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message  
from our patron

As long-standing Patron of Muscular Dystrophy 
Association of Western Australia, I welcome you to 

the 2014 Annual Report of the Association.  

Muscular Dystrophy WA continues to show 
outstanding commitment to the cause of providing 

services to the Western Australian muscular 
dystrophy community and to recognise and 

support funding initiatives into relevant research in 
muscular dystrophy and allied conditions.

I congratulate the Staff, Board, volunteers and 
supporters on another successful year.

Mr Stan Perron AM CitWA
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meEt our board

In my teenage years, I baby sat for my 
neighbour’s children.  Sadly three of 
their four children were diagnosed with 
muscular dystrophy and have since 
passed away.  From these early days 
muscular dystrophy has always been 
something I have been aware of.  When 
the opportunity arose to possibly add 
some value, I jumped at the chance.

Although the offer to become part 
of Muscular Dystrophy WA was 
unexpected, involvement seemed a 
natural extension of advocacy and 
support for patients from Western 
Australia.

It is my sincere hope that one day 
we will find a cure for all forms of 
muscular dystrophy.  But as important 
as this end goal is, we must also ensure 
that all members of our community 
receive the highest standard of 
support we can facilitate and provide.

I have seen many changes during 
my involvement and take a great 
deal of pride knowing I have 
helped achieve goals.  The most 
rewarding part of working with 
Muscular Dystrophy WA is getting 
to personally know the individuals 
and families that we work so hard 
to support.

I had been a member of the West Perth 
Rotary Club for many years when 
Professor Byron Kakulas introduced me 
to Muscular Dystrophy WA and invited 
me to join the Board.  It is encouraging 
to see the Association continue to go 
from strength to strength.

I have been a member of the Muscular 
Dystrophy WA Board since 2009 
and have been actively involved in 
advising the Association in corporate 
and general business matters.

Rob Storey
President
Graduate Diploma in Banking & Finance 
Diploma in Financial Planning 
Certified Financial Planner 
9 years Board service

Dr Peter W Rowe
Medical Director
Paediatric Neurologist with a dual 
appointment at Princess Margaret Hospital 
(PMH) and the State Child Development 
Centre, Perth (SCDC) 
2 years Board service

Susan Trahar
Vice President
B App Science (Speech and Hearing)  
LLB (Hons) 
Graduate Diploma (Legal Practice) 
4 years Board service

Des McLean
Member
Served 27 years in the RAAF,  
retired as Squadron Leader
Previous President and Deputy  
President of the Shire of Murray 
22 years Board service

Geoff Woods
Treasurer
Bachelor of Business Degree
Fellow of CPA Australia
Chartered Tax Adviser of The Tax Institute 
12 years Board service

Dermot O’Keeffe
Member
Bachelor & Masters Degrees in  
Engineering MBA
Founder of several successful companies 
6 years Board service
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meEt our staff

Hayley Lethlean 
 
Chief Executive Officer 
 

Mark Hullett 
 
Partnerships &  
Fundraising Manager 
 

Brianna O’Donnell 
 
Communications Manager 
 

Toby Gummer 
 
Administration and 
Information Systems 
Manager 
 

Piper Marsh 
 
Community Support 
Manager 
 

Rob Kerr 
 
Project Support Officer - 
The Duke of Edinburgh’s 
Award Program 
 

Cathy Donovan 
 
Bookkeeper 

WE REMEMBER
With sadness we acknowledge the loss 

of Western Australian Muscular Dystrophy 
Community members; Ashley Bunnett, 

Steve Delaporte, Tory Ganderton,  
Conor Murphy, Kyle Scolari and Tiernan Whyte.

Muscular Dystrophy WA is deeply saddened by the 
passing of these young men and we continue to extend our 

heartfelt condolences and support to their family and friends.
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WE REMEMBER

Muscular Dystrophy Western Australia  
Strategic Areas:
The Board and Staff at Muscular Dystrophy WA have six key strategic focus areas 
where initiatives, programs and services are implemented to ensure we deliver on 
our Promise for tomorrow.  Help for today and tomorrow. 

Recognised as a 
centre of excellence 
for information and 
support to influence 
policy and best 
practice

Appropriate 
infrastructure and 
resources to provide 
professional services 
and care to those 
whom we support

Build a financially 
sustainable 
organisation

Provide relevant 
professional service 
offers that are best 
practice, targeted 
and impactful

Facilitate and fund 
relevant research 
into muscular 
dystrophy and 
allied conditions

Build and develop 
skills and capacity of 
Board and Staff - for 
today and tomorrow



president’s Report
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Key alliances not only assist us in raising 
the much needed funds required to 
meet our vision and mission, but also 
raise awareness of muscular dystrophy 
in the wider community.

As I sit down to write this report, I read previous President’s Reports to give me 
some inspiration as to what to say.  One common thread throughout past reports 
has been change, be it change in our vision and mission, change to the way the 
Not-for-profit sector is regulated, change to the structure of the organisation and 
change in staff.  

Change is inevitable.  The past 12 months has seen significant change in the staffing at 
Muscular Dystrophy Western Australia.  In June, Piper Marsh followed on from Janine 
Hewlett in the Community Support Manager role and Rob Kerr took on the role of  
Project Support Officer, from Emma Pass.  Late in the year our CEO, John Gummer, left 
Muscular Dystrophy WA to take on a new exciting opportunity in the philanthropic arena 
and was replaced by Hayley Lethlean. 

