
 
 
After more than 20 years of fighting to find answers and a solution to Muscular Dystrophy, I often 
sit back and think of all the people who I have met in this sometimes amazing long journey of 
discovery. While members of the MD Community are foremost in my thoughts, I often think about 
the people who have assisted me personally or organisationally at the MDA. I realise that many of 
these people I have vowed to keep in contact with and inform them of our progress, but 
communication at times has been difficult with time restraints and the priorities that sometimes do 
not leave enough time in the day to effect this good intent.  
 
My answer to this “problem” is to harness technology and utilise email and some newly acquired 
software which will enable me to send my “blog” to you on a regular basis. This will keep you up 
to speed with developments from my personal perspective. It is my way of sharing the ups and 
downs of living with and trying to effect change in world of muscular dystrophy with friends and 
supporters. 
 
For those who do not know my personal circumstance, or how I came to be heading up MDA, 
allow me to fill you in. My youngest son Ryan was diagnosed with Duchenne MD in 1983. Back 
then, there was no support, few answers and only bad news. Doctors told my wife and I that Ryan 
would not live past 14.  
 
On the 16th February this year, Ryan achieved a remarkable milestone, his 30th Birthday! It turns 
out that all these medical advancements and research that we work so tirelessly to produce are 
slowly working. Hope is something that, as a parent of a child with MD, is the key element. To 
provide my son with everything he needs medically, socially and emotionally is paramount. I know 
that every parent would feel the same way. 
 
My other passion is photography, as is evident in the two projects My Diverse Australia and 
Melbourne’s Delights which have come to fruition in the last few years. I look at photography as 
having similarities with living with MD. Both are reliant on your own personal perspective of a 
vision, or a problem. What lens do you use when you look at the world? 
 
Perhaps it is a standard 50mm – where everything is pretty much a “normal” proportion. Perhaps 
it’s a macro-lens which magnifies the small details. Or is it a wide-angle lens, taking in the big 
picture? 
 
Just as different camera lenses capture completely different images, so too do our own eyes. We 
each inevitably look through a lens created by a myriad of factors; upbringing; society and culture; 
conflicts; education and past experience. 
 
People, who live with a family member affected by a disability, see their child very differently than 
a stranger on the street, a government agency, a teacher or a family friend. They see what they 
can achieve, they see the possibilities.  
 
Part of my dream is trying to educate individuals and groups to see something through a different 
lens, to make the effort to at least try. A different lens is a different perspective. Anyone who lives 
with disability would welcome the changes in perspective from the wider community, a 
commitment to use that wide-angle lens and absorb the big picture. 
 
My journey at MDA is a long one, but one that is probably the most important. My vision 20 years 
ago has been surpassed by what we have achieved, but there is always further in the journey to 
go. My initial dream was to provide other parents with the support that my family did not receive, 
when the devastating diagnosis is delivered. 



 
Hope is a powerful tool, I’m optimistic about translating our collective Hopes, Dreams and 
Aspirations into Reality.  
 
In 2010, the MDA are providing support services, respite for families and carers, advocacy, 
education seminars, a promise to fight to be heard at senior government levels, a commitment to 
raising funds for research and certainly not least – the knowledge to parents and families that we 
are only a phone call away in times of despair and need. I am proud of these achievements. 
 
I am excited by being able to reach out to you and share my thoughts on a regular basis and I 
encourage you to contact me with any questions, thoughts or suggestions to help the MD 
community. Together we can Make a Difference for the one in 1,000 Australians affected by 
Muscular Dystrophy. 
 
Oh, and if you find yourself with 15 minutes to spare, drop by my photography website and see 
first-hand the results of my other passion. – www.Graphix-Gallery.com 
 
 
Until next time, 

 
Boris M Struk 
Executive Director  
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