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Matt’s Story 
Football & Food 

I love football and am a big 

Sheffield Wednesday fan.  I used to 

do a lot of football training and 

play with a local team and one of 

my ambitions was to study sports 

at College.  When I was 14years 

old I started to become ill – feeling 

really sick and extremely tired.  I 

would frequently vomit and 

needed to sleep an awful lot.  

Everything became really hard to 

do.  When I tried to go to school I 

ended up being sick and coming 

home.  School didn’t seem to 

understand at all – it seemed they 

didn’t care about me as all we 

seemed to get were letters 

mentioning “truant”! 

 

Friends also seemed to drop off.  

They didn’t seem to know what 

was happening and I didn’t have 

the energy for them.  Thankfully 

family were there for me all the 

time. 

It helped when I knew that I had 

CFS/ME.  It was far better knowing 

than being left worrying or trying 

to guess.  Once I knew what it was, 

I was able to learn more about the 

condition by researching myself 

on line and by coming to the 

CFS/ME Service and learning ways 

I could help myself. 

 

I tried to go back to school for just 

half days in Y10 but it didn’t work – 

I just couldn’t do it.  The CFS/ME 

Service then arranged for me to 

have home tuition and I started 

having 5 hrs a week. 

 

The tutors came to my house / or 

my grandparents if I was there.  I 

had to drop a lot of subjects I 

enjoyed, such as PE & Resistant 

Materials.  I ended up doing 

English/Maths and Science with 

the tutors and also a Certificate of 
Personal Achievement (COPE).   
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“…you go 

through 
such bad 

times and 
good times 

with this 
condition it 

is important 
to know you 

will get 
there 

eventually” 

Matt’s Story … 

There is no way I could have 

managed doing all the other 

subjects I had originally chosen.   

 

I was glad that someone (tutors) 

was finally interested in my 

education.  I changed a lot in this 

time.  I used to have to sleep a lot 

as I was so tired and some days I 

would sleep all night and most of 

the day as well.  I started to 

gradually cut down the amount of 

time I was sleeping in the day.  It 

was hard to do at first, having the 

tutors coming helped me establish 

a routine. I also tried to walk a 

short distance to my grandparents 

house every day. 

 

Looking back when I slept in the 

day time, I felt like I needed to 

sleep but it really didn’t make me 

feel any better and I’m glad I found 

the discipline to start to cut back 

on this – During this time I also 

started getting interested in 

cooking.  Partly this was from 

watching cooking programs on 

daytime TV, such as Come Dine 

with Me. I also started preparing 

meals at home and enjoyed it.  This 

interest in cooking grew and I 

decided I wanted to pursue 

Catering.   

 

After my GCSE’s had finished I 

took the year off to concentrate on 

my health and aimed towards 

going to Catering College the year 

after.    I started doing some gentle 

exercise and then joined a gym –

gradually building up my stamina 

and I noticed I could walk further 

than before.  I then got the 

opportunity of doing some part-

time work in a kitchen preparing 

lunch for young people.               

This was excellent experience for 

me it gave me confidence to know I 

could do it. 

 

I am now attending college and 

doing a catering course 4 days per 

week.  It is a physically and 

mentally demanding course but I 

really enjoy it!  Practical sessions 

are spent creating lovely dishes 

such a ‘Chicken Chasseur’ or 

‘Taluse Sausage Caselle’ or 

producing fine pastries and breads. 

 

These are long sessions where I am 

on the go all the time.  When I first 

started, the days felt very long with 

the commute by train also and I 

would frequently crash out and 

sleep for up to an hour when I got 

home.   

 

As my stamina improved by the end 

of the first term I was able to cut out 

the after college sleep and I 

continued to sleep well at night.  I 

really enjoy all that I am learning, 

the friends I have made and the 

thought of one day working as a 

chef! 

 

To me keeping positive, pacing and 

determination I think were really 

important in my recovery.  I think it 

was really important to keep trying  

- you go through such bad times 

and good times with this condition it 

is important to know you will get 

there eventually.  

 

I have now completed my first year 

at college. This was celebrated by 

me taking part in a football match 

between the Catering Departments 

and Leisure and Tourism 

Department. I scored two goals and  

felt fully elated, as it was the first  
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i 
time in four years that I had  been able to 

play football, which is my passion in life. 

This is amazing as I have only been able 

to watch it up to now. 

This football match and the success I had 

achieved on my college course resulted 

in me gaining high merits in all  my 

written and practical exams. I was 

spurred on and after an interview with my 

tutors I was offered a place on the Level 3 

course. This is an eighteen month course, 

which includes a month’s work 

experience either in London or Scotland. 

Either way it is another challenge that I 

will face and with determination conquer.  

