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Dear Dr Harmer,

I am a member of the ME/CFS Society (SA) Inc.  It was in our weekly email newsletter that the 
information about the Pension Review was highlighted.  As a member we have been urged to 
write about our position in society living with a disability and today I feel that my story of 
suffering with ME/CFS should be heard.

I was thirty five years old, in the middle of a promising career with Westpac Banking 
Corporation here in Adelaide when one day I collapsed at work.  I went off to the doctor that 
afternoon and never returned to my employment.

That was seven years ago.

I was diagnosed with Chronic Fatigue Syndrome after contracting the Epstein Barr Virus one 
year earlier and did not realize that I had been infected.  I worked through what I thought to be 
colds and flu’s as I was on a career path that was exciting and rewarding.  There was nothing 
to indicate that anything more sinister would be on the way.

However, that day arrived when I collapsed.  My whole world turned upside down.  I was 
diagnosed pretty much immediately which was a relief but there are no medications to take to 
alleviate the symptoms and I was bedridden for the first three months as rest was the only 
prescription the GP could advise.

This illness is very real and very debilitating.  It took me one year to get to a point where I 
could shop for myself again.  In the meantime I was seeking a payout from Westpac as my 
health was severe and rehabilitation back to work was not an option.

I had to hire a solicitor to help me with the compensation which took two years.  I was 
successful and was able to purchase a small apartment outright.  But that was it.  There were 
no millions of dollars to last me a life time, only enough to give me a home with no future 
income.

Then my mother’s health deteriorated four years ago.  I had to hospitalize her three times in 
six months.  She was finally diagnosed with a severe form of Diverticulae.  This was 
inoperable as my mother had bowel cancer twelve years ago and the doctors removed half of 
her bowel when they removed the cancer, so the specialists would not consider her for any 
more operations.

I was struggling to look after myself but then I became my mother’s Carer when she became 
ill.

It was decided that we would consolidate our living arrangements as I was finding it 
increasingly difficult to care for my mother and myself and two separate homes.



We both sold our units and bought a townhouse together.  So at the age of forty three I have 
become my mother’s Carer.  I would not have it any other way.  My father is already in a home 
suffering from late stage Alzheimer’s and the thought of putting my mother into a home as well 
did not even enter into the equation.

I have been on the disability pension since 2003.  My mother has been on the old age pension 
since 1997. 

I have given you this private glimpse into my life so that you may gain some insight into where 
people end up in there lives.  

For me it was a complete shock.  I could not believe that my life as I knew it was over.  I was 
very active in all aspects, with work, travel, socializing and being a participant in what I 
assumed my life to be.

All of a sudden this was taken away from me.  The ability to earn a living being the harshest 
aspect of this illness was the hardest to take.  The next was becoming a social pariah.  I was 
unable to commit to any invitation and they eventually stopped.  As for travelling, I used to go 
overseas once or twice a year, now I haven’t left the country or the state for that matter for 
almost eight years.

This is the real disability.  At forty three years old I am unable to participate in society as I 
once did.  I have found a new way of living.  I am not thrilled about it and the fact that I am 
unable to earn a living for myself anymore is very hard on me.

I have maybe another thirty or forty years of life left to live on this earth.  I was cut down by 
this terrible illness in the middle of my earning capacity.  How am I ever going to make it up if I 
cannot hold down a fulltime corporate job again?  I was working 50 – 60 hours a week. There 
is no way I could cope with the physical or mental requirements of working in a position like 
that.  I'm stuck!

My only life line has been the disability pension.  For the first time I now know what it is like to 
live in poverty.  I have always had an income since the age of seventeen and have never 
been without a job.  My career of almost twenty years has vanished and my lifestyle along 
with it.

I am very grateful that I receive a pension; however, the purpose of the review is to 
understand what pressures people are put under with an income that is so restrictive the basic 
cost of living is not even covered.

As I am a Carer I receive the Carer allowance as well as the Disability Support Pension.  This 
may sound as though I am doing quite alright, but I also have medications to buy for myself as 
I am an Asthmatic and have Epilepsy.  There is also compounded herbal medication that I 
take to assist with the Chronic Fatigue Syndrome symptoms.  

I do not go to the movies, eat out at restaurants, see anything at the theatre, and buy clothing 
or shoes (only when absolutely necessary).  I also do not attend to myself with any beauty 
treatments as I used to.  All of this I consider a luxury.

My mother and I do not have Foxtel, we do not rent DVD’s, play the pokies, smoke or drink 
alcohol.

We do however own a small dog.  He is not considered a luxury.  He is our family and in fact 
he will be given food before either my mother or me.

My mother and I live very frugally.  We have no vices on top of our living costs and we still 
struggle every fortnight to make ends meet.



I do all the grocery shopping and our ‘hardware bill’ (Coles) used to be $60 - $80 a fortnight 
for the two of us when we moved in together two years ago in 2006.  Now our Coles bill is 
between $130 - $180 a fortnight.  The list hasn’t changed but the prices have and our income 
has not.

Fresh fruit and vegetables must be eaten in our household because of my mother’s condition.  
She is required to maintain her health with fresh food.  The cost of this has of course 
skyrocketed due to the drought, so I buy less.

Then there is chicken, fish, meat, electricity, gas, council rates and taxes, car registration, 
petrol and maintenance, the list is endless.  None of it is superfluous.

The pension should remain as a fortnightly payment as this helps with budgeting.  Also the 
Utilities Allowance has been a ‘godsend’ for us as we live in Adelaide where we suffer from 
extreme heat/cold requiring the reverse cycle A/C to be used often.

The Pension Review is required for all pensioners not just the Aged Pension.  The cost of 
living has increased and the pension has not.  It is as simple as that.

It is about giving some dignity to the people that need it most.

Yours truly,

[name, address and phone number supplied]