I note in my 2011 Annual Report, “In my time on the Board, one of the best investments 
we have made is in hiring a CEO”.  I still believe this statement is true today.  In five years 
under John’s leadership Muscular Dystrophy WA moved ahead in leaps and bounds.   
The professionalism that John brought to the organisation led to the many new 
programs and research funding opportunities that we have in place today.  As a Board, 
we thank John for his hard work and wish him all the very best in his future endeavours.  
John has offered his services to assist the organisation in the future and this gesture 
has been gratefully received.  We also acknowledge the support John’s wife, Mary Anne, 
provided to our Association.  

Although it is disappointing to see John go, we know that it is organisations that 
embrace change that go on to be the most successful.  Change can be an opportunity; 
it can lead to the next shift forward and it is in this regard that we welcomed Hayley 
Lethlean.  Hayley comes to Muscular Dystrophy WA with over 12 years of experience 
working at an executive level within the Not-for-profit sector.  Hayley previously worked 
as Executive Director at Triathlon Western Australia Inc.  Although we are still in the 
very early days, I believe the work Hayley has done to date justifies our faith in her 
appointment.

With all of this talk of change, the thing that has remained constant is the strategic 
direction of the organisation.  This has continued to be a key focus for the Board and Staff 
in aligning our direction to meet our Vision of Promise for tomorrow and our Mission of 
Help for today and tomorrow.  
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The PhD Scholarships, through the TEAM Spencer Grants and the Harold and Sylvia 
Rowell PhD Scholarship, assist with our Promise for Tomorrow.  As a Board we 
continually review new opportunities to meet our vision.   The Counselling Program,  
The Duke of Edinburgh’s International Award, the Cough Assist Program and other 
community service programs assist us in fulfilling our Mission of Help for today and 
tomorrow.

I congratulate the six inspiring individuals who completed The Duke of Edinburgh’s 
International Award Program and were presented their Bronze Award at Government 
House in June.  Some of these participants have moved onto the Silver Award and new 
participants are undertaking the Bronze Award.

In the past year, we have developed new strategic links with several high profile 
organisations.  Triathlon WA announced Muscular Dystrophy WA as the aligned  
Charity Partner of the iconic SunSmart Ironman 70.3 Busselton, from 2015 - 2017.   
Muscular Dystrophy WA also partnered with The West Coast Waves WNBL team and  
was the charity partner for Stadium Triathlon Club, which included the Karri Valley 
Triathlon (KVT).  It is strategic partnerships like these that led to the fundraising events, 
333 Ks to Karri and TRI FOR SOMEONE WHO CAN’T.  The links to these organisations 
would not have been possible without the ongoing support of existing partners like 
the Perth Mountain Bike Club and TriEvents.  I also take this opportunity to thank Steve 
Norton for his efforts in facilitating the link with KVT and 333 K’s to Karri.

It is through ongoing alliances and committed corporate partners that we raised 
significant funds at the Toyota WA Muscular Dystrophy Golf Classic and Verona Capital 
Freeth House (Guildford Grammar) Golf Day.  We are extremely grateful for their ongoing 
support.  A new and very successful fundraiser in 2014 was the Truffles for Muscles 
event, hosted by Kailis Bros.  It was pleasing to see a number of key supporters further 
align themselves with the organisation, including Josh and Rachael Davenport from 
MyattsField Vineyards.  These key alliances not only assist us in raising the much needed 
funds required to meet our vision and mission, but also raise awareness of muscular 
dystrophy in the wider community.

Lastly, I take this opportunity to thank the Board members, our hardworking Staff and 
our supporters.

ROB StOREY 
president



ceo’s Report
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It is an absolute delight to come to a new role where it’s very clear what needs 
to be done!  Eight words enable Muscular Dystrophy WA to focus our strategy, 
planning, activities and conversations.  In every activity that is undertaken I ask the 
same question, “How does this ensure that we continue to provide a Promise for 
tomorrow and Help for today and tomorrow?”

Within the Annual Report you will learn about the achievements and challenges that 
occurred in 2014.  Being the CEO at Muscular Dystrophy WA truly inspires me to be a 
better person and I do so very proudly with a team of remarkably committed and skilled 
Staff, Board and volunteers who together strive to achieve our goals. 

I am respectful that we are reporting on the great work of our team which was led by 
my predecessor, John Gummer.  John’s focused leadership, his compassion, dedication 
and hard work has created great opportunity for growth and progress.  It has positioned 
Muscular Dystrophy WA as a financially stable, well-connected and open-minded 
organisation which always places the needs of our community first. 

Following John’s leadership, I acknowledge the enthusiastic effort of the very capable 
Staff.  Brianna O’Donnell, Mark Hullett, Piper Marsh, Toby Gummer, Rob Kerr and Cathy 
Donovan work diligently and tirelessly within our three key pillars; community services, 
research opportunities and fundraising through events to ensure we achieve our strategic 
objectives. 

I have spent time listening to, and learning from, those personally impacted by muscular 
dystrophy as well as industry leaders and stakeholders engaged with the muscular 
dystrophy community.  While there will always be challenges ahead, it is extremely 
encouraging to know that the legacies of the past enable us to better plan and prepare 
for the future.  Legacies from John Hollingshead OAM and Prof Byron Kakulas AO 
facilitated ground-breaking research and fostered valuable relationships for funding 
partnerships that still exist today.  

Muscular Dystrophy WA continues to foster strong relationships with the Centre for 
Comparative Genomics (Murdoch University) and in particular the Molecular Therapies 
Laboratory team.  In addition to being brilliant minds and world-leading scientists,  
Prof Steve Wilton and Prof Sue Fletcher, are truly the salt of the earth.  Muscular Dystrophy 
WA remain proud and honoured to work so closely with them.

