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OBJECTIVE
The objective of Muscular Dystrophy NSW is to provide support and services to our clients, 
all of whom have a neuromuscular condition, or are caring for someone with a neuromuscular 
condition. As a charity with a DGR (Deductible Gift Recipient status Muscular Dystrophy NSW is 
committed to delivering quality services to its clients while keeping administrative overhead to a 
minimum. 

Muscular Dystrophy NSW has a Board of Governance which provides strategic direction. The 
Board comprises health professionals, people with a neuromuscular condition, or who care for 
one who does, and people who have skills in areas such as finance, governance and strategic 
planning. The Board’s direct link to the management of the organisation is through the CEO 
who is the conduit between the strategic direction and the operational delivery of services.

At an operational level, the organisation is split into four teams, each with specialised skills in 
their area. These teams work collaboratively and cohesively to ensure support and services are 
being delivered in response to the needs of clients. The teams are, Client Services, Fundraising, 
Finance and Operations.

OUR SERVICES
CLIENT PROGRAMS

Camp Program

Event Program

Weekend Retreats

The Duke of Edinburgh’s Award

Working Wheels Employment Program

Boccia Development Program

Medical and Information Seminars

Counselling Service

OTHER

Research Funding

NEWS Client Services

CLIENT SERVICES

FlexiRest Respite Program

Information and Referral Service

Equipment Funding

Clinic Support Program

Social Group Opportunities

Assistance to Regional and Rural NSW

Counselling Service

Advocacy

Individual and Family Support

Client Newsletter
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One of our outstanding services is the Camp at Narrabeen. We’ve just completed our Septem-
ber Camp where we welcomed Barbara Perry Shadow Minister for Disability Services, who came 
along to meet our campers, carers and supporters. The wonderful care and dedication of our 
sta� and volunteers was on display again and, to my mind, our Camps represent a window on 
the success of MDNSW in providing invaluable and ongoing support to our clients and their fam-
ilies.

Each time I meet with our clients and their families, I know I’ll again be in awe of their courage 
and their determination to use absolutely every minute of the lives they are given. On your be-
half, I salute our clients who are our inspiration.

Our Association gets a great deal of support from many people and it is evident that’s also be-
cause our many supporters really believe in what we’re doing and importantly very much trust 
our sta�.

Our Association is led by our extremely capable Chief Executive O�cer Pene Hodge. Pene has 
continued to lead our sta� onwards and upwards and she has inspired our Board with her quiet-
ly confident manner in managing every issue we’ve confronted over the last twelve months.

We are also very grateful to those who have accepted the challenge of working in our small 
team of professional sta�. Each a professional, they’re also real zealots for excellence in client 
service and their individual responsibilities. I can’t speak highly enough of their energy and 
commitment to our Association and our clients. Thank you to all our sta� for making the year 
resoundingly successful.

Thank you to Pene, Treasurer Rick Arnheim and Chaitali for the presentation of our annual 
accounts. This was again a good result in di�cult circumstances and it is apparent that future 
years will be no less challenging.

We continue to be well positioned for growth or consolidation over the next year, depending 
upon how the economy unfolds. We’ve been implementing our Strategic Plan and as you can 
see from Pene’s CEO Report, we have had many successes this year. 

Over the last twelve months, Percy Baptiste and Tracey Brown retired from our Board and in 
their places Kim Brislane and Peter Hojgaard-Olsen joined our Board.

While Peter unfortunately had to leave our Board some months ago to resolve an issue, I am 
very pleased to tell you Peter should be able to rejoin us next month and I very much welcome 
back his energy, his experience and his wisdom. Later in this meeting, I’ll also propose Dr Christi-
na Liang and Tom Wilson as our newest Directors. 

To our retiring Directors and our continuing and new Directors, I’d like to formally thank you for 
your extraordinary commitment to our Association in time, energy, perseverance and good hu-
mour. Your Association has been very well served by these Directors over the last year.

