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Chronic Illness Alliance Inc 

Ph: 9805 9134

E-mail: christine@chronicillness.org.au

Newsletter February, 2002

This is the second in a series of newsletters from the Chronic Illness Alliance.  Arrangements are in place to produce this newsletter for our website as soon as possible, 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, 19th of February at 2.00 PM at the Victorian AIDS Council.  If there are issues you would like brought to the attention of the Committee, please e-mail Christine Walker.

Dance Party for Young People

Following the success of last year’s alcohol-free dance party for young people, Haemophilia Foundation of Victoria and its partners are sponsoring another one.  It will be held at SEVEN NIGHTCLUB, 52 ALBERT RD, SOUTH MELBOURNE ON WEDNESDAY 27 MARCH BETWEEN 8 AND 11.30 PM.  The entry fee is $10.00 and there are no passouts.  The fun includes DJs, drinks, snacks, giveaways and celebrities.  Enquiries to 9555 7595; 9329 5288; 9664 0107.

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.  If you consider your group requires representation, then send me an e-mail message.  The first meeting of the year is on 25 February at Very Special Kids in Malvern.

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.  We are now seeking sponsorship to publish and distribute this resource to as many schools as possible.  The working party is also involved in recruiting parents to be part of a Parent Advocacy Team at the Royal Children’s Hospital.
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 first meeting of the year for the Community Advisory Committee will take place on Monday 18th of February 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.

As I mentioned last month, this three-way partnership has had a number of successes recently.  There is now a new Parent’s Facility, situated on the ground floor and open from 7 a.m. to 7 p.m.  It has beds with hoists, change rooms, showers and toilets.  It is available for children and young people who are in the hospital on an visitor or outpatient basis and who have special needs such as naso-gastric feeding or continence problems.

A Parent’s Lounge is soon to be opened opposite the parent’s facility.  This will provide a quiet area for parents to rest, or make themselves a cuppa, as well as giving them access to the Internet and e-mail.

The Royal Children’s Hospital is also undertaking a “Frequent Flyers” project, which aims to improve the services children and young people with chronic illnesses require from Emergency Dept.  This project has consulted with a number of parents who have had occasion to use the ED.  The results of those consultations have contributed to the design of a pilot project.

New privacy legislation requires that all health services ensure their records, services and administration comply with a range of commonsense guidelines to ensure consumers' privacy and dignity is retained.  A representative from CIA sits on the WCH Privacy Committee.

Health Care Card and PBS Working Party

Following the publication and launch of our report “Concession Cards for People with Chronic Illness” this working party has only come together to promote and lobby at election time.  It is now time to meet and plan ways to lobby and work with the Federal government and the Minister for Health and the Minister for Family Services.  Any members interested in participating in this working party are most welcome to contact me.

In addition, the CIA has received a grant from the Reichstein Foundation to continue its research into the costs of chronic illness.  This time the research will be undertaken in regional Victoria.  This should provide valuable data on the additional costs people with chronic illness in regional areas have, and this will contribute to our campaign to improve their lives.

CIA Constitution Working Party

Members of the Management Committee have undertaken an extensive re-write of the CIA Constitution and following some further revision this should be available to present at an EGM early this year.

Self-Management and Chronic Illness

As mentioned last month, 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.

CIA members will be appointed to the reference group for this research project.

Upcoming events

The next important event for the Chronic Illness Alliance will be our priorities setting workshop.  I have not set the date for this so please “watch this space”.

Christine Walker

Chronic Illness Alliance
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