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29 August 2008 
Committee Secretary 
Senate Economics Committee  
Department of the Senate 
PO Box 6100 
Parliament House 
Canberra ACT 2600 
Australia  
Submitted by email: economics.sen@aph.gov.au 
 
 
Epilepsy Foundation of Victoria welcomes the opportunity to provide comment to the Senate 
Standing Committee on Economics.  
 
The Epilepsy Foundation of Victoria is Victoria’s major consumer support agency for all people 
affected by epilepsy. 
 
We estimate that 10% of Victorians will have a seizure during their lifetime, over 3% will 
develop epilepsy, approximately 140,000 people. Of these 12.5% will be children under the age 
of 14. Many of these will be under the age of five with nearly 800 children being newly 
diagnosed each year. 
 
Until recently, epilepsy was believed to be predominantly a childhood disorder. Research now 
shows that the incidence of epilepsy in people age 75 and over is higher than in the first ten 
years of life. In fact, statistics in the United States have shown that approximately 7% of seniors 
have epilepsy. 
 
We provide a range of support services for people who presently have epilepsy, as well as their 
families and friends and the communities they live and work in. Sometimes it may involve 
talking through the situation with one of our counsellors or special education sessions for staff, 
students and parents. We have available a wide range of resources to supplement the work we 
will do with you, including videos, information sheets and epilepsy management plans for 
individual children. 
 
In 2003, 86% of adult Australians put their confidence in the non-profit sector. Their confidence 
deserves government attention. Indeed, the non-profit sector itself has been calling for reform. 
We welcome the Senate’s interest and prioritisation of our work and urge you to act on the body 
of evidence put to this inquiry and not to allow it, like previous inquiries, to be ignored. 
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We are writing in support of Fundraising Institute Australia’s submission, recommending a commission 
of inquiry be established to further develop the initiatives explored in this Senate Inquiry, in particular 
‘model’ fundraising legislation, the shape of a national regulator and the elements of a compact to 
underpin the values and funding of this sector. 
 
We would like to make the following additional points to FIA’s submission: - 
 

• The establishment of a single regulator might not occur immediately, we urge a real effort be 
made to reduce the regulatory burden of conflicting regimes, in particular, through the 
COAG agenda ‘cutting red tape’ and bringing state legislation into harmony as an interim. 
 

• Accountability is not a level playing field, therefore it undermines transparency.  
The lack of accounting standards, particularly in relation to investment and development of 
capacity, means it is almost impossible for many organisations to attempt meaningful reporting. 
Firstly, what do they report, there is no consistency on what to include; Secondly, they are 
disadvantaged when compared against many other not-for-profits who are often shielded by 
exemptions; Thirdly, many major organisations, whose fundraising is a proportionally smaller 
part of their income mix can absorb expenses into their infrastructure creating unrealistic results. 

 
• Accountability is not just financial. There is no reasonable measure of real outcomes for the 

people we serve, our clients never ask what have you spent raising money they just want to know 
how you can help. Presently all measurement is around profitability because commercial business 
practices, accounting and reporting standards are being used. The problem with that is their 
overarching imperative of profitability is not what this sector is about nor should it ever be. 

 
FIA is also proactive in working towards self regulation by creating mandatory Principles and Standards 
of Fundraising Practice. The Principles codify general ethical behaviour for fundraisers; the Standards are 
tailored to provide guidelines on specific disciples of professional fundraising. The project was initiated 
in response to FIA’s perception of an urgent need to establish standards for professional fundraising in 
order to improve public trust and confidence in accountability for and transparency in the use of publicly 
donated funds. 
 
Please find attached a summary of FIA’s recommendations to the Senate Inquiry into disclosure regimes 
for charities and non-profit organisations.  
 
 
Yours sincerely, 

 
Jeremy Maxwell FFIA CFRE 

Development Manager 

 



 
 
 
 
 

 
Appendix 1: SUMMARY OF RECOMMENDATIONS  
 

a)  the relevance and appropriateness of current disclosure regimes for charities and all 
other not-for-profit organisations 

 
A new single regulator for the entire non-profit sector should:  
 

• regulate proportional to risk and not in accordance with exemptions 
• reduce multiple reporting requirements reducing the regulatory burden 
• develop an appropriate accounting standards and reporting mechanisms that measures 

effectiveness (outcomes) not efficiency (ratios).  

b) models of regulation and legal forms that would improve governance and management 
of charities and not-for-profit organisations and cater for emerging social enterprises 

A new single regulator should:  
 

• be based on principles similar to the Charity Commission (England and Wales)  
• enable the work of the sector (light touch regulation proportional to risk) 
• close the gap between statutory and non-statutory regulation (national industry self-

regulation) 
  
c)   Other measures that can be taken by government and the not-for-profit sector to assist 

the sector to improve governance, standards, accountability and transparency in its 
use of public and government funds. 
 

A new single regulator should:  
 

• cut red tape 
• allow for diversity (light touch regulation proportional to risk) 
• support development of a national toolkit 
• focus on effectiveness (outputs, public benefit) not efficiency (financial ratios) 
• adopt a standardised disclosure regime 
• encourage benchmarking 
• assist non-profit organisations in annual reporting 
• provide meaningful information for the public 
• promote the public interest in charity and non-profit activities 

 
d)   The Senate Inquiry has sought further comment on the recommendations from the 

inquiry into the definition of charities and related organisations (2001). 
 

• decide the name of the sector!  
• promote responsibility for this sector to ministerial level 

 
e)   The Senate Inquiry opens discussion on a number of initiatives that must be further 

explored.  
 

Establish a Commission of Inquiry to: 
 

• develop ‘model’ fundraising legislation 
• determine the ‘shape’ of a national regulator 
• determine a national accounting standard and reporting mechanism 
• review the elements of a compact to underpin partnerships with the sector.  
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