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STOP PRESS- Australians will now pay more for PBS drugs.  Labor Party to support this in the Senate.  Our research demonstrates that the working poor will be hit hardest.  
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.

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 last policy forum was held on Thursday 1 April at the city campus, Latrobe University., The topic was the Pharmaceutical Benefits Scheme and the Australia-US Free Trade Agreement and the Trans-Tasman Agreement.  This forum was run in association with the Public Health Association and Health Issues Centre, and was very well attended.  At the forum, we heard from Jo Watson who is a consumer representative on the Pharmaceutical Benefits Pricing Authority, from Ken Harvey of La Trobe University and Therapeutic Guidelines and Fiona Woodard of Medicines Australia.  This panel presented a balanced view of the Free Trade Agreement and its likely impact on the costs of pharmaceuticals for Australians.  We would like to thank them for their presentations, and for responding to people’s concerns.  Thanks also to the Victorian AIDS Council in assisting with some of the expenses.
We have not fulfilled our intention of having policy forums on a regular two monthly basis.  This is because the next forum is in the throes of planning and will present the health policies of the Federal ALP, Liberal and Democrats Parties.  A combined effort between Health Issues Centre, Public Health Association, the Doctors’ Reform Society and Chronic Illness Alliance, the planners hope to have major speakers from each political party and to offer people the opportunity to voice their opinions.  We anticipate that such a forum will be worth the wait.
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) is collecting case studies from people who have had difficulty accessing services eg difficulty in accessing an out of hours GP or a GP who bulk-bills, to demonstrate that the difficulties are REAL.
You can access the Case Study page through the Chronic Illness Alliance website.

For more information on Medicare, you can visit the Chronic Illness Alliance website, (www.chronicillness.org.au) the National Medicare Alliance website (www.nma.org.au).  Read about the Commonwealth Government’s proposals on their website (www.health.gov.au/fairermedicare) or phone 1800 011 163. 

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

We are delighted to report that our Invisible Illness on-line database for schools has now reached the implementation stage and will be launched in the first week of September at the Catholic Education’s State-wide Conference. It will form part of a keynote address about interfacing health and education. The topic itself is exciting because it acknowledges the important role that schools can play in enhancing both the health and education outcomes for children with chronic illness. Our database will be an invaluable tool in assisting schools to understand the psycho-social issues students face on a daily basis. Between now and September the Catholic Education Office and the Association of Independent Schools will be introducing the Invisible Illness site to each of 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 will keep you informed about the launch but if you have any questions about the Invisible Illness project, contact Jo-Anne Tamlyn [9805 9126].
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].
Costs of Chronic Illness in Rural Victoria
The full report is now near completion and analysis of the statistics demonstrates it is medicines, both PBS and over-the-counter, that are the most costly items to all households in the survey.  We also found that households spent a similar amount of money on health care regardless of their incomes.  There were many households in the survey who were suffering a level of financial distress and emotional hardship because of this.  
We are now seeking funding to publish this report, with the level of publicity it deserves.

Chronic illness and workplace discrimination
Superannuation is an important issue in its own right, with many people with chronic illnesses possibly leaving work without their full entitlements.  However, the Superannuation Working Party, chaired by Ms Angela McAvoy of the Australian Crohn’s and Colitis Association has highlighted that ‘super’ is part of a broader issue, which largely concerns poor understanding in workplaces of both the needs and the capacities of people with chronic illness.  This poor understanding may lead to unwarranted workplace discrimination in much the same way people who are blind, deaf or paralysed were treated before the Disability Discrimination Act educated workplaces on the needs and capacities of these people.
We have several projects in the early developmental phase.  One is to research the depth and nature of such discrimination while another is to provide information to both our members and to employers on the rights of people with chronic illnesses in the workplace.  Our aim in both cases is to inform and educate people about chronic illnesses to the advantage of all.
On-Line Legal Information Resource for People with Chronic Illness