Promise for tomorrow.  
Help for today and tomorrow.
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In 2014, Muscular Dystrophy WA continued to support research opportunities.   
The inaugural Harold and Sylvia Rowell Scholarship was awarded to physiotherapist 
Vivienne Travlos, to progress her thesis “My Life My Voice Teen NMD Study”.  Funds raised 
from the TEAM Spencer Ball continue to enable Loren Price to progress her doctorate 
and we look forward to June 2015, when Loren’s study will culminate in the presentation 
of her PhD Thesis.  The project would not have been possible without the fundraising 
efforts of TEAM Spencer founders Rick and Ruth Steven, so ably and selflessly assisted by 
AME Offshore Solutions.

Long-term partnerships have been forged and we are extremely grateful for the 
generous contributions that enable ongoing success of our key events; the Toyota WA 
Muscular Dystrophy Golf Classic, the RIDE FOR SOMEONE WHO CAN’T at the Dwellingup 
100 and the TRI FOR SOMEONE WHO CAN’T at the SunSmart Ironman 70.3 in Busselton.  
I thank Mark Lauren and his team at Toyota WA, Dave Budge and his team at TriEvents 
and Ash Davis and the Triathlon WA team for their support.

I am continually in awe of the generosity, friendship and goodwill extended to us by 
Josh and Rachael Davenport of MyattsField Vineyards.  Their unwavering support across 
all our fundraising and community events is a constant reminder of their selflessness.

To the Board of Muscular Dystrophy WA, I thank you for your dedication and hard work 
throughout the past year and for providing me with the opportunity to lead the team at 
Muscular Dystrophy in 2015 and beyond.  The next 12 months will be an exciting time 
as we head into a new phase of strategic planning and growth.  

This new phase provides opportunity to reflect on past achievements, challenge and 
review current internal practices and to continue our work towards bridging the gaps of 
unmet need.  We must ensure as a member association, we stay connected to the day 
to day experiences of those with muscular dystrophy, their family and friends.

For me it’s very simple; sticking to my personal values of respect, integrity and hard 
work, I will continually reflect on the legacies of the past and will work together with all 
our stakeholders to deliver on those simple eight words! 

Promise for tomorrow. Help for today and tomorrow.

hayley lethlean 
chief exeCutive officer



treasurer’s Report
I am pleased to present my twelfth 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 2014.

The Statement of Comprehensive Income shows a Surplus prior to research grants for 
the year of $370,999.  In 2013, there was a surplus prior to research grants of $500,482.  
Our fundraising donations increased in 2014, thanks mainly to two new fundraising 
events - the Truffles for Muscles Auction and the TRI FOR SOMEONE WHO CAN’T.

Once again I am pleased to report that our investments in Growth Equities have again 
improved over the past 12 months to 31 December 2014.  Their value increased by 
$51,500 for the year, in 2013 the growth was $123,521.

Despite falling commodity prices and their affect on Stock Markets our investments 
have improved in value as they are invested in quality, diversified Australian listed shares 
and Managed Trusts managed by quality investment managers.  The Board remains 
comfortable continuing to hold these investments for the longer term to help grow the 
reserves of the Association and in particular to assist with the funding of the Rowell PHD 
Research Scholarship, the total investment value of the Association investments is now 
$853,722 last year it was $791,738.

Finally, the Net Assets of the Association increased during the year from $1,961,660 in 
2013 to $2,177,499 in 2014, even after the Research grants of $126,268 which is up on 
the $23,167 of Research grants last year.

Once again, I would like to thank the Association’s dedicated Staff and volunteers for their 
wonderful work ethic and professionalism.  I look forward to reporting on a successful 2015.

geoff r woods B.Bus. FCPA CTA 
treasurer
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I am pleased to report that our 
investments in Growth Equities have 
again improved over the past 12 months.
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medical director’s Report

Over the last year there has been progress in both 
clinical care and research into muscular dystrophy 
and allied conditions, supported by Muscular 
Dystrophy WA.  

Awarding the first Harold and Sylvia Rowell PhD 
Scholarship in 2014 further demonstrates Muscular 
Dystrophy WA’s ongoing commitment to directly fund 
research.  The generous support of the Rowell Family 
has made the work of Vivienne Travlos, the inaugural 
recipient, possible.  Muscular Dystrophy WA continues 
to seek new, innovative ways to support research 
and recognises the complexity of care for those with 
muscular dystrophy and allied conditions.  

There have been necessary changes to medically 
advised recommendations for home ventilation 
under the guidance of Professor David Hillman, Head 
of Respiratory Physiology and Sleep at Sir Charles 
Gairdner Hospital.  Unfortunately, the need for this 
review arose out of tragic circumstances in 2014.  
Muscular Dystrophy WA was instrumental in the 
creation and development of these guidelines,  
which can be found on our website.  At Princess 
Margaret Hospital we are grateful for the support 
provided by our colleagues in respiratory  
and sleep medicine. 

I would like to thank Yvonne Halstead on the 
occasion of her retirement, who was previously Clinic 
Coordinator, for her important role in organising and 
developing the Multidisciplinary Neuromuscular 
Clinic at PMH.

Muscular Dystrophy WA supports clinical care 
and research for allied neuromuscular disorders.  
Recently announced is a Phase 3 therapeutic trial 
for Spinal Muscular Atrophy (SMA) using antisense 
oligonucleotide or exon skipping technology.   
The trial agent ISIS 396443 uses a lumbar puncture 
to deliver the trial agent.  This approach addresses 
one of the challenges for this condition in that the 
pathology involves the spinal motor neuron, which 
is in an immunologically protected site in the Central 
Nervous System.  There are similarities to precursor 
antisense oligonucleotides, trialled for Duchenne 

muscular dystrophy (DMD) for which Muscular 
Dystrophy WA has provided support over the years 
to the laboratories of long-time associates and 
beneficiaries; Prof Steve Wilton and Prof Sue Fletcher.  