PRESIDENT’S REPORT

Thank you for the opportunity to serve our Association as President. As I said last year, it has 
been an honour and an absolute pleasure to work with such inspiring people – whether our cli-
ents, their family and friends or our tireless sta� and dedicated Directors. We get widespread 
support because our Association continues to do a great job for so many people.
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Your Board and Management again undertook a major strategic review over the last year and we 
are well positioned to deal with the many challenges we’ll confront in a changed operating and 
regulatory environment over the next five years. 

Our Association’s role remains clear - MDNSW is the leading whole of life provider of choice of 
specialised services and expert information for people a�ected by neuromuscular conditions.  
To keep our edge, we must continue to evolve as we seek to deliver the best possible services 
for you. And we must seek out opportunities for collaboration with other charities to keep costs 
down and to remain leading edge in the application of technology and know-how to our mission. 

Thank you to our retiring directors Graeme Troy and Rob Ferguson. Rob joined the Board in 
2001 and since then has served as a very active Director as well as President from 2007 to 2011. 
Rob stepped down from our Presidency in 2011 to take on the Presidency of The Muscular Dys-
trophy Foundation of Australia where he has been successful in encouraging close co-operation 
between the various state organisations. I’d like to also take this opportunity to acknowledge 
Rob’s late wife, Fran, who also tirelessly served our Association.  

Graeme Troy joined our Board in 2007 and for five years served as Treasurer. With Graeme’s 
eagle eye on our finances he guided our budget through some challenging years as our Associa-
tion grew dramatically and reshaped its strategy. 

Both Rob and Graeme have always been busy people and yet throughout their years on our 
Board they very actively served our Association and our clients. We are indebted to both of 
these former directors for their tireless e�orts, their dedication and their friendship. We wish 
them well in the future which we hope also includes continuing their relationship with our Asso-
ciation and friendship with your colleagues at MDNSW.

And finally, thank you to one and all in our Muscular Dystrophy NSW family for all your e�orts.

Peter Debnam
President, Muscular Dystrophy Association of NSW
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To plan for the changing environment the Board and sta� completed a Strategic Review and 
updated our Strategic Plan. The focus remains to fulfil our mission to improve the quality of 
life of all people living with a neuromuscular condition in NSW in a person centred and self 
directed way. We have been required by Aging Disability and Homecare (ADHC) as part of our 
funding contract to undergo a Quality Assurance Audit to ensure our programs and 
services meet the NSW Disability Standards. The verification process is almost complete.

As the result of moving to a more competitive environment we employed a part time Marketing 
and Communications Manager to rebrand all MDNSW materials, increase media 
opportunities and raise our profile across NSW.

Although considerable time has been spent planning for the future we have continued to deliv-
er and further develop our high quality services. There has been significant growth in all areas 
including our Camp and Retreat Program, The Duke of Edinburgh’s Award for people with a 
Neuromuscular Condition, Working Wheels, Regional and Carer Support and our 
Intake and Referral Program. Thank you to ADHC who have continued to fund these 
programs ensuring we can employ the sta� to deliver them.

Camps were held in both the April and September school holidays with more than 70 
children attending either our Adventure Camp at Port Stephens or Camp Kula’N Gadu at Narra-
been. These camps are extremely important as they provide opportunities for the 
children and young people to build friendships, have fun, learn new skills and gain 
confidence. Our adult retreats, Blokes in a Boat and the Ngundabaa Mums Retreat continue to 
be a resounding success with positive feedback from all who attend.

Our Employment Pilot program Working Wheels is well into its first year with participants 
undergoing their Employment Readiness Training Program. The program was launched by the 
NSW Minister for Disability John Ajaka at a ceremony in May of this year. The 
participants from around NSW attended a two-day workshop and subsequent virtual online 
training sessions once a month. 

Our Duke of Edinburgh’s Award continues to grow and develop with twenty four young 
people currently working their way through their Bronze, Silver and Gold Awards. We have had 
two dukies complete their Gold award with the first receiving hers at a private function with 
the then Governor General, Quentin Bryce at Government House, in March of this year. Having 
received our National Licence we have been able to assist our associations in 
Western and South Australia to start The Award. 