In my quest to keep moving forward and 

not  letting this illness get the better of me 

I have now embarked on training for the 

“Shine’ walk. This involves walking the 

London Marathon course through London 

at night. 26.2 miles is a long way but my 

determination will see me through and I 

also want to give something back to those 

family members who supported me on my 

bad days and have now found themselves 

facing their own battles with cancer. 
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Chloe’s Story 
Sports & Small Steps 

Before CFS I played sports 

basically everyday of my life 

and never really got tired. I 

was also studying 4 A-levels. I 

remember my CFS starting on 

Boxing Day when I was playing 

tennis with my family and 

suddenly felt really tired and 

had to stop. At the time my 

symptoms were feeling very 

tired, clumsy, not being able to 

concentrate or think clearly, 

like a ‘brain fog’, and having 

trouble getting to sleep in the 

evening. I ended up spending 

all day every day on the sofa 

and my CFS seemed to affect 

everything.  

My doctor told me that my 

symptoms were typical of CFS 

so I knew it was a proper 

illness and that I wasn’t 

imaging it.  It felt like I was 

recovering from a sore 

throat/cold everyday but 

without the sore throat and I 

never seemed to get better. He
also told me to make sure I  

+ 

walked for 5 minutes each day 

to get out of the house and also 

I had known a girl at school 

who had CFS a couple of years 

before me. She missed a lot of 

school but she did get better. 

This made me think I would get 

better and I needed to take 

small steps. It also helped 

because my friends already 

knew what CFS was.  

It was really hard to start with 

though as I really missed sport 

and I had played sports every 

day for 10 years of my life prior 

to CFS. I felt like I was 

surrounded by it but couldn’t 

play as my brothers were 

doing sport everyday and I was 

very jealous. I had to drop out 

of school for the rest of the 

academic year and my friends 

were kind but as they were at 

boarding school I never saw 

them and used to just text 

occasionally.   It was hard 

because they were really busy 

& I kept thinking of all my 

friends having fun together 

My family were very 

supportive and one thing I 

would say is that we are much 

closer as a result of it. However 

sometimes the CFS was a big 

strain and I had no patience or 

logic to sort out problems. This 

caused quite a lot of problems 

with my brothers as they didn’t

always understand and thought 

I was just being selfish when, 

 for example I always wanted 

to be in the playroom with the 

remote. They seemed to forget 

that I could be fun and enjoyed

sport just as much as them.  

My doctor and family did 

really help though as did the 

CFS service where I met with a 

Psychologist & Occupational 

Therapist. However it did take 

a long time to get to see the 

right people as I went from a 

doctor to the hospital to 

someone in the CFS service 

and finally to someone I could 

talk to. It did not help having to 

keep on explaining all of it as I 

felt I was always repeating 

myself for nothing, which 

made me very angry. It also 

did not help when people

dismissed the difficulty I was 

having by saying ‘she’s just 

angry about having CFS, we 

need to wait until she accepts 

it’. This made me feel like 

throwing something at them as 

obviously I knew I had CFS but 

that didn’t mean I wouldn’t be 

upset about it.  It helped when 

I finally was in the CFS service 

as then I was able to cry and let 

it all out and talk to someone 

outside my family.  

I had to make adjustments in 

my school life and after being 

out of school the year before I 

had to drop down an academic 

year. This was really hard as   
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“…you go 

through 
such bad 

times and 
good times 

with this 
condition it 

is important 
to know you 

will get 
there 

eventually” 

Chloe’s Story … 
I felt I didn’t belong in the year 

and was often on my own, whereas 

in my previous year I knew and 

got along with everyone. I also 

couldn’t get to know my new year 

as I was hardly there and never 

had the energy to socialise with 

them out of class. I now wish I’d 

explained  my situation to start 

with, as I think people thought I 

was odd and made their own 

assumptions about me. I think 

some people thought, that I 

thought of myself as special, as I 

could pick and choose lessons. I 

remember one time, when a girl 

was really mean by saying, that my 

being there was messing up the 

seating plan! It was also awkward 

seeing people from my previous 

year when I was on my own in 

school.  

 I built up from starting in the 

Autumn Term, two days a week 

with two to three lessons on those 

days, to full-time by the summer 

term. School helped by 

photocopying students’ notes so I 

did not miss out and I managed to 

do three instead of four A-levels. I 

had to work really hard and this 

did make me feel really ill and not 

eat properly as I felt sick. I was 

also a bit scared thinking that, 

universities would not want me,

but in the end I got 6 UCAS 

acceptances so that was great! I 

also told the universities about the 

CFS, the positives and things I’d 

learnt from it. There were some 

high points like getting three As at 

AS level including full marks in 

Economics despite only doing one 

or two practice exams. Another 

result! It gave me such a buzz. I felt 

happy for the first time in a long 

time!  

I’m now at University studying 

Economics and playing for my 

college’s netball A-team! It is so 

nice being part of a team again! I 

have accessed support from 

Disability Services which has made 

a difference at university which has 

been worth it though it took a long 

time and involved lots of forms. I

have extra money for buses/taxis, 

money for books which reduced 

trips to the library, copying friends’ 

notes and having a laptop with a 

special voice package which means 

I can speak and it writes! Also I 

have had extensions, extra time and 

a certain numbers of hours of a 

helper who can get books etc for 

me from the library.  

I do still get very tired when 

revising for exams and my 

concentration only really lasts 

about 30 to 45 minutes at a time 

whilst I see those around me 

studying all night if they are behind 

which I can’t do. 

