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Promise for tomorrow. Help for today and tomorrow.

Muscular Dystrophy WA’s Vision of Promise for tomorrow heralds a world that is free of muscular dystrophy and 
allied conditions; where treatments and cures for these devastating diseases allow the young to grow old, and that 
they will do so with a superior quality of life. 

Muscular Dystrophy WA’s Mission of Help for today and tomorrow defines our very purpose and informs what we 
do today and what we will continue to do in the future to support services and research for all those impacted by 
muscular dystrophy and allied conditions.  
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As we move into another year, we reflect on what has transpired in the past twelve months and also look forward 
to a better future for all of those impacted by muscular dystrophy and allied conditions.  
In terms of the past year, a potential impact for us moving forward is the change in the Federal Government.   
The new Government has already announced that they are intending to scrap the Australian Charities and  
Not-for-profits Commission (ACNC) and to introduce a more voluntary approach to regulation.  They will also 
review the National Disability Insurance Scheme (NDIS).  Both of these may have a major bearing on how we 
operate into the future in terms of compliance and of the services that we may be able to offer.  Whilst no specific 
changes have been legislated to date, the Board and Management of Muscular Dystrophy Western Australia will 
continue to monitor any proposed changes with a view to ensuring that we meet any requirements moving 
forward.   
We have maintained a stable Board in the past 12 months, which has allowed us, along with our CEO John 
Gummer, to review the strategic direction of the organisation.  This has been a key focus for the Board in aligning 
our direction to meet our Vision of Promise for tomorrow and our Mission of Help for today and tomorrow.  We are 
in a better place to move forward with the stability of the organisation and with the firm financial footing we have 
been able to establish.  
Part of our promise for tomorrow is the raising of funds to support ongoing research.  In addition to PhD 
Scholarships through the TEAM Spencer Grants, we have recently awarded our first Harold and Sylvia Rowell PhD 
Scholarship.  The recipient of this Scholarship is Ms Vivienne Travlos, from The University of Notre Dame Australia.  
Vivienne will be exploring how adolescents with neuromuscular disorders  engage in their health care, with a 
focus on cardio respiratory health.  It is thanks to the significant work of our Research Advisory Committee that this 
scholarship could be awarded.  Medical Director Dr Peter Rowe, Board Member Mrs Susan Trahar and CEO Mr John 
Gummer have established an accountable process in which Muscular Dystrophy WA will be able to monitor funded 
research; the outcomes of which will undoubtedly benefit the muscular dystrophy community.   
The Board has also recently approved funding for a counselling project which will provide much needed services 
and will, we believe, contribute to meeting our Mission of Help for today and tomorrow.  
Another project launched in the past year has been The Duke of Edinburgh’s International Award program, 
which has seen six deserving participants each working towards achieving their Bronze Duke of Edinburgh’s 
Award.  Participants undertake an activity of their choice in each of the four sections of skill, physical recreation, 
volunteering and adventurous journey.  The six participants have received considerable assistance and support 
from Muscular Dystrophy WA; in particular, Project Support Officer, Emma Pass who herself undertook The Duke of 
Edinburgh’s Award in the UK.  
As a Board, we are aware of the many exciting projects that Muscular Dystrophy WA is developing.  These include 
delivering much needed services and providing funding for research.  At the same time, we have processes in 
place to ensure the long-term viability of our organisation.   
In that regard, I take this opportunity to thank the Board members, our hardworking Staff and our supporters.    
Rob Storey 
President

President’s Report
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“I try to avoid looking forward or backward, and try to keep looking upward.”     
  
