Q:
Do current definitions allow regard to be taken of the social and economic environment that your organisation operates in?


No, the current definitions do not recognise the changes in our capacity to gain support from the community.  Were commercial undertakings to be treated differently in future this would be even more restrictive.

Q:
Do the terms 'charity' , 'religious organisation' and 'community service not-for-profit organisation' continue to have relevance in the current social and economic environment?


There is no necessity for 3 separate definitions and the term 'community service not-for-profit organisation' or simply 'not for profit organisation' is adequate.

Q:
Do the four 'purposes' of charity in the common law continue to have relevance?

We note only three 'purposes' referred to in section 16 on page 11 of the Issues Paper but yes, they do have continuing relevance. 
Q:
Is the concept of PBI of continuing relevance?


The definition does have continuing relevance, however a single definition covering both PBI's and charities would seem more appropriate today.

Q:
Is there a place for 'direct' assistance to be distinguished from other forms of assistance?


No, the overall purposes of the organisation need to be looked at in determining its charitable status.

Section 34

Q:
Should the definitions of charitable, religious and community service not-for-profit organisations be left to the courts or enacted in legislation?  What are the advantages and disadvantages of the different approaches?


It is our view that the definition should be enacted in legislation.  Many small organisations are unable to afford the costs of court recognition of their purposes.  It should be possible for the government to enact a definition of a charitable, religious or community service not-for-profit organisation that is precise enough to permit recognition of all organisations which meet its criteria.  

Section 37

Q:
What do you regard as the framework and key criteria that could form the basis for the classification of charitable, religious and community service not-for-profit organisations?

· Purposes for which the organisation is established

· Nature of the expenditure

· Nature and purpose for which activities are undertaken NOT the specific activity

Q:
Do you have a preferred definition of a charitable, religious or community service not-for-profit organisation and, if you believe relevant, PBI?

`
No. this needs to be worked out based on agreement as to the framework and key criteria. 

Q:
Would it be desirable to split out different types of activities into separate entities for definitional purposes? What would be the implications of such an approach for your organisation?

Absolutely not.  This would directly and negatively impact on SIDS Organisations.  The additional nightmare of paperwork would be inefficient and extremely costly most likely involving additional administration staff at the expense of direct service provision. This completely ignores that the purpose of all activities is to either directly serve the community or provide the funds to directly serve the community.
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