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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 26 August, 2003 at Epilepsy Foundation of Victoria, 818 Burke Rd Camberwell 3124
CIA Policy Forums

This year, the Chronic Illness Alliance has management committee meetings every second month.  In the months in-between, we have policy forums, at which all members will be welcome to attend and to contribute. 

The next policy forum will be held on Tuesday, 16 September 2003 at 2.00 PM.  It will be at Epilepsy Victoria, 818 Burke Rd. Camberwell.  The topic is likely to be the work of the CIA Children’s and Young People’s Working Party and the recent changes to Carer’s Allowance for children with chronic illnesses.
Our July forum provided a report to our members on the costs of chronic illness for rural and regional consumers.  See below for the report on the survey.
Travel Insurance 

A report has been produced and made available to all our member organisations.  It will contain information on helpful companies and how to get a good deal.  In addition, we have a fact sheet on travel insurance which has been widely distributed.  It will be available from our website, shortly.
Victorian Medicare Action Group (VMAG)
This group continues to meet on a regular basis at the Inner East Community Health Service, 283 Church St, Richmond.  The group consists of both individual and organisational members and all are welcome to attend or join.  The aim of the group is to retain Medicare as a universal system of health insurance and to retain bulk-billing.  The Chronic Illness Alliance is a member on the basis that many people with chronic illness have high health related costs and cannot afford to pay their doctors’ bills upfront.  Neither can they afford private health insurance.  
VMAG (www.vmag.org.au) is collecting case studies from people who have had difficulty accessing services eg difficulty in accessing an out of hours GP or a GP who bulk-bills, to demonstrate that the difficulties are REAL.
You can access the Case Study page through the Chronic Illness Alliance website.

For more information on Medicare, you can visit the Chronic Illness Alliance website, (www.chronicillness.org.au) the National Medicare Alliance website (www.nma.org.au).  Read about the Commonwealth Government’s proposals on their website (www.health.gov.au/fairermedicare) or phone 1800 011 163. 

On 24 July, Christine Walker attended the Senate Select Committee on Medicare in Melbourne, as part of the Victorian Medicare Action Group team.  During the day the 

Committee heard a range of evidence from groups and individuals concerned that the loss of bulk-billing was impacting on their communities.  The Chronic Illness Alliance presented information from the survey ‘The Costs of Chronic Illness in Rural and Regional Victoria’, to demonstrate that two-thirds of those CIA surveyed had no access to bulk-billing, though their income was low and they had many additional expenses.  The submissions are now included in Hansard.
Children’s and Young People’s Working Party (CYPWP)

We are very excited about the progress of our “Invisible Illness” project. This is an on-line resource to be attached to the CIA website, designed primarily for teachers and other members of the school community. Much of this work is undertaken on our behalf by Laurence Carter of Dogsbody Publishing.  Laurence previously worked on the VicHealth Award winning Chronic Illness On-Line Project. We are currently establishing partnerships with the Education Department, Catholic Education Office and the RCH Education Institute. Once on-line, schools from all over Victoria will be able to access facts on a range of chronic conditions, including a description of the condition, how it is treated, how the condition affects the child, strategies for teachers to help the child and then links to a range of other appropriate organisations providing information and services. Organisations with representatives on the CYPWP have already been involved in preparing drafts which have been well received by the project partners. We will keep you informed of our progress.
The next CYPWP project is on the drawing board and will be addressing the gaps in psycho-social services. We are currently brainstorming where the needs are and how best these can be addressed at an organisational level. It is shaping up to be another very successful and worthwhile endeavour, illustrating the great benefits of teamwork.
If you wish to know more about the CYPWP please contact Jo-Anne on 9805 9126. 


Royal Children’s Hospital Community Advisory Committee, Chronic Illness Alliance and Association for Children With a Disability

The paragraphs below were included in last month’s newsletter.  We have carried them over to this month’s newsletter as the need for consumer participation and feedback to RCH continues to be an important issue.

