Annual Report
2019-20
Scleroderma Victoria Incorporated
Registration Incorporation No.A0017798A
ABN/ACNC - 45 674 166 348
St. Vincent’s Hospital
41 Victoria Parade,
FITZROY VIC 3065
PO Box 57
MELTON VIC 3337
Ph: 03 9231 3651
E: enq@sclerodermvictoria.com.au
W: sclerodermavictoria.com.au

40th Annual General Meeting
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AGENDA
1. Welcome and Apologies
2. Confirmation of minutes of the 39th AGM
held on 16 November 2019
3. President’s and Treasurer’s Reports
4. Receive, consider and adopt the 30 June
2020 Financial Statements
5. Election of Office Bearers and Committee
Members for 2020/21
6. Appointment of Auditors for the year
ending 30 June 2021
7. Other business without notice

2.30pm Guest Speaker – Dr Wendy Stevens

Minutes – 39th Annual General Meeting of
Scleroderma Victoria Inc.
Saturday 16th November 2019
Time

9.30am – 10.00am

Venue

Pavilion room, RACV Club, Bourke St,
Melbourne.

Attendees

Amanda Lawrie-Jones (President), Belinda McMaster (Vice-President), Iain
Pizzey (Treasurer), Jennene Caton (Secretary), Jane Rhyder, Gene
Swinstead, Bruce Mannion, Judy Browning, Louise Inglese, Shirley and Bob
Hess, Connie and John Koger, Bridget Naughton, Matt Hollway, Tom and
Maree Venten, Margaret Hayes, Brenda Condon, Ian Grenda, Sally
Westbury, Maria McGill, Raffy Snell, Robert Sward and all members who
were registered as attending the meeting.

Apologies

Nil received

Minutes

Jennene Caton

Chairperson Amanda Lawrie-Jones
Meeting opened 9.35am
1.

Confirmation of Minutes

Amanda welcomed everyone to the AGM, and introduced all the existing Committee members.
It was moved that the minutes from the 38th AGM dated 24th November 2018 were confirmed
as a true and accurate record of proceedings and were signed by the President.
Moved: Margaret Hayes Seconded: Brenda Condon
2.

Presidents Report - Amanda

Amanda summarised her Presidents report to the meeting which reviewed the achievements
of Scleroderma Victoria for the 2018 – 2019 financial year. In particular, the C4S change
boxes (Change for Scleroderma) which has raised $782.00 to date. New membership flyers
and a new campaign #Target 400, to increase our membership base. The World
Scleroderma Day function at The Grand Hotel, which raised $6,855. We would like to thank
Dr Wendy Stevens for being a guest speaker at this event. Thanks also to Felicity from
Actelion for getting our books printed (Understanding and Managing Scleroderma). The 3rd
More than Skin Deep Fashion Parade at the Collingwood Town Hall in October raised over
$19,000. A student from Norwood Secondary College conducted a fundraising event which
raised $1,900. Our Ambassador; Dyson Heppell and Harrison Pennicott were guests at this
event. Thanks also to Belinda for organising today’s Conference and AGM.
It was moved that the Presidents Report be accepted;
Moved: Ian Grenda Seconded: Sally Westbury
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3.

Receive, consider and adopt the 30 June 2019 Financial Statements

Iain Pizzey presented audited 30th June 2019 Financial Statements along with his report on
financial matters. Income for the year was $155,523 and expenses were $96,108 which
resulted in a surplus of $59,415. This was mainly due to the extra publicity we were able to
generate through our Ambassador; Dyson Heppell. We were able to donate $10,000 to
Scleroderma Australia for research projects, and $30,000 was allocated to two hospitals with
Scleroderma Clinics (St Vincent’s Hospital and the Monash Medical Centre). We received
the second half of a grant from the Dept. of Health and Human Services to maintain and
replace our stock of oxygen concentrators ($3,000). We received a grant of $5,000 from the
RACV, which has enabled us to hold our conference at this location. We also received a
donation of $5,000 from the Pethard Tarax Trust and $2,000 from the William Angliss Trust.
Iain informed the meeting that Scleroderma Victoria was registered with Consumer Affairs
Victoria (CAV) as a Fundraiser, with Everyday Hero and with the Australian Charities and
Not-for-profits Commission (ACNC).
Iain also informed the meeting that in accordance with the requirements of the Associations
Incorporation Reform Act 2012, he and the President declared that the 30 June 2019
Financial Statements presented at the meeting, give a true and fair view of the financial
performance and position of Scleroderma Victoria Incorporated during and at the end of year
ended 30 June 2019.
There being no questions, it was moved that the President and Treasurers Reports,
including the audited 30 June 2019 Financial Statements be accepted;
Moved: Maria McGill
4.

