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Dear Sir,

Thank you for your invitation to Haemophilia Foundation Australia (HFA) to submit comments on the Issues Paper prepared on the Inquiry into the Definition of Charities and Related Organisations. Attached are comments submitted by the HFA Executive.

We look forward to further liaison on this matter which is vitally important to organisations such as our own, and also to the final outcome of the Inquiry.
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Executive Director
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COMMENTS ON THE ISSUES PAPER PREPARED ON THE

INQUIRY INTO THE DEFINITION OF CHARITIES AND RELATED ORGANISATIONS
Haemophilia Foundation Australia (HFA) submits comments on a number of the issues raised in

the paper on the Definitions of Charities and Related Organisations. The comments, which

come purely from the perspective of our own organisation, are made on those matters relevant

to HFA and our activities. It was felt that some issues are beyond our scope, eg the finer points

around legal issues/legislation/regulations, and as such these have not been addressed.

SIZE AND COMPOSITION OF THE SECTOR

Suggested definition of bodies qualifying for inclusion in the sector ‑
"Organisations/agencies providing direct or indirect (through advocacy) services to meet the

need for a range of people in the community".

‑
Any profits incurred to be redirected into the services provided.

‑
Services to be in the areas of:


health;


welfare; and


community legal services.

Currently HFA considers that the sector is too broad in including religion and the arts
ATTRIBUTES, PURPOSE AND BEHAVIOUR OF THE SECTOR IN

THE CURRENT ENVIRONMENT, WHICH HAVE RELEVANCE FOR

THE DEFINITION OF CHARITIES AND RELATED ORGANISATIONS
INFORMATION ABOUT HFA
HFA is the national peak body representing people with haemophilia, their families, carers and health professionals.

•
HFA is made up of six State, two Territory and one Regional group/Foundation, all of which work cooperatively together and with HFA.
•
HFA is funded approximately 50% through two Commonwealth Government grants and 50% through HFA's own financial resource development program.

• Major activities: 

-  Advocacy - towards the improvement of treatment, health care and quality of life for

people with haemophilia.

-  Educational/information/resources for  members, health professionals and general public.

 -  Fundraising followed by the direction of these funds to the State and Territory groups for local services, programs and activities.

•
Haemophilia Foundations around Australia provide unique services for a small group of people who have complex and very special needs.

SOCIAL INFLUENCES AND THEIR IMPLICATIONS FOR HFA
There is increased pressure from Government funding agencies to provide detailed reports and justification of work standards and activities. While HFA supports the need for open and regular accountability, too much time spent on "administering the administration" in a small organisation is costly, both in human and financial terms.

ECONOMIC INFLUENCES AND THEIR IMPLICATIONS FOR HFA
•
Lack of security regarding recurrent Government funding is a problem. Without our base of Government funding, which funds the "less attractive" areas, namely administration/overheads, it would be extremely difficult to raise our own funds. Trusts, corporations and individuals prefer all of their dollars to be used directly for the activities/ services to which they are donated.

•
There is increasing competition for corporate/trust/individual funding support as Governments direct more and more major agencies and organisations to the private sector for funding, eg schools and hospitals. The small organisation, representing people in need who are less relevant to the general community tend to get lost in this.

THE EFFECT OF ENVIRONMENTAL CHANGES ON HFA AND ITS MEMBERS

HEALTH ENVIRONMENT

In human and health terms the previously unknown viruses and agents, eg HIV and hepatitis C, have struck the haernophilia community, greatly adding to the burden of need for this group already dealing with haemophilia and its ramifications. The ongoing fear of further viruses/agents, such as hepatitis A‑Z, variant CJD and "TNV" (The Next Virus), places enormous stress upon our community.

INFORMATION TECHNOLOGY ENVIRONMENT

The insatiable thirst for information on the internet results‑ in a continuous need for more and easy access to the "very latest" or the "could be possible" by the community. This results in a further need for organisations such as HFA to keep in touch with the accuracy of information and to continue advocating for state‑of‑the‑art treatment and care.

GLOBALISATION
‑
Globalisation has resulted in HFA being able to be in touch with the latest information on and world's best practice standard treatment and care. This has resulted in the raising of standards to this level in Australia.

0
Similarly, globalisation has alerted HFA to the needs of others with haernophilia around the world. Our groups are now providing time and expertise to assist others establish and strengthen similar consumer organisations in a number of developing countries.

HFA'S ATTRIBUTES, PURPOSE AND BEHAVIOUR

Over the last ten years the governance of our organisation has become more professional. As our membership becomes more informed there are heightened expectations of the organisation. Safety issues regarding treatment and potential long‑term problems with plasma derived products have a much higher profile both within and without HFA. None of these changes have involved any major change in the organisation or how it should be defined.

Our membership has ongoing needs that are currently being addressed by Haemophilia Foundation activities and programs. That these are available and that they should continue was strongly endorsed and supported in a Needs Survey conducted amongst our membership in July 2000.

