
1 

 

Elizabeth’s Story    www.100Leaders.org.au 
The 100 Leaders Project: Stories of Living    
 

Elizabeth's Story 

 

Elizabeth told her story in a recorded interview.  This is the transcript. 

 

Hi, I am Elizabeth.  I was born in Bourke, New South Wales (NSW). I live in 

Tasmania at the moment (although not for much longer) but I don’t fall into the 

Tasmanian demographic of having been more likely to develop MS (multiple 

sclerosis).   

(Editor’s Note: Tasmania has a higher incidence of multiple sclerosis than mainland 

Australia, although the reason is unknown.) 

I was in Bourke, NSW where I just grew up in the sun.  So I had plenty of Vitamin D, 

but obviously something was going wrong—if they’re right about the Vitamin D thing.  

So that was from quite young because, as I said, I was born there.   

I always loved the heat—which goes against MS, because the heat makes us worse.  

And even though I still love the heat, it does make me worse but then, so does the 

cold.  It’s kind of a Catch-22 I find myself in.  I love being warm, but to a certain point, 

then I can’t walk and start slurring and it’s a bit messy.  

I came to visit a friend in Tasmania 13 years ago, and it wasn’t the cold that made 

me stay here (because it was cooler). It was the fact that life was simpler and slower.  

That’s not to insult the Tasmanian way of life.  It’s just that life in general is simpler.  

There are less people for services. Take for example going to the hospital.  If you 

have to see a specialist, it doesn’t take as long because there’s not as many of us. 

So it’s easier to get into.  We live in Huonville.  It’s half an hour to the hospital.  You 

get a park almost immediately.  You can virtually park out the front and just walk in, 

and it’s a small hospital, so it’s all really user-friendly.   

That was the thing about Tasmania that I like the most, its user-friendliness, which 

really assists someone with MS, because when I started having trouble walking it 

wasn’t so bad because you could park near where you had to go.  Even if you 

couldn’t get a disability park, you’re still within a short distance of wherever you were 

going, whether it was the hospital or just shopping.  So everything’s just easier here. 

But I am not going to be staying here for very much longer, because my family, my 

partner and our two children, aren’t here. There’s another thing that maybe at this 

point I should mention; I’m also pregnant.  

(Editor’s note: Elizabeth and William welcomed their third child, a daughter, after this 

interview was recorded.) 

It wasn’t planned.  It was a bit of a surprise, and now we’re quite excited, I suppose.  

At my age I thought it was menopause (I’m 44), and I had thought, “Oh well, that’s 
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handy,” because we’re about to embark on a two year trip around Australia in a 

bus—a converted bus—which we were inspired to do by William, my partner.   

He goes to a carers’ meeting, for carers of people with MS, and one of the people at 

the said at meeting: “I really want to go around Australia in a bus.  I’m going to do 

that one day.”  And one of the carers said, “Do it now, do it now.”  When William 

asked why, he said, “Because I did when my partner was diagnosed and if we’d 

waited we couldn’t have done it because she’s now in care. She’s in 24-hour care 

and she’s in a really bad way”.   

William came home and said, “We’ve got to do it now. I know that’s not going to 

happen to you, but you never know, and it’s not just with MS, it’s with anything”.  It 

kind of inspired me, I’m not sure if inspired is the right word—it urged us to do it now.  

So last year in about September, almost immediately, we went out looking at buses 

and bought one.  We put the house on the market and it sold in a day.  It was all just 

happening—it is very exciting.  William’s finished work, he’s taken leave without pay, 

without an intention to come back, because the other thing that we’re also doing on 

the mainland as we drive around is to find somewhere that everyone would like to 

live.  

If it’s too hot we move on, and if it’s too cold we keep driving.  Because our children 

are Tasmanian they not so much like the cold as are used to it, whereas I just never 

ever got used to it.  I have just got worse over the years coping with the cold. 

William’s from Tasmania, born and bred—he loves the cold—but he’s always said 

everyone can acclimatise, so he thinks we’ll be fine.  

So, basically we’re doing that, in a bit of a hurry before we are too old to enjoy it.  But 

you never know with anyone, it’s not just MS that can stand in the way.  We’ve 

known people, who were going to do something like that, but then died of a heart 

attack.  

They were planning to move to Mexico, bought a house, sold their house, the whole 

thing, and three weeks before they were due to go he died of a heart attack. They 

wanted to do it for so many years.  They finally got around to it but just didn’t get 

there.  So now she’s still here, and thinking, “Oh gosh, I wish that hadn’t happened.  I 

wish we’d done it sooner”. 