Seconded: Matt Hollway

Election of Office Bearers and Committee Members

The President declared all positions on the Committee were vacant and called for new
nominations. All persons nominated were elected.
The meeting was informed that the results of the election were;
President:
Amanda Lawrie-Jones

Nominated: Jennene Caton
Seconded: Belinda McMaster

Carried

Vice President:
Belinda McMaster

Nominated: Jennene Caton
Seconded: Iain Pizzey

Carried

Treasurer:
Iain Pizzey

Nominated: Amanda Lawrie-Jones
Seconded: Jennene Caton

Carried

Secretary:
Jennene Caton

Nominated: Jane Rhyder
Seconded: Belinda McMaster

Carried

Ordinary Committee Members:
Gene Swinstead

Jane Rhyder

Nominated: Belinda McMaster
Seconded: Bruce Mannion

Carried

Nominated: Amanda Lawrie-Jones
Seconded: Iain Pizzey

Carried
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Bridget Naughton

Judy Browning

Bruce Mannion

Louise Inglese

Nominated: Belinda McMaster
Seconded: Louise Inglese

Carried

Nominated: Louise Inglese
Seconded: Jane Rhyder

Carried

Nominated: Bridget Naughton
Seconded: Jennene Caton

Carried

Nominated: Iain Pizzey
Seconded: Belinda McMaster

Carried

The meeting congratulated the successful candidates on their election and wished them well
for the forthcoming year.
5.

Appointment of Auditors for the year ending 30 June 2019

Mr Pizzey moved that the existing Auditors, Pitcher Partners, who had completed the Audit
of the 30 June 2019 Financial Statements pro bono, should be re-elected as the Auditors for
the year ending 30 June 2020. The meeting supported his recommendation.
Moved: Iain Pizzey

Seconded: Robert Sward

There being no further business Amanda thanked all attendees and declared the meeting
closed at 10.00am.
Raffy Snell stood up and spoke on behalf of the members. She thanked the committee
members for all the hard work they do to support all members of Scleroderma Victoria.
The meeting was followed by a break and then the 2019 conference with guest speakers
commenced, as per the program for the day.

…………………………………
Amanda Lawrie-Jones
President
Date:
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Presidents Report
At the beginning of 2020, we could never have imagined that we would be where we
are today. It has been a long, hard year and there have been many impacts on our
society ranging from social, economic and psychological challenges. It began with
devastating bushfires, and then the unprecedented Covid19. We have all come a
long way in this time, and I am sure like most, we are all looking forward to a much
better 2021.
Our year started positive with welcoming a new member onto our Committee, Mark
Langhorn, and another new addition by proxy Willow - the daughter of our
Committee Member Bridget Naughton.
We had a year planned of the usual events, including our World Scleroderma Day
Lunch, the Monash Fundraising Stall as well as the More Thank Skin Deep Fashion
Parade. Like the rest of the community, once Covid19 hit, all face to face events
needed to be cancelled and unfortunately this included our Support Group
meetings and Coffee catchups. Other events which were also put on hold were the
USA Scleroderma Foundation National Patient Education Conference in Seattle WA
and the World Congress to be held in Prague. Both of these events have been
rescheduled to 2021 – and we hope to be part of them as planned in the future.
It has been a year of reflection, and as an innovative and progressive team, the
Scleroderma Victoria Committee once again demonstrated their passionate values
in making a difference and created opportunities to do things differently. We ran
some online fundraising for the month of June – World Scleroderma Awareness
Month, and promoted some great videos made by Professor Mandana Nikpour and
Dr Jason Teh.
The connection we have made with the Canadian Scleroderma Patient Intervention
Network (SPIN) has been highly valuable and we provided funding to assist in their
Covid19 and Scleroderma research, as well as been involved in their training
program for Support Group Leaders (SPIN-SSLED). This training has provided
leaders some valuable tools and resources – with the added knowledge of how to
support people who are unable to leave their homes, travel long distance or live in
remote areas. Very relevant to our current circumstances and times.
In having this knowledge, we shifted our Support Groups to online sessions and had
some incredible and memorable guest speakers and topics. These sessions were so
successful that we will continue the Virtual Education Sessions on a monthly basis to
bring you further knowledge and information form our network of experts. It is also
a great opportunity to connect with others, including people outside your usual
support group area.

Nov 2020

Amanda Lawrie-Jones
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Scleroderma Victoria have used this time wisely and continued with some important
items such as growing our social media presence to create awareness, adding to our
merchandise with the new scented candles, updating the Sunflower Hero website
and information.
As President, I am committed to the cause of getting awareness of scleroderma in
our broader community. Due to health reasons, and an unavoidable surgery to have
a brain tumor removed, I took the opportunity not only to raise funds to shave my
head, but to explain the difference of what both the national association and our
state’s do to achieve their goals. A great time lapse video was made to show the
shave and it was pleasing to see that $7,490 was raised – with 50% going to
Scleroderma Australia and 50% going to Scleroderma Victoria.
One of our greatest achievements for the year was the introduction of the Family
and Friends membership discount. So far, we have increased our membership base
by 65 and we would like to thank all of our new and loyal members for helping us
do what we do. Without memberships we would not be able to support our
community of people with scleroderma. Not only does your membership fee
contribute to our administration and operational costs, it provides the opportunity
to advocate for funding and grants with increased membership numbers. We will
also continue to look at how we can support and educate your family and friends on
the complexities of scleroderma – as well as creating greater awareness among the
broader community.
Together we can make a difference.
Amanda Lawrie-Jones
President – Scleroderma Victoria