ADHC have continued to fund our Intake and Referral, Regional Support and Carer Pro-
gram. We have three experienced Client Service Coordinators supporting clients and 
their families, carrying out home visits and running social events and support groups 
throughout NSW. During the past financial year we had 264 new members and our Client Ser-
vices Team is supporting 136 new clients with a neuromuscular condition and their families.

CEO’S REPORT

The financial year 2013 to 2014 will be  remembered for many years to come as the start of the 
National Disability Insurance Scheme (NDIS) and the beginning of a period of 
unprecedented change in the Australian Disability Sector. A major focus of the Board and 
Management has been to consider the implications of the NDIS for our organisation and the 
impact for our clients. 
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A generous donation earmarked for research enabled us to introduce the Sue Connor MDNSW 
PhD Scholarship in 2014. Our first recipient was Dr. Roula Ghaoui whose Project Title was The 
application of whole exome sequencing to the diagnosis of Limb-Girdle Muscular Dystrophy. We 
have just o�ered Dr Gina O’Grady the 2015 scholarship for her project titled Improving diagnosis 
of Congenital Muscular Dystrophy by Next Generation Sequencing techniques. 

On Sunday 1st December we held our inaugural Big Red Ride Sydney event. We were delighted 
to have the Prime Minister Tony Abbot start the ride as 110 cyclist rode 150km from Bondi to 
Katoomba. We are very thankful to all the cyclists who raised an incredible $200,000. 

The continuation of and increase in our services has only been possible because of the ongo-
ing generosity of donations from supporters, sponsors, foundations and trusts. We have had a 
significant increase in money received from our members and supporters who have held events 
on our behalf. 

The high level of service and support we provide to people with a neuromuscular condition and 
their families is only possible because of the passion, creativity and dedication of our caring, 
professional and skilled sta�. Thank you to our management team for your leadership of the or-
ganisation and to all the sta� who consistently amaze me with their willingness to go above and 
beyond to make a real di�erence to the lives of our clients. 

I would like to thank all of our MDNSW Board Directors who so generously volunteer their time, 
resources and expertise to ensure our organisation is well resourced for and prepared for the 
future. Thank you to our President Peter Debnam whose leadership of the Board and support 
to me is invaluable. Thank you to Ian Williams our Vice President, Richard Arnheim our Treasurer 
and Dr Kristi Jones our Medical Director. A special note of thanks to Rob Ferguson and Graeme 
Troy, who after many years of wonderful and dedicated service, have retired from the Board. 

Most importantly I say thank you to all our clients and their families for their support and for 
sharing your experiences, insights and knowledge with us. It has been my absolute pleasure to 
provide services to you over the past twelve months and will continue to do so in the future.

Pene Hodge
Chief Executive O�ce



CORPORATE SUPPORT

Concord Golf Club

Batchen Pty Ltd

The Artarmon Masonic Hall 

Lioness Club of Camden

Rotary Club of Gri�th

Orange Ex-Services Club

Bankstown Sports Club

Gri�th Ex-Servicemens Club

Turramurra High School

Grose View Public School

Murray High School

Macquarie College Newcastle

Springwood High School

NSW Harley Owners Group

Beauchamp Road Meat Co (BRMC)

