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Chronic Illness Alliance Inc 

Ph: 9805 9126

E-mail: christine@chronicillness.org.au

Newsletter March 2003

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 15 April at Victorian AIDS Council, 6 Claremont St., South Yarra.

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 13 May, 2003 at the Cystic Fibrosis Association of Victoria, 80 Dodds St, Southbank.  The topic is TRAVEL INSURANCE.  There will be a range of speakers and at the end we will discuss possible directions for the Alliance to advance our members’ interests.

Our first forum featured Ms Cath Smith from the Victorian Council of Social Service, (VCOSS) who spoke of the work this organisation is undertaking to ensure that the Victorian State Budget recognises the needs of all Victorian citizens.  Issues such as affordable housing for low income earners, access to education and the need to maintain concessions on utilities for low income earners were discussed.  VCOSS has produced a summary of its state budget submission and this is available from their offices (phone 03 9654 5050).

VCOSS is also conducting a project to assist agencies funded by DHS.  Part of this project is to develop a measure of consistency for funding agencies across DHS.  This means that there is a need to establish simple and consistent indexes for funding within DHS.

This year, the Chronic Illness Alliance will participate in some of VCOSS’ activities in order to represent the needs of people with chronic illness in the appropriate areas.

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

The Childrens’ and Young People’s Working Party is meeting and has a full agenda.  Members have made submissions to the Review of Victorian Paediatric Services.  They have noted that specialist paediatric services remain centred in the metropolitan area and there has been little attention to how they will relate to the needs of families in rural and regional areas.  Another omission in the Review is attention to the need for more community paediatric services.  The committee meets every 4-6 weeks at the Epilepsy Foundation. 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 Family Resource Centre will be opened shortly.  There will be an official launch, which also includes the launch of the Personal Care Suite, situated opposite.

In February the Community Advisory Committee also heard about parent accommodation at RCH.  There is a range of accommodation largely available to parents of children attending for oncology, organ transplants and from rural and regional Victoria.  While fees apply people who live more that 100kms from Melbourne are eligible for a refund of part of their expenses.  Hospital staff tries to prioritise use of the accommodation on the basis of need.  It is not possible to pre-book because it is not possible to predict when families will leave.  However we were assured that when families were placed on a waiting list every effort was made to assist them.

Health Care Card and PBS Working Party

The CIA is conducting research into the costs faced by people with chronic illnesses living in rural and regional Victoria.  A questionnaire has been distributed via our member organisations and about 400 have been returned.  This means that the results of the survey will provide a major insight into the costs of chronic illness in Victoria.  Results will be published and provided to all our members.

Superannuation Working Party

Following John Berrill’s presentation on superannuation and disability at our Annual General Meeting the Alliance decided to set up a working party to explore the needs of people with chronic illness in this area.  A meeting to map out the issues has been held and our members who have an interest in superannuation are invited to participate.  More details will be available on our e-mail list.  For more information please contact Jo-Anne on 9805 9126

CHRONIC FATIGUE SYNDROME AWARENESS DAY CARDS PROJECT
	

	 
This is the second year of the project in which we encourage the wider community to send a card to their friend with CFS on Awareness Day, May 12th. 

One good thing about the project is that it doesn’t require people with CFS to do anything!  Although, people who would like to can send a card (try a blank card, a post card, an ecard) to their CFS friends. And… action can be done to get the message to the wider community, see our website www.techno.net.au/~joy/cards.htm <http://www.techno.net.au/~joy/cards.htm>
We are hoping to have our own ecard available at the site by early May.

 

This is a Tortoise Project

www.techno.net.au/~joy/tortoiseproject.htm <http://www.techno.net.au/~joy/tortoiseproject.htm>
Our focus for Awareness Day is to concentrate on activities that show people with CFS they are thought of and cared for (at least one day a year). We hope the care will spread to the rest of the year!

 
And the Joy in those addresses is the project worker (me) email: shlokit@techno.net.au <mailto:shlokit@techno.net.au>
 

Thankyou

Joy Stevenson




Christine Walker

Chronic Illness Alliance
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