Nov 2020
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SCLERODERMA VICTORIA INCORPORATED
TREASURER’S REPORT
FOR THE FINANCIAL YEAR ENDED 30 JUNE 2020
I am pleased to present the Treasurer’s Report for the year ended 30 June 2020,
incorporating the 30 June 2020 Financial Statements.
The major impact on Scleroderma Victoria’s results for FY2020 was COVID-19. On 11
March 2020, the World Health Organisation declared an ongoing global outbreak of
a novel coronavirus, known as COVID-19, as a pandemic. The broader economy has
been impacted significantly, and Scleroderma Victoria has also experienced
operational impacts from the COVID-19 pandemic on our profitability and trading
over the foreseeable future.
Any further sustained impact is yet to be identified; however, the Committee of
Management remains vigilant of changing conditions and will respond as required.
Income
Our income for the year was $68,012 (2019: $155,523), decrease of $87,511 or 56%
from FY2019. Included in our income for the year was:
Membership Subscriptions of $5,350 (2019: $5,450).
General and Memorial Donations of $20,910 (2019: $72,169).
Fundraising activities raised $31,162 (2019: $41,594).
DHHS Health Condition Support Grant Band 1 of $4,426 (2019: $2,750).
Distribution from Pethard Tarax Trust of $3,000 (2019: $5,000).
Distribution from William Angliss (Victoria) Charitable Fund of $2,000 (2019:
$2,000) and
• Unrealised Investment gains of $1,112 (2019: $21,560).
Expenses
Our expenses for the year amounted to $114,820 (2019: $96,108), an increase of
$18,712 or 20% from FY2019 and included the following major items for the year:
•
•
•
•
•
•

•
•
•
•
•

Funding to St Vincent’s Hospital of $15,000 (2019: $15,000).
Funding to Monash Medical Hospital of $15,000 (2019: $15,000).
Funding the Harrison Pennicott PhD Scholarship at the University of
Melbourne for $30,000 with the purpose for PhD students conducting
research into systemic sclerosis.
Seminar and Fundraising expenses of $22,733 (2019: $15,258), and
Various expenses recorded as Office Expenses of $23,880 (2019: $33,792).

Overall Result
• The overall result for the Foundation was a deficit of $46,808 (2019:surplus
of $59,415). This result was mainly due to Scleroderma Victoria continuing to
fund the scleroderma nurses at St Vincent’s and Monash Medical centre and
establishing the Harrison Pennicott PhD Scholarship at the University
Melbourne for $30,000.

We have continued to increase our Social Media exposure and platforms and linking
in with World Scleroderma Day on 29 June. Louise Inglese is our Event organiser
who arranged her third Fashion Parades for us on 20 October 2019 which again was
a very impressive and successful event, raising $21,301.
Expenses
Scleroderma Victoria contributed $30,000 to assist the Scleroderma nurses at St
Vincent’s Hospital and Monash Medical Centre. Membership numbers as at 30 June
2020 was 291 (2019: 295), a slight decrease from 2019 which was impacted by
COVID-19. We worked hard in our 40th year towards our membership target of 400
which included a family and friends membership offering.
Recent Funding applications
In June 2020, the Foundation again applied to be considered for funding from The
William Angliss (Victoria) Charitable Fund. We have yet to hear if we were successful
in 2020 but we have been successful on all previous occasions and in December 2019
we received $2,000. On 7 September 2019, the Committee agreed to support and
fund a University of Melbourne PhD Scholarship Programme into systemic sclerosis
(scleroderma) for 3.5 years. We paid $30,000 of the committed $105,000 to support
this important research work in December 2019.
Investments
In conjunction with our Investment Advisers, Planning Partners, the Foundation
invests as a cautious investor. Planning Partners, our Investment Advisers, work
with us to ensure we have the most appropriate Asset allocation for our Investment
Portfolio.
Whilst our financial position remains sound, we continue to apply for Grants and
seek to increase our fundraising initiatives to increase our financial strength to
enable us to continue to support the excellent work of scleroderma nurses in
Victoria and Tasmania and to continue our contributions to Scleroderma Australia to
assist with funding medical research. Our investments have been ‘set aside’ to be
used to fund appropriate medical research regarding scleroderma in the future and
therefore should not be used to pay for administration expenses.
Thank you
I would like to thank Kylee Byrne from Pitcher Partners, our Auditors, who has
continued to support us and audited the 30 June 2020 Financial Statements pro
bono.
I would also like to thank our President Amanda Lawrie-Jones, all Members of the
Committee, our office volunteers and our Office Administrator, Jennene Caton, for
their efforts and the time they have given to the Foundation.
I look forward to the next 12 months.
Iain Pizzey CA, FCSA
Honorary Treasurer
12 November 2020