The Chronic Illness Alliance in collaboration with Maurice Blackburn Cashman 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.  The topics to be covered are yet to be finalised but will cover subjects such as workplace discrimination, disclosure, disability and death insurance entitlements, superannuation, wills, and Centrelink complaints processes. The resource will outline the law in plain English, give case studies illustrating how the law has been applied provide contacts for further assistance and advice. Included in this last section will be the contact details for firms and community services offering free legal assistance. 
This will be an extremely valuable resource for our member organisations and to get the planning underway we intend contacting a number of you to establish the key topics that your staff and clients most need assistance with. This will happen in coming weeks.
If you would like to know more about this project or discuss topics that you would like to see included, 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 meetings of the Chronic Disease Self-Management Special Interest Group are Thursday 19 August, 2004 and Thursday 21 October.  Meetings are between 10 am and 12 noon.  The venues will be confirmed on the email list closer to the time.

Ed Wagner visits Melbourne

Ed Wagner, an American researcher, is a strong supporter of self-management in chronic disease.  He was in Melbourne last week (10 June) to present a lecture on behalf of the National Institute of Clinical Studies and Department of Human Services.  Ed presented a case study of Ms G, a 63 year old grandmother with diabetes, complicated by congestive heart failure, who cares for her grandchildren.  He showed how the US health care system let her down by not providing her with coordinated services, including education and self-management so that she could avoid acute phases of her illness.  He then presented a series of case studies from the “Breakthrough Collaboratives” which are collaboratives between health services and the Institute for Health Care Improvement (www.ihi.org).  The long-term aims of the Collaboratives are to optimise the quality of life of people with chronic illnesses and their carers in a cost-effective manner. This requires a systemic model of care, including better coordination between consumers and health service providers.  Ed demonstrated that some of the projects had made considerable progress towards these aims by increasing consumers’ ability to self-manage and self-monitor, as well as the health services coordinating care.  Some of these projects were implemented in areas where people had no health insurance and English was a second language.  Many of our HARP projects and Primary Care Partnerships in Victoria are modeled on similar lines, and producing similar outcomes.
Improving consumer representatives’ understanding of the PBS

The Dept of Health and Ageing held a one day symposium in Canberra on the 2 June to inform people on how medicines are listed on the Pharmaceuticals Benefits Scheme.  At this symposium, departmental members and consumer representatives on the various advisory committees presented their views on how the scheme operates.  There were presentations from the Pharmaceutical Benefits Advisory Committee, the Pharmaceutical Benefits Pricing Authority and the Drug Utilisation Sub-Committee.  Lloyd Sansom, chair of the PBAC opened the day with a message that if Australia was to maintain its system, there was a need to inform the public and ensure that it was part of an informed debate.  He pointed out that PBS costs were increasing, while the costs of hospitals and Medicare were increasing at a far lesser rate.  Due to Henry’s and Birkett’s work on cost-effectiveness it was now possible to look at the PBS in broader terms.  
The Therapeutic Goods Administration (TGA) registers new drugs on the basis that they do what they claim and that they are safe, while the Pharmaceutical Benefits Advisory Committee looks at drugs comparatively in terms of whether it is an effective substitute.  If a drug is predicted to cost more than $10 million annually it is referred to Cabinet but otherwise the PBAC advises the Minister about accepting a new drug on the PBS.  

The role of the Pharmaceutical Pricing Authority (PBPA) is to recommend prices of new drugs and review the prices of the older ones on behalf of the PBAC.  In recommending a price the PBPA considers the drug’s clinical effectiveness, prices of alternative drugs, industry recommendations, economies of scale and prices overseas.  

The Drug Utilisation Sub-Committee (DUSC) collects data on usage to provide the PBAC with background details on which to base their decisions.

For more information about these matters members can contact:

www.health.gov.au/pbs/general/pubs/asm.htm
PBS Information Line:

www.health.gov.au/pbs/general/contactus.htm#pbsinfo
Utilisation and expenditure information:

www.health.gov.au/haf/docs/pbbexp/index.htm
Another source of useful information about medication safety and usage, is Medicines Talk Newsletter No 10 (Winter 2004) on www.nps.org.au  See the topical article on common colds. 
Christine Walker

Chronic Illness Alliance

News Items From Our Members

The Endometriosis Association Victoria is celebrating its 20th birthday by holding a seminar on the treatment of endometriosis.
Seminar details

The seminar will focus on the treatment of endometriosis, and will be aimed at women with the condition and their families and friends as well as health professionals. 

