SOLVING THE PUZLLE

ME/CFS Australia
(Victoria)

ANNUAL REPORT
2008/2009




President’s Report

The best means of reviewing our past year is to re-read the four editions of Emerge which set out the detail of a year of
achievement. This is the eleventh annual report | have written for the Society and, as | have expressed in the past, it has
been my honour to again lead a team of people who have been determined to ensure this Society thrives for the good of
all its members, supporters and the ME/CFS community at large. Each year has had its challenges, but incrementally we

have advanced. 2008/09 has been an exceptional year.

Reviewing the last year reveals a time of advance which has been staggering given the fact that we are a small-sized
charity with modest resources. | suspect that attheratewear e pr oceedi ng, neither word

remain valid in the coming years.

During the 2008/09 year we launched a new logo. Our logo is intended to give real hope as the last piece of the jigsaw
finds itself inextricably moving towards completing the whole picture, symbolising the advances in medical research. The
logo continues the theme of cooperation with the corner figures and embraces the familiar abbreviations which

reinforces the widening recognition of the ME and CFS components.

ME On The Move Stage 1 was launched at Dandenong along with our new logo by the Mayor of the City of Greater
Dandenong and Noel Martin, chair of Andrews Foundation and provider of seed funding. ME On The Move Stage 2 has
been very generously funded by the Andrews Foundation. Stage 2 is building on the excellent work done by the initial
project workers in creating display materials, stands, banners, signage and new brochures all with our new logo. Stage 2
which involves setting up our display in regional centres has been very successful in spreading the word to GPs, health
workers and community health centres particularly in the Gippsland region. We have been to St. Arnaud, Stawell, Ararat,
Moe and several other centres where we were invited to attend regional health forums, regional health days, youth
health forums, and where we were invited to meet and present to GP groups and allied health professionals. The year

ahead will see our outreach extending further.

This year saw us c BAneversag d¢f dunirgorporation wha wdnderfulréceptio2hBsted by
our Patron the Governor, Professor David de Kretser AC and Mrs de Kretser at Government House, Melbourne. Together

with the Governor’s own speech whiiethy 'rseiinmpoarcteadn thivso re
the presentation of &tindingsemie to thé¢ Sycletg. ThAfullaascdpsive listofrthe fowtaeg
recipients was set out in the Autumn 2009 edition of Emerge. The example set by those individuals is inspiring. To each

and every one of these people | repeat the expressions of appreciation which were expressed during the ceremony. For

my own part, | gratefully received Life Membership which was an honour | greatly value as | know that anything | have

achieved has occurred because of the joint effort of the time | have led.

The extension of the Society’s services through the ¢
momentous step forward. Both offices have been founded under the auspices of the Care and Crisis Support Service,

established by our CEO Penny Abrahams in Melbourne. We welcomed Lynn Cole as our part-time staff officer based in
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Hobart and Ruth Rogerson as our part-time staff officer in Darwin. In both instances the well-established charity Lifeline

is providing our local ME/CFS staff support and facilities.

One of the other signs of progress has been the growing co-operation between the ME/CFS Societies across Australia.
Members will have noticed that Emerge has effectively become a national journal with the pages now assigned to the
ACT Society, the NSW Society and the SA Society. Effective discussions have occurred during this year which will soon
lead to an even more constructive cooperation nation-wide. As the old maxim says, together we stand, divided we fall. It
seems fitting that our excellent journal Emerge has been a key catalyst in bringing the ME/CFS societies to closer
cooperation. | am not surprised given the quality of the content and management of Emerge —we owe a debt of
gratitude to Maureen Jepson and her team Vivienne Mendham and Dr Nicole Phillips. | warmly acknowledge the

longstanding generous support of Dame Elisabeth Murdoch AC.

The Society sponsored Dr Nicole Phillips to attend a major international conference on IACFS/ME Research which was

convened in Reno, Nevada, USA i n March. Me mbers have

in her Medical Pages which appeared in the Winter edition of Emerge. During Awareness Week, Nicole then addressed a
Seminar at Melbourne Town Hall at which she again provided an overview. We are very grateful to Nicole for her

continuing outstanding support.