I gratefully acknowledge the support and energy 
of TEAM Spencer in raising awareness of and 
contributing to research funding for SMA.  It is hoped 
that the current protocol can be developed safely 
as a more widely available international therapy, so 
in the future Western Australia can participate in 
international clinical trials with appropriate support. 

Other new approaches to DMD therapy recently 
published include the Internal Ribosome Entry 
Site (IRES) research by Prof Kevin Flanagan of the 
Nationwide Children’s Hospital in Ohio USA.   
The research is promising although is still at the  
pre-clinical trial stage. 

Progress in new diagnostic genetic technology under 
the supervision of Professor Nigel Laing and Professor 
Phillipa Lamont (Harry Perkins Institute) has resulted 
in the identification of a number of previously 
unrecognised genes.  These have been identified as 
causes for neuromuscular disorders including several 
neuropathies, genetically determined conditions 
which affect peripheral nerves. 

I am most grateful for the opportunity to work with 
Rob Storey - President and Hayley Lethlean – CEO, 
and the members of the Muscular Dystrophy WA 
Board and Staff.  I particularly thank John Gummer, 
previous Muscular Dystrophy WA CEO and wish 
him all the best in his future endeavours.  I wish to 
acknowledge and thank our Patron, Mr Stan Perron 
for his ongoing support and that of our current 
partners who have and continue to support  
Muscular Dystrophy WA.

Dr Peter W Rowe MB BS FRACP
Paediatric Neurologist
Princess Margaret Hospital and 
State Child Development Centre



Muscular Dystrophy WA 
believe in supporting people 
with muscular dystrophy and allied 
conditions to live life to the fullest.  We 
will continue to work to provide support 
services and research for all those impacted by 
muscular dystrophy.  We achieve this through the 
provision of community services such as CoughAssist™ 
machines, counselling services, advocacy, support 
and information services, camps and community 
events.

Thanks go to Janine Hewlett for her 
tireless and empathetic support to the 
muscular dystrophy community 
in her role as the Community 
Support Manager up to June 
2014.

Piper Marsh
Community 
Support 

giving  
support
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Counselling
In May 2014, Muscular Dystrophy WA 
commenced a 12-month pilot project to provide 
counselling support to people living with 
muscular dystrophy and their families.  So far, 
12 families have benefited from the funded 
counselling sessions.  Based on this pilot, 
Muscular Dystrophy WA looks forward to further 
developing this vital program during 2015.

Muscular Dystrophy WA counselling 
services helped me during a very 
difficult time.  The counsellor 
was very supportive and helped 
me work out ways to deal with 
my thoughts and feelings.  It’s 
comforting to know I have that 
support if I need it again. 

Family member who  
participated in counselling
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Mothers’ Retreat
Palm Beach Rockingham was the ideal 
location for the 2014 Annual Mothers’ 
Retreat.  A small group of mothers took 
advantage of a range of activities all 
designed to provide the participants with 
the maximum amount of recuperation 
and relaxation over the three days.

Activities included massage, gentle 
yoga workouts, sessions on relaxation 
techniques, and most importantly the 
opportunity for the mothers to provide 
and receive support and understanding 
from one another.

Annual Family Picnic
No amount of rain could spoil the great time that was had by the 
guests of the Sixth Annual Family Picnic, hosted by MyattsField 
Vineyards.  An impressive number attended including many families 
and a large proportion of the RIDE FOR SOMEONE WHO CAN’T Team.

Guests enjoyed the relaxing music, colourful face-painting and 
amazing balloon creations.  The baby animal farm was again a hit 
with the young and young at heart.  The gourmet pizzas were a huge 
success and of course for the adults, the fantastic MyattsField wines.

Special thanks to Josh and Rachael Davenport of MyattsField Vineyards 
for once again generously hosting the event and to Lotterywest for 
continuing to support the Annual Family Picnic. 

This weekend was exactly  
what I needed.

Kate MacDonald, Mother of Darcy.



Our son has had a CoughAssist machine for many years 
now.  When a family member has Duchenne muscular 
dystrophy you get used to having a lot of equipment 
around the house.  A lot of it is there to help make life 
easier, and much appreciated it is too. This one, however, 
can save a life.

Everyday colds are an inconvenience to most people but 
not to us.  Everyday colds are something we pretty much 
dread.

Muscular Dystrophy WA staff advised us when we got the 
machine not to just leave it there until our son had a cold 
coming on, but instead to use it every morning.  The reasons 
were two: firstly, the morning routine might help dispel any 
lingering CO2 and get the lungs up and running for the day; 
secondly, it gets you accustomed to using the machine. 
When you really need it, that familiarity will be worth it.

As I understand it there is some evidence that regular 
use may help prevent colds.  Our son did not have a 
cold for many years until last year when he contracted 
pneumonia.  He was in hospital for a month.  On admission 
the advice from doctors was sympathetic and caring but 
not encouraging.  You did not need to be a radiographer 
to see from the x-rays that he had a fight on his hands.

Physio combined with the CoughAssist machine for 
several sessions every day was the principal part of his 
treatment.  That our son knew how to use the machine 
helped enormously.  This was his first big hospital 
admission outside of surgery and there were a lot of 
new things for him to learn and do.  Gradually with this 
treatment, antibiotics and brilliant nursing, our son 
recovered.