Ms Ruth Trickey, a well known natural therapist and herbalist who specialises in women's health, will chair the proceedings. Ms Vanessa de Largie, an EAV member and performer, and Mr Max Fairchild, a performer, will kick off the evening with a short but salient skit that looks at attitudes to endometriosis and those affected by it. 

The keynote speaker, Dr Stephen Kennedy, Clinical Reader in Obstetrics and Gynaecology at the University of Oxford, will discuss the best treatments for endometriosis and the evidence supporting their effectiveness. Dr Kennedy is renowned around the world for his work on endometriosis. He has been involved in the development of best practice treatment guidelines for endometriosis, the development of the first endometriosis quality-of-life questionnaire, and clinical research into the diagnosis and treatment of the condition. He is also a joint leader of the International Endogene Study, an English–Australian collaboration searching for the endometriosis genes. 

Ms Bettina Brill, a practitioner of traditional Chinese gynaecology, will discuss the role of traditional Chinese medicine in the treatment of endometriosis.

Dr Simon Gordon, a gynaecologist at the Epworth Endometriosis Centre, will talk briefly about the Centre and the services it offers. 

Celebration

After the seminar, we will celebrate our 20th birthday with a bash, but we're keeping the details secret till then. The seminar will be held on Tuesday 27 July in the Noel Ramsey Lecture Theatre at Box Hill Hospital. (Free car parking is available in the hospital grounds.) Light refreshments will be served from 6.00 pm, and the seminar will begin at 6.30 pm and end at 9.00 pm. The celebration will follow immediately afterwards. 

Tickets are $20 for Endometriosis Association Victorian members and $25 for non-members. To purchase a ticket, visit www.endometriosis.org.au/seminar/bookings or ring 9457 2933 by 20 July. 

For further information, visit the Endometriosis Association Victoria website at www.endometriosis.org.au/seminar or ring the Association on 9457 2933.

Thanks to Pro-ability Consultancy (Twanny Farrugia [twanny@proability.com.au] ) for sending us the next two items for the newsletter. 

Availability of funding under the Communities for Children element of the Stronger Families and Communities Strategy was announced over the weekend. 

Applications are being sought for facilitating partner organisations to manage up to $4 million of local funds for early childhood and parenting programs in 28 identified areas. Applications close 30 July with full details available at www.facs.gov.au <http://www.facs.gov.au> .

WHAT ARE THE VICTORIAN STANDARDS FOR DISABILITY SERVICES?

The Standards are a group of values that talk about the way organisations provide services to people with a disability. The Standards are very important because they describe the way organisations should deliver services and how the people who use those services and their families and carers should be treated.

Every organisation that receives funding from the Victorian State Government MUST show that they meet the Standards and how they do this.

DHS has employed consultants KPMG to look at the Standards and make recommendations about any changes that need to be made. There is a new State Disability Plan that says that people with a disability should be fully included in the life of the community, just like all other Victorians.  It says that services must listen to the ideas of the people who use them. There are new DHS initiatives such as Personalised Planning that are designed to help this happen. Some of the current Disability Standards may be out of date. You may want to add new Disability Standards. Which Disability Standards are most important?

Do you understand the Disability Standards?

These standards are not just about services. They are about the services that you (or the person you support) receive, the way people are treated, about rights as a citizen, about rights as an individual.

