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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 minimising the social impact of chronic illness by developing a better focus 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 Health and Ageing National Service Implementation Framework (asthma); Medical Services Advisory Committee Uterine Artery Embolisation Review; Dept of Human Services Statewide Paediatric Rehabilitation Service Reference Group; Westbay Harp Diabetes Project; Consumers’ Health Forum. 

In addition to the above the Chronic Illness Alliance has recently been appointed by the National Institute of Clinical Studies to conduct a series of focus groups exploring the barriers and enablers to influenza immunisation among high risk groups in Australia. The focus groups will held during April and we will be recruiting rural health consumers, CALD health consumers, carers, older and middle aged people, aboriginal and Torres Strait Islanders. Each consumer will be paid a fee for attending. If you or anyone you know is interested in participating in a group, please contact either Christine@chronicillness.org.au or jtamlyn@chronicillness.org.au.
Consumer Utility Advocacy Centre Grant

In our December newsletter we announced that that the Chronic Illness Alliance had received a grant from the Consumer Utility Advocacy Centre to undertake a project with consumers and welfare organisations on consumer utility rights in the Geelong and Colac regions.  
Our own research had shown that households were either unaware of their rights with regard to privatised utilities such as gas and electricity, or found the information hard to come by.  This lack of awareness has meant that households have had services cut off or they have gone without other essentials in order to pay utility bills first to avoid having the service disconnected.  In most cases households under the stress of illness have the right to be assisted.
On the 18th and 25th May, we will run workshops in partnership with Barwon Health Social Work Dept and VCOSS to inform people of their rights.  These workshops will be held in Geelong and Colac and later we also hope to hold one in Melbourne.  Chronic Illness Alliance members and their consumers and workers from the Geelong and Colac regions will be welcome to attend.  Information on utilities and people’s rights in regard to them will then be available on the CIA website for all other Victorians to access.

For more information contact Christine Walker on 9805 9126 or email christine@chronicillness.org.au.
CIA Policy Forums

The first forums for 2005 will start in May. The first will be held on the 10th and will be about Centrelink payments for disability and illness. The main presenter will be Dale Nelson from the Welfare Rights Unit and he will be presenting on information and rights specific to illness and disability. The information will be more detailed than normally accessed and we highly recommend this one for information and advocacy workers, social workers and any other professionals offering an information and/or advice service to clients and consumers. In addition to Dale, John Berrill from Maurice Blackburn Cashman will also be presenting on the financial issues associated with people returning to work particularly as a result of the anticipated changes to the DSP e.g. how this might impact on superannuation and insurance entitlements or a disability claim. 

Unfortunately there are some costs associated with this forum so we will require a payment from organisational representatives which is yet to be set, however because the forum will obviously be very valuable to consumers as well, a number of free places will be set aside for individual consumers.
 For more information contact Jo-Anne Tamlyn on 9805 9126 or email jtamlyn@chronicillness.org.au
Another forum in May will look 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.  Driving while taking prescribed medication presents another problem for people with chronic illnesses.  A doctor working with the TAC will present on the topic. 
For more details about this forum contact Christine Walker on 9805 9126, or email christine@chronicillness.org.au.
Children’s 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 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, consumer focus groups will be held during April 2005 to collect the views and experiences of adolescents, families and peak organisations. The purpose of the consultations will be to identify the key issues and barriers in current health service delivery and to identify from a consumer perspective, the most important aspects of a service including what more is needed to provide patient-focused, family friendly care.
For more details about the consumer consultations contact Jo-Anne Tamlyn on 9805 9126, or email jtamlyn@chronicillness.org.au.

RCH Community Advisory Committee: We continue to sit on this committee and argue the case for greater consumer participation in all facets of hospital service planning and delivery. In our December newsletter we reported that our efforts were being rewarded and that those of you who have dealings with the hospital will soon be receiving a survey that once completed, will register your organisation or group for a regular update on a number of developments not least of all, the new $30 million redevelopment for which planning has already started. The survey is still being finalised but should go out via email and post during March. We strongly recommend that you complete the survey as you will then receive a regular consumer newsletter notifying you of opportunities to contribute to service planning and to influence decisions on physical changes to the wards and facilities.
For more details contact Jo-Anne Tamlyn on 9805 9126, or email jtamlyn@chronicillness.org.au.

