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WELFARE REFORM COMMITTEE 
 

YOUR SAY – LONG-TERM CONDITIONS 
 

WRITTEN SUBMISSION RECEIVED FROM LEE CASSIDY 

I know you probably can't help me but I just wanted to share with you just how tough 

I'm having it at the moment.   

I'm a single mum with two children aged 9 and 13 who has been off work sick since 

July 2013 after a simple operation brought on Chronic Fatigue Syndrome.  I was 

working with the Children & Families East Neighbourhood Admin team and since 

July I've had the luxury to go from full pay, then half pay, to SSP to now having to 

apply for ESA.    

Life for me went from being a busy independent mum hardly ever in the house, going 

out at the weekends with the kids to the cinema etc to having to sleep downstairs in 

the living-room because I can no longer cope with the stairs, being constantly tired, 

never getting out the house unless I use a wheelchair as walking is too tiring to never 

doing anything at the weekends as the town is too noisy, bright and tiring. Recently 

the furthest I can go is Cameron Toll and even that has to be when its very quiet due 

to sensory overload. 

I also recently was diagnosed with a hearing impairment so I'm now waiting on a 

hearing aid.  You could say life for me is just peachy!!  

We're all suffering because of this illness more-so my kids who now have no social 

life and have had to virtually take on my role having to cook meals, clean up the 

house etc as apparently there is no facility of help like that anymore. 

I've applied for a house move to a ground floor bedroom/bathroom or bungalow on 

the East side of the city near my only family members who can help, my step mum 

and dad, to reduce the pressures put on my children but as I'm looking for almost like 

for like, according to the council, I need to look at house exchange rather than 

having to 'bid' for an acceptable house as that could take years and quite frankly my 

kids would loose their minds if they had to wait that long yet there is no one willing to 

exchange with me who have the facilities I am now requiring.  The best place for me 

would be the Thistle Centre yet according to the Council I still have to Bid for these 

properties if and when they come up.    

I was surviving 'just' financially when I still had working tax credits on SSP however 

they stopped this week and I was initially told I would get £106 a week ESA however 

a letter today states I am only getting £71.70 a week. 

How the state can penalize a person who wants to work but is off sick through no 

fault of their own I do not know :(  It actually stinks that I've worked hard to ensure I 

made my kids proud of me.  I went to college for 4 years whilst taking regular 
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Pseudo seizures to gain an HND Admin & IT degree with Merits to ensure I got a 

good well paid job.  I bought and paid for everything in my home - NOTHINGS on 

credit, except the blasted treadmill I recently bought from Littlewoods in the hope that 

it would get me better thinking exercise would cure me,  how wrong was I, yet I'm 

now in a position where I'm having to beg for food because the money the 

governments giving me is  not enough to cover the bills that I'm locked in contracts 

with.  

I've tried to reduce the payments I make as much as possible but I can't reduce them 

any further.  When I was working I took out a loan for a holiday with the kids and a 

contract phone as I did not foresee being so ill now, how would anyone.  Boy am I 

regretting that, I'm locked into 2 year contracts with most bills so cannot cancel or 

reduce payments etc 

Tonight I redid my budget using the figures I now have and I am now struggling 

financially.  I've gone from a wage of £1100 a month to a benefits income of £286.80 

a month.  How anyone expects someone to live on that I do not know.  Could you? I 

really would like to see you try!!  

When I wasn't working I got: 

£90 odd a week Child Tax Credit, £30 odd a week Child Benefit and for myself just 

over £100 a week Income Support  

I start working and earned: 

£150 odd a week Child Tax Credit, £450 odd a Month Working Tax Credit, £33.70 a 

Week Child Benefit and a Wage of £1100 a month  

I became ill and unable to work through no fault of my own I'm now on: 

£98 a week Child Benefit, No Working Tax Credits, £33.70 a Week Child Benefit and 

£71.70 a week Employment Support Allowance  

So you tell me what you think - Somethings not right there at all!!  

I even did a benefit check as I thought someone somewhere must have done 

something wrong to make me survive on that amount however nope all the figures 

check out on both the government one and entitled to.  I cannot yet apply for the new 

DLA scheme until I get my specialist appointment and for them to give me a letter 

confirming I have CFS/ME so in the meantime I am struggling, mind you from what 

I've read I'd be lucky to get anything from the new scheme. 

I've been savvy with my money as much as possible even getting my kids to take 

packed lunches to school so I didn't have to pay school dinners as according to 

Edinburgh Council I wasn't entitled to Free School meals on SSP despite my severe 

drop in wages.  However I'm not making ends meet and have been relying on putting 
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things on my credit card again when things were tight more so at Christmas when 

the kids expected some form of presents.  Its a vicious circle, I pay off the credit card 

with money for food, bills etc, I have no money for food or bills etc so I pay by credit 

card. 

My condition is exacerbated by stress and by god this is not helping. 

