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Newsletter March, 2002

This is the third in a series of newsletters from the Chronic Illness Alliance.  It will soon appear on our website, so that it can be read by as many people as possible.  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, 9th of April at 2.00 PM at the Epilepsy Foundation of Victoria.  At this meeting the Committee of management will brainstorm options on how the CIA can lobby government more effectively on behalf of all people with chronic illness.  If there are issues you would like brought to the attention of the Committee, please e-mail Christine Walker.

High Cost Therapies

A Collaborative Forum to discuss the funding of new biotechnology products was held in Sydney, early this month.  At present there is a perception that the Pharmaceutical Benefits Scheme is under pressure to fund these new drugs.  These drugs represent advances in therapies for breast cancer and arthritis.  They have been developed to work in highly targeted populations, that is, they will not be suitable for all women with breast cancer or all people with arthritis.

They pose a number of challenges, including the cost to our PBS.  The National Centre for Social and Economic Modelling (NATSEM) has developed a discussion paper which puts forward six models to address this issue.  These models were the topic of discussion at the workshop.  One model concerns the reform of the PBS so that there is a rational and transparent process for including drugs in the scheme.  Another model supports the view that the targeted populations for these more expensive drugs should pay higher co-payments for them.

At the forum representatives of the Chronic Illness Alliance argued for reform rather than co-payments on the basis that our research had shown that many people would not be able to afford them.  Co-payments and some of the other models potentially polarise people with chronic illness according to how well off they are.

We expect there will be further consultation around these issues and that the CIA will continue to be part of the process.

The discussion paper is called Funding of High Cost Biotechnology and Other Innovative Targeted Therapies under the Pharmaceutical Benefits Scheme.  For more details go to the NATSEM website: www.natsem.canberra.edu.au
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

So far the CYPWP has developed a resource book for schools on the needs of children and young people to assist them in participating in school and community activities as best they are able.  This will be published shortly and made available to schools in Victoria.  

More recently, members of the working party met with Beth Wilson, Health Services Commissioner and staff of RCH to discuss the role of advocates in hospitals.  Beth considered mediation was a more useful model, which involves skill and sincerity and avoids the legal minefields of the advocacy model.

The working party is also involved in recruiting parents to be part of a Parent Advocacy Team.  Advocacy as it is used here refers to parents representing a consumer or carer viewpoint as members of a multidisciplinary team.  In this sense it is collaborative rather than adversarial.  If you know of parents who would like to be involved, they can contact me on the above e-mail address.

CYPWP and Royal Children’s Hospital

Another valuable activity undertaken by the CYPWP is to provide representation on the Community Advisory Committee of the Royal Children’s Hospital.  Along with representatives from the Association of Children with a Disability we are consulted on a range of issues.  

The next meeting for the Community Advisory Committee is Monday 15th of April at the Royal Children’s Hospital.  If member groups would like to be involved in this exciting initiative, then please contact Christine Walker on e-mail.

The RCH “Frequent Flyers” project, has been re-named Accelerated Care Through Emergency.  It is now underway and has recruited families who have used the Emergency Department frequently. 

Health Care Card and PBS Working Party

Recently, there were suggestion in the media that changes to the welfare system were due.  These might include some people with chronic illnesses losing their concessional entitlements.  As with the forum above, CIA members need to keep lobbying for ways to ensure that people with chronic illness are not more marginalised than they already are.

Our working party is now established and Jenny Reece, CEO of Cystic Fibrosis Victoria is chairing it.  Considering that there may be many changes made to the PBS and to welfare in the coming years, we must be prepared to argue our case.  Any members interested in participating in this working party are most welcome to contact me.

Regional research into the costs of chronic illness (funded by the Reichstein Foundation) is progressing.  Our first regional forum is to take place on the 26th April.  The venue is Baxter Hall, Vision Australia, 265 Pakington St., Geelong.  The forum starts at 10 AM.  If there are members who would like to attend, RSVP to Jan Burns on 5223 1645.

Consumer Participation: A National Strategy?

The Consumer Focus Collaboration held a Search Conference in February this year.  The aim of this was to explore the future directions of consumer participation in the health system, nationally.  Representatives across Australia  met in Canberra and looked at the achievements brought about through the greater participation of consumers in health services and research.  There was strong support for the development of a national strategy.

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 in the self-management programs in Melbourne’s northern, and eastern suburbs, later this year.  People who have diabetes, heart disease, asthma, arthritis and cancer and who are from culturally and linguistically diverse backgrounds will be the target of recruitment.

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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