    Charlotte Bronte 

  
Everything that we do at Muscular Dystrophy WA needs to be focused on working towards our Vision of  
Promise for tomorrow and ensuring that our activities are consistent with our Mission of Help for today and 
tomorrow.  It is paramount that we build our capacity to provide services to support the Western Australian 
muscular dystrophy community.  
It is with our Vision and Mission in mind that Muscular Dystrophy WA has continued to work through the priorities 
of the three-year strategic plan.  In broad terms, everything that we do at Muscular Dystrophy WA is directed at 
improving the quality of life of those with muscular dystrophy and allied conditions, supporting those who care for 
someone with muscular dystrophy or an allied condition and funding research into treatments and ultimately,  
a cure for these devastating diseases.  These areas shape our very essence.  
This Annual Report highlights the many areas of community support that Muscular Dystrophy WA provides to the 
Western Australian muscular dystrophy community.  We have been able to provide professional support and care 
for those with muscular dystrophy and allied conditions, and their families.    
During the past 12 months, we have been able to expand the scope of available services.  We have been able 
to provide opportunities for young people with muscular dystrophy through initiatives such as the Channel 7 
Telethon Trust funded Duke of Edinburgh’s International Award program.  The feedback that we have received 
during the course of the last year indicates to us that we are providing services, which, in many cases, go beyond 
the expectations of those whom we support.

Relocating the Muscular Dystrophy WA offices to The Niche has provided us with a dedicated facility to provide 
our professional services.  We are indebted to Ms Kathy McCoy, Executive Director, Neurological Council of Western 
Australia and her Staff for their generous assistance.  We are most fortunate to have ready access to the staff and 
services at the Independent Living Centre, also housed in The Niche.  This has allowed us to provide even more 
integrated support than we have previously been able to offer.    
Holding true to our Mission, Muscular Dystrophy WA continues to recognise the importance of facilitating and 
funding relevant research into muscular dystrophy and allied conditions.  We are ever aware of the significant 
legacy that Prof Byron Kakulas AO created in 1967 when he, with significant support from the Rotary Club of 
West Perth and a number of dedicated parents, established the Muscular Dystrophy Research Association, later to 
become Muscular Dystrophy WA.    

