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Ph: 9805 9126

E-mail: christine@chronicillness.org.au



The Chronic Illness Alliance undertakes a range of educational and information 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.

Costs of chronic illness in rural and regional Victoria
This report is now complete and was launched at a meeting of the Geelong Medicare Action Group on the evening of 30 September, 2004.  We were delighted to launch it here as the survey on which the report is based received so much support from people in the Barwon and Western regions.  

Many Australians are unaware of how difficult life is for families with chronic illnesses in rural Australia.  In fact the health of rural Australians is generally far worse than those who live in metropolitan areas.  While this may relate in part to a lack of services other matters may also impinge on the ability for rural families to optimise their health.  Our report demonstrates that many of the households we surveyed were living in poverty due to the expenses of their health costs.  A surprising result of the survey was that medications, including PBS and over the counter medications, were a substantial proportion of all expenditure.  Another surprising result was that households appeared to pay for the health needs regardless of their income.  In many cases this means they go without other essentials.  Indeed, households reported that they were living in a degree of financial distress.
The report will be available from the Chronic Illness Alliance website from early October.

CIA Policy Forums

Commencing last 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. 

Our most recent policy forum was held on Tuesday 31st August and covered the topic of the value of consumer participation for our member groups.  Keynote speaker was Cath Harmer Senior project officer, Consumer participation and information program in the Office of the Chief Clinical Advisor, Clinical Governance Unit, Dept of Human Services.  Her topic was ‘Reciprocity and Responsibility: the way to a Victorian partnership’.  This was followed by a panel of people who have been involved in consumer participation through the Community Advisory Committees of the Metropolitan Health Services.  The panel consisted of Jo-Anne Tamlyn , Chronic Illness Alliance, Mike Kennedy, Victorian AIDS Council, Phil Goulding, Royal Children’s Hospital and Mary-Jane White, St Vincent’s Hospital.  
In this forum, our members were able to hear about the value of consumer participation in improving health services generally and making the connections between services and the needs of the public.
The forum finished with information from Helena Maher on how Health Issues Centre could support both organisations wanting to involve consumers and the community in their activities and support those consumers and community members that wanted to become involved.

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) now has a range of materials and resources on its website to inform people of the impact of both Liberal and Labor party policies on the future of Medicare.  VMAG is still calling for stories from consumers about their Medicare and bulk-billing experiences.  Everyone is eligible to become a member.
Children’s and Young People’s Working Party (CYPWP)

 [New on-line resource for Victorian schools [www.chronicillness.org.au/invisible]] 

The Invisible Illness on-line resource for schools was launched on 2 September at the Catholic Education’s State-wide Conference. Our resource assists schools to understand the psycho-social issues students face on a daily basis. The Catholic Education Office and the Association of Independent Schools are introducing the Invisible Illness site to their schools, while planning for a state-wide introduction has now begun with the Department of Education & Training. We are grateful to all three school systems for funding this very innovative tool and especially to the Leukaemia Foundation for providing the initial seeding grant to get the project up and running.
We have received enquiries from some of our members about further entries on this site.  While we would like to include as many entries as we have members, unfortunately the original funding has run out.  Current entries have been included because these were the members who originally responded to our initial project and who assisted as members of the working party.  We have estimated that a new entry on the site will cost our members $1000.
Royal Children’s Hospital Community Advisory Committee
The CYPWP has had ongoing representation on this committee and this year has seen a number of positive changes to the Community Advisory Committee giving it a much stronger and broader consumer focus. Its role is to advise the RCH Board and CEO on improving consumer participation at the hospital. We are very interested to hear from consumer groups and support groups who are interested in improving communication with hospital staff and/or management, or who have ideas about how the hospital could improve their services. For more information or to make comments, contact Jo-Anne Tamlyn [9805 9126].
On-Line Legal Information Resource for People with Chronic Illness

In our last newsletter we reported to you that the Chronic Illness Alliance in collaboration with Maurice Blackburn Cashman had successfully applied to the Victoria Law Foundation for a grant to develop an on-line legal information resource designed explicitly for people with chronic illness and particularly where the illness has led to impairment or changes in the person’s lifestyle. This project is a direct result of the work of the Superannuation Working Party and promises to be an excellent resource not only for individuals and families, but also for organisations providing advise, counselling and advocacy services to clients. 
We have since contacted most of you to ask what topics you would like to see covered by this new resource and the following were the most commonly stated concerns: superannuation and insurance including disability and death insurance entitlements; discrimination and equal opportunity and in particular workplace discrimination; privacy, disclosure and confidentiality; guardianship, legal advocacy, power of attorney and wills; and Centrelink complaints processes. Many thanks to all those members who assisted with the survey. If you would like to know more about this project or discuss topics that have been selected, please contact Jo-Anne Tamlyn on 9805 9126.

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.
At our August meeting we heard from Georgie Bancroft, PhD student at Melbourne University, who presented on her work in self-management programs in the National Health Service, United Kingdom and Jill Kelly of the Good Life Club which works with people with diabetes in Melbourne’s eastern suburbs.

