
Meeting a family in the MDWA community 

 

 

Engaging, inquisitive and fun-loving, beautiful blue eyed Charlie Hughes inevitably captures the full 
attention of all who encounter him.  

When I meet him, it is 6pm on a weeknight, a time many families term ‘the witching hour’, those 
moments of the day when a household is at its most frenetic. 

Charlie’s Mum, Jodie Hatherly is just home from her city job as a corporate lawyer, and Dad, Steve 
Hughes, a winemaker, and Charlie have returned from a busy afternoon of appointments. 

Six-year-old Charlie is hungry, has stories to share about his day and is curious about my presence.  

There’s nothing remarkable about this early evening routine. 

Only for Jodie, Steve and Charlie, reaching this point in the day has demanded more juggling than 
most families contend with. 

Charlie, who has congenital muscular dystrophy, has never walked. His health and well-being is 
dependent on extensive ongoing medical care and creative juggling of family resources. 

Regular appointments are needed with experts in the field of neurology, cardiology, ophthalmology, 
dentistry, orthopaedics, physiotherapy, occupational therapy, speech pathology and respiratory 
care. 

There are also regular general practitioner visits and equipment trials for support equipment such as 
wheelchairs, beds and orthotics. 



The treatment is expensive and as Steve says, “it can be testing dealing with an uncoordinated 
health and government system which can be ‘inefficient, frustrating and lacking in empathy.’ 

Like many families in their position, the Hughes advocate centralised data collection and sharing to 
support holistic clinical care for people with high care needs. 

Although born four weeks premature, Charlie seemed healthy, says Jodie. 

When the clinic sister suggested something needed investigating, the family ploughed through a ‘fog 
of medical appointments’ before a neurologist finally identified that Charlie had muscular dystrophy.   

Connecting with Muscular Dystrophy WA, which celebrates its 50th anniversary of improving the 
quality of life of people living with muscular dystrophy this year, the Hughes gained practical and 
emotional support.    

Charlie started attending camps and outings with other children and became an ambassador in 
2014. 

“Learning that your child has muscular dystrophy is a very emotional time and the grief is ongoing. 
There’s plenty of joy too, but there are many ongoing challenges,” Jodie says. 

“The reality is that the only people who really know what you’re going through are those who are 
going through it. We found that support through Muscular Dystrophy WA.”  

After learning that Muscular Dystrophy WA receives no government funding, the Hughes became 
enthusiastic fundraisers and along with supporting events such as Truffles for Muscles, the Toyota 
WA Golf Day and Sunsmart Ironman 70.3 Busselton, they have raised almost $90,000 through Trail 
Day for MDWA. 

Now a board member, Jodie says being surrounded by positive examples of people with muscular 
dystrophy who are leading fulfilled lives has also raised their aspirations for Charlie.  

Their hopes for Charlie are that he will finish school to whatever level he chooses, that he will have a 
close group of friends, he will travel, have adventures, work in a job he enjoys, live independently 
and find love.  

Appealing for a more inclusive wider community, the Hughes lament the lack of disabled parking, 
facilities in public places, accessible holiday accommodation and play areas for children with 
disabilities. 

“We have had occasions where Charlie has not been able to attend a friend’s birthday party or 
another party due to the venue not being accessible or because the activities aren’t disability 
friendly. This is hard to explain to a child and it is heartbreaking for us.   

“Poor accessibility ranks alongside homework as a major irritant for Charlie, but this is 
overshadowed by his love of playing with friends, playing musical instruments and listening to music, 
playing cars with his Dad, swimming in our pool and riding his purpose built bicycle. 

“Overall, we are in a better place to deal with our hard times.” 

 