CEO’s Report
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That legacy continues to be nurtured.  Muscular Dystrophy WA is particularly proud of our excellent relationship 
with Prof Steve Wilton and Prof Sue Fletcher, and their colleagues at the Western Australian Neuroscience Research 
Institute.  Responsible for the development of a novel drug for the treatment of Duchenne muscular dystrophy, 
Prof Wilton and Prof Fletcher were awarded the 2013 NSW Health Jamie Callachor Eureka Prize for Medical 
Research Translation.  For many years, Muscular Dystrophy WA has provided significant financial support of their 
vital research into innovative therapies for muscular dystrophy and allied conditions.  Their research is at the 
forefront of their field, worldwide.  
Once again, Muscular Dystrophy WA is proud to work so closely with Ruth and Rick Steven of TEAM Spencer to 
raise funds for spinal muscular atrophy (SMA) research.  In 2013, TEAM Spencer was generously supported by  
Mr Saul Wende and his dedicated Team at AME Offshore Solutions.  In being generous with their time, talents, 
funding and expertise, and with the support of the Channel 7 Telethon Trust, this impressive group of people 
raised well in excess of $100,000 for SMA research.   
We are proud of the relationships that we have forged in the ongoing success of our two major fundraising events 
– the Toyota WA Muscular Dystrophy Golf Classic and RIDE FOR SOMEONE WHO CAN’T at the Act-Belong-Commit 
Dwellingup 100 mountain bike event.  The generosity exhibited by all concerned is humbling.  In particular,  
I thank Mr Mark Lauren and Ms Sue Fidock from Toyota WA, Mr Dave Budge and his Team from TriEvents Event 
Management and Mr Tony Tucknott from the Perth Mountain Bike Club.  The significant funds raised at these two 
events assist Muscular Dystrophy WA in fulfilling our Vision and Mission.  
Muscular Dystrophy WA has a number of long-term partners and sponsors who continue to provide us with their 
ongoing support.   I thank the many individual, corporate and anonymous donors who maintain and encourage us 
with their generosity.  In addition to those already mentioned in this report, I thank our other major 2013 partners 
and supporters – Lotterywest, Mpire Media, Red Rooster, Perron Group, Perth Wellness Centre, MyattsField 
Vineyards, Kailis Bros, Freeth House at Guildford Grammar School, Philips Healthcare and Newman’s Own 
Foundation.  
Muscular Dystrophy WA has been able to attract Board members of the highest calibre.   President - Mr Rob Storey, 
Vice President - Mr Dermot O’Keeffe, Honorary Treasurer - Mr Geoff Woods, Medical Director - Dr Peter W Rowe and 
Board Members - Mrs Susan Trahar and Mr Des McLean MBE have at all times worked with a generosity of spirit to 
ensure that we stay true to our Vision and Mission.  I greatly appreciate the valuable guidance that I receive from 
each member of the Board; it is a pleasure working with this group of  ‘can do’ people.  
Muscular Dystrophy WA is blessed to have such capable and committed Staff.  Our small Team – Mrs Janine 
Spencer, Ms Brianna O’Donnell, Mr Mark Hullett, Mr Toby Gummer, Ms Emma Pass and Mrs Cathy Donovan –  
is formidable.  I thank them for so tirelessly and unselfishly doing whatever it takes to support and care for the 
Western Australian muscular dystrophy community.   
There is an old Japanese saying, which when translated means, “Vision without action is merely a dream.  Action 
without vision just passes the time.  Vision with action can change the world.”  Muscular Dystrophy WA aims to 
change the world and do whatever is possible to achieve the vision of a Promise for tomorrow.    
John Gummer 
Chief Executive Officer
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It is with great pleasure that I present my eleventh report as Treasurer of the Muscular Dystrophy Association of 
Western Australia.  This report is based on the Annual Financial Report, which includes the Financial Statements 
and Independent Audit Report for the year ended 31 December 2013.    
The Statement of Comprehensive Income shows a Surplus prior to research grants for the year of $500,482.   
In 2012, there was a surplus prior to research grants of $1,015,174.  Income was less in 2013, when compared to 
2012.  This was mainly due to the large bequest received from the Estate of Mr Harold Rowell in 2012.  As you 
will see from the Income and Expenditure Statement, the Board has decided to allocate the entire bequest, with 
income, for the benefit of the Harold & Sylvia Rowell Research Scholarships.  Further detail on this great initiative is 
provided in this annual report.  
Our fundraising donations and Grant income was down on 2012, yet has continued to be strong thanks to our 
growing number of fundraising events and the generosity of our many donors.  
Once again, I am pleased to report that our investments in Growth Equities have improved over the 12 months to 
31 December 2013.  Their value increased by $123,521 for the year, compared with the $23,889 growth reported in 
2012.  
Despite the continuing economic uncertainty around the World, investments have improved due to wise 
investment in quality Australian listed shares and Managed Trusts managed by quality investment managers.  
The Board is comfortable in holding these investments for the longer term and has increased the Association’s 
investment in these equities to help grow the Rowell Scholarship reserves, with the total investment value now 
being $791,738; an increase on last year’s total of $339,836.  
Finally, the Net Assets of the Association decreased during the year from $2,182,191 in 2012 to $1,961,660 in 2013 
– this being after the provision of $697,846 for Harold & Sylvia Rowell Scholarships, as well as other research grants 
of $23,197; up from $128,811 in 2012.  
Once again, I would like to thank the Association’s dedicated CEO, John Gummer, the staff and our volunteers for 
their wonderful work ethic and professionalism.  I look forward to reporting on a successful 2014.    
Geoff R Woods B.Bus. FCPA CTA