Rai sing awareness has been a cont i nui nsgrhisqeartsagv billdandse d
placed at strategic vantage points across the State. The Autumn edition of Emerge reported our successful promotional
booth we set up at the GP Conference at the Melbourne Convention & Exhibition Centre, extending over three days in
November. Both Dr Don Lewis and Dr Nicole Phillips
report, in July, Professor Kenny de Meirleir visited Melbourne and addressed a health professionals seminar. Under the
authorshipoft he Soci et y’ s He alotdihatoR AlismmCoptey, voe maw Ravean EeBallétin vihiah will
be distributed on a regular basis to all members who advise us of their email addresses. (Those who do not have email

are posted hardcopies). Beyond all those efforts, we all celebrate the informative quality and up-to-date approach of the

Society’s website.

Finally, a few words about our team. | record, with all my heart, the gratefulness of our members to our great
Committee of Management. We have worked as a happy, cooperative and professional team, responding to new ideas
and contributing whenever it is possible and appropriate. We have seamlessly moved to a proper corporate governance
model, setting policy and providing advice and support to our management team. All this would not have been possible
were it not for Penny Abrahams, our CEO, leading her small but effective team. Alison Copley (Project
Coordinator/Health Promotion Worker) and Jen Blyth (Administration Officer) have been great additions to the Society.

This Society is going from strength to strength, with this year under report being the proof for all to see.
Simon Molesworth AM QC

President, ME/CFS Australia (Victoria) Committee of Management
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Chief Executive Officer’s Report

When | was offered the position of CEO of ME/CFS Australia (Victoria) after some months coordinating the Care and
Crisis Service | was very eager to take on the challenge. After more than a year | am still as eager to make significant and

positive changes for the benefit of all those people with ME/CFS, their families, carers and friends.

The past 18 months have been a time of strategic planning in order to place the Society in a strong position for the
future. Working with State Government, plus establishing links with local government, other health related
organisations, Health Promotion Networks, disability services, women's health services and primary health care

partnerships has achieved a great deal of positive recognition and support on a broader front.

Over the past year the staffing structure has also changed to reflect the growth in many areas of the Society. Jen Blyth
joined us in July 2008 in the role as Administrative Officer. Jen set about streamlining many of our administrative tasks,

a rather large job. As the first point of contact with the Society Jen has been unfailingly helpful and professional.

Alison Copley joined the staff team in January 2009 as Project Co-ordinator/Health Promotion. Since her arrival Alison

has had an enormous impact on the services available to members, support services and promotion of the Society.

We now also employ a part time bookkeeping consultant, Paul Wood, who has worked with me to streamline our
bookkeeping system to ensure a professional standard of accountability for all funds. Paul has continued to bring a

professional standard of accounting practice into all our financial management.

Thank you also to our IT support worker Prasad Gunatunga who has been always available to help, including calls at

very short notice.

Our staffing has reached a professional level across three States. In October, 2008 the Society opened a Support Line

service and office in Hobart and in November 2008 we also opened a Support Line service and office in Darwin.

Thanks to Tattersalls and John T Reid for their generous funding to support these two offices. The hard work of Lynn
Cole in Hobart and Ruth Rogerson in Darwin has ensured that both States now provide strong and vibrant service

provision.

| would like to thank all our volunteers for the support, time, enthusiasm and hard work over the last 12 months,

recognising the great and lasting effect you have had on our services.

My thanks also to the Committee who have given me great support and assistance during this year of change and
growth. With a strong team in place we can truly say that ME/CFS Australia (Victoria) is at the forefront of service

provision and health promotion across Australia.

We launched our new website in August 2008. This was a great step forward in disseminating information and providing
a forum for people with the illness, families, carer:

gone from strength to strength and now has a reputation as a valuable tool for all sectors of the community. My thanks
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and appreciation must go to Jen Blyth our Administrative Officer for building and maintaining our website and for many
months of work in updating the site each week. Since Alison Copley joined the staff she has been instrumental in

supplying Jen with articles, research documents and a wealth of information to be added to our website.

I would also urge you to have a |l ook at the Chronic |

website for young people.

