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In March 2009 (5 years ago) I took ill, with what was much later diagnosed as 

cervical myelitis, a neurological disorder for which there is currently no treatment or 

cure.  My life literally changed overnight due to the debilitating nature of my illness 

and resulting disability. I also have chronic fatigue which often runs alongside a 

myelitis (or indeed any other chronic illness) diagnosis.  

I was in employment at the onset of my illness however I was declared unfit for work 

on 17th March 2009 by my GP. This was the beginning of a period of sick leave 

which would last for almost 2 years. In February 2011 my contract was terminated by 

my employer on the grounds of incapacity.  

In October 2009 I was advised by my employer that I was eligible to apply for 

Employment Support Allowance, a benefit I had never heard of let alone have any 

knowledge or experience of. I contacted the Department of Work and Pensions and 

made my application by telephone.  At that point I provided them with all the 

information required for my claim and trusted them to get it right by awarding me the 

correct benefit relating to my circumstances. I was advised that I would receive 

Contribution Based Employment and Support Allowance. 

In the years that followed I attended 2 medicals that were conducted by ATOS. My 

understanding of the outcome of these medicals was that I had been deemed unfit to 

work and that I would continue to receive ESA.  

In April 2012 I received a letter from the DWP to inform me that my ESA was 

changing from Contribution Based to Income Related.  

Not long after this, because of a negative experience a friend was having in relation 

to her ESA, I was first made aware of the Work Related Activity Group, the Support 

Group and the meanings behind both with regards to ESA. Not having a clue which 

group I was in I telephoned the DWP to find out. I was informed I was in the Work 

Related Activity Group. At this point I said I should be in the Support Group as I was 

not fit for work both physically and cognitively. I was advised that my period to 

appeal this had exceeded and so there was nothing I could do about it. Apparently 

information re all this had been included in the correspondence sent to me by the 

DWP however due to the cognitive difficulties I experience, as a result of my illness 

and its symptoms, written information is of no use to me.  

In August 2012 I received a letter informing me that I was being investigated for 

benefit fraud as I had not informed the Department of Work and Pensions that I was 

living with my partner. I was to attend an interview on 23/08/12 which could lead to 

me being charged and prosecuted. In amongst the panic, worry, stress and sheer 



terror caused by this letter there was also extreme confusion as to how such an 

allegation could arise. I had informed the DWP that I was living with my partner when 

I initially made my claim in October 2009. At that point I had provided them with his 

full name, date of birth and National Insurance Number. Also every time I had cause 

to phone the DWP they would take me through security. The security question 

always being, “What is your marital status?” to which I would always reply, “Living 

with my partner”. Their reply would then be, “Correct. You have successfully 

completed security”. But now they were telling me they did not know I had a partner 

who I was living with???!!! I attended the meeting on 23rd August armed with 

extensive information to show that I had informed them that I lived with my partner. 

The outcome of this meeting, as advised in a letter several weeks later, was they 

were satisfied benefit fraud had not been committed. 

However during this meeting on 23rd August 2012 it was explained to me I was 

currently in receipt of a benefit I was not entitled to i.e. Income Related Employment 

and Support Allowance. I then asked what benefit I should be receiving. The answer 

being none, due to the fact I have a partner who is in employment. Having worked 

since the age of 15, having paid tax and national insurance for 20 plus years I was 

now in a situation where it was my partner’s responsibility to support and provide for 

me. A partner who had only come into my life 6 months prior to the onset of my 

illness and who had not been by my side while I was working and paying tax and 

national insurance. I was astounded and distressed to find myself in such an 

incredible situation.  

As a result of me receiving a benefit I was not entitled to we had incurred a gross 

overpayment of our Working Family Tax Credits. I disputed that we should not be 

liable for this overpayment as it had occurred through a clerical error made by the 

Department of Work and Pensions but I was told we would have to pay back the 

overpayment. This amounted to thousands of pounds.  

As a family we could not afford for me not to be in receipt of any income. We had 

found ourselves to be in increasing financial difficulty as a result of me not being able 

to work and were desperately trying to get back on our feet. Now we had even less 

money coming in to our household we could not meet our monthly financial 

commitments. I had no option but to try to find a job and return to work despite the 

fact that I am ill and disabled. The difficulties of applying for jobs, attending 

interviews and being able to meet the job requirements were compounded due to the 

fact I have 2 chronic illnesses and a disability.  

I secured a temporary position with a national company to cover their busy 

Christmas period with the possibility of it becoming permanent at a later stage. 