Treasurer’s Report
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It is encouraging to report that International Clinical 
Therapeutic trials are developing.  Technology for 
at least one trial can trace support from Muscular 
Dystrophy WA in its origin.  
Since 1997, Muscular Dystrophy WA has provided 
more than $6million to support the innovative 
therapies research of Prof Steve Wilton and Prof Sue 
Fletcher and colleagues.  Their role in pioneering exon 
skipping technology has resulted in the development 
of antisense oligonucleotides (AO) for the potential 
treatment of those with Duchenne muscular 
dystrophy (DMD).  AOs are designed to skip an exon 
of the dystrophin gene to correct for specific genetic 
mutations and restore the gene’s ability to make a 
functional, though shorter, form of dystrophin.   
US biotechnology company Sarepta Therapeutics 
is developing a number of AOs for the treatment of 
DMD.  Sarepta’s lead drug candidate in clinical trials is 
eteplirsen, and they have now completed three clinical 
trials of eteplirsen in boys with DMD.  
Ataluren is in a Phase 3 trial for DMD.  The target is at 
molecular machines called ribosomes, which receive 
instructions from mRNA that is itself affected by a 
mutation that produces a Stop codon.  This results in a 
non-sense message and a severely reduced dystrophin 
protein.  This affects 10-15% of boys with DMD. 
The treatment aim is to instruct the ribosomes to 
ignore the instruction to stop and instead make a 
more functional form of dystrophin.  It is a therapy that 
hopefully has application in other conditions. 
Indeed, even at this time, this represents a second try 
for this therapy, as although an earlier Phase 2 trial did 
not demonstrate benefit, the encouraging results of a 
similar trial for cystic fibrosis has led to the current trial 
for DMD.  Western Australia is being asked to participate 
and although the number for whom this therapy could 
be helpful is tiny, it represents the different approaches 
needed for conditions resulting from different 
mechanisms.  It is of note that this is taken orally.  
It is important that WA is ready to participate in 
such trials through the utilisation of the Australian 
Neuromuscular Disorders Registries and links with 
international organisations such as TREAT-NMD. 
TREAT-NMD is a network for the neuromuscular field 
that provides an infrastructure to ensure that the most 
promising new therapies reach patients as quickly as 
possible.

It is yet another example of progress in treatment and 
a step towards cure.  The last year has not been a clear 
path, with at least one investigational drug on hold and 
the results of another study leading the FDA to suggest 
that an application to file eteplirsen was “premature”, 
which has only delayed the commencement of a 
confirmatory trial.  It is important that this discussion 
is about treatment, which has arisen from research 
the like of which has been funded and supported by 
Muscular Dystrophy WA.  
It remains important that clinical services and support 
continues as a priority and I am grateful to have had the 
opportunity to work with Janine Spencer, Community 
Support Manager with Muscular Dystrophy WA, who 
has helped to liaise and introduce new patients for the 
Princess Margaret Hospital (PMH will soon stand for 
Perth Children’s Hospital) Neuromuscular Clinic.   
At PMH, I am grateful for the support from colleagues 
in other disciplines, particularly the Respiratory / 
Sleep Unit and Cardiology.  The importance of these 
interactions will have been discussed in meetings 
involving parent and support groups around Australia 
by the time this report is tabled and I look forward to 
the directions these collaborations take us in improving 
care.   
Muscular Dystrophy WA has taken a significant step 
in directly funding research with the awarding of 
the first Harold and Sylvia Rowell Scholarship.  This 
is a demonstration of the ongoing commitment of 
Muscular Dystrophy WA in working towards approaches 
to support and assist individuals with muscular 
dystrophy and allied conditions, and ultimately, a cure.  
One of the most rewarding aspects of my involvement 
with Muscular Dystrophy WA is the opportunity to work 
with a group of individuals with such enthusiasm for 
the cause and cure.  I am particularly grateful to Rob 
Storey - President and John Gummer - CEO, the Board 
members and the Staff at Muscular Dystrophy WA.   
I would particularly like to thank our Patron, Mr Stan 
Perron for his ongoing support and that of our current 
partners.    
Dr Peter W Rowe MB BS FRACP 
Paediatric Neurologist 
Princess Margaret Hospital and  
State Child Development Centre

Medical Director’s Report
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What We Do

Promise:  a declaration or assurance that one will do   
   something or that a particular thing will happen. 

Help:  make it easier or possible for someone to do something 
by offering them one’s services or resources. 