Hence, we have planned to start our journey at the end of May this year (2011).  

What we have to do is go and visit my parents first because they live in NSW and 

they’re quite old, so we want to spend a couple of months there, and that’s blown out 

now to four months so that I can have the baby.  So the plan now is that by 

November we should be in Darwin—or on the way—on the way up the coast to our 

adventure. 
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With regards to my MS, walking is difficult but I can still do it.  I have a walking stick 

but I try not to use it because it makes me feel disabled. So, instead, I sway all over 

the place and fall over a lot, but I still would rather keep trying.   

I also have to rely on toilet stops.  You may be aware of bladder issues with MS, and 

I find that really disabling because whenever I go somewhere (if we just drive to 

Hobart from here it takes half-an-hour) I will often have to stop half-way and go to the 

loo.  And then when I get there the first thing I have to do is go to the loo—it’s always 

at the back of my mind.  So the good thing about being on the bus is that we’ll have 

a toilet with us, so that will be good.  

I’m not on any medications so I don’t have to worry about keeping anything cold, or 

finding a chemist, or anything like that.  I was on Naltrexone, an oral medication, and 

I stopped that because of the baby.   

And the pregnancy and the breast-feeding will protect me from MS because it’s in 

the literature that when you’re pregnant and breast-feeding MS kind of takes a back 

seat. So it’s amazing not to be affected by MS.   

So, I wish the researchers would hook into that because there’s got to be something 

there that’s relevant. Apparently the natural steroids are high during pregnancy—I’m 

not sure why, it could be a pain thing—but it remains high while you’re breast-

feeding. So that’s handy.  

I do have really bad morning sickness, which I had with the first two children but that 

was 10 years ago and I had it really badly but not for as long. I still have it as I’m 

nearly four months pregnant. So any exercise is really hard because I have to keep 

stopping and hoping that I don’t throw up.  There are some days that I think, “No I’m 

not going for a walk today, it’s too dangerous”. 

I have had MS since about 1988, I’ve sort of lost count, 23 years?  So, all things 

considered, I’m in really good shape. Here I need to mention that William, my 

partner, he’s great.  I’ve had other partners, I’ve been married before, and none of 

them ever coped with the fact that I had to go to the toilet so much.   

We’d be out driving and I’d say I had to go to the toilet, and William will make sure 

that we get there.  He always makes sure that everything’s okay.  And that’s just 

great. He’s really supportive, and just doesn’t say, “Oh, are you sure?  Oh, it’s really 

inconvenient”.  And it never frightened him.  From the beginning it was, “Oh yeah, no 

big deal, there’s usually something wrong with everyone, in some way.  Everyone 

has some issues”. 

If I was going to give someone a tip it is: “Shop around for a decent partner.”  If he or 

she makes a big deal about having to stop at the toilet all the time, just move on.  

Because over the years it has got worse, not better.  So if they’re not coping at the 

beginning, it can just escalate into something insurmountable, which has happened 

to me in the past.   
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Just little things like bladder trouble, or trouble walking, or having to get a park close 

to where we’re going, and if we don’t, having to walk it and having to stop along the 

way, with a partner getting really impatient and saying, “Oh come on, what’s wrong 

with you?”  And I reply, “Gee, I have MS”.  Yeah, so that supportive partner is really 

vital. 

And also friends! You need friends like that as well.  If you’ve got a friend who says, 

“Come on, don’t be silly.  You’ll be alright.” Then ditch them as well.  

With regards to accessing support, I suppose I didn’t need much support in NSW 

because it was so early and I really wasn’t that much affected. Since I’ve been in 

Tasmania, with the Tasmanian support system being so good, I found that the 

Tasmanian MS Society here in Hobart, has been really approachable and just great. 

If I’ve needed an urgent appointment with a neurologist I’d just ring the MS Society 

and they’d just organise it, and they have counselling services as well, which is really 

handy with things that have happened along the way.  And they’d be able to just talk 

over the phone, or I can go in there within a couple of days.  

Whereas on the mainland because there’s so many people it wouldn’t be the same, 

because I would just assume that if the hospital systems is in such a mess then 

surely it would be kind of similar, because it’s the health system. I have a friend on 

the mainland who also has MS and she doesn’t ever go there because she says 

there’s no point, they’re useless, whatever that means. 

So in future after our trip I would like to live somewhere warm, but somewhere small. 

Although I like certain aspects of the city, I don’t like the hospital system. And 

especially as MS has progressed the crowds, they bother me but they don’t frighten 

me.   

