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I was diagnosed with Multiple Sclerosis in December 1999, and managed to work full 

time as a Staff Nurse until April 2006.  In the latter years, I had a lot of sick time and 

fought tooth and nail to keep my job, because I loved it so much, but it became quite 

apparent that I had to give it up, and so I was ill health retired from nursing 

altogether.  Coming to terms with my diagnoses and the limitations it put on my life 

was very difficult for me. It took several years to settle into this new life of 

unemployment and benefits.  However, I could then focus on my health and keeping 

myself at my optimum since the stress and pressures of work were lifted. 

This was all turned upside down when I was sent an application for the new ESA 

benefit which was to replace my previous Incapacity Benefit.  This is a huge 

document, which asked me questions which I felt didn’t reflect my circumstances.  I 

was asked to fill it in as my worst days would be.  I am a positive person and like to 

focus on the good things that I do, and not the things I can’t do.  The bad incidents 

(relapses and varying daily symptoms) in my life have literally been blanked out of 

my mind.  This is how I cope with my illness, and yet I was being asked to revisit 

these dark times.  Obviously this was very upsetting.  The forms were exhausting to 

complete and had to be filled in over many days.  I had no idea if I was doing this 

correctly or not, and whether I remembered everything.  It was so vague and 

confusing and didn’t allow for the variability and unpredictability of Multiple Sclerosis 

either.  I was absolutely fatigued and distressed when I finally finished. 

 I was subsequently called for an assessment by ATOS.  I was worried now.  Not 

about the actual interview, but about getting to the place, how it was laid out, where 

would the toilets be, what if I fell, or had an accident. I also worried about how tired I 

would be, and would I make a fool of myself trying to explain things and not find the 

right words or get confused…..oh, so many things…and more!  My Mother had to 

come with me to help with all of this.  It helped a bit.  The interview itself was fine, but 

I still felt anxious, at the time.  I answered as best I could with Mum filling in as 

needed.  I left feeling relieved. A letter soon followed placing me in the Work-Related 

Group and I understood it to mean I had passed the assessment.  (I did not fully 

understand the implications). 

At Job Centre Plus, which also wasn’t easy for me to get to, I became more 

confused.  I was to attend Life Skills as a requirement, and they would help me get a 

job, IF I wanted to work.  I thought this was very weird.  Who is going to employ me?  

However I went, all the same.  The woman there, very quickly realised that the only 

way I could work is if I worked for myself, and so promised to send me on some 

courses to facilitate this.  I never received this information, so I assumed this was all 



a waste of time, and so did she.   I had no real idea why I had been sent there, in the 

first place. 

My money remained the same as when I was on Incapacity Benefit, and so I felt this 

was the end of my processing for ESA.  However, my friends at The MS Therapy 

Centre were now all being assessed too.  They were talking about 2 groups, and I 

didn’t know what they were referring to.  I then got a letter from Job Centre Plus 

telling me my money will be stopping in December as that was the year up on my 

benefit entitlement. I couldn’t believe it!  What do I do now?  I knew I couldn’t work, 

but I couldn’t live without this small amount of money.  I couldn’t sleep; I became 

quite agitated and emotional.  I didn’t know where to turn.  My Mother suggested 

Citizens Advice Bureau, and so I made an appointment, with her support.  Almost 

immediately, they told me I should appeal and were confident I would win the appeal.  

How could they be so sure?    At that point, it was all taken out of my hands and the 

wheels were set in motion.  I couldn’t believe it was this easy.  Up to now, I was like 

a deer caught in a car’s headlights, and now I was being caught up in this whirlwind 

of (apparent) certainty that I would get into the right group now.  I couldn’t help but 

be stressed, especially when the payments stopped on 7th December 2012.  For 2 

months we struggled financially and then I got the most confusing letter from Job 

Centre Plus.  Like all the other letters, it was confusing gobbledegook. I had to get 

others to read it to understand that I was now in The Support Group of ESA.  CAB  

were right!  Amazing! I was stunned, but tremendously relieved too.  A huge weight 

had been lifted. 

On reflection, I cannot believe how lost I felt over those 5 or 6 months. What little 

control I had left in my life, had been taken away.  I am fairly new to the Benefit 

system, and my naivety did me no favours at all.  Despite having a good support 

network of friends and family, I hit an all-time low in my life. There’s no doubt about 

it.  It was like my world had come to an end.  I think I am quite a level-headed, well-

educated, rational person in normal life, and yet I was made to feel hopeless, 

demoralised and worthless.  How do more vulnerable people cope with this 

intolerable strain on top of their illness? 

I don’t understand why we have to prove, time and time again, how awful our lives 

are?  Isn’t it obvious?  It’s not my choice to have this illness and to lose a job I loved, 

and I’m NEVER going to get better.   That’s the nature of the disease I have, and yet 

The Government and its various departments insist we tell them over and over 

again, in detail, on an annual basis, what we can’t do.  What a waste of time and 

energy for all, not to mention taxpayer’s money, because someone’s getting paid to 

do this! 

Surely, the fact that Multiple Sclerosis is a progressive Neurological disease is all the 

evidence required.  The conclusive evidence is on repeated MRI scans and continual 

assessments by expert medical professionals.  That some people can work with this 

illness in the early stages (as I did) is undeniable but if you’ve been ill health retired 



out of your job already, surely it’s obvious that  your diseases is progressing and the 

likelihood of working again is remote.  I feel there is a lack of understanding, no 

compassion, and that we are being repeatedly punished for being ill.  Now we are 

going to have to do all again with the new PIP replacing DLA. It beggars belief that 

we live in a progressive civilized society!  

 