What a year it has been!  I thank each and every one of our Members, supporters and families for welcoming me 
so warmly to the Muscular Dystrophy WA team.  To our families, we thank you for allowing us to share in your 

journeys.  Each and every day, we feel honoured and privileged to work with such inspiring, resilient, incredible 
people.  We have a number of new Programs under way, all with the intent of fulfilling our Vision of Promise 

for tomorrow and Mission of Help for today and tomorrow.   
Janine Spencer 

Community Support Manager / Occupational Therapist

In 2013, the Muscular Dystrophy WA Community Support Program provided families 

with over 1200 hours of respite, 11 new CoughAssist machines, 5 new Standing Frames, 

and we received, on average, 12 new enquiries each month.  To us though, these are just 

numbers.  The true essence of the Community Support Program cannot be 
quantified. Be it helping a family to wade through the pages of yet another CAP application, 

supporting a family through a new diagnosis, providing a young person the opportunity to 

participate in an internationally renowned program of self-development, answering questions 

about the future, or simply being on the other end of the phone.   

THIS is how we provide Promise for tomorrow and Help for today and tomorrow. 

The Essence
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“I am delighted to see the expansion of the Community Support 
program and to observe such a range of activities and 
support being offered.  It is through having a wide range 
of assistance and support options that the community can 
access the help it needs, as and when it is required.”   
Lesley Murphy

“We are not sure how we can find adequate words to describe the 
fantastic support we have received.  Janine was there in the dark 
days following our initial shock, answering our endless questions 
and helping us to focus and look forward. 
This support has, and continues to be, invaluable to us as we 
face a daunting future.  We thank MDWA from the bottom of 
our hearts.”    
Neville & Helen Bone, Geraldton

“MDWA provided  
me with a CoughAssist 
machine several years 

ago to assist me to 
better cope with my 

condition, spinal 
bulbar muscular 

atrophy...”  

“... Regular use of the CoughAssist machine is 
essential if I want to avoid life threatening bouts of 
pneumonia and, after a recent health scare, I use it 
every day, twice a day.  My lungs have remained clear 
with no recurrence of pneumonia.  These CoughAssist 
machines are very expensive items of equipment so I am 
very, very grateful to MDWA for providing it to me and educating 
me in its use.”    
Peter Hopps 

Another happy Member:  Jordan with her 
CoughAssist machine supplied by  
Muscular Dystrophy Western Australia
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The Highlights
Mothers’ Respite Weekend

The annual Mothers’ Respite Weekend was held in August at the relaxing 
seaside town of Ledge Point.  Our 11 special mums were treated to 

manicures, massages and even a yoga session in the rain!  More 
importantly though, there was the opportunity for some rest and 
recuperation, along with the support and understanding the mums were 
able to offer one another.  Heartfelt thanks goes to Ryoka Elton who gave 
of her precious time as our yoga instructor. 

“Just the fact of getting away, meeting new mums and 
just being together, not having to get up during the night, 
having a laugh together, sharing meals together, doing 

activities together is a great stress release for us all and 
just what we all need.”  

Mary Ambrosini 

2013 Kids & Family Camp 
This year, we welcomed some brand new campers to our team, along with 
some camp ‘veterans’.  Amazing support staff, incredible volunteers and a fun, 
dynamic bunch of campers made for a very enjoyable week.  Without a doubt, 
the star activity was the adrenalin fuelled, motorised fun day hosted by the 
Dreamfit Foundation.  Our campers pushed personal boundaries, challenged 
themselves and gave some quite daunting activities a go!   

“For a child living with 
muscular dystrophy, this is 
so much more than just a 
camp.  The barriers that may 
exist during a typical school 
camp are eliminated.  All activities 
are accessible and the campers have 
the opportunity to engage with other 
young people who truly understand 
what they are going through.” 
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“The Mothers’ Weekend provides the opportunity for some 
‘me time’ and that’s very important, and rare as a 
carer!  It is so important to be able to recharge.”   
Sally Davidow 

“The Family Picnic is  
one of our favourite events. 
It is so great to catch up 
with other families. It is 
also so important for our 
kids to see others with 
muscular dystrophy and 

know they are not alone.”   
The Topham Family  

2013 MyattsField Annual Family Picnic 
Overlooking the magnificent grounds of MyattsField Vineyard, 
several families gathered for the Annual Family Picnic and Ride 
for Someone who Can’t Reunion.  A face painter and baby 
animal farm kept the children occupied, while the adults 
enjoyed wine tasting, wood-fired pizza and live music.  For 
the Muscular Dystrophy WA families, this day is a chance 
to reflect, relax and re-energise.  We are so grateful to Josh 
and Rachael Davenport of MyattsField Vineyards, for their 
ongoing generosity and hospitality.  
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Launching the Duke of Edinburgh’s International Award