We were amazed to find on the second or third day that 
the hospital had only one CoughAssist machine.  Staff asked 
if we could bring in our Muscular Dystrophy WA supplied 
machine from home and we kept it there for the next three 
weeks.  Apparently, some hospitals have no machine.

Our son is home now.  He is doing well but the pneumonia 
left him a little weaker and the CoughAssist machine is 
more important to us than ever. 

The lessons to our family are pretty clear: the CoughAssist 
machine is essential; use it regularly and get to know it 
well before you really need it.  Muscular Dystrophy WA 
- and all those who sponsor and support the CoughAssist 
Program - have our grateful, heartfelt thanks. 

Father of a son with DMD

Cough Assist PROGRAM
Muscular Dystrophy WA’s CoughAssist 
Program continues to grow, with a 
further 10 CoughAssist™ Machines 
loaned to the Western Australian 
muscular dystrophy community 
during the year.  This brings the total 
number of loaned machines to 52.  
CoughAssist™ machines continue to 
provide a much appreciated boost to 
respiratory health across the State.
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A Lasting Impact
The Muscular Dystrophy WA community, like so many others, 
was deeply saddened by the sudden passing of much loved 
friends and members Conor Murphy and Kyle Scolari.

They were two exceptional young men, who inspired 
everyone they met and who paved the way for so many.

We remember a presentation made by Conor at the MD2010 
Conference.  Conor told State, National and International 
delegates that, for him, “Happiness is all about goal setting; 
it’s about striving to achieve things which will give your life 
meaning and fulfilment and which will contribute to society.”   
We know that these were not just words for Conor – this is 
exactly how he lived his life.  We also know that he passed 
on this sage advice to those whom he mentored – including 
most recently to the participants in the Muscular Dystrophy 
WA Duke of Edinburgh’s program.

Both young men played a significant part in the RIDE FOR 
SOMEONE WHO CAN’T at the Dwellingup 100, being ridden 
for and attending each race day.  Kyle’s and Conor’s memories 
will continue to be honoured by a perpetual award, which 
will be presented annually at the Dwellingup 100.

We are blessed to have known Conor and Kyle.   
They enriched our lives and the lives of those whom we 
support.  Their legacy will continue to benefit the muscular 
dystrophy community for many years to come.

Kyle and Conor, you have been 
wonderful friends – thank you.
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THE duke of edinburgh’S international award
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In July 2013, Muscular Dystrophy WA launched the ground breaking 
program, The Duke of Edinburgh’s International Award.  The program was 
championed by six young inspiring individuals in its first year.

The ethos of The Duke of Edinburgh’s International Award resonated with 
Muscular Dystrophy WA as the underpinning foundation of the Award is that 
every young person should have the ability and opportunity to participate, 
regardless of situation or circumstance.

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 globe.

Dylan Needham, Dylan Stewart, Anthony Ambrosini, Jakob Ratnayeke and Liam 
Good were presented with their Bronze Duke of Edinburgh’s Award by Governor 
Malcolm McCusker AC CVO QC at a special ceremony held at Government 
House on 7 June 2014.  The sixth recipient, Laura Davidow was unable to attend. 

The evening highlighted the achievements of each of these outstanding 
individuals following their participation in the largest youth development 
program in the world.

The next phase of the Muscular Dystrophy WA Duke of Edinburgh’s International 
Award was launched on 10 July 2014.  The 2014/15 program will see a Silver award 
participant for the first time, along with a number of new Bronze participants.  
So far, goals have been set and opportunities explored, with all enjoying their 
journey and learning a lot along the way.

With support funding from The Friends of the Duke of Edinburgh’s Award, the 
program will continue to flourish, giving choice to young people with muscular 
dystrophy and nurturing the participants as they become young adults.

We would like to thank Emma Pass for her hard work as Project Officer prior to 
October.  Emma was integral in the implementation and development of this 
outstanding program.

Rob Kerr 
Project Support Officer,  
The Duke of Edinburgh’s International Award
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Dylan Needham
Skill: Genealogy Research
Adventurous Journey:  
Rottnest Island Environmental & Historical Stay
Physical Recreation: Electric Wheelchair Sports
Community: Volunteered at Telethon & WESA Treasurer

Anthony Ambrosini
Skill: Production of a Documentary 
Adventurous Journey: Margaret River Stay
Physical Recreation: Improving in hockey at Electric Wheelchair Sports
Community: Volunteered at Telethon & WESA Committee

The Duke of Edinburgh’s Award gave me 
that extra confidence with interacting 
with others in the community and gave 
me the opportunity to start giving back.

I have gained a new belief that if you put your mind to 
something it’s amazing what you can achieve.  I also 
achieved success because of people around me who 
motivated me and believed I could do it as I didn’t 
believe in myself.  It was the best thing I have done.

Laura Davidow
Skill: Sailing
Adventurous Journey: Rottnest Island Environmental & Historical Stay
Physical Recreation: Electric Wheelchair Sports 
Community: Volunteered at Telethon & Starlight Foundation

Jakob Ratnayeke
Skill: Filming of a Documentary
Adventurous Journey: Travelled to Bunbury
Physical Recreation: Power Football
Community: Volunteered for an environmental group

Liam Good
Skill: Remote Control Driving
Adventurous Journey:  
Landsdale Farm School Camp 
Physical Recreation:  
Electric Wheelchair Sports
Community:  
Volunteered for Telethon & 
provided mentoring as a  
youth worker 

Dylan Stewart
Skill: Dog training
Adventurous Journey:  
Landsdale Farm School Camp 
Physical Recreation:  
Driving off road vehicles
Community:  
Volunteered for Dreamfit 

The Award has given me great confidence to attempt 
activities which might be out of my comfort zone and 
has provided me with a sense of accomplishment.  It has 
also been a great tool for allowing me to give back to 
the community through the volunteering opportunities.

