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Chronic Illness Alliance Inc 

Ph: 9805 9134

E-mail: christine@chronicillness.org.au

Forum 

for all

Chronic Illness Alliance Members:

Tuesday 25 June 2002 at

Epilepsy Foundation of Victoria 

818 Burke Rd Camberwell

2 PM-4 PM

Come and hear about 

· Peer-Led Self-Management Research Project

· Costs of Chronic Illness in Rural and Regional Victoria

· Lobbying for a Health Care Card for People with Chronic Illness

Come and tell us

· The issues your organisation is working with.

· The problems people with a chronic illness need addressed

Newsletter April-May, 2002

Our newsletter is now on the website, so we can keep as many people as possible informed of our activities.  Remember, if you have events, news items and anything else you would like to go out to other organisations and groups, please send them to me as an e-mail attachment and I will add them to the newsletters.

The Chronic Illness Alliance undertakes a range of projects aimed at developing a better focus in health policies for all people with chronic illness.  We rely on the participation of our members in our activities to help achieve our goals.  This newsletter presents some of the current work that is being undertaken in this manner.

The next meeting of the Committee of Management is on Tuesday, 14th of May at 2.00 PM at the Diabetes Australia, Victoria.  We are looking forward to seeing DAV’s new offices in Elizabeth St. in the city.  At the last meeting the Committee of Management brainstormed options on how the CIA can lobby government more effectively on behalf of all people with chronic illness.  

Since then we have contributed to the debate on the need to keep PBS co-payments at their current level.  We have argued that people who have chronic illnesses are already finding it very difficult to meet all the costs associated with their illnesses.

Welcome to the Australian Kidney Foundation.  

Our most recent member organisation is the Australian Kidney Foundation.  The AKF aims to prevent kidney and urinary tract diseases through funding research and medical training and educating the community.  Like many of our members, the AKF is also concerned to improve services and inform governments of the needs of people with kidney diseases.  Having read some of the literature they have sent me, I have become aware of the important tasks this organisation undertakes on behalf of the community.  If people would like to know more about the organisation (or the role kidneys play in health) you can check out the website on: www.kidney.org.au
Bullying in the Workplace and Schools

As many of you will be aware, bullying in the workplace is an Australia-wide problem.  Some people consider that it is not only wide-spread but an entrenched part of our culture.  Certainly, community organisations, though they rely on public goodwill are not immune from it.  It has been called a “silent epidemic”.  Whether this is true or not, the effects of bullying contribute substantially to ill-health.  The Beyond Bullying Association reports that common symptoms are: sleep problems, chronic fatigue, anxiety, anger, depression, and various somatic conditions.  Many researchers consider that serious bullying leads to Post Traumatic Stress Disorder (PTSD).  Apart from it being a problem in workplaces, bullying is also a problem in schools and the Alliance is aware that many children with chronic illnesses whose disabilities remain invisible are subjects.

There is now a Beyond Bullying Association.  Their address is: 

Beyond Bullying Association, PO Box 196, Nathan, Queensland, 4111

Children’s and Young People’s Working Party (CYPWP)

This working party meets on a monthly basis in order to explore the issues faced by children and young people with chronic illness.  We have representatives from all the CIA members who work with children and young people with chronic illness.

The next meeting of the CYPWP will be on Monday, 27 May at 10.00 AM at the CIA office of 818 Burke Road Camberwell.

Representatives from the CIA CYPWP continue as part of the Community Advisory Committee at Royal Children’s Hospital.  There are still places available for parents involved in the CIA to be part of this committee.

Health Care Card and PBS Working Party

Our project researching the costs of chronic illness in regional and rural Victoria is no well underway.  We have had a forum in Geelong and one in Bendigo.  In both cases, there have been participants from towns in the surrounding areas.  For instance, the Geelong forum attracted people from Warrnambool and Portland.

We have learned that travel remains a great problem for rural Victorians with chronic illnesses and that the Victorian Patients Transport Assistance Scheme is still a source of frustration.  We have learnt that the lack of general practitioners and specialists in regional Victoria puts stress on rural people as they have little help in a crisis.  At the same time, rural people with rare illnesses may suffer for many years before they receive a correct diagnosis. We have also learned that rural people with chronic illnesses face their many challenges with courage and humour.

Our next forum is in Moe on Tuesday 28th of May at 1 PM.  The venue is La Trobe Valley Health Services, 42-44 Fowler St. Moe.  If you know of people who would like to attend then please ask them to contact cwalker@epilepsy.asn.au
The Chronic Illness Alliance would like to thank Ms Jan Burns, Ms Lisa Rath and Ms Gwyn Schnabl of the Epilepsy Foundation of Victoria for their assistance.

Thanks also to Ms Jenny Reece of Cystic Fibrosis Victoria who has been guest speaker at the two forums.  Ms Margot Boyle of the epilepsy Foundation of Victoria will be guest speaker at Moe.

Self-Management and Chronic Illness

As mentioned earlier, the CIA is part of a consortium which has been funded by the NHMRC to undertake research into the value of peer-led self-management programs.  The research team will recruit both peer-leaders and participants to the self-management programs in Melbourne’s northern, and eastern suburbs, later this year.  People who have diabetes, heart disease, asthma, arthritis, epilepsy and cancer and who are from culturally and linguistically diverse backgrounds will be the target of recruitment.

The research team is preparing the questionnaires and recruitment details at the moment and will then begin to promote the project to the local community groups and organisations.

Karen Todd from the Cancer Council of Victoria and Susanne Baxandall from Diabetes Australia, Victoria represent the Chronic Illness Alliance as well as their own organisations on the reference group.

Christine Walker

Chronic Illness Alliance
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