VOLUNTEERING
•	 Presentations to schools and colleges  

about living with muscular dystrophy 
•	 Mentoring 
•	 Website design for NFP organisations 
•	 Helping out at the Muscular Dystrophy                 

WA booth on the Telethon weekend
•	 Assisting with local wetland preservation 

PHYSICAL RECREATION
•	 Electric wheelchair hockey with 

customised ‘T’ sticks 
Electric wheelchair rugby and soccer

•	 Representing Western Australia at the 
Power Football Championships in Sydney 

•	 Dune Buggy Driving Lessons with 
modified joystick controls

SKILL 

•	 Sailing
•	 Remote control car racing 
•	 Film making 
•	 Dog training with modified ball 

launcher
•	 Researching family history and 

genealogy records

ADVENTEROUS JOURNEYS  

‘Dukies’ tackled a wide range of overnight 
explorations.  The opportunity to 
travel away from familiar 
surroundings and support 
networks has accelerated 
their independence and 
confidence. 

In July 2013, we launched a ground breaking scheme, championed by six young, inspiring individuals.   
In partnership with the Duke of Edinburgh’s International Award in WA and generously supported by the Channel 
7 Telethon Trust, we piloted a program to support these six young people in their quest to achieve The Duke 
of Edinburgh’s Bronze Award.  Currently, only one other scheme in Australia enables individuals with restricted 
physical abilities to participate in this internationally renowned Award program. 

The Duke of Edinburgh’s International Award is comprised of four components; skill, physical recreation, 
volunteering and an adventurous journey.  It is a flexible, non-competitive personal development program for 
young people and operates in over 140 countries around the world. 

Emma Pass  
Project Support Officer, The Duke of Edinburgh’s International Award

“The Award has given me motivation to do things I wouldn’t normally do.  It gets you 
out in the community, participating in activities you never thought you could.”    
Laura Davidow 
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“I have seen a massive change in 
the Participants.  By being involved 
in the community and doing things 
they didn’t initially think possible,  
it has really built their 
confidence.  It is showing 
them that the things 
they want to achieve 
are within reach, 
even though the odds 
are stacked against 
them.”   
Conor Murphy  
Award Mentor 

Breaking Barriers

Creating Opportunities

Changing Lives

“It’s a good feeling helping others in the community.  
I definitely feel like I’m helping a greater cause, which could 
benefit the community for years to come.” Jakob Ratnayeke  
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Research
Muscular Dystrophy WA congratulates Prof Steve Wilton and 
Prof Sue Fletcher, who were awarded the 2013 NSW Health 
Jamie Callachor Eureka Prize for Medical Research Translation. 

Prof Wilton and Prof Fletcher are responsible for the 
development of a novel drug for the treatment of Duchenne 
muscular dystrophy.  Now in Phase 2 clinical trial, the exon 
skipping drug has shown the potential to maintain muscle function 
and strength in boys with a deletion flanking exon 51. 

Those of us in the muscular dystrophy community are only too aware of the 
risks of becoming overly optimistic about the benefits of any new drug, yet for the 
first time in many years, there is a sense of hope. 
The Molecular Therapies Laboratory (MTL) led by Prof Wilton and Prof Fletcher at the Western Australian 
Neuroscience Research Institute (WANRI), joined with the Centre for Comparative Genomics (CCG) at Murdoch 
University in 2013.  A feature of the partnership included relocation of their laboratories to the Murdoch Campus. 
The move has opened many new collaborative opportunities for the research group; particularly Loren Price’s 
Spinal Muscular Atrophy (SMA) PhD project. 
Since 1997, Muscular Dystrophy WA has provided more than $6 million dollars to support vital research into 
innovative therapies for muscular dystrophy and allied conditions.  We are particularly proud that the research 
is Western Australian in origin and that Muscular Dystrophy WA support has assisted in ensuring that it is at the 
forefront of the field, worldwide.  