ME/CFS Australia (Victoria) had a booth at the Melbourne GPs Conference in November 2008. Over 1500 delegates
attended this conference. ME/CFS satchel inserts went to all delegates and a steady stream of GPs came to speak to us
over the three daysoftheconf er enc e. Dr Don Lewis and Dr Ni col e Phi

believe this session had the greatest number of GPs ¢

Our great appreciation goes to the Philanthropic Trusts and others who helped us financially so generously to achieve so
much for our members. Tattersalls George Adams Foundation, John T Reid, Fred Archer Trust, Andrews Foundation,
Lord Mayors Charitable Foundation, City of Boroondara, City of Whitehorse, City of Knox, Department of Planning and

Community Development, Victorian State Library and Northern Territories Community Benefit Fund.

Very many thanks also to those people who have donated to the Society over the last 12 months. Some donations are
large, for which we are very grateful, others not so large but representing a very real spirit of giving all that one can to

the Society.

The reputation and influence of the Society is strengthened by our work and positive interactions with GPs, allied health,
other service providers and by ensuring that the Society is known in the broader community. It is to this end that | have
been engaged with ensuring stronger links and networks. There is now a broad knowledge across the community,
service providers, State and Local Government of ME/CFS Australia (Victoria) as an organisation and subsequently

greater knowledge and understanding of the illness.

The Society is moving forward in many areas, across a spectrum of programmes, with broader networking and public
awareness. We will continue to grow and provide more services while becoming more influential across the community
and across the State. There has been strong, positive and sustainable growth for the Society over this last 12 months

and | look forward to our future growth.
Penny Abrahams

Chief Executive Officer
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Vision & Mission

The vision of ME/CFS Australia (Victoria) is to be an organisation which has a significant and positive influence on the

wellbeing of people affected by ME/CFS.

The mission of ME/CFS Australia (Victoria) is to provide support, information and advocacy for people affected by

ME/CFS and to advance the interests and wellbeing of people with this illness.

Patron

Professor David de Kretser AO

Committee Members

President - Simon Molesworth AM QC

Vice-President - Jim Chambers

Secretary - Les Barber

Treasurer - Paul Wood

Ordinary Members - Susan Brookes, Irene Herceg, Gabrielle Knights, Maureen Jepson, Vivienne Mendham
Organisational Support

The organisation could not have achieved so much during the year without the dedicated commitment of the following

people:

Susie Brookes - Special Fundraising

Maureen Jepson - Emerge Editor

Vivienne Mendham - Emerge Assistant

Dr Nicole Phillips - Emerge Medical Editor

Nola Miles - Executive Support

Nicci Baker - Office Support

David Bubb - Office Support

Philanthropic Trusts and Other Financial Support

ME/CFS Australia (Victoria) would like to sincerely thank those that have made financial contributions to support the

Society in the last 12 months. Generous contributions have been gratefully received from:
Department of Human Services

Tattersalls George Adams Foundation

Page 5



Fred Archer Trust

Lord Mayors Charitable Foundation

Andrews Foundation

John T Reid Charitable Trust

City of Boroondara

City of Whitehorse

City of Knox

Department of Planning and Community Development
Victorian State Library

Northern Territories Community Benefit Fund
Marion R. Stobo Charitable Trust

Volunteers

The efforts of volunteers at ME/CFS Australia (Victoria) contribute significantly to the operation and continued

development of the organisation. Thanks to the following people who generously volunteered their time in 2008/2009.

Lenny Ang

Nicci Baker
Rhonda Beech
David Bubb
Samantha Carter
Kelly Crimeen
Caroline Elston
Bill Harby

Irene Herceg

Claire Huntley

Mi chell e O’ Dea
David Porter

Jan Rebgetz

Chris Richards

Glenda Smith

Carol Titcumb

Paul Wood

Vicky Zhang
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ME/CFS Australia (Victoria): The Year in Review

Staff Changes

A number of significant staff changes occurred in 2008/09. Administration Officer, Jen Blyth, was appointed in July to
provide administrative support to the organisation. In September Nola Miles left to spend more time with family, and in
November, David Bubb also moved on. January 2009 saw the appointment of Alison Copley, Project Co-ordinator/Health
Promotion Officer. Alison is working on member services and increased awareness of ME/CFS. During the year, a part-

time bookkeeper was also employed.

