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managing  
advanced multiple sclerosis

By carolyn collins

Rae Edwards
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When Rae Edwards was diagnosed with multiple 
sclerosis, her first priority was to ensure her young 

family remained “workable”.

As the mother of four school-aged sons, she was 
determined to continue taking an active role in their care 
and daily lives for as long as possible. But that meant making 
a few changes along the way, including adapting the house 
and acquiring an uncool yellow van. “The yellow was for 
safety but it had the added attraction of making it not very 
pleasant for my sons to drive when they didn’t have their 
own vehicles,” Rae laughs.

The specially converted Mercedes Vito, bought in 2003, has 
remote controlled back doors and a hydraulic wheelchair 
lift. Rae could drive her wheelchair into the back, secure it to 
a box on the floor then transfer to the driver’s seat where she 
had hand controls on the steering wheel. 

The van enabled Rae to keep up her chauffeuring duties 
until two years ago when she voluntarily gave up her driver’s 
licence. Rae’s MS has now progressed to the point where she 
is restricted to a wheelchair although she is still able “albeit 
slowly to manage all the activities of daily life” with the help 
of a paid carer who comes in four mornings a week while a 
friend helps on Fridays. 

“I have been extremely blessed,” she says. “I was able 
to drive until the year before my youngest child got his 
driver’s licence. I didn’t have to go into a chair and I was 
able to do everything while the children needed picking up, 
cuddled, whatever.”

Originally from Scotland, where the incidence of MS is 
unusually high, Rae trained as a doctor at Edinburgh 
University before moving to Adelaide with her family in 
1986 where her work as a medical officer at the Julia Farr 
Centre brought her into regular contact with MS patients.

Her diagnosis, in her mid 30s, confirmed a suspicion that 
had lingered since her late teens when she experienced an 
episode of optic neuritis, an inflammation of the optic nerve 
and a “classic first sign” of MS. After a subsequent episode 
of foot drop she was sent to a neurologist who she believes 
probably diagnosed her MS but chose not to tell her, even 
though she later studied under him.  

“There was no point,” Rae says. “There was nothing he could 
have done and it would have make me think, ‘will I bother 
with my career, will I do anything else with my life?’ My 
life would have been drastically different and if I had left 
medical school then I would not have met and married 
my husband. 

“I sort of reassured myself that I was mistaken, it was just 
one of those things but immediately the symptoms hit (in 
1993) I thought, ‘this has got to be MS’. It was confirmed 
when I had a MRI.”

The diagnosis coincided with the arrival of Rae’s elderly 
parents from Scotland to live with their only child and her 

family. Her father, who was suffering dementia, was never 
told of Rae’s condition. In the circumstances, Rae says, 
the diagnosis “threw me for about five minutes but my 
philosophy has always been ‘can’t change it, why make it 
unbearable and miserable for myself and everybody else’ 
so we just got on with it,” she recalls. 

But she says ‘getting on with it’ was made difficult by the lack 
of information and access to services available to newly-
diagnosed MS patients, a situation which was very different 
from the system she was used to in Britain. 

“There are pros and cons to both systems but in Britain, 
the GP is responsible for making sure that you know of 
everything that is needed for you, to direct you where to 
go for specialist help and other facilities available for you,” 
she says

“Here, in my experience, no one says, ‘do you know there 
is this facility for you?’ Nobody takes ownership of helping 
you. The diagnosis was made and that was it, I would see my 
specialist every six months.” As a consequence, most of the 
initial changes the Edwards’ made to their lives came about 
through their own research and efforts.

The most difficult decision was to leave the family’s much 
loved two-level home in the Adelaide foothills. In 2000, the 
family, which then included Rae’s elderly mother, moved 
into pair of newly built attached maisonettes in an area that 
was more wheel-chair friendly and closer to public transport 
and amenities.

At the time, Rae was not in a wheelchair but she was 
grateful for advice from an occupational therapist sent out 
by the MS Society who advised her to plan for the future by 
widening the bathroom doors. The shower was changed to 
remove the lip and the builder also raised the pavement to 
the front porch. 

Today, there are ramps at the front door and rails have 
been added to the bathroom, including one that is attached 
to the floor on the side of the toilet and can be lifted up 
and down when necessary. The front door is opened via a 
remote control Rae wears around her neck with a mirror 
strategically placed so she can see her visitors from the 
living  room. 

There haven’t been many changes to the kitchen. The 
microwave, which has replaced the kettle, was initially 
moved to a more convenient height but the men of the 
family have taken over the cooking. 
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  Here, in my experience, no 
one says, ‘do you know there is 
this facility for you?’ Nobody takes 
ownership of helping you. 