The Molecular Therapies Laboratory Team in their new home at Murdoch University
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In April 2012, the first TEAM Spencer - Muscular Dystrophy WA - Telethon Scholarship for Spinal Muscular 
Atrophy (SMA) Research was awarded to UWA PhD student Loren Price.  Loren, now based at CCG is officially 
half way through completing her PhD project, “Applications of antisense oligonucleotides (AO) in splice 
intervention for treating inherited diseases.” 

Loren’s project looks at using antisense oligonucleotides (AOs) targeting exon 7 of the SMA causing Survival 
motor neuron gene (SMN2).  By binding AOs to particular motifs of the gene message, it can prevent exon 
7 being excluded from the transcript, and therefore produce increased levels of functional protein.  At the 
World Muscle Society meeting in October 2013, Loren presented data on improved design of AOs to treat 
SMA.   
She demonstrated that specially designed AOs that are not perfectly matched to this motif perform better 
than perfectly matched AOs, and that these increased exon 7 inclusion and the levels of functional SMN.   
The observation that mismatched AOs exert this effect has raised new questions regarding the mechanisms 
of AO modification of gene expression. 

While in the USA, Loren worked with Prof Arthur Burghes’ laboratory at Ohio State University and evaluated 
splice correcting AOs in his SMA mice.  Although studies are ongoing, the team observed a 50% increase in 
the life-span of mice treated with AOs designed in the Western Australian Molecular Therapies Laboratory 
(MTL).  Loren has many additional compounds to test and validate in 2014, including new AO chemistries 
as supplied by collaborator, Sarepta Therapeutics.  Loren also plans to 
explore the mechanism of the AO effect using RNA modelling with CCG 
Bioinformatician, Dr Roberto Barrero. 

The knowledge gained from these SMA studies, to date, has 
broadened MTL’s expertise on AO therapies.  They are now able 
to apply this knowledge and expertise to other rare diseases 
amenable to exon inclusion therapies.  This has allowed 
the group to explore new projects and opportunities.  In 
working closely with Muscular Dystrophy WA, the MTL is 
building their research capacity in rare diseases, and is 
contributing to Muscular Dystrophy WA’s Vision of Promise 
for tomorrow and Mission of Help for today and tomorrow. 

Muscular Dystrophy WA is proud of the collaboration with 
TEAM Spencer and the Channel 7 Telethon Trust in making 
this Scholarship available. 

TEAM Spencer - Muscular Dystrophy WA - Telethon Scholarship 
for Spinal Muscular Atrophy (SMA) Research PhD Student,  
Loren Price pictured with Prof Sue Fletcher and Prof Steve Wilton
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Muscular Dystrophy WA greatly appreciates the support of our valued partners who assist us in delivering the 
Vision of Promise for tomorrow and Mission of Help for today and tomorrow. 

Throughout 2013, we developed new relationships with several organisations and influential 
individuals.  Longstanding associations have likewise been strengthened, providing a solid 

foundation for prosperous events that have again been the backbone of our fundraising efforts. 
The ongoing success of the RIDE for Someone Who Can’t is a terrific example of what can be 
achieved by mobilising small dedicated support groups.  Beyond purely raising funds, this 
campaign has provided an entrée into the broader world of outdoor adventure events, which will 
deliver scale-able and measurable fundraising opportunities across several platforms.   
Muscular Dystrophy WA is proud and excited to have forged a partnership with Triathlon 
WA, subsequently becoming the Official Aligned Charity of the 2014 SunSmart Ironman 70.3 
Busselton.  The event slogan, TRI for Someone Who Can’t, continues a strong theme with our 

supporter base.  An alliance with a high profile international event will provide much needed 
brand and condition awareness, while communicating our online donation presence to a fresh 

audience.    
Mark Hullett

Partnerships and Fundraising Manager

How We Fund Our Support

•	 Our families meaningfully engage with Muscular 
Dystrophy WA Staff and Board Members in the 
build-up to events and on the day

•	 They invite interaction with committed 
stakeholders who become fundraisers

•	 Our families are given the tools to make a 
profound impact on how funds are generated, 
and how much is raised

•	 Genuine camaraderie between participants, 
volunteers, event partners, Staff, Board Members 
and the Muscular Dystrophy WA community, who 
are all striving for the same outcome

“The team at MDWA are like 
family to us – they have 
always made us feel so 

welcome and make Charlie 
feel very special.  The 

events they organise and 
their support programs 
make a real difference 

both to Charlie’s and our 
family’s quality of life.”   

