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Executive Summary

Thank you to the Inquiry into the Definition of Charities and Related Organizations for giving NIDKIDS the opportunity to present a submission. Our submission addresses the definitional constraints of a Public Benevolent Institution on the activities of a modern day support group.

NIDKIDS is an Australia wide, voluntary support group for children and adults with slow transit constipation – Neuronal Intestinal Dysplasia (NID).  The group was established in 1995 in response to a newly diagnosed condition – which is very rare in the early part of the 21st century.  Today, there is a child diagnosed every few days with this distressing condition and anecdotal information suggests there is a child in every primary school in Australia suffering from this condition.

Like many disability organisations, [for instance, such as Asthma Foundation and Paraquad], NIDKIDS wants to be involved in several distinct areas:

· Promoting of the disease/raising awareness – conferences and symposia are designed to meet the needs of both health professionals and families.  These forums are held regularly and provide opportunities for everyone involved with these disorders to hear the latest research information and share common concerns and ideas regarding treatment strategies.

· Self Help – for parents and children are supplemented by lectures given by medical advisers throughout Australia.

· Education – The NIDKIDS newsletter is published three to four times a year.  Included in each publication are articles of scientific interest and ideas about the successful management of the disorder. There has also been a one-hour video been produced – Living with NID.

· Social Supports – counselling services, telephone support, meeting families in hospital and in the community is a continuing part of NIDKIDS.  There is a web site and chat line available for families to keep in touch.

· Support for biomedical research and research into management of these disorders has been and continues to be an important part of the NIDKIDS programme.

All of these activities go towards reducing the suffering of suffers of NID and their families but some of these activities are indirect or preventative and therefore not within the definition of a PBI.

Because NID is so new, there is an urgent need to educate health professionals and the community about a newly diagnosed health condition.  If we follow the current PBI definition we are handicapped.  Without health professionals being educated they will be unable to make an early diagnosis of this condition and offer treatments.  Without treatment patients will suffer unnecessarily, requiring many more services and treatments than perhaps would be necessary with an early diagnosis.  

Presently, NIDKIDS is mounting a new case to apply for Public Benevolent Status.  We applied several years ago and were unsuccessful due to the diversity of our activities. Following advice from the ATO we are amending our constitution and limiting our activities with a major slant to fit into the criteria of a PBI to ensure we are successful in this application.

[Reasons for wanting to be a PBI eg. It is essential to NIDKIDS, as with many other charities, to be tax deductible in order to obtain sufficient funding.]

However, in a modern day support group activities of the group often encompass methods of prevention which generally require education and research but this then jeopardises the PBI status. 

We support the Australian Governments initiative.  The definition of a Public Benevolent Institution (PBI) states that to qualify as a PBI an organisation must prove direct relief (of poverty, sickness, suffering, disability etc).  We believe that the definition of a PBI should encompass the other activities that our group pursues. The continuing provision of direct assistance is, of course, essential.  

Recommendation of NIDKIDS Ltd
· That the definition of PBI be expanded to encompass [related indirect activities and related preventative measures] all the activities of NIDKIDS.
NIDKIDS LTD

What is NID?

Neuronal Intestinal Dysplasia (NID) is a recently described condition where bowel motility is reduced.  Children with NID have slow transit constipation, which often responds poorly to the usual treatments such as laxatives.

In NID, faeces move very slowly through the entire large bowel.  This is different from the more usual situation in constipation, where the bowel motility is normal but faeces may be held up in the last part of the bowel or rectum for long periods.

Many children with slow transit have been found by biopsy to have abnormalities of the neurotransmitters (message molecules) in the muscular layers of the bowel wall.  In particular they have a deficiency of Substance P, a peptide through to be involved in the activation of bowel contraction.

It is suggested that without adequate Substance P the bowel contents is not propelled adequately through the large bowel.  This may lead to the slow transit time and the constipation.

Who is NIDKIDS?

NIDKIDS Ltd was founded in August in 1995 and became a company limited by guarantee twelve months later.

This is a national group, which provide community based volunteer health and support services for sufferers of Neuronal Intestinal Dysplasia and their families.

The structure of the company includes a Board of Directors, Committees and an International Medical Advisory Board.  Some services includes a quarterly newsletter – Bottom Line, a web site and chat line, audio-visual aids and counselling services.

Parents are involved at various levels such as education and fundraising and are encouraged to be actively involved in the group.

The underlying aim of NIDKIDS is to increase understanding, awareness and knowledge about the bowel condition, Neuronal Intestinal Dysplasia.

Whom does NIDKIDS serve?

NIDKIDS addressed the needs of individuals affected by slow transit constipation.  They live in all parts of Australia.  The needs of families differ markedly, as do the opportunities for individuals to find various kinds of support services when and where needed.  NIDKIDS is there to offer its services and assistance wherever and whenever possible.

Why is there a need for NIDKIDS?

More and more children are being accurately diagnosed with Neuronal Intestinal Dysplasia and slow transit constipation each year and current management approaches for these disorders have improved the prognosis of the individuals affected.  Over the past few years the word has spread among paediatricians, general practitioners, nurses, therapists and more importantly, families that NIDKIDS can provide help and support.  More than even before referrals are being made to NIDKIDS.

I would repeat that we would strongly urge members of the inquiry to recommend that in order to ensure that viable and vibrant organisations flourish in our community:

· That the definition of PBI be expanded to encompass all the activities of NIDKIDS.
Should you require any further information about the organisation I can be contact by phone or would be happy to appear before the inquiry.

Yours sincerely

Helen Bird

Chief Executive Officer

15/1/2001
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