In March we were extremely lucky to procure the volunteer services of Sam Carter to co-ordinate the placement of
awareness-raising billboards for Awareness Week, in April Jan Rebgetz joined the volunteer team to assist with library

administration, and in early June we gained volunteer Kelly Crimeen to provide assistance to support groups.
New Website

August 2008 saw the new ME/CFS Australia (Victoria) website go live online. The initial website allowed us to provide
up-to-date information on the organisation, our services, news updates and links to other ME/CFS websites. Over the
year, the website was expanded to include a message board, a Facebook page and a section containing information

about ME/CFS.

The * About ME/ CF S’ section contains critical i nfor mat
diagnosis, treatment and management tips; resources for people with the condition, carers, families and friends; and

resources for GPs, nurses, and hospitals. Information is continually being sourced and updated.
Why GKS az2@SQ t Ner2SOi

On The Move' endeavours to raise awareness of ME/CFS across rural and regional Victoria through the use of
information tools including brochures, portable display boards and banners that can be used at community events. On

the 15 of August 2008, the project was officially launched at the City of Greater Dandenong Council Chambers.

I n October, project workers from ME/ CFS Australia ()
Arnaud Secondary College’s Health -ddnmaoAlisoman@oplne Mawemt
the Move’ to Yarram to participate in the Yarram Wo me

Foundation.
General Practitioners Conference and Exhibition 2008

The 14th - 16th of November saw ME/CFS Australia (Victoria) attending the three-day General Practitioners Conference
and Exhibition 2008 in Melbourne. The GPCE is an annual professional development conference for GPs and practice

nurses.
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Staff and volunteers were able to distribute information on ME/CFS directly to GPs and talk with them about the
condition. Dr Don Lewis and Dr Nicole Phillips preset

most well-attended of the conference.
Twenty Years of Incorporation

On the 21st of November, the Committee, staff, members and friends of ME/CFS Australia (Victoria) celebrated twenty

years of incorporation at a superb function at Government House in Melbourne.

Governor Professor David de Kretser and Mrs. Jan de Kretser, along with Committee President Simon Molesworth,
presented a number of awards to people who have made significant contributions to the organisation, including long-

time committee members, volunteers and staff who have contributed well over and above expectations.
Support and Information Line

The Support and Information Line increased its hours in February, taking its availability to 9am - 5pm on weekdays.
Support Line staff are able to provide practical information or a 'listening ear' for people to talk about their illness, or

that of or a close friend or family member, as well as providing referral to appropriate services and advocacy.
Public Internet Access Program

The Public Internet Access Program (PIAP) is a Victorian Government initiative assisting organisations to provide free or
affordable public internet access. In early 2009, ME/CFS Australia (Victoria) began providing this service from the
Burwood office, thanks to a grant from the Victorian Government. The program has enabled a number of members and

their friends and families to regularly use the internet, with support from ME/CFS Australia (Victoria) staff.
E-Bulletin

In April 2009, ME/CFS Australia (Victoria) sent the inaugural edition of our email-based E-Bulletin to members. The E-

Bulletin is designed to provide a snapshot of the latest activities of the organisation, including service updates, upcoming

events, new initiatives and fundraising as well as links to the latest research, information and resources on ME/CFS. It is

designed to be a link between our members and the organisation in between editions of Emerge.
ME/CFS Awareness Week 2009

ME/CFS Awareness Week 2009 ran between the 11th and 17th of May and provided ME/CFS Australia (Victoria) with an

opportunity to conduct a variety of awareness raising activities.

The organisation co-ordinated the placement of billboards in a number of local government areas. The billboards
contained information on ME/CFS and the organisation and were located on busy arterial roads and near intersections.

The billboards stood for the duration of the week.

Page 8



Awareness Week also saw the first of many extensive email-outs to GPs, nurses and other health professionals to inform

of the latest research, articles and professional education sessions related to ME/CFS.

ME/CFS Awareness Week 2009 culminated in a seminar with guest speaker Dr. Nicole Phillips at the Melbourne Town
Hall. Dr. Phillips spoke about research and the latest information and findings regarding ME/CFS at an international level
coming from the 2009 International Association of CFS/ME Conference in Nevada. The event was well attended by

members and their supporters.
Self-Help Courses

'Self help' courses provide strategies for those with ME/CFS and Fibromyalgia to help improve the quality of their lives,

and are basedonthet ext ‘' The Patient’'s Guide to Chronic Fatigue
Campbell. ME/CFS Australia (Victoria) run these courses several times a year in person and via teleconference (with the

option of Skype).