We continue to represent our members on this committee and remind you all that we welcome your input and comments in regard to issues pertaining to service delivery and/or treatment at the hospital. The Board of Management of the RCH have stated that they are keen to commit to genuine community participation and obviously we applaud their efforts and will be encouraging this new culture wherever possible. We also encourage our member organisations to actively engage with staff and management at the hospital and support this change. We are well aware that better health outcomes will flow from sharing ideas and insights, but we think that there are many within the hospital who have yet to come to grips with working in partnership with consumers. If you see an opportunity for the hospital and consumers or consumer organisations to work more effectively to improve service delivery and treatment outcomes, go for it! Put your ideas to them and if necessary take them higher up the management ladder. Let us know about it too so that we can pass on your achievements and experiences to other members.
Health Care Card and PBS Working Party

In 2002-3 Jo-Anne Tamlyn conducted a survey ‘The Costs of Chronic Illness in Rural and Regional Victoria, across three regional areas of Victoria.  This project was funded by the Reichstein Foundation.
There were more than 400 responses to the survey.  Analysis of the responses showed that there were many people living in relative poverty because of the range of costs associated with their illness.  A short report is now available on the website of the Victorian Medicare Action Group (www.vmag.org.au).  Congratulations to Jo-Anne and Melbourne University Psychology students, Kerryn Adams and Anthony Leong for producing results that will assist the community develop a better understanding of what it is like to live with a chronic illness in regional Victoria.

This survey has already made an impact.  An article appeared in The Age (Chronic Illness a Heavy Burden 16/7/03) featuring some of the results.  The Minister for Health Senator Patterson was reported in the same article, that the changes to Medicare which provide further support to rural GPs will reduce the costs regional and rural people face.  However, our survey demonstrates that while access to a GP and to medications is an important matter, there are other costs, including transport, allied health and aids and equipment which are equally important.  These costs have nothing to do with the support GPs receive from Medicare rebates.
In addition, the results have been presented at the Senate Select Committee on Medicare and at the VCOSS conference in August.
Australian Health Care Summit 2003
Christine Walker was invited to attend the Australian Health Care Summit, held in Old Parliament House, Canberra over the three days of 17, 18 and 19 August.  This summit addressed four major areas:
· The principles underlying the Australian health care system

· Introduction of a reform agenda to a new set of Australian Health Care Agreements to better support our public hospitals

· A better balance between health care and health promotion

· To end the inefficiencies inherent in the State-Federal divide in health funding.

On behalf of the Chronic Illness Alliance, Christine presented on the needs of people with chronic illness to a workshop which also explored the need for dental care to be part of the mainstream health system.  The recommendations from this workshop were then included in a communiqué which sets out an agenda to reform the national health system.  This communiqué was then handed to interested politicians at (new) Parliament House.  The Communique and many of the submissions can be read on www.healthsummit.org.au
Superannuation Working Party


This working party, chaired by Ms Angela McAvoy of the Australian Crohn’s and Colitis Associationis developing a series of fact sheets on superannuation which will be printed and distributed to all our members. This will be done in conjunction with the re-establishment of a free legal advice service.  In the meantime, if you have a client or member who is in need of legal advice in regard to their superannuation or insurance please contact Jo-Anne on 9805 9126

Self-management of chronic illnesses
This area has now become an important and popular part of care of all chronic illnesses.  Many of our health services and community health centres are offering such programs.  There are a large range of workshops conducted throughout Australia.  
In July, Professor Kate Lorig from Stanford University was in Australia and she presented on Chronic Disease Self-Management Programs at a range of workshops.  Most of these workshops were aimed at health professionals and Dept of Human Services personnel, in order to promote them as part of overall health care.

The ‘Sharing Health Care Initiative’ is holding a National Chronic Disease Self- Management Workshop on 12-14 November 2003 at Hilton on the Park in Melbourne. Purpose of the Workshop is to promote chronic disease self-management programs in Australia and overseas by examining the progress, lessons learnt and successes of the 12 National Sharing Health Care Initiative demonstration projects (including the Good Life Club at the Whitehorse Division of General Practice in Victoria) and other Australian and international chronic condition self-management projects and research activity. 
Christine Walker

Chronic Illness Alliance
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