[For dates and locations of public forums about this topic and for more information generally, contact Jenny Dodds at Jenny.dodds@dhs.vic.gov.au >  <mailto:Jenny.dodds@dhs.vic.gov.au>]

Marinna Lenkic, Manager Community Services at Cystic Fibrosis Victoria sent the following message.
From: HERBERT RABINAW [mailto:rabinaw@yahoo.com] concerning sibling research and bereavement, who writes:
I will be comparing two groups of bereaved siblings - those who were suddenly bereaved with those whose brother or sister died after an illness from which death was anticipated.  The questions were designed to ascertain whether siblings in each condition received more or less parental support after the sibling's death. There are three questionnaires.  The first is concerned with demographic information; the other two are parental support questionnaires.  You can access them by going to sibgrief.com and clicking on 'surveys'.  Every precaution was taken to make sure that the questions were respectful and that participants could contact me if they felt they needed to be debriefed. Participants should now be at least 18 years of age; they should have been  age 8 through 12 at the time of their sibling's death, but the deceased sibling's age at death nor the cause of death are limited in any way.  I think this covers the pertinent points. Please let me know if you need anything else and, in the meantime, I will have Dr. Jones contact you.

The research project is being conducted under the auspices of an American University, called Northcentral University. For more information contact Marinna on Ph: 03 9686 1811    Freecall: 1800 633685

> Fax: 03 9686 3437  Email: mlenkic@cfv.org.au

The following item was sent to us by Julie Myers from Arthritis Victoria. Her contact details are below.

 “POWER UP YOUR BONES” is the message Arthritis and Osteoporosis Victoria will be promoting throughout National Healthy Bones Week (1-7 August 2004). The following events have been organised:

· Breakfast Seminar for Health Professionals - Wednesday 4th August 7.30am. Please see attachment or contact Julie on 8531 8015 

· Consumer Seminar - Wednesday 4th August 10.00am. Phone Gillian on 8531 8022 for further information. 

· Bone and Joint Specialist Phone-In for consumers who would like to speak to a rheumatologist about the prevention and management of osteoporosis - Wednesday 4th August from 10.00am  - 4.00pm on 1800 678 988 

For further details please see the attachment or visit the website www.arthritisvic.org.au 
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Julie Myers 
Health Educator 
Self Management Unit 
Arthritis Victoria 
263 - 265 Kooyong Road 
Elsternwick 
VIC 3185 
Ph: (03) 8531 8015  Fax: (03) 9530 0228 
Email: julie@arthritisvic.org.au 
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National Healthy Bones Week ~
1 -7 August, 2004

“POWER UP YOUR BONES

BONE & JOINT SPECIALIST PHONE IN
DATE Wednesday 4th August 2004
TIME 10.00am - 4.00pm
Call 1800 678 988 to speak directly to a rheumatologist (Bone

& Joint Specialist) about the prevention and management of

9

osteoporosis

OSTEOPOROSIS BREAKFAST SEMINAR
FOR HEALTH PROFESSIONALS
DATE Wednesday 4th August 2004

M 7.306111‘1~ 9.306111‘1

VENUE Ashley Ricketson Centre,
260 Kooy ong Road, Caulfield Sth 2162

SPEAKERS Dy Chuis Fong, Rheumatologist & Geriatrician,
Caulfield General Medical Centre.

“Current aspects: Diagnosis and treatment of osteoporosis.”
Dr Caryl Nowson, Associate Professor,
School of Health Sciences, Deakin University.

“The role of calcium and vitamin D in bone health”.

Nicki Mc Grath,

Jean Hailes Foundation ~ Education Unit

“Bone Health for Life - Online Resource” Cv
COST $20.00 (AV members) $29.00 (non-members) osteoporosis victoria

RSVP Friday 30 July 2004 Bookings essential .

° .
For further information contact Julie on 83318015 or ‘g‘r thr 1t1 S

julie@arthritisvic.org.au VICTORIA

Please return this section to Sandra Barry, c/o Arthritis Victoria PO Box 130 Caulfield Sth 3162

Name Membership number (if applicable)
Address Post Code
Daytime telephone number E-mail

Organisation Profession

| wish to pay by cheque / credit card (please circle) Total $

Credit card number / / / Signature:

Credit card type: (please circle) Visa / MasterCard / Bankcard Expiry Date: /
Arthritis Foundation of Victoria Inc. ABN 26 811 336 442

We are pleased to receive your interest in this seminar and your name will be added to our database. You will be notified of
Arthritis Victoria services and ways of assisting us to maintain these services. If you wish your name to be removed from our

database please write to us.
Campaign Code: BONEBO0O4