On-Line Legal Information Resource for People with Chronic Illness

This project is progressing well with a launch date planned for July 2005. This new legal resource will provide information on 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.  
This new legal resource will be accessible through the Chronic Illness Alliance website and has been specifically designed to be relevant for people with chronic illness. We are very grateful to both Maurice Blackburn Cashman and Clayton Utz for contributing to this project on a pro bono basis.
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.
The next meeting of the Chronic Disease Self-Management Special Interest Group is Thursday 21 April, 2005.  Meetings are between 10 am and 12 noon.  The venue is Conference Rooms A & B, Level 2, 555 Collins St Melbourne.  Sandra Nolte from the Centre for Rheumatic Diseases, Melbourne University will be presenting on the implementation of the HEI-Q [Health Education Impact Questionnaire] – first findings from 2004.

Last month’s presentation by the research team on the results of the Peer-Led Self-Management of Chronic Illness Project was extremely well attended by our member organisations, project leaders representing a range of Metropolitan health services and by DHS staff and management.
A one-day forum will be held on the 15th April at the Mercure, Sydney Airport. It will profile the research outcomes from the ‘Practice Capacity for Chronic Disease Care’ study conducted by the Centre for GP Integration Studies/University of Adelaide and then highlight other advances in the field.
For more details about this forum contact Christine Walker on 9805 9126, or email christine@chronicillness.org.au.

Christine Walker

Chronic Illness Alliance

NOTICES FROM MEMBERS
BRAIN FOUNDATION information seminar on ‘Headache and Migraine’.
Saturday March 19th 2005, 10.15am – 12.30 pm at the Nerve Centre, 54 Railway Road, Blackburn.

Topics: Using your GP effectively


  Medication and headache management


  Practical tips for pain management


  Panel Discussion

To register call 9845 2950 or email admin@brainfoundation.org.au.
Arthritis Victoria Self-Management Leader Training
Arthritis Victoria 263-265 Kooyong Rd, Elsternwick, 3185

20-22 April

9:30am – 4:30pm

This three-day course at Arthritis Victoria prepares individuals to conduct the Better Health Self Management Course (BHSMC) for people living with long-term health conditions. It was developed at Stanford University and is nationally accredited to Australian Competency Standards. On successful completion of the course, leaders will be eligible to receive a Statement of Attainment, in partial completion of Cert. IV in Assessment and Workplace Training. At the completion of the training, leaders can deliver the BHSMC to consumers. For further details contact Sandra Barry Ph: 8531 8008.

The following report on Xenotransplantation research has been sent in from Twanny Farrugia [Pro-Ability Services].
Final Report 

on

The National Health & Medical Research Council’s consideration of Animal To Human Transplantation

(Xenotransplantation) Research
Xenotransplantation was considered as an alternative therapy to help overcome the shortage of organs available for transplantation. The viability of this therapy was dependent upon the resolution of a number of safety and ethical issues.

In December 2000, the NHMRC established the Xenotransplantation Working Party (XWP) to provide the Council with advice and guidelines on the scientific, ethical and technical issues related to Xenotransplantation research. The XWP’s brief was to consider the human and animal issues and to undertake wide public consultation in the preparation of guidelines. 

Xenotransplantation is the transplantation of living tissue from one species to another (eg from pigs to human beings). Organ transplantation (eg heart, kidney) is the most well known procedure but the term also covers transfer of tissues and cells (eg cells from the pancreas that produce insulin). It also covers procedures that occur outside the body in which cells or fluids from the patient are cultured with or perfused through animal cells and returned to the patient.

In 2002 public consultations were held in all Capital and some regional Cities to discuss the social significance, ethical conduct, scientific and technical issues, animal ethics and many other issues relating to Xenotransplantation,

From these submissions, the XWP came to the view that the submissions raised significant concerns and these concerns needed to be address. The Council agreed to the XWP recommendations that a further round of public consultation were required which were held in 2003. 

