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The Chronic Illness Alliance undertakes a range of educational and information projects aimed at minimising the social impact of chronic illness by developing a better focus on chronic illness in health policy and health services.  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.

Making a contribution

We continue to make a contribution on behalf of our members and all people with chronic illness to the following projects and reference groups:
National Prescribing Service Community Quality Use of Medicines Project; Health Insurance Commission Consumer Communication Group; National Health and Medical Research Council Health Advisory Committee; Dept of Health and Ageing National Chronic Disease Management Strategy; Dept of Human Services Statewide Paediatric Rehabilitation Service Reference Group; Westbay Harp Diabetes Project; Consumers’ Health Forum.
Meeting the research challenge in epilepsy
Earlier this year, the Chronic Illness Alliance wrote a discussion paper on behalf of the Epilepsy Foundation of Victoria (EFV).  This paper explored the view that applied research could play a role in improving community understanding of the needs of people with epilepsy and also in making services more responsive to the needs of people with epilepsy.  The recommendations from the discussion paper were presented at a July workshop which included social and medical researchers.  The workshop discussed applied research priorities and endorsed the view that EFV should foster applied research in epilepsy through partnerships with academic institutions.  For more information regarding the discussion paper please contact Russell Pollard on 9805 9111.
Consumer Utility Advocacy Centre Grant

On the 18th we will ran a workshop in partnership with Barwon Health Social Work Dept and Victorian Council of Social Service (VCOSS), to inform both health professionals and consumers of their rights.  This was reasonably well attended and had presentations from VCOSS,  the Concessions Unit of the Dept of Human Services and the Energy and Water Ombudsman of Victoria.  The information that was presented at the workshop is now being developed into a set of webpages which will be found on the Chronic Illness Alliance website.  This will assist our members advise their clients about their rights under the Essential Services Commission and to access the services and rebates that are available to assist in meeting their bills and retaining their utilities supply.
A further workshop is planned for Bendigo in the New Year.

CIA Policy Forums

The first forum for 2005 was held on the 10th May. It was concerned to inform health professionals and their clients about Centrelink payments for disability and illness. The main presenter was Dale Nelson from the Welfare Rights Unit presenting on information and rights specific to illness and disability. The information was very detailed and provided good background for the changes due to be made to the DSP by the federal Government. John Berrill from Maurice Blackburn Cashman also presented on the financial issues such as superannuation associated with people returning to work.  For example the changes anticipated to the DSP may impact on superannuation, while people coming off DSP will encounter difficulties with insurance entitlements or a disability claim. 

Information from this forum will be integrated into the new webpages being developed by the Legal Resources Working Party.
NOTE THAT LEGISLATION WHICH WILL FORCE PEOPLE BACK INTO WORK IS NOW BEING CONSIDERED BY FEDERAL PARLIAMENT.  IT WILL IMPACT ON PEOPLE WITH CHRONIC ILLNESSES AND DISABILITIES BY REDUCING THEIR INCOME AND FORCING SOME OF THEM TO WORK FOR AS LITTLE AS $2.28 PER HOUR.  YOU CAN TAKE ACTION: GOT TO 
www.acoss.org.au AND FOLLOW THE TAKE ACTION INSTRUCTIONS. LET YOUR MEMBERS KNOW SO THEY CAN CONTRIBUTE.
Another forum in May looked at the issue of driving and chronic illness.  Loss of a licence is an issue for many people with chronic illnesses including epilepsy and diabetes, and getting one is an issue for young people with chronic illnesses.  Driving while taking prescribed medication presents another problem for people with chronic illnesses.  Dr Morris O’Dell of the Victorian Institute of Forensic Medicine presented on recent research exploring the loss of licences and illness, including prescription drug problems, Mel Blachford from the Pharmacy guild presented on common medications and driving impairment, while Philip Whiting from the Community Transport Association presented on access to community transport following the loss of ability to drive. 
Both these forums were extremely well attended and both informative and enjoyable.

The next forum will be on 15th November as part of our Annual General Meeting. Mel Blachford will present on pain management in chronic illnesses.  More details will be provided closer to the date.
Children and Young People’s Working Party (CYPWP)

Development of a state-wide paediatric rehabilitation service: In past newsletters we have reported that DHS is planning to introduce a state-wide paediatric rehabilitation service designed specifically for children and adolescents.  At their request, the Chronic Illness Alliance has joined the DHS planning committee representing the views of consumers. As a direct result of our advocacy, consumers will have an opportunity to comment on and influence the development of a new model of paediatric rehabilitation care at the Royal Children’s Hospital. The purpose of the workshop to be held on the 28th September 2005, will be to identify the key issues and barriers in current health service delivery and to identify from the consumer perspective, the most important aspects of a service including what more is needed to provide patient-focussed, family-friendly care.
The 28th September workshop will be held between 11.30-2 PM at the Travencore Campus of the RCH, 50 Flemington Street, Flemington. Parking is free and available and lunch is provided.  Please RSVP to Phil Goulding (03) 9345 7058 for catering and seating arrangements. Those unable to attend can feedback directly to Phil by phone or email on phill.goulding@rch.org.au 

For more details about consumer consultations and the state-wide service development contact Jo-Anne Tamlyn on 9805 9126 or e-mail jtamlyn@chronicillness.org.au
RCH Community Advisory Committee: we continue to sit on this committee and argue the case for greater participation in a facets of hospital service planning and delivery. Planning for the new hospital is well underway with the decision on the final site now very close.  The Government has eliminated several possible sites and is currently consulting with the community on the final decision between the current vicinity (3 possible options) and Docklands.  The hospital is due to begin construction next year and be completed by 2011.