Courses run quarterly, with the first of these courses run in late May 2009 in Ashburton. The course provided
participants with the opportunity to get support in self-managing their condition while connecting with others who have

ME/CFS.
Education Sessions for Parents of Children, Teenagers and Young Adults

Education sessions are single-session informal discussions that allow parents an opportunity to share ideas and
strategies to support their child, teenager or young adult with ME/CFS and/or Fibromyalgia. The first education session
for parents with children, teenagers and young adults with ME/CFS ran in June 2009, and will continue to run quarterly

for the foreseeable future.
Link Ups

March 2009 saw the recommencement of our guilitged telephione’ L i 1
or Skype conference calls that allow members to consider a range of health and personal issues without leaving home.
“Link Ups’ in early 2009 were targeted at members whc

leave their homes.
Care and Crisis Support Project

The Crisis Care and Support Project works with people who have ME/CFS and are in crisis situations. The project aims to
facilitate the resolution of a crisis situation, to provide advocacy, and facilitate access to support services. This project

provides services in three States, Victoria, Northern Territory and Tasmania.

This project is funded by Tattersalls George Adams Foundation and John T Reid Charitable Trusts.
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Emerge

Emerge is the quarterly journal of ME/CFS Australia (Victoria) containing news, articles on how to manage ME/CFS,
medical pages and details of all the latest research information from around the world. In 2008/09, Emerge continued
to provide a critical service to members, providing updates on the latest medical information, happenings from ME/CFS
societies across Australia, and personal stories of ME/CFS. Emerge is now the official journal for Victoria, ACT, NSW and

South Australia.

Emerge continues to grow due to the hard work and dedication of Editor Maureen Jepson, Assistant Vivienne Mendham

and Medical Editor Dr Nicole Phillips.
Health Practitioners List

ME/CFS Australia (Victoria) holds a list of health practitioners who can support people with ME/CFS. The list includes
GPs, specialist physicians, psychologists and other health professionals. Information from the Health Practitioners List is

available by calling the Support and Information Line.
Support Groups

ME/CFS Support Groups meet outside the office in locations in Melbourne, regional Victoria and other states. In
2008/09, the organisation was able to begin to form greater links with support groups through our dedicated volunteers.
We have been able to build relationships with support group leaders and establish ways in which the organisation can

better work to resource groups and their members.
Library

ME/CFS Australia (Victoria) holds a collection of books, newsletters, CDs, DVDs and other resources related to ME/CFS

which are available for members to borrow.
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ME/CFS Australia (Tasmania)

In October 2008 ME/CFS Australia (Victoria) CEO, Penny Abrahams, travelled to Hobart to establish a telephone

information and support line for people with ME/CFS in Tasmania.. Co-located with Lifeline Tasmania, the Tasmanian
ME/CFSSuppor t Li ne was funded as part of the *“Crisis Care
to support, information and referral services for people with ME/CFS in Tasmania. In May 2009, this service was

registered as ME/CFS Australia (Tasmania).

Initially staffed by trained Lifeline Counsellor Lynn Cole, the Support Line has been able to provide information and
referral for Tasmanians with ME/CFS; establish links with GPs and other health professionals; connect with and resource
ME/CFS support groups; and raise awareness through education campaigns on ME/CFS. More recently, Lynn has been

joined by Robyn Cameron to assist in the running of ME/CFS Australia (Tasmania).
Address: 5 Battery Square, BATTERY POINT TAS 7004

Ph: (03) 6224 2576

Email: admin@mecfs-tas.org.au

ME/CFS Australia (Northern Territory)

In November 2008, Lifeline Counsellor Ruth Rogerson was appointed by Penny Abrahams as the project worker for the
ME/CFS Information and Support Line located in Darwin, as part of the ME/CFS Crisis Care and Support Project. The
Northern Territory Support Line was designed to provide support, information and referral services for people with

ME/CFS across the Northern Territory.