The Duke of Edinburgh’s Program provided me 
and many others with an avenue to engage 
with local and broader communities, as well 
as share my skills and abilities with others.
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RESEARCH
TEAM Spencer - Muscular Dystrophy WA - Telethon Scholarship  
for Spinal Muscular Atrophy (SMA) Research

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.  Based at the Centre for Comparative Genomics, as part 
of the Molecular Therapies Laboratory (MTL), Loren is heading towards the final 
year of her PhD project, “Applications of antisense oligonucleotides (AO) in splice 
intervention for treating inherited diseases.” 

Loren’s project uses antisense oligonucleotides to develop a therapy for Spinal 
Muscular Atrophy.  Spinal Muscular Atrophy is caused by the loss of the SMN1 
gene that codes for a protein that is particularly important in developing motor 
neurons.  The focus of Loren’s project has been using antisense compounds 
to manipulate expression of the alternative gene SMN2, and is showing great 
promise in an SMA cell model.  MTL’s collaborator, Sarepta Therapeutics, will be 
preparing these compounds as new generation chemistries, to enhance uptake 
and efficacy, leading to additional studies in an SMA model within the next year.

Approaching the final year of Loren’s research means the finalisation of her 
experiments.  One study looks at an extended regulatory region within the 
SMN2 gene, to allow greater control of the RNA and protein expression.  
This study is in the final experimental stages and manuscripts on this work,  
will be presented at the Lorne Genome conference in early 2015.  Furthermore, 
Loren plans to present an update of her SMA work at the Australasian Gene 
Therapy Conference later in 2015, and at the MD2015 Meeting hosted by 
Muscular Dystrophy WA in April 2015. 

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.

Since 1997, Muscular Dystrophy WA has 
provided more than $6,000,000 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.



Harold and Sylvia Rowell PhD Scholarship 

The Harold and Sylvia Rowell PhD Scholarship was made 
possible through a most generous bequest from 
the Estates of Harold and Sylvia Rowell, in 2013.  
Following consultation with the Rowell family and 
in accordance with the Muscular Dystrophy WA  
Strategic Plan, it was decided to utilise 
the funds to provide annual research 
scholarships.  Research may be 
clinical, epidemiological, basic 
science, consumer, social or 
community based in an 
area relevant to people 
with muscular 
dystrophy.

In February 2014, the inaugural Muscular Dystrophy WA 
Harold and Sylvia Rowell PhD Scholarship was awarded to 

physiotherapist, Vivienne Travlos.  Vivienne is a lecturer within 
the School of Physiotherapy University of Notre Dame Australia 

(UNDA) and a clinician at Princess Margaret Hospital for Children.   
The study is a collaborative effort between researchers, patient 

organisations and clinicians across the country.

The My Life My Voice Teen NMD Study is setting out to describe the current 
health and wellbeing of 14-19 year old teenagers living with a neuromuscular 

disease (NMD) in Australia and New Zealand.  Further, the study seeks to give 
teenagers a voice in scientific research by exploring their thoughts about health, 

wellbeing and engagement.  This research aims to support understanding of the varied 
functional abilities of teenagers living with NMD.

To date, almost 300 teenagers and parents have been contacted to participate in the study.  
Participating teenagers are asked to complete a comprehensive questionnaire which collects 
data in a number of health, wellbeing and social engagement areas. 

Early data indicates that most participants have been provided with respiratory support 
technology, yet their daily utilisation of such equipment varies.  The provision of equipment for 
the respiratory system is one of the primary treatments in extending life expectancy of those 
affected by neuromuscular condition.  The rich data collected will enable Vivienne to describe 
how factors in the teenagers’ family, social and health care support may be associated with 
their motivation and engagement and in turn with their health and wellbeing.  

It is hoped that this study will provide vital information to support best health outcomes 
through effective education and engagement with teenagers in their transition to adulthood.

Vivienne will present early data at the Australasian Neuromuscular Network (ANN) meeting and 
several other highly-regarded conferences in 2015.

Muscular Dystrophy WA is extremely grateful to the members of the Rowell family for their 
genuine interest and ongoing support.

My Life My Voice Teen NMD PhD Study is supervised by Assoc Prof Shane Patman (School of Physiotherapy, UNDA),  
Dr Jenny Downs (Telethon Kids Institute) and Dr Andrew Wilson (Respiratory Medicine, PMH).  
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getting  
support

Toyota WA is proud to have been the 
naming sponsor for the Muscular 
Dystrophy Golf Classic over the years, 
especially as our Chairman Mr Stan 
Perron AM CitWA is their Patron.

Muscular Dystrophy WA has now held 
seven of these Golf Classics, raising in 
excess of $200,000 and in 2014 raised a 
record amount of $36,500.

As part of our community awareness 
program we look forward to 
increasing our involvement with this 
extremely worthy organisation over 
the coming years.

Mark Lauren 
Toyota WA, Event Naming Partner
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A wise old sage once sat me down to explain his 
thoughts on reciprocity.  It was the quickest three  
and a half hours of my life!

“Show me the people you knock around with, and I’ll 
tell you what sort of bloke you are”, he announced.

If the sage was still alive, and took one quick  
glance at the quality of partners who provide us  
with ongoing support, he would deduce that  
Muscular Dystrophy WA is a pretty good bloke. 