National Electric Wheelchair Sports

Built

Frasers

Kingston Group

CD Construction - Urbanest

MC Plumbing - G&A

Twin Lakes - Fraser

ZWF (Zenith) - 20MP

Prima Projects - Urbanest

City Electrical - Urbanest

Pacific Steel Constructions

Bingo Bins - Urbanest

Exodus - Urbanest

G. James - 20MP

Waco Waco Kwikform Ltd

Heyday Group

Shearing Contractors SCAA

Melhem Civil - G&A

B & C Caravan Service Pty LtdW

The Caledonia Foundation

The Wales Family Foundation

Investec Bank (Australia) Ltd

UNIFY Solutions

Scissorman Pty Ltd

Stitching Group Gordon Uniting

Craft Group Halliday Shores

Costume Corner Dural

Grafton Travel Agency

Smiths Auto   

First National Real Estate Grafton 

Blue Mountains Pharmacy

Pyrmont Pharmacy

Marayong Pharmacy

Callala Bay Pharmacy

Drews Guardian Chemist - North Sydney

The Chemist Depot - Mount Druitt

Pharmacy Nutrition Warehouse - Quakers Hill

Glenhaven Medi Advice Pharmacy

Jackie Cole Chemist - Randwick

Oze Pharmacy - Castle Hill

Kim Vinh Pharmacy

Blacksmiths Pharmacy 4 Less

Plaza Pharmacy Bass Hill

Dept. Of Neurology - Concord Repatriation 

Hospital

B & C Caravan Service Pty Ltd 

The Costume Shop Waterloo

Fairlight Newsagency

Sydney Police Centre 

St George Bank - Top Ryde

St George Bank - Macquarie Centre

Fruit Shop Gladesville

Oriens Fresh Fruit & Veg - Rhodes

Cafe Di JJ - St Ives

News Xpress - Top Ryde

Adore Cafe - Meadowbank Station

Cafe Clover - Meadowbank

Euro Taste Cafe - Top Ryde

The Loft Cafe - Macquarie Centre

Toy Mate - Baulkham Hills

Robins Kitchen - Baulkham Hills

In Harmony - Baulkham Hills

Marathon Meat House - Baulkham Hills

Book Haven - Baulkham Hills

Next Generation for Hair 

Cherry Books - Cherrybrook

Red Rooster Stores

THANK YOU TO OUR SPONSORS 
WHO HAVE SO KINDLY GIVEN TO US THIS FINANCIAL YEAR:
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CORPORATE SUPPORT CONT’D

Aroma’s - Sydney International Airport

Bondi Bar -  Sydney International Airport Bean 

‘N Bake - Sydney International Airport

Red Rooster -  Sydney International Airport 

Sumo Salad  - Sydney International Airport

Eagle Boys - Sydney International Airport

Velluto - Sydney International Airport 

Florist - Sydney International Airport

Santos - Sydney International Airport

Mister Bianco - Sydney Domestic Airport

Wots in the Wok - Sydney Domestic Airport

Red Rooster - Sydney Domestic Airport

Sumo Salad - Sydney Domestic Airport

Red Rooster - T3 Qantas Airport

Sumo Salad - T3 Qantas Airport

Mad Mex - T3 Qantas Airport

GRANTS

Ageing, Disability and Home Care

Little Heroes Foundation

NSW Carers Award

Deutsche Bank Asia Foundation

Westpac Foundation 

Commonwealth Bank

St George’s Bank Foundation

ING Foundation

ANZ Sta� Foundation

Lord Mayor’s Charitable Foundation

The Marian & E.H. Flack Trust

The Tradewind Foundation

Sisters of Charity Foundation

Vincent Fairfax Family Foundation

James N. Kirby Foundation

Ansvar Insurance

QBE Foundation

Campbelltown RSL Club Grant

Ingleburn RSL Club Grant

Gri�th Ex-Servicemens Club Grant

Newcastle Club Grant

Canada Bay Club Grant
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A.N. & G. Wales
Rick Arnheim
Peter Debnam
Rob Oakley
David Reid
Shirley Williams
Ian Williams
Cate Arciuli
Grahame Pratt
Robert Kropman
Stephen Abbott
Bassam Aflak
Douglas Misener
Stuart Garton
Rohan Bhagwandeen
Chloe Wuiske
Denise Terry
Steven Baldini
Mark Troy
Colin Gunn
Margaret French
Peter Hyland
Bruce Vaughan
Andrew Hall
Dr. John Stephen
Serge Arciuli
Sally Egan
Mark Kelly
Jason Simcocks
Matthew John Fisher
Peter Cooper
Aaron Conn
Dr. Heather Johnston
Peter Hutley
Ray Whittaker
Paul O’Sullivan
Shannon Finch
Donald Sanders
David Emerson
Robert Fraser
Trevor Daley
Steven Black
Lionel Robberds
Daniel Veldman
Andrew Noble
Olive Walker
Sarah Whillock
Michael Depangher
Ashley Hostnik
Greg Lazarus
June Holdsworth OAM
Joanna Fleming