Since establishing the service, Ruth has not only developed links with health professionals, support groups and provided
personal support to people with ME/CFS, but has also implemented a number of awareness raising initiatives. Ruth was
successful is accessing community advertising on television andinthelocalpaper , and in | obbying

in the Northern Territory to feature articles in their newsletters about ME/CFS.
Address: GPO Box 1363, DARWIN NT 0801

Ph: (08) 8981 2365

Fax: (08) 8981 8278

Email: admin@mecfs-nt.org.au
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Morning Receptbovernment House
to mark the
20th Anniversary of the incorporation of
ME/CFS Australia (Victoria)
Friday 21st November 2008
11ani2.30pm

Award Recipients

Recognition of Excellence

Dame Elisabeth Murdoch AC DBE
Christine Hunter AM
Nola Miles
Maureen Jepson

Recognition of Achievement

Bruce Abbott

Susie Brookes

Dr Don Lewis
Dr Nicole Phillips

Recognition of Service

Nicci Baker
David Bubb
Jim Chambers
Vivienne Mendham
Joan Dickson

Judy Taylor

Simon Molesworth was awarded life membership to acknowledge his enormous contribution to the Society at
both a State and National level.

Page 12



Treasurers Report 2009

The 2008/09 financial year was another positive one for ME/CFS Australia (Victoria) with a surplus of $7,288.94

recorded.

The organisation stands on a strong financial footing thanks to the ongoing Government Grant from the Department of
Human Services and the provision of fees and donations from our members. Substantial donations have been provided
by Bill Ranken, Vicki Neil and the Estate of Wesley Thomas Stephenson. | express our considerable appreciation for such

strong support to all of our donors.

Strong levels of donations from an enlarged membership and record amounts of Project Grants are thanks to our
valuable staff who continue to improve all aspects of the organisation. Higher levels of staffing, enhanced services and a
wider Emerge readership have raised our expense levels, although this was always anticipated when expansion plans

were tabled.

The organisation now has financial security through unprecedented Capital reserves, although a part of our funds

(S$54,250) are specifically earmarked to complete various projects.

| would like to thank Vicky Zhang who contributed significant time and energy as a volunteer in our Finance Team and to
Bruce Abbott of Abbott, Cheeseman & Co Chartered Accountants whose honorary auditing and support continues to be

appreciated.
Paul Wood

Honorary Treasurer

Notes to and forming part of the accounts

for the period ending 30th June 2009

Statement of Significant Accounting Policies

This financial report is a general purpose financial report that has been prepared in accordance with applicable
Australian Accounting Standards. It has been prepared on a Cash basis and figures stated in the Profit and Loss

statement are net of GST.

Employee Benefits

Provision is made for the organisation’s I|liability

balance date. Contributions are made by the organisation to employee superannuation funds and are charged as

expenses when incurred.
ABBOTT CHEESEMAN & CO
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Statement of Income and Expenses

ME/CFS Australia (Victoria)
As at June 30, 2009

Statement of Income and Expenditure

Income

Sales

Recurrent Government Grants
One-off Grants

Membership

Gifts and Donations

Interest

Sundry Income

Total Income

Gross Profit

Expense
Accommodation
Facilities and Equipment
Staffing Costs (Salaries)
Communication
Administration

Program Cost

GST Rounding Account

Reconciliation Discrepancies

Total Expense

Net Income

7,286.77
37,713.73
107,043.00
21,340.00
48,387.63
15,329.48
7,387.87

244,488.48

244,488.48

14,223.20
6,465.35
166,390.05
19,783.42
26,485.79
3,853.04
1.39

0.02

237,199.54

7,288.94
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Balance Sheet

ME/CFS Australia (Victoria)
Balance Sheet

As at June 30, 2009

ASSETS

Current Assets

Total Cheque/Savings
Total Other Current Assets

Total Current Assets

TOTAL ASSETS

LIABILITIES & EQUITY
Liabilities

Current Liabilities

ATO Running Balance Account
Total Income in Advance
Payroll Liabilities

Provisions

Total Current Liabilities

Equity

Opening Balance Equity
Retained Earnings

Net Income

Total Equity

Total Liabilities and Equity

Audit Opinion
In our opinion, the financial statements of the ME/Chronic Fatigue Syndrome Society of Victoria Inc are properly drawn

up

SO as to

Abbott Cheeseman & Co
7th October 2009

present
operation for the year ended on that date.

a

true

and

f ai

r

296,548.20
250.00

296,798.20

296,798.20

5,475.00
5,940.00

0.00
8,000.00

19,415.00

30,035.86
240,058.40
7,288.94

277,383.20

296,798.20

Vi

e w

of t he
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