Year on year, the breadth and depth of partnerships 
enjoyed by Muscular Dystrophy WA grows, with some 
of Perth’s most amazing and influential people and 
businesses throwing their significant weight behind 
our cause.  

Our stated Vision and Mission is to provide Promise 
for tomorrow.  Help for today and tomorrow.  These 
goals can only be achieved with the care, funding 
and business acumen, graciously offered by our many 
partners.

As we celebrate the achievements of 2014 in this 
Annual Report, we are thrilled to shine the spotlight 
on several supporters who have upped the ante.  
These are people who bring a sense of fun and 
enjoyment to our ever growing events calendar.  
Friends who offer a wealth of new contacts and 
opportunities, and contribute to building a stronger 
Muscular Dystrophy WA.

“Show me the people who support your charity, and 
I’ll tell you what sort of organisation you are!”

Mark Hullett 
Partnerships and Fundraising Manager

Toyota WA Muscular Dystrophy 
Golf Classic 
The seventh instalment of the Toyota WA Muscular 
Dystrophy Golf Classic was a success, generating 
the greatest net gain from the event’s history.  
Our highly valued partnership with Toyota WA 
continues to grow and strengthen, with this iconic 
event forming an integral part of the  
Muscular Dystrophy WA calendar.

Scorcher’s cult figure and former Australian 
cricketer Brad Hogg joined other sporting 
celebrities for the round of golf, with plenty 
of banter and laughs being heard around the 
stunning Joondalup Resort Course.  The luncheon 
was superb, followed by presentations, our wine 
wall raffle and a spirited live auction.



The Kailis 
Family have 

been proud 
supporters of 

Muscular Dystrophy WA 
for over 35 years, and are 

thrilled to host this prestigious 
event on the WA calendar.

Theo Kailis, Venue Partner

I was genuinely excited to take on 
the role of Event Ambassador and am 

delighted that on the night everyone threw 
our collective support behind all Western 

Australians impacted by muscular dystrophy.

Andrew Embley, Event Ambassador  
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Truffles for Muscles  
Charity Auction  
A terrific example of how the business community 
can rally to achieve incredible results was displayed 
in the inaugural Truffles for Muscles Charity Auction.  
For many years, Theo Kailis and his team at Kailis Bros, 
Leederville, have conducted a produce auction at 
their Canning Vale property.

When we approached Theo with the intention of 
expanding the existing auction into the Truffles 
for Muscles event, he could not have been more 
accommodating or supportive.  Truffles, lobster, 
Methode Champenoise, celebrity guests, media, 
sponsorships and of course, the best venue 
imaginable were all discussed, with Theo throwing 
considerable resources behind the event.

Our long standing wine partner, MyattsField 
Vineyards, came to the party both literally and in 
the provision of their award winning wines.  These 
were enjoyed by our VIP guests along with the 
freshest WA seafood from Kailis Bros, and a cooking 
demonstration by renowned chef Russell Blaikie.

The evening culminated in the auction of the 
season’s first produce from Manjimup Truffles 
supplied by Al Blakers.  Generous support was 
also provided by prominent truffle retailer Michael 
Pember of Boatshed Market.  

Among other items auctioned were an enticing deep 
sea fishing trip to the Monte Bello Islands, Row 38: a 
row of Mourvedre grapes including dozens of bottles 
produced by MyattsField Vineyards, and a 7-night 
stay at a stunning 5 bedroom manor in Tuscany.  

Muscular Dystrophy WA is delighted that the 
inaugural event raised in excess of $94,000.   
The success could not have been achieved  
without the strong and resolute support of our 
valued partners.

As the Official Wine Partner of Muscular Dystrophy WA, MyattsField Vineyards was more 
than happy to supply the wine and Methode Champenoise for this high-profile new event.  
The Row 38 item offered all guests the opportunity to purchase a prominent row of grapes 
at MyattsField and play winemaker for a year.  Congratulations to David and Trudy 
McKenna for their generous support of Muscular Dystrophy WA in purchasing Row 38, and 
for being so passionately involved in the process.

Josh and Rachael Davenport, Wine Partner



TRI FOR SOMEONE WHO CAN’T 
After a hugely successful RIDE FOR 
SOMEONE WHO CAN’T campaign in 2013, 
we were warmly introduced to the world 
of triathlon in Western Australia by Dave 
Budge from TriEvents.  Dave and his team 
have become the “go-to” company in 
the adventure events industry, and saw 
the logic of developing a partnership 
between Muscular Dystrophy WA and 
Triathlon WA (TWA).

TriEvents, TWA and Muscular Dystrophy WA  
share many ideals and objectives, while 
the people at each organisation drive 
strong relationships and successes.  So 
began a relationship that would see 
Muscular Dystrophy WA become the 
Aligned Charity Partner of the iconic 
SunSmart Ironman 70.3 Busselton, a world 
renowned triathlon event held each May 
in the State’s south-west.

Our team of dedicated triathletes 
pushed themselves physically to TRI 
FOR SOMEONE WHO CAN’T, raising 
almost $40,000.  Sincere thanks to those 
individuals who reached and surpassed 
their fundraising goals. 

TEAM Spencer 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 seven years ago.  The TEAM Spencer Gala Ball has become 
a substantial fundraising event in the Muscular Dystrophy WA calendar, and 
2014 was no exception.  