In September 2004, the NHMRC Council met and analysed the information provided by the public and the Xenotransplantation Working Party decided that no further clinical trials are to take place for a period of 5 years in the animal to human whole organs transplants. Furthermore, animal cellular therapies and animals external therapies are also not to be clinically trialed for a period of 5 years.

Council has asked the Gene and related Therapies Research Advisory Panel of the NHMRC Research Committee to provide regular updates to the Council during this period on new information that arises on the potential benefits and risks for animal-based human treatments. Should new information become available, The Council will reconsider its position. The Council will prepare an expanded statement articulating its position on clinical research involving animal to human transplantation and cellular therapies. Council will consider it with relevant parties to ensure that its formal statement does not have unintended consequences for research and existing clinical practice.

The NHMRC will continue to work with relevant authorities and organisations to improve levels of human organ donation in Australia.

Further information about Xenotransplantation and related issues are posted on the NHMRC website www.nhmrc.gov.au  

Twanny Farrugia

NHMRC Consumer Representative

The following book review is reprinted with the permission of Thyroid Australia 
New Australian Book on Hypothyroidism
The Board of Thyroid Australia had an unusual day on 5 December 2004. We attended a book launch. That in itself was unusual, but so was the book being launched.  Running On Empty is the first book to comprehensively and reliably deal with hypothyroidism from an Australian perspective. We no longer need to translate American and European circumstances, treatment protocols and brand names.  We now have a book that discusses our situation.  Robyn Koumourou, the author, joined Thyroid Australia at our first meeting in 1999 and has been a director since then. In all this time she has had a passion to both tell her story and to provide quality information for others so that they could have better outcomes than Robyn did. So that they could be treated more quickly and better than she was. 

At last it has arrived.
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Running On Empty provides a comprehensive overview of the thyroid and its function. It describes what can go wrong and how. It discusses treatment options and the ongoing process of managing a chronic condition. It provides special information for the young, young mothers and the elderly.  

Two things really impressed me about the book. Firstly the book presents well researched and factually accurate information in a readily understandable way for those who have not studied the intricacies of medical science and probably have no desire to either. The style is simple. The discusion is reliable.  

Secondly the book is written by someone with hypothyroidism and a curious mind. She knows what it feels like to be unable to get up in the morning. She knows what it feels like to find it difficult to look after her children. She knows what it feels like to be told that her symptoms are all in her head and that all she needs is some anti depressants and a good rest. Her advice is based on personal experience tempered by extensive research.  

Thyroid Australia endorses Running On Empty for all our members who face the challenges of hypothyroidism. Running On Empty costs $35.00 and is published by Cocoon Books Australia - www.cocoonbooks.com  Ordering information can be found on the website.

Extract from ‘Newsletter of Thyroid Australia Ltd Volume 6 No 1 February 2005’

HYPOTHYROIDISM
INTRODUCTION TO AN UNDERACTIVE THYROID GLAND
It is estimated that around 1 in 14 Australians suffer with a thyroid condition. Hypothyroidism is the most common disorder of the thyroid gland, and can occur at any age. Thousands of Australians suffer with unrelenting fatigue, weight gain, muscle weakness, recurrent infections, cold intolerance, hair loss, skin conditions and depression, and never consider a malfunctioning thyroid gland as a possible cause of their ill health. Often underlying thyroid disease is overlooked or misdiagnosed, and sometimes poorly investigated and inadequately treated. The classic signs and symptoms of hypothyroidism may be mistakenly attributed to depression, stress and anxiety, age, another condition or simply be seen as psychosomatic. 
Dedicated to the people who suffer with thyroid conditions. May this book make some sense out of the madness that thyroid dysfunction can bring, and help you to take control of your condition and regain your life.
“An excellent overview of thyroid conditions and their management. Highly recommended.”
- Alun Stevens, MSc FIAA, President, Thyroid Australia Ltd
“This is highly recommended reading for anyone who has an underactive thyroid condition, thinks they might have or is currently being investigated for thyroid disease. Robyn Koumourou has made an extremely valuable contribution by explaining the thyroid gland and hypothyroidism in easy to understand, matter-of-fact language.” 
   - Dr. Robert Hanner, MB. B.S., B.Med.Sc, B.Sc (Hons)
The End!!
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