The Hughes Family  

Partnerships are essential to fund vital community 
support services, while offering tangible benefits  
to the muscular dystrophy community:
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Regular events that have featured on our calendar for several years were 
again highly effective in helping to fund our Vision and Mission.  

Event Highlights

Muscular Dystrophy WA ran 
two successful Mail Appeal 
Campaigns in 2013.    
The Tax and Christmas appeals 
generated a combined net 
income of $83,000.

 

Toyota WA Muscular Dystrophy Golf Classic 2013
The Vines Resort hosted the seventh annual Toyota WA Muscular 
Dystrophy Golf Classic.  The enduring support of Toyota WA 
Managing Director Mr Mark Lauren and Executive Assistant Mrs 
Sue Fidock has allowed the event to consistently develop, 
ensuring another successful fundraising result.  Heartfelt 
thanks to our Patron, Mr Stan Perron, for his continued 
support of the event, which raised in excess of $30,000 (net) 
in 2013.  
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Ride For Someone Who Can’t 2013 

Muscular Dystrophy WA enjoys flourishing 
partnerships with premier events company, 

TriEvents, and the Perth Mountain Bike Club.  
Thanks to the generosity and diligence of 
these two organisations, we were once again 
given the amazing opportunity to be part of the 
Act Belong Commit Dwellingup100 in 2013.

Since 2010, in excess of $360,000 has been raised through the Ride for Someone Who 
Can’t campaign, which matches a rider in the event with a person who has muscular 

dystrophy.  This campaign has become a central part of the Dwellingup100 and resulted 
in more than $110,000 being raised at the 2013 instalment of the event.

“While we strive to put on the best possible 
Mountain Bike event we can, which is very 
rewarding on its own, the MDWA fundraising 
is the most rewarding part of the whole 
event for TriEvents and me.”    
Tony Tucknott  
Dwellingup 100 Race Director

TEAM Spencer Gala Ball
With significant and unwavering support from Saul Wende 

and his team at AME Offshore Solutions, Ruth and Rick Steven 
have continued to do ‘whatever it takes’ to 

find a cure for Spinal Muscular Atrophy.

TEAM Spencer was created after Ruth 
and Rick sadly lost their son Spencer to the 

condition 7 years ago.  The TEAM Spencer Gala 
Ball has become a substantial fundraising event in the Muscular 
Dystrophy WA calendar.  

On Saturday 5 October, the TEAM Spencer Sirens and Seafarers Ball 
was held at the Duxton Hotel, raising an incredible $108,536.

The proceeds of the Ball will continue to support the TEAM 
Spencer Scholarships for SMA Research.
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add energy group 

Arlec Australia

Big Rock Toyota

Carers WA

City Toyota 

Commonwealth Respite & Carelink Centre

Finsense Financial Planning Services

Freeth House, Guildford Grammar School 

Grange Insurance Solutions

Jarman McKenna 

Kauri Sports Apparel

Leeuwin Estate 

Melville Toyota

Midland Toyota

Perth Wellness Centre

Prosser Toyota

Rocky Bay Inc

Toyota Autoparts 

Toyota Financial Services

Toyota Fleet Management

WA Hino

WealthSure

Western Electric Sporting Association

World Fuel Services (Australia)

Partners & Supporters 



mdwa.org.au 

MUSCULAR DYSTROPHY ASSOCIATION OF WA (INC) 
Suite B The Niche 11 Aberdare Road Nedlands WA 6009 

PO Box 680 Nedlands WA 6909 
T  (08) 9380 3400

E  info@mdwa.org.au 
 

ABN  49 158 959 834

Promise for tomorrow. Help for today and tomorrow.


