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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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Thank you for the opportunity to serve our Association as President. It has been an honour 
and an absolute pleasure to work with clients, family and friends, our tireless staff and our 
dedicated Directors.

It’s again been a challenging year but for three reasons the next twelve months will be more 
difficult for our Association than any previous year.

Firstly, the NDIS continues to roll out with what appears to be increasing enthusiasm from the 
various levels of Government. But regardless of political enthusiasm, the implementation of the 
NDIS will be challenging for all involved - your Association included. The NDIS vision is inspiring, 
long overdue and very much welcomed but to ensure we best serve our clients, we must 
continue to constantly think through our strategy, our day to day services, our support and our 
budget.

Secondly, I am pleased to report that after ten years of various people - most notably Rob 
Ferguson - trying to encourage closer cooperation between the state MD Associations, we are 
finally making real progress in building an effective national organisation to represent and serve 
people with Muscular Dystrophy. We can report that with the co-operation of SA/NT, NSW, ACT, 
WA, Tasmania and Queensland Associations, we are now building momentum towards forming 
an effective Australian organisation by 30th June 2016. As you will appreciate, to succeed in this 
endeavour will require a great deal of effort on the part of your Board, staff and members. We 
will keep you informed as we make progress over the next year.

Thirdly and sadly we about to enter a new era without Pene Hodge. Pene and her family have 
decided to make the move to sunny Queensland and as a result Pene will hand over her role 
as CEO at the end of January. I know you will join with me in thanking Pene for her leadership 
of MDNSW. Pene has quietly and confidently taken our small Association into the new and 
uncertain NDIS territory but with a clear sense of purpose and direction. Over the last four years 
Pene has rebuilt MDNSW as a very cost effective and innovative sector leader and we’ve been 
incredibly fortunate to have such an inspirational, diligent and determined CEO. It has been 
an absolute pleasure to work closely with Pene and we wish her all the very best for her new 
challenges north of the border.

Our Association continues to get a great deal of support from many people and it is evident 
that’s also because our many supporters not only believe in what we’re doing but importantly 
they very much trust our staff. We are very grateful to those who have accepted the challenge 
of working in our small team of professional staff. 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 staff for 
making the year resoundingly successful.

I must also say that 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 behalf, I salute our clients who are our inspiration.

PRESIDENT’S REPORT
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Thank you to Pene, Treasurer Rick Arnheim and Chaitali for the presentation of our annual 
accounts. This was again a good result in difficult circumstances. We continue to be well 
positioned for growth or consolidation over the next year, depending upon how the economy 
and the NDIS 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. 

To our Directors, thank you for your extraordinary commitment to our Association in time, 
energy, perseverance and good humour. Your Association has been very well served by these 
Directors over the last year.

Our Association’s role remains clear - MDNSW is the leading whole of life provider of choice of 
specialised services and expert information for people affected 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 all opportunities for collaboration with other charities to keep costs 
down and services up and we must remain innovative yet reliable. 

Finally, thank you to one and all in our Muscular Dystrophy NSW family for all your efforts.

Peter Debnam
President, Muscular Dystrophy Association of NSW
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The main focus of MDNSW for this financial year has been to transition our services and 
clients living in the National Disability Insurance Scheme (NDIS) launch sites to self-directed 
plans. The size of this unprecedented change and the evolving nature of the scheme has 
made it a challenging process, however significant and pleasing progress has been made. 
Much has been learnt which will ensure a smoother process for clients transitioning in the 
next and subsequent phases.

With the changing landscape and the move away from state based Government block funding 
to the NDIS it has been essential to work in a more collaborative way with the Muscular 
Dystrophy Foundation (MDF) and state based associations to provide one national voice 
representing all with a neuromuscular condition and to reduce expenditure, making the most of 
economies of scale.

A significant achievement for MDNSW has been to gain verification following an audit by SAI 
Global which showed that all our services met the NSW Disability Standards. This involved a 
thorough reworking of all organisational policies and procedures including governance, client 
services and risk management. This process required significant staffing resource, however as a 
requirement of ADHC and subsequently the NDIA, was given priority.