Despite the reasonable adjustments they made for me I struggled with the job 

specifications due to my physical and cognitive restrictions and limitations. There 

were some duties specific to my role that I could not perform at all. Contrary to what I 



had been led to believe, I was not offered a permanent position with them once my 

12 weeks contract expired.  

I then secured another job with yet another national company. 5 weeks in to this 

post, on 1st March 2013, I experienced a breach of the Equality Act which resulted in 

me raising a grievance with the company. I had to go through their internal grievance 

procedure which took in excess of 3 months and was only resolved to my 

satisfaction after I had lodged my case with the Employment Tribunal Service. My 

G.P declared me unfit for work during the grievance process until my employment 

with this company ceased on 21st June 2013.  

I now felt I had clarification that I was not fit to work and I reapplied for Employment 

and Support Allowance. I received a letter to say that I would receive Contribution 

Based ESA from 22nd June 2013 however no payments appeared in my bank 

account. When I telephoned the DWP to ask when I was to receive my first payment 

I was told I was not eligible for the benefit on the grounds I had not paid enough 

national insurance contributions in the required years - despite the fact that during 

the required years I was either in receipt of ESA and national insurance contributions 

were being paid through this on my behalf or working and paying national insurance 

contributions through my employer! I stated I had a letter informing me I was entitled 

to ESA but was told that was a mistake.  

I telephoned Citizen’s Advice and they advised me to check with the National 

Insurance Office re my contributions for the dates in question… which I did… and 

was advised I had paid full national insurance contributions for the relevant years. I 

telephoned the DWP to explain this to them and to say I therefore must be entitled to 

Contribution Based ESA only to be told it was a different type of national insurance 

contributions that I had paid in these years and they were not the right ones required 

for me to receive Contribution Based ESA.  

I was incensed with the unjustness of this situation. Here I was, a British national 

who had worked all my adult life, until rendered incapacitated by a neurological 

disorder and resulting disability, and who had paid British Tax and National 

Insurance being told I was entitled to nothing from the benefit system. Yet people 

who never worked or had been long term unemployed or who had not long resided in 

Britain were in receipt of various government benefits. I telephoned my local MP to 

complain about this and he contacted the DWP on my behalf. As a result I received a 

telephone call in July 2013 to advise me that because my MP had gotten involved 

they had relooked at my case manually and discovered I had paid the correct 

national insurance contributions for the years in question and therefore I was entitled 

to Contribution Based ESA and that my payments would be backdated to 22/06/13.  

Had I not contacted my local MP and had he not acted on my behalf I would have 

continued to not receive a benefit that I was eligible for and entitled to. I am gravely 

concerned about this. It begs the question how many people are accepting wrong 



information and explanations given out by the Department of Work and Pensions in 

relation to ESA and other benefits and are therefore not receiving money they are 

entitled to. I could so easily have been one of those people!  

In the autumn of 2013 I received another phone call from the DWP. This time to 

inform me that due to the answers I had provided in the medical questionnaire I had 

submitted in relation to my ESA application I was being put in to the Support Group 

for 2 years and during this time it would not be necessary for me to submit sick lines 

or attend medicals.  

Finally, 4 and a half years after the onset of my neurological disorder, I was where I 

should be in relation to Employment and Support Allowance. This, however, is only 

until 2015 when there is the possibility the worry, stress, mayhem, mistakes and 

financial hardship may start all over again. 

During the time I was forced back in to employment as a result of my benefit having 

been stopped I was made to feel inadequate. The focus was on what I could not do 

and I was treated with intolerance from colleagues. This was particularly applicable 

to the second post I secured and where the Equality Act was breached. I am often 

clumsy due to my physical restrictions. This was met with sighs of impatience. My 

cognitive functioning has been affected by my neurological disorder and I am unable 

to process, retain or remember information or instructions. I was repeatedly told that 

I had been told that or shown it already. I found it to be demoralising, my confidence 

was greatly knocked and my symptoms were more pronounced due to the physical 

and mental stress I was experiencing.  

For me it has been a litany of unacceptable experiences in relation to applying for 

and being in receipt of Employment and Support Allowance. At a life changing time 

when I should have been concentrating on accepting what had happened to me, 

exploring more about my condition and learning how to manage my symptoms I was 

distracted by the stress and worry caused by the benefit system and the mine field I 

found it to be. It had adverse effects on my symptoms due to the relentless stress, 

worry and problems inflicted upon me. The physical input, mental effort and time 

consumed during this saga prevented me from being able to pace myself which is 

the one thing I benefit from.  

It is wholly unsatisfactory that people with incurable, and often progressive illnesses, 

and permanent disabilities are being subjected to the inadequate benefit system that 

exists in Britain today.  

 

 

 

 