Consumer input is being sought for a number of planning issues in each of the separate departments and we encourage interested parties to contribute as it is far easier to bring about change during the planning stage to get the system working with you from the start, than finding it less friendly at the end.  For more details contact Jo-Anne Tamlyn on 9805 9126 or e-mail on jtamlyn@chronicillness.org.au
On-Line Legal Information Resource for People with Chronic Illnesses

This project is progressing well if more slowly than planned.  The focus of this resource will be to provide legal information about Work, Welfare and Wills for people with chronic illnesses, particularly those who are now facing employment change as a result of their illness.  The pages will function as a checklist for those contemplating changes to their working arrangements, having changes forced on them or simply planning their future financial security. Content will include information on superannuation and insurance including disability and death insurance entitlements.; discrimination  and equal opportunity, in particular workplace discrimination; privacy, disclosure and confidentiality; guardianship; power of attorney and wills; and Centrelink information specifically for people with chronic illnesses.  If you would like to know more about this project or discuss the topics included please contact Jo-Anne Tamlyn on 9805 9126 or e-mail jtamlyn@chronicillness.org.au
Self-management of chronic illnesses
At present the Chronic Illness Alliance facilitates a Chronic Disease Self-Management Special Interest Group for Hospitals Admissions Risk Program (HARP) and Primary Care Partnership (PCP) workers.  Chronic Illness Alliance members, consumers and anyone interested in participating in discussions about self-management programs are welcome to attend.  Please see the website www.chronicillness.org.au for information and reports from the meetings.
In August, Prasuna Reddy (Melbourne University) and Susanne Baxandall (Diabetes Australia-Victoria) presented on the developmental work they have undertaken to address the role of depression in diabetes.  Next year we hope they will conduct workshops for health professionals to develop their skills in addressing this issue.  
In October the Community Admissions Risk Team from Barwon Health will make a presentation on their progress in developing community self-management.

At the beginning of next year we intend to take our Self-Management Special Interest Group on the road to regional Victoria.  More details later.

We have been delighted to learn that a consortium, including Melbourne University Dept of General Practice and the Chronic Illness Alliance, has received a grant from the National Health and Medical Research Council to undertake a project on self-management in diabetes in the northern suburbs.  This will commence in November 2005.

Finally, the Chronic Illness Alliance undertook a gap analysis of self-management activities in the Western suburbs on behalf of the Westbay Alliance in May of this year and presented the results at a Westbay Workshop on 3rd June.

Survey of Carers’ Health and Wellbeing
'THANK YOU FOR YOUR VALUABLE CONTRIBUTION'

Thank you to all carers who have participated in the recent Survey of Carers' Health and Wellbeing. The survey is still in progress and we invite carers to continue their support by requesting and completing a questionnaire. Details: Sylvia Gajek on 93387787 or email: gajeksyl@hotmail.com.

Christine Walker

Chronic Illness Alliance

NOTICES FROM MEMBERS
CHRONIC ILLNESS PEER SUPPORT PROGRAM 

The Chronic Illness Peer Support program (ChIPS) is run at the Centre for Adolescent Health, Royal Children's Hospital, Melbourne. It runs for 12-25 year olds with any type of chronic illness or medical condition. The entry point for the program is an 8 week peer support group where young people can get support from other young people who understand what it's like to have a chronic illness. Young people discuss issues such as family, relationships, the hospital system, ways of coping, losing and maintaining friendships and other issues that they are facing. The ChIPS program also provide avenues for skills development and run socials, workshops and an annual camp. If you'd like more information about the program or know someone who might like to get involved, please call Emily Simpson on 9345 6616 or visit the website - www.rch.org.au/chips
CARDIOMYOPATHY ASSOCIATION OF AUSTRALIA

Cardiomyopathy Association of Australia is having its quarterly meeting on Sunday, 6th November, 1st Floor, Epworth Hospital, Bridge Rd, Richmond. Details about the speaker etc will be posted on our website as they become available. The website is www.cmaa.org.au.

HAEMOPHILIA FOUNDATION VICTORIA

Living Well with Hep C Information Session - October 25, 2005

Haemophilia Foundation Victoria is presenting an information session on living well with Hepatitis C.  The session is jointly funded by HFV and Hepatitis C Council of Victoria.