The introduction and development of three main fundraising initiatives: Big Red Ride, Kids 
in Need, and Sugar Free September were a major focus of the Fundraising and Marketing 
Departments. The Big Red Ride has successfully transitioned into an ongoing event with 
momentum building and plans for 2015 well underway.  In its first two years it raised in excess 
of $250 000 for our programs. Kids in Need was held on the 30th May with six charities equally 
benefitting from the $130 000 raised during the inaugural Open Home event. The concept of 
a social media fundraising and awareness campaign Sugar Free September was developed, 
successfully launched and will become a regular on the MDNSW calendar. 

We have seen significant growth in two other fundraising areas: grants received from Clubs and 
Trusts and third party events generously run by clients, families and friends. The continuation 
of and increase in our services has only been made possible because of the ongoing generosity 
of donations from supporters, sponsors, foundations and trusts which we are extremely 
appreciative of.  

Although over the past year considerable time has been spent planning for the future we have 
continued to deliver and further develop our high quality services and programs. 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, Connections support groups and our Intake and Referral Program.  Thanks to 
ADHC who will continue to fund these programs until the full roll out of the NDIS in July 2018.
Our Working Wheels Pilot Program has identified that there is a significant need to assist 
young people with independent living and the need for accessible housing. As a result three 
of our young adult clients, as part of their Gold Duke of Edinburgh’s Award, will travel to 
Denmark to see firsthand the innovative way they have addressed the issue. On their return 
they will report back to the Board, State and National Government on their findings and make 
recommendations. 

CEO’S REPORT
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MDNSW have been organising a joint initiative with the Muscular Dystrophy Foundation, 
Duchenne Foundation and the Australasian Neuromuscular Network (ANN) to convene 
a National Neuromuscular and Research Conference   Building for the Future 2016. The 
conference, being held in Sydney next June, will bring together people living with a 
neuromuscular condition, world leading researchers and clinicians, allied health professionals, 
service providers, representatives of the NDIA and industry, to a unique three day conference.

The high level of service and support we provide to people with a neuromuscular condition and 
their families is only possible because of the dedication of our caring, professional and skilled 
staff.  Thank you to our management team for your leadership of the organisation and to all the 
staff who consistently amaze me with their willingness to go above and beyond to make a real 
difference 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 and prepared for the 
future.  Thank you to our President Peter Debnam whose leadership of the Board and support 
to me is invaluable.  A special thank you to Ian Williams our Vice President, Richard Arnheim our 
Treasurer and Dr Kristi Jones our Medical Director for all your contributions.

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 is with great sadness that I 
informed the Board of my resignation as my family and I are preparing to move to the Gold 
Coast to live. It has been my absolute pleasure to provide services to you over the past five 
years and I wish you all and the organisation the very best for the future. I look forward to 
hearing how  MDNSW continues to grow and will always be an avid supporter of your work.

Pene Hodge
Chief Executive Office



CORPORATE SUPPORT

NSW Kids in Need Foundation
The Wales Family Foundation 
The Duke of Edinburgh International Award
The Artarmon Masonic Hall 
The Tradewind Foundation
Deutsche Bank
St George Bank - Top Ryde
Turramurra High School
Springwood High School
Dudley Primary School
Kindy Patch Maryland
Jindabyne Central School
Brunswick Heads Girl Guides Australia
Newcastle Dance Academy
Stitching Group Gordon Uniting
Halliday Shores Craft Group
Belmont Ladies Golf Club
Concord Golf Club
Grafton Team Penning
National Electric Wheelchair Sports
NSW Harley Owners Group
Lioness Club of Camden
Rotary Club of Griffith
Blooms The Chemist Singleton Heights
Blue Mountains Pharmacy
Brands Pharmacy
Callala Bay Pharmacy
Discount Drug Store Taree
Kandos Medical Centre Pharmacy
Kiama Pharmacy
Kim Vinh Pharmacy
Malouf’s Manly Pharmacy
Marayong Pharmacy
Monaro Chemist
Oze Pharmacy - Castle Hill
Pharmacy Nutrition Warehouse Quakers Hill
Pyrmont Pharmacy
Stroud Pharmacy
Waratah Discount Chemist
A & K Danas Snack Station - Sydney Police 