I was told to consider the foodbank before Christmas and up until now I was trying to 

tell myself I could manage and that I really wasn't in need for it, however tonight I'm 

sitting having to tell my kids we are in serious financial problems and to cockanny 

with food we have as I can't afford to buy stuff etc.  As I live in Hyvot Loan my 

nearest one according to Google is the South East Branch and so tonight I've had to 

suck it up and email them begging for help.   

Never have I been so mortified in my life.  I wanted my kids to feel proud of me, now 

all they see is a sick mum who can no longer give them pocket money, take them to 

nice places or even feed them.  I now have to get them to look after me, clean up the 

house, cook meals, do the shopping as i'm often too tired to help and for no 

recompense.  No wonder they'd rather live somewhere else nowadays and no 

wonder my daughter self harms.  The strain this ugly illness is putting on us is 

shocking and no one is willing to help us out. 

You people are wealthy, you get paid very high salaries and never have to consider 

just how tough it is for the REAL sick people in Edinburgh.  All you ever think about 

is the Junkies or Alcoholics or the people who are at it who you need to penalize for 

claiming benefits yet you end up also penalizing the people who really do need the 

help and support through no fault of their own.  Hell if I were an illegal immigrant I'd 

be entitled to much more than I am currently getting yet I'm British born and bred, I 

had a horrid childhood of various abuses yet I used that as my motivation of moving 

away, moving on and giving my children a much better life than I ever EVER had. 

Do you know it took me 5 months to get a permanent wheelchair from the NHS.  I 

had to borrow one from the British Red Cross and am mortified that I had to hand it 

back this week unable to donate anything to them because all my moneys been 

cut.  These people went out their way to help me with a vital piece of kit yet I can't 

thank them for that. 

Not to mention the Wheelchair I did get is a manual one which my daughter and 

stepmum are finding it difficult to push.  Ideally given my circumstances I would have 

been better getting an electric wheelchair yet to get that you need to get the full DLA, 

again another vicious and long drawn out circle. Yet it takes months for the specialist 

appointment and even then one appointment is never e 

nough, often sufferers take years to fully diagnose so what then? 
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Why do the government make it so hard to get the much needed help that people 

like my family really need? 

Do you know of anywhere I can get the vital help and support we need? I've 

exhausted every avenue I and Google can think of. 

Why isn't there a seconds scheme for disability aids? Why does everything have to 

be binned after their first owner, surely if you had a seconds scheme many more 

people could get the use out of vital equipment and not have to wait so long. 

You know through the goodness and kindness of the Edmesh group, an ME support 

group I've gained more support and advice from them than I have from anyone in the 

government.  I joined their facebook group and within minutes finally felt listened to 

and supported even though all they could do was offer advice, just the fact that they 

are in the same boat was enough. 

Through the kindness of the group a fellow sufferer donated their old Mobility 

Scooter which was surplus to requirements to help take the strain off the kids having 

to push me everywhere.  This was a massive help.  I can finally go to my local 

supermarket independently however due to Lothian bus regulations I cannot travel 

by bus on my scooter even though it is the boot scooter version and not the huge 

pavement variety therefore the furthest I can go is Cameron Toll as long as its a 

good day, if its wet I have to take a taxi costing almost £10 or stay in and feel like I'm 

locked up in a Jail Cell!  Please tell me how I am meant to still do vital shopping trips 

with the kids on £71 if a taxi there and back is £20?  Surely it would be more cost 

effective to look at a persons circumstances and give them mobility aids which would 

make life easier rather than the bog standard in the hope its 'ok' 

I don't even vote anymore because whats the point? You ALL made this predicament 

happen yet none of you are willing to change things for the better.  There are over 

200 Edinburgh Constituents in the Edmesh community on Facebook and very little of 

them get DLA for their ME/CFS despite suffering almost daily with debilitating 

symptoms.  Some like myself are being told by work that we 'may have to retire due 

to ill health'  I'm 33 years old!! Yet to the DWP our condition is 'fake' or 'not 

recognized by a test so cannot be given support'.  Really??  

Imagine if I were your daughter!  How would you feel knowing that I'm so ill most 

days and no one is able to help, that I cannot feed my children because I cannot 

work due to no fault of my own.  How would you feel as my daughter or son?  Having 

some days to help me to the toilet or at my worst Help perch over the bed and pee 

into a bucket because just walking to the toilet is too much.  Imagine how I feel 

knowing that I'm having to get that help from my kids because there really is no one 

else nearby who is able to help! 
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Actually when you think about it the Government is discriminating me because my 

disability is ensuring I cannot work!!  And there was me thinking the Government was 

against Disability Discrimination!! 

Its taken me all day to write this email due to tiredness, being upset and frustration 

that I'm now in this position through no fault of my own.  So I guess all that leaves 

me to say is do you understand how tough life is for me and even others like me?  

Can you help make things better?  

Can you point me in the direction of anywhere that can help? 

 