On Saturday 16 August, the TEAM Spencer Spring Fling Ball was held at Fraser’s 
State Reception Centre, raising in excess of $88,000.  The proceeds of the Ball 
will continue to support the TEAM Spencer Scholarships for SMA Research.
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RIDE FOR SOMEONE WHO CAN’T 
Our dedicated Ride Team produced a truly inspiring effort in 
awful conditions at the 2014 instalment of the Act-Belong-
Commit Dwellingup 100.  In the five years we have been 
involved with the event, we have never seen such terrible 
weather – but our 55-strong team still gave their all to the cause.  

Since 2010, almost half a million dollars has been raised through 
this wonderful campaign, including $100,000 through the mud 
and hail of 2014.

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 Dwellingup 
100 in 2014.

We congratulate Jodie Hatherly of Team Charlie as the highest 
fundraiser, raising over $12,000.  Team Charlie was also the 
highest fundraising team, raising in excess of $28,000!!  What a 
wonderful achievement.

Event organisers TriEvents were deeply saddened by the passing 
of Conor Murphy and Kyle Scolari and showed their support by 
naming part of the course ‘The Kyle Conor MD Link’.  

Conor and Kyle were remembered on event day with a minute’s 
silence just prior to the race.  An inaugural award was created 
to honour these exceptional young men.  The 2014 Kyle Conor 
Spirit of the Ride Award was presented to Murray Hall, an 
inspirational participant who has overcome circumstances and 
risen above challenges, while showing courage and integrity.  

The 2014 RIDE FOR SOMEONE WHO CAN’T jersey was very 
generously sponsored by Fortuna Financial, add energy group, 
Steinepreis Paganin Charitable Foundation, MyattsField Vineyards 
and Kauri Sports Apparel.  

At Muscular Dystrophy WA, it’s reassuring to know that the 
passion we have for supporting those with muscular dystrophy 
is being passed on.  It is touching people’s lives and making a 
lasting impact.  The following email was sent from a 2014 RIDE 
FOR SOMEONE WHO CAN’T participant, to our Communications 
Manager, Brianna O’Donnell. 

Thank you for the great afternoon at the 
Ride For Someone Who Can’t Reunion.  
My wife and I walked away having felt 
a real energy from it all.  It could be 
felt that so many of the people there 
have been affected by MD, yet there 
was this strange kind of ‘carry on and 
be strong’ attitude.  Very emotional in a 
sad way yet there was much happiness 
at the same time.  Hard to put into words 
really.  

I hadn’t planned on riding the 100 again 
next year.  I only did it this year because 
I was determined to better my time 
from the previous year having suffered 
painful leg cramps for the second part 
of the race.  A petty personal struggle 
when I compare it what you and others 
deal with on a daily basis.

For that I will take part in next year’s 
event, even if only to raise a little 
more money for Muscular Dystrophy 
WA.  I know on the day my suppressed 
competitive nature will have me chase 
my best time, and no doubt my cramps 
will grip me yet again.  But, I’ll have even 
more reason to stop complaining and 
get on with it. 
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2014 RFSWC Participant



in the press
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Friends and kind hearts filled the upstairs room of
Kailis in Leederville for the inaugural Truffles for
Muscles auction. Auctioneer Tiny steered the
exclusive crowd that included Rob Storey, Ryan
Crowley, Jean Perron, Malcolm Day, Lydia and
Zhenya Tsvetnenko and child ambassador Charlie
Hughes to raise $90,000 for research into
muscular dystrophy, while Russell Blaikie and
ambassador Andrew Embley cooked up all things
delicious with their food demonstrations and
humour. 
WORDS MICHELLE MARR
PICTURES JOHN KOH

Truffles for Muscles

John Gummer, Alex & Ross Robertson 

Andrew Embley & Russell Blaikie

Jodie, Charlie & Steve Hughes 

Tim & Veronique Willing 

Lara Kovecevich &
Lydia Tsvetnenko

Zhenya Tsvetnenko & Malcolm Day Rachael Davenport & Rob Storey 

Elizabeth & Jean Perron Steve Wilton & Sue Fletcher 

....................

OUT & ABOUT
EDITOR DI BAUWENS
• di.bauwens@wanews.com.au • @dibauwenssocial 
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Wednesday, June 11, 2014 THE WEST AUSTRALIAN 

Guests enjoyed elegantly matched
canapes and cocktails including
White Russians and rum floats at S2
in North Perth at the VIP shopping
night, Blackout. The gallery-style
store showcased racks of
predominantly dark edgy palettes of
timeless and trans-seasonal pieces
from labels such as Zambesi, One
Fell Swoop, Company of Strangers
and Alistair Trung. Spotted among
the collections were Denise Cheir,
Lisa Adams, Nicola Peachey,
Deborah McKinnon and Samuel
England, along with store owner
Chrissie Catling.
WORDS BERNADETTE BOSANAC
PICTURES JOHN KOH

S2 VIP Soiree

Katherine Kalaf & Evi Ferrier

Daliya Al-Said & Samuel England 

Nicola Peachey & Lisa Adams 

Chrissie Catling 

Andrea
Goh Niamh

Clinton Have you been
photographed in 
Out & About? Visit

thewest.com.au/outandabout

Ryan Crowley & Samara Tugwell 
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association partners

carers wa 

Philips

perth wellness

red rooster 

ripple retreat 

rocky bay

wesa
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event partners

andrew embley

arlec

bankwest busselton

b & s Printing

coleman

dear friends

finsense financial planning

jp promotions

kauri sports apparel

leeuwin estate

nervana chiropractic

Salt PropertY Group 

Toyota financial services 

truffle & wine co

zhivago



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

mdwa.org.au

ABN 49 158 959 834

Promise for tomorrow. 
Help for today and tomorrow.