Centre
Better Home Shop - Meadowbank
Bondi Centre News
Book Haven - Baulkham Hills
Cabravale Newsagency
Cafe Clover - Meadowbank Shopping Centre
Café Di JJ - St. Ives
Cavalious Café - Gladesville
Cherry Books - Cherrybrook
Fairlight Newsagency
Fugen Constructions
Grafton Travel Agency
Harris Farm - Stockland Mall
InHouse Roasted Columbian Coffee Café - 
Meadowbank
ITOCHU Australia
K B Chickens - Stockland Mall
Macarthur Camera House
Macquarie Finance
Marathon Meat House - Baulkham Hills
Master Quality Shades
News Xpress - Top Ryde
Next Generation for Hair
Panetta Fruit Shop Gladesville
Red Lea - Rhodes
Riton Engineering
SE-Corp Pty Ltd
Subway Merimbula
Susquehanna Pacific Pty Ltd
The Loft Café - Macquarie Centre
The Rustic Pie Co. - Top Ryde
The Vogue Café - Macquarie Centre
Toy Mate - Baulkham Hills
Village Cobbler - Stockland Mall
Aroma’s - Sydney International Airport
Bean ‘N Bake - Sydney International Airport
Bondi Bar - Sydney International Airport
Eagle Boys - Sydney International Airport
Flowers and Chocolate - Sydney International 
Airport
Red Rooster - Sydney International Airport
Santos - Sydney International Airport

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

Velluto - Sydney International Airport
Mister Bianco  - Sydney Domestic Airport
Red Rooster - Sydney Domestic Airport
Sumo Salad - Sydney Domestic Airport
Wots in the Wok - Sydney Domestic Airport
Red Rooster Macarthur Square
Red Rooster Minto
Red Rooster Moorebank
Red Rooster Mt Annan
Red Rooster Mt Druitt
Red Rooster Panania
Red Rooster Parklea
Red Rooster Penrith
Sumo Salad - T3 Qantas Airport
Red Rooster Ballina
Red Rooster Glendenning
Red Rooster Ermington
Red Rooster Ermington
Red Rooster Goulburn
Red Rooster Emu Plains
Red Rooster Baulkham Hills
Red Rooster Coffs Harbour
Red Rooster Eastern Creek (W)
Red Rooster Blacktown
Red Rooster Blacktown Westpoint
Red Rooster Bass Hill
Red Rooster Guildford
Red Rooster Jamisontown
Mad Mex - T3 Qantas Airport

Red Rooster - T3 Qantas Airport
Red Rooster Lakemba
Red Rooster Lismore
Red Rooster Rouse Hill
Red Rooster Seven Hills
Red Rooster St Clair
Red Rooster Tamworth
Red Rooster Taren Point
Red Rooster Wentworthville
Red Rooster Wetherill Park
Red Rooster Woodbine

GRANTS

Ageing, Disability and Home Care
ANZ Trustees
Australia Post
Blacktown Workers Club
Campbelltown RSL Club Ltd
Cessnock Ex-Services Club
Dick Smith Foods Pty Ltd
James N. Kirby Foundation
Liverpool City Council
Lord Mayor’s Charitable Foundation
National Press Gallery Midwinter Ball Founda-
tion
Orange Ex-Services Club Ltd
QBE Foundation
The Marian & E.H. Flack Trust
Vincent Fairfax
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A.N. & G. Wales
Rick Arnheim
Peter & Deborah Debnam
Dick Smith
Ian Williams
Heather Johnston
Shirley Williams
Bassam Aflak
Cynthia Roberts
Peter Larcombe
Ian Lambert
David Stiles
James Batchen
Ben Johnston
Barbara Simon
John McKenna
Ben Jones
Ben Clark
Dougal Guild
Hamish Orr
Tony Melhuish
Neil Hawke
Monica Lim
Melanie Tran
Serena Tran
Michael Depangher
Julia Hegarty
Matthew Souter
Jenny Jewell
Peter Cooper
Renee Amirian
Marcel Albert
Sebastian Rebeiro
Yuyung Sulianto
Bruce Vaughan
Michael Buckley
Grahame Pratt
Rennie Maria
Brent Hutton
Shann Warner
Jack Fisher
Nathan Schofield
Catriona Smith
Nick Collins
Jonas Cuschieri
Timothy Shaw
Nicholas Hobbs
Nicholas Sproats
Donald Sanders
Jim Rich
Chris James
James Marshall
Ben Latimer
Margaret Schofield
John Gale
Kay Currey
Peter Cole
David Fernandez
Ian Wallace
Campbell Lobb
Braidon Whatley
McCarthy Salkeld