Especially if I’m walking and I don’t have my walking stick it’s just hard—physically 

hard.  And if I try and go to the toilet and there’ll be a line-up of 20 people and I’ll 

think, “Oh my god, oh no.” Whereas that just doesn’t happen in Tasmania.   

So it’s been great and my family has been a great support, especially family, with the 

children, with the babies, but William’s mother has been a godsend, an absolute 

godsend.   

There were days when I was exhausted and she would just come and look after the 

children, and I would sleep.  It was really handy having that family support because a 

lot of people that I know who have MS have said things like, “Oh, you shouldn’t have 

children or you shouldn’t have more children because it’s all so hard”.  

It is hard, but if you’ve got the support it’s doable. It’s like most people we speak to, 

say, “Oh, I want to do that”.  And I just say, “Do it”. Thus I’m trying to be motivational, 

and not put a downer on others. 

http://www.mstas.org.au/
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For me my biggest inspiration is my children. If they weren’t there I wouldn’t get up in 

the morning. I’d get up around midday, so they help keep me going. They give me 

the incentive to keep going.   

My ten year old seems to get it more than my eight year old. And Valentine’s great. If 

I fall over he’ll come running and help me up, and he never laughs, not until I start 

laughing. So it’s like if we’re not having fun something’s gone wrong. 

I always have faith in myself, like when some doctors insist you need to get a drug. 

Because I was on Betaferon for a number of years and the stuff is dreadful and when 

I went off it doctors kept saying, “Oh, you won’t qualify for the cure when it comes, 

and it will be all dreadful and you’ll be in a wheelchair”.  

I just had to ignore that and think, “No, I’m not listening to you. I’ve tried that but it 

didn’t work. Go away!”  So I had to stand my ground, with my beliefs in that, even 

though doctors kept saying, “Oh, you’ll be sorry.  You need to do this.”  

I thought, no, “I’ve read the research, I’ve tried the drug and it just didn’t work.” It 

didn’t work for me and I’m much happier now not on anything because I had to inject 

every other day and it was awful, it was absolutely dreadful. I was hysterical towards 

the end because I hate needles.  

I remember thinking, “This is ridiculous. I can’t do this.” And I thought, “No, this is 

what I believe, so just do it”. And I’m glad I’ve done it. And I suppose with the 

diagnosis it was sort of a similar thing. It took years to diagnose, and doctors kept 

saying, “There’s nothing wrong with you”, and I kept insisting, and finally I was 

diagnosed.  

If I hadn’t insisted it might have taken I don’t know how long, because I know people 

who have been told, “There’s nothing wrong with you,” and gone away for five or ten 

years, and then come back to find out, “Oh, actually that was MS”.  

So it’s just it’s good to be validated. And, because I started to think doctors were sort 

of saying, “Look, maybe you need to see a psychiatrist, because this could be all in 

your head”. And I started to think, “Oh my god, I’m going mad”.  

But when I got the diagnosis I thought, “Oh, thank goodness”.  I’m glad I insisted and 

kept going back to doctors until finally one of them would listen and do the right tests 

and, yes, I was diagnosed with MS.   

So that was an important part of my journey. Although it was a particularly 

distressing part of my journey it was important that I just kept up with my belief that 

there was something wrong. 
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Disclaimer 

This website has been developed by Purple Orange (the shopfront of the Julia Farr Association) to provide public access to 

information that may be helpful in respect of disability issues. 

While our goal is that all the information on this website is accurate and verifiable, we cannot accept responsibility for the 

accuracy, completeness, or relevance of the information to the purpose of anyone visiting the website.  

We give no warranty that the information is free of infection by computer viruses or other contamination, nor that access to the 

website or any part of it will not suffer from interruption from time to time, without notice. 

We have included links to other websites as a convenience to visitors wishing to find out more information about disability 

issues.  Julia Farr Association does not accept any responsibility for the accuracy, availability or appropriateness to the user’s 

purpose of any information or services on any other website. 

The views expressed in these stories are those of the authors and not necessarily those of the Julia Farr Association Inc. or In 

Control Australia.  We do not accept liability however arising, including liability for negligence, for any loss resulting from the 

use of, or reliance upon, the information expressed in these stories. 

In some instances, stories may have been edited for practical purposes, but care has been taken not to change the author’s 

‘voice’ or the integrity or purpose of the narrative. 

© Elizabeth Neal 2011. Except as provided by the Copyright Act 1968, no part of this publication may be reproduced, stored in 

a retrieval system or transmitted in any form or by any means without the prior written permission of the author. 

 

  