Speakers include a naturopath, dietitian, physiotherapist and occupational therapist.  They will cover a range of topics including tips on coping with fatigue, food and the liver, and how to deal with the effects of stress,

The session will be held on Tuesday, October 25, from 6pm - 8.30pm at the Lecture Theatre, Centre for Professional Development (Level 2), The Alfred, Commercial Rd, Prahran.  Please RSVP by October 18 to Sandy Breit, Hep C Counsellor, on (03) 9276 3061 or email: s.breit@alfred.org.au
MENIERE’S SUPPORT GROUP OF VICTORIA

Annual General Meeting
Sunday October 23rd, 2005
1.00 pm - AGM business

1.45 -       Tea Break

2.00 -       Guest Speaker - Katherine Pawlik, BSc. MCA, Audiologist - Neuromonics

Latest Clinical Information for Taming your Tinnitus

Venue   - VSDC Cnr St Kilda Road, & High Street, Prahran (adj Wesley College)

Reference - www.menieres.org.au
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Access Economics Report on MS in Australia
http://www.mssociety.com.au/
Basic facts about MS in Australia
         Over 16,000 people have MS in Australia
         Three quarters of people with MS are women
         87 per cent of Australians with MS are of working age
         The age of onset is from 20 to 40, when career and family building are at their peak
         Prevalence is going to increase by nearly seven per cent in the next five years
Comparisons

         In any year MS is more prevalent than breast and bowel cancer and sporting injury.
         MS causes more disability and loss of life than rheumatic heart disease, chronic back pain or mental retardation.
Total economic costs of MS

         The total financial cost in Australia of MS is over $600 million a year.
         The value for the loss of healthy life is $1.3 billion a year.
         Altogether the financial and disease burden cost approaches $2 billion a year.
Areas of greatest cost

Loss of productive capacity

         This year 3,200 people with MS will not be able to participate in the workforce.
         The annual lost production cost from reduced hours, early exit from the workforce and temporary absence is $160 million.
         The number of people with MS who work part-time is disproportionately high.
Growing informal care costs

         Informal carers provide an average 12.3 hours a week to people with MS
         The cost of replacement care is $260 million (43 per cent of the financial cost of MS)
         The disease’s increasing severity over time requires increased informal care
Areas of greatest challenge

Work and family

         Using health management, employment policy and responsive welfare to keep people well, working and with their families for as long as possible
         Providing policy and income support to people who have reduced earning capacity and higher costs because of their MS.
Support for informal carers is a priority

The replacement cost of informal carers is a quarter of a billion dollars. The cost of replacement residential care would be 60 per cent higher.
Medical research

         Government spends less than the national health average on MS research.
         More MS research funds come from the USA than from governments in Australia.
         Last year the PM launched MS Research Australia, which requires $30 million over four years to deliver better treatments and products.
Health and long term care

         There are too many young people with MS in nursing homes.
         People with MS use many parts of a health system that requires improved coordination of services.
         People need effective access to some pharmaceuticals currently not PBS-listed for MS.
BRAIN FOUNDATION VICTORIA

Item #1

Information and Support Respite Programs

Brain Foundation Victoria’s specialised programs provide support for the entire family and help them remain together in the family home.

BFV have developed Relationship Support and Information Respite Programs, which give carers to opportunity to spend time with their partners, siblings, children or parents with full nursing care provided so that they can spend quality time together and make new friends.  

Brain Foundation Victoria are also running carer respite programs in a number of different formats.  These programs provide families with the necessary information and support, personalised to meet their needs, in a retreat setting away from the everyday tasks of caring for a family member with a disability.

We anticipate that we will run five Carer Support Programs and five Relationship Support Programs between now and the end of June, 2006.  For more information contact Greta Parker, Project Management Co-ordinator, on (03) 9845 2960 or healthprom@brainfoundation.org.au
www.brainfoundation.org.au
Item #2
Brain Foundation Victoria Celebrates Women of Achievement
The Women of Achievement Award Luncheon is one of Brain Foundation Victoria’s major fundraising special events.  The Women of Achievement Award was introduced to celebrate a woman/or women who achieved outstanding outcomes, usually in an area of endeavour not often acknowledged by business women's awards.  We believe that “there are women who have the unique capacity to balance their many varied roles in life, in work and in support of our communities”.
At this year’s Award Luncheon, Brain Foundation Victoria are delighted to present MC, Steven Heathcote, principal dancer with the Australian Ballet Company; and as keynote speaker, Fiona Wood AM, a woman who inspired a nation and in recognition was announced Australian of the Year; a woman who has achieved so much.  Along the theme of paying tribute to women in health, BFV will introduce Brain Foundation Fellow, Dr Katya Kotschet, a position created to encourage the growth of clinical care and research projects in movement disorders, and to develop treatments that slow or halt the progression of these illnesses such as Parkinson’s disease.

The Luncheon is set to take place in the Savoy Ballroom of the Grand Hyatt on the 18th of October, tickets are now available with proceeds from the event contributing to Brain Foundation Victoria’s vision of “reducing the incidence and impact of brain disorders in our community”.

Please contact Sharon Strugnell, CEO, for information about purchasing tickets on (03) 9845 2950 or marketing@brainfoundation.org.au
www.brainfoundation.org.au
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