Michael Buckley
James Hislop
Joycelyn Morton
Mark Baulderstone
Steve Hawkins
Melissa Turnbull
James Sullivan
Nick Polin
Karen Mcleod
Bridget Larsen
John Rashleigh
Joe Mentjes
Ian Hancock
Mark Best
Antonella Di Franco
Mark Gandy
Darrin Masini
Robert Long
Ashwin Chetty
Gary Munro
Aidan Conrecode
Matthew Hartley
Greg Crone
Nola Tooth
Rick Nadalin
Peter Duncan
Sanjeev Goyal
David Robb
Christine Schirato
Andrew Marsh
David Cains
Alex Gelman
David Hannon
Clive Hubbard IMSX
Christian Nicks
Vanessa Goodspeed
Graham Bell
David Torrance
Lezel Pereira
Josephine de Mon-
chaux
David Barclay
Joanne O’Connell
Sean Williamson
Bruce Goodspeed
Lesley Anne Dernee
Sue & Mark - Subway 
Merimbula
Ross Parker
Paul Morris
Loriano Casalini
Phillip Cornwell

Daniel O’Hara
James Potter
Brett Hillier
Ian Wilson
Gregory Burton, SC
Graeme Troy
Peter Crewe-Brown
Adam Denmeade
Lorna Vallely
Lynn and Garry Davis
Karl Priestly
Anthony Mansour
Anne Burton
Lorna Higgs
D. Merhi
Eugene D’Rozario
Gordon Love
Carole Cullen
Keith & Moyra Heness
Suzanne O’Connor
Geo� Peetz
Jennifer Brammer
Darren Morris
James Cummings
Greg Hickey
Michelle Allen
Janette Debenjak
Marilyn Smith
Derek Young
Michael Gillis
Terry Willis
Ferdy & Dianne 
Khouw
Edwin Lane
Jane Bryant
Roderick Clarkson
Tim Gerrard
Phil McCarroll
Jaques Stanmore
Michael Binet
Darryn Kelly
Martin Dalrymple
Michael Edgtton
Carolyn Watkins
Charmaine Yu
Catherine Thompson
Sebastian Rebeiro
Craig Shilson-Josling
Alec Leopold
Kim Foster
Linda Comb
Beth Durran

Paul & Pam Scharrer
Kasper Leschly
Albina Porracin
Rose McCue
Paul Roseworn
Ronan Mulry
Fabio Tuttocuore
Mario Savva
Christopher Daley
Shay Stevens
Melanie Carroll
Stephen Cribb
Richard Carter
Margaret Polin
Kent Miller-Randle
Glass Je�
Aileen mcLelland
Morris Dalla Costa
Peter Read
Mark O’Donoghue
Sharon Watson
Gilbert Cabral
Chris Nolan
Michael McGovern
Vaughan Woods
Barbara Taylor
Jim Copland
Jeremy Pree
Anthony Smith
Todd Hannigan
Kathlene Sheen
Andrei Woinarski
Susie Mcburney
Justin Daly
Richard Nelson
Filtton
Alison Wason
Janice Powell
Melanie Rankine
Peter White
Edward Lord
Peter Thornton
Angus S.
Harvey Princi
Susan Robertson
Jen Barling
I. Daly
Shayne MacMahon 
John O’Shea 
Greg Stoneham
David Young

THANK YOU TO OUR SUPPORTERS
WHO HAVE SO KINDLY GIVEN DONATIONS OVER $200:
















