Shannon Finch
Mark Hooper
Daniel Moran
Anthony Goonan
Richard Hoenig
Paul Driscoll
Drew Schofield
Kelly Thompson
Sue Hargraves
June Holdsworth OAM
Ian Devlin
Denise Bray
Joycelyn Morton
John Stephen
Nola Tooth
Noeline Busch
Brendan Dallow
Carmelo Guardala
James Enright
Phillip Cornwell
Jack Cowin
Robert Fraser
Sally Egan
Bruce Walker
Michael Reeves
Andrew Noble
James Sullivan
Alan Giumelli
Edward Farren-Price
Mark Fitton
Olive Walker
Pino Giusti
Vanessa Vickery
Donna Donkin
Sue & Mark
Elizabeth Williamson
Matt Plummer
Marcello Ponze
Patrick Telfer
Joanna Fleming
Mark Blizard
Anthony Fitzgerald
Laura Rademaker
Gregory Burton, SC
Nick Gorman
Jim Hatzimanolis
Rory O’Hagan
Nicholas Chen
Cathie and Grahame 
Hurst Lingwod
Prue Fisher
Stuart Garton
Jennifer Brammer
Bill Brister
Bruce Kirkpatrick
Geoff Peetz
Lynette Walker
Janice Powell
Nicholas Collins
Robert Schofield
Maurice Bruce
Lorna Higgs

Steve Watts
Geoff Newland
Leanne Pratt
Tom Tancred
Nicholas Souter
Gerard Graham
Nicholas Barry
Phoebe Jones
Kylie Alexander
Michael Quilty
Corrie Barklimore
Katie Cheney
Kasie Ferguson
Tony Johnson
Melissa Dunphy
Adrian Burleigh
Lee Spanos
David Rickards
Anne Gramosli
Roz Norval
Nada Gramosli
Marilyn Smith
Heesung Lee
Greg Hickey
David Dagg
Richard Bean
Glen Foster
Kate McCarthy
Cameron Provost
Carolyn Hoy
Trevor Daley
David Menzies
David Barclay
Beth Durran
Michelle Feehan
Darren Robson
Candida Mair
Sharon Watson
Mark Best
Martin Dalrymple
Raymond S Chui
Frances Edwards
Jack McCartney
David Taylor
David Hooke
George Markos
Cindy Tangimetua
Justin Daly
Catherine Murphy
David Robb
Jeff Cassar
Stef Loader
Wayne Cole
Michelle Rockliff
Lesley Anne Dernee
Nonna & Nonno Fresco
Geoff Reidy
Ian Guild
Linda Evans
Rob Johnston
David Barling
Valerie Salmon

Andrew Leppinus
Syrie Wongkaew
Emma Salmon
Kylee Shepherd
Howard Harrison
Patrick Delany
James Sutton
Donna Gudgeon
Adrian Faull
Glenda Gavin
William Bennett
John Carnell
Rob Erhardt
James Hislop
Colin Isaac
James Carroll
Le Chung
Noela Bell
Kristy Tillman
Rick Butler
Samuel Ebejer
Craig Shilson-Josling
Diana Merhi
Nick Polin
Beverley & Pino Occhiuto
Joy Wood
Nicole Black
Dom Cottam
Terry Rowles
Stephen La Spina
Adrian Breau
Vicki Sciulli
Reg & Kay McLennan
Rachael Albert
Liam Neary
Michael Harrison
Adam Bragg
Scott Newland
Robert Newland
Adam Dalrymple
Catherine McKay
Carolyn Press
Ray Whittaker
Catherine Michaels
Karin Apps
Melissa Stewart
Denise Irvin
Daniel Coppleson
Alison Hedge
Caesar Cirillo
Roy Wells
Roisin O’Hagan
Alison Wason
Carole Cullen
Lionel Robberds
Melanie Rankine
Keith & Moyra Heness
Aaron Flagg
Wendy Clayton
Catherine Thompson

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






















