CURRENT AND SOCIAL ECONOMIC ENVIRONMENT FOR THE SECTOR AS A WHOLE

•
There is increasing pressure on organisations in terms of:


‑ More to do.


‑ Less to do it with.

•
The environment now sets equally needy and effective organisations against each other in the search for necessary dollars.

•
Organisations are forced to use time, which should be spent delivering services and using skills effectively, to be spent on chasing "survival" funds.

WHOLLY OR PARTIALLY CHARITABLE, RELIGIOUS OR

COMMUNITY SERVICE NOT‑FOR‑PROFIT ORGANISATIONS
BASIS OF DEFINITION OF THE ORGANISATION

H FA considers that the dominant or majority of the purposes of an organisation is the best way to define it.
DEFINING SECONDARY PURPOSES OF THE ORGANISATION

Secondary purposes can be defined by the percentage of time/energy/funds devoted to carrying them out.

DEFINITION OF THE ACTIVITIES FOR "WIDE SPECTRUM GROUPS"

HFA considers that the activities for wide spectrum groups must be defined separately: ‑ Those activities that are considered "charitable". ‑ Other activities.

DISTINGUISHING BETWEEN COMMERCIAL AND NON‑COMMERCIAL ACTIVITIES

UNDERTAKEN BY ORGANISATIONS
•

commercial activities and non‑commercial activities conducted by all organisations should, be defined quite separately
•

Such activities, and the difference, between them should be open to public scrutiny.

EXPECTATION THAT ORGANISATIONS WILL UNDERTAKE COMMERCIAL ACTIVITIES?

•
Where possible, organisations should, be encouraged to undertake commercial activities.

•
Where this occurs, no special assistance financial or otherwise, should be provided.

•
Such commercial activity should be clearly seen as just that ‑ a "commercial", not a "charitable" activity.

•
There should not be an expectation that all organisations undertake commercial activities as only certain organisations with the human and financial resources and the necessary public profile are able to do so. Small organisations and/or those dealing with "less popular" needs in the public eye would not find it possible to undertake commercial activities successfully.

EXISTING DEFINITIONS OF CHARITIES AND

RELATED ORGANISATIONS USED IN AUSTRALIA

HFA'S DEFINITION

•
HFA is defined both as a charity and a Public Benevolent Institution (PBI) in law.

•
HFA is not defined differently by different agencies or jurisdictions.

•
The current definitions of HFA do not impose constraints on the ability of the organisation to provide services for our members or to adjust our "attributes, purpose and behaviour" to respond to changing demands.

•
The current definition does not stand in the way of allowing the organisation to operate in the current social and economic environment.

DEFINITION TERMS

•
The word "charity" is now out of date, having connotations of weakness and dependency. However, in defining any replacement term the criteria should reflect the sense of the old terminology.

•
Inclusion of "religious organisation" solely to promote "religion" as a defined category is also out of date. It would seem more appropriate to have the relevant activities conducted by these organisations separately defined under the terminology which should replace the terms "charities, PBIs or communal service not‑for‑profit".
THE FOUR PURPOSES OF CHARITY

HFA believes that all of the purposes listed under "charity" are still relevant with the exception of "the advancement of religion".

RELEVANCE OF THE CONCEPT OF PBI
•
HFA believes that the concept of PBI is still highly relevant but that the wording used to describe it is antiquated.

•
HFA believes that, if the definition of charity was refined to exclude some of the less


"charitable" elements in the true sense of the word, a new definition incorporating both the


old charity and PBI would be more practical.

DIRECT ASSISTANCE

"Direct" or actions resulting in "direct" activities could be separated from other forms of

assistance.

ADVANTAGES/DISADVANTAGES OF THESE DEFINITIONS BEING LEFT TO THE COURTS

OR ENACTED IN LEGISLATION

Without some information as to the advantages/disadvantages of either of these, HFA is unable

to provide an opinion.

OPTIONS FOR ENHANCING THE

EXISTING DEFINITIONS IN AUSTRALIA

HFA's preferred definition of organisations that should fall within the criteria of what is currently known as "charities, related organisations and community service not‑for‑profit" would be closer to the current definition of the PBI. It would also comfortably accommodate the current definition of "charity" if the second and third dash points under "dominant purpose" (advancement of education, advancement of religion) were deleted. It would be desirable to split different types of activities into separate entities for definitional purposes. As all of HFA's activities fall under the definition of a PBI, there would be no implications of such an approach for our organisation.
CLOSING COMMENTS

HFA believes that a revision of these definitions is timely. It is vitally important that charities/PBls/community service not‑for profits who undertake a huge role of service and care in the community, continue to be supported by Governments. However, there are a number of indications to show that the breadth of organisations being defined as charities/PBls has broadened to the point where the relevance is questionable.


J Ross

20/12/00