The next meeting of the Chronic Disease Self-Management Special Interest Group is Thursday 21 October, 2004.  Meetings are between 10 am and 12 noon.  The venue is Conference Room 12B, 555 Collins St Melbourne.

The October meeting will consist of a panel of consumers and peer-leaders who will present their experiences of participating in and leading self-management programs.  All are welcome to attend this informal meeting.  Please RSVP to Christine (cwalker@chronicillness.org.au) by Thursday, 14th October.

Medicines Talk
Medicines Talk Newsletter No 11 (Spring 2004) on www.nps.org.au  See the topical article on young people and prescription medicines. 
Christine Walker

Chronic Illness Alliance

News Items From Our Members
Information Network for People with Migraine and their families
GET INFORMATION REGARDING:
· Information about Migraine – for example: publications, developments, treatments, and new products.

· Information about support meetings, workshops, seminars and conferences relevant to Headache and Migraine.

· Information about products and services being launched by the Brain Foundation and other Headache and Migraine support services. 

· Brain Foundation’s Migraine Education seminars – when and where?
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Being part of the migraine information network has several advantages.  You get access to the latest information; those starting or running support groups can advertise meetings and events; you can forward the 

e-mail onto other individuals you think would benefit from the information
The Brain Foundation Victoria is responsible for the ongoing coordination of the network and the screening of information posted in the Newsboard issues.

You can e-mail/mail your information broadcasts to us and we can send it on to the network.  Please note that this network is only for individuals, families and community agencies working in the fields of Headache and Migraine.
How do I get on the Information Network?  E-Mail your name and e-mail details to admin@brainfoundation.org.au with “Migraine Network” as the subject.  Alternatively, fill out the coupon below and return it to 

Brain Foundation at the address below.  It’s as simple as that!
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	Brain Foundation Victoria

The Nerve Centre, 54 Railway Road, Blackburn

Phone: 03 9845 2950  Freecall: 1800 677 579     

www.brainfoundation.org.au

	(  I would like to be included in the BFV Migraine Information Network

	Name:
	

	Address:
	

	
	

	Telephone:
	
	E-mail:
	
	Fax:
	

	Reason for joining:
	

	
	


For Those Who Care

An Information And Support Course
Do you currently care for a family member or friend who has had a stroke, acquired brain injury or has a neurological disability?

Would you like to learn more about the challenges faced in the caring role and meet other carers in similar situations to yourself?

Topics covered:

· What Is A Carer

· Allied Health Roles

· Nursing Issues

· Continence

· Roles of the GP

· Carer Respite

· Challenging Behaviours

· Disability Services

	August – 

Blackburn
	October – 

Frankston
	November – 

Healesville


The seminar is presented free of charge with lunch provided 

Registrations are essential

Call Brain Foundation Victoria on (03) 9845 2950 for more information

CFS/ME is not Chronic Fatigue –

misnomer causes extra suffering

“There is no such illness as Chronic Fatigue” said Simon Molesworth AM QC in a statement issued recently. “The illness is Chronic Fatigue Syndrome, officially known as CFS/ME.” 

 

Chronic fatigue is a symptom of many illnesses but is only a symptom, not an illness in itself. As a result of CFS/ME being referred to as ‘chronic fatigue’, patients are suffering, not only from the illness, but from the misunderstanding caused by the misrepresentation.
 

Mr Molesworth, President of CFS/ME Victoria and Chairman of ME/Chronic Fatigue Syndrome Association of Australia, said that, because of the wrong terminology, CFS/ME is perceived as a one-symptom illness – merely extreme tiredness. Therefore sufferers do not attract the understanding of the illness which is their due.

 

The word ‘syndrome’ means a collection of symptoms which in CFS/ME are many and varied and are extremely unpleasant. As well as the bone-crunching fatigue, the main symptoms are persistent weakness, post exertional malaise, dysfunctional sleep, pain, neurological and cognitive impairment.  These are accompanied by other varied symptoms such as orthostatic hypotension and tachycardia, palpitations, gastrointestinal problems, paresis etc.

 

The Victorian Government’s own Better Health Channel explains that fatigue is a symptom rather than a specific disease or disorder and lists causes such as influenza, glandular fever, anaemia, sleep disorders, CFS/ME, hypothyroidism. hepatitis, tuberculosis, chronic pain, coeliac disease, addison’s disease, parkinson’s disease, heart disease, HIV and cancer.

 

CFS/ME also causes isolation, as many sufferers have been housebound for years and some are confined to a wheelchair or bed.

 

There is no known cause or cure for CFS/ME.

 

More information about the illness can be obtained from CFS/ME Victoria.

 

 

This statement was issued by CFS/ME Victoria. Contact details:
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Executive Director

CFS/ME Victoria

21-23 Livingstone Close

Burwood Vic 3125 Australia

 

Telephone: (03) 9888 8991

Fax:            (03) 9888 8981

E-mail:       mecfs@vicnet.net.au
 

 

 

CFS/ME Victoria is the administration division of ME/Chronic Fatigue Syndrome Society of Vic Inc 
ABN 22 385 438 041    IAN:A0016974N 
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