I have made changes that I think are 

really important like learning to 

pace myself and the need for rest as 

before CFS I was permanently 

doing sport or working. I don’t just 

take the good times for granted 

either now and really appreciate 

them!  

 CFS had made me think about my 

plans. I always assumed I’d work in 

a high powered job but what I’m 

contemplating now is being a 

manger of a leisure centre as it’s 

made me realise how much I love 

sport and that you should do what 

you enjoy and not what is expected 

of you. 
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Chloe’s advice: 

- For  young people affected by CFS: 

Stick with it! You will eventually get 

there. Just have a go each day, like 

walking for 5mins and then try and 

improve this a bit every month or so. 

Also eat healthy foods & snacks. 

- Exams: apply for concessions : up to 

25% extra time in exams 

- Studying: I study for 45mins & then 

take an hour off & eat some healthy 

snacks. It  helps  me with 

concentration & memory 

- For Families & Friends: Read leaflets 

& information about CFS/ME so that 

you understand the illness 

- For Teachers: Photocopy notes, 

inform pupils what they have 

missed. Be supportive & don’t put 

pressure on to complete homework 

- Health Professionals: Cut down the 

number of times someone has to tell 

their story! Don’t disregard or judge 

feelings a young person has as ‘not 

accepting the illness’ 
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   Perseverance & Physics 

I was diagnosed with CFS/ME at the age of 10, following glandular 

fever and then suffered a severe relapse when I was 15. I am now 

studying Physics at University.  

Before CFS/ME I was a very active, sporty person. I used to train 

four times a week for a competitive swimming club and I was also 

in the school netball club. When I was first diagnosed my main 

symptoms were feeling dizzy, weak and unable to tolerate loud 

noises, strong smells or bright lights. I managed to still attend 

school 3-4 days a week and sometimes take part in swimming 

training sessions in the evenings. However on a bad day I felt 

exhausted and spent the day on the sofa. My limbs would ache; I 

had a poor appetite and struggled to concentrate. I never felt on 

top of schoolwork. 

I found it hard to help friends understand the condition. I think this 

is because friends are never around when you feel unwell, so all 

they see is a happy ‘healthy’ person – especially if like me you put 

a brave face on things. I felt embarrassed talking about CFS/ME as 

I worried they might think it’s a silly illness because it has no 

visible symptoms. I was sure some people thought I should just get 

my act together and stop being lazy. 

When I was 15 my health deteriorated and I suffered a relapse. I 

would be in bed for 19-21 hours of the day. I rarely stayed out of 

bed for more than 1 hour at a time. I found it hard to walk about the 

house, get washed, dressed or even watch TV. I had to leave 

school altogether in December of my GCSE year. Academic 

achievement had always been incredibly important to me and 

after a few months break I decided to only sit six out of ten 

GCSE’s. I had two personal tutors for two hours a week and I went 

into school for only two hours at a time in order to complete course 

work. Deciding to take the exams was very daunting for me as I 

was unable to revise as I would have liked to have done and a lot 

of work I did was wasted. In retrospect it would have been helpful 

if teachers had collected the notes of the lessons that I had missed 

whilst I was absent. 

I managed to achieve better results than I expected which 

motivated me to continue my studies. I enrolled at sixth form to do 

two A levels but I was too enthusiastic as this was unmanageable. 

My attendance was almost non-existent and I left in the New Year. 

 
 

 Laura’s Story: 
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“…the key 
for me was 

to start 
small, 

persevere 
and know 

that you can 
do it’ 

 
 
 

 “…CFS has 
influenced 

my plans to 
go to 

University a 
fair bit…but 

nowhere 
near enough 

to stop me 
from 

applying!” 
 
 
 

 “…Life is 
on the up 
and I am 

optimistic 
about the 

future”  
 

Laura’s Story … 
Coming to terms with CSF was a very 

difficult thing. I often overdid things 

when I was well because I did not like 

to miss out. However this only made 

me worse in the following days, 

leading to a cycle of feeling well, 

cramming as much activity in as 

possible, feeling ill, and then having to 

rest for several days. The condition 

affects each individual sufferer in 

different ways and it took a while for 

me to understand it, how it affected me 

and what I could do to manage it. 

Although I felt extremely disappointed 

that I was unable to attend, and found it 

very difficult to stay cheerful, this was 

the best decision I could have made as 

it enabled me to concentrate on 

applying techniques to improve my 

health. I began walking very short 

distances outside – only 2mins walk! I 

gradually increased it by 5mins every 

fortnight & eventually within a 

relatively short period in time I was 

able to walk 45mins and not feel 

absolutely exhausted. Result! The 

sense of achievement and progress 

you feel as you begin to improve is 

huge, especially if you set yourself 

mini-goals such as being able to walk 

to the newsagents and back to fetch a 

paper. 

To keep my energy levels up I started 

to eat more healthily as fatty, sugary 

foods made me feel sluggish. I ate a lot 

of fruit, vegetable and good 

carbohydrates.  

Doing all of these things enabled me to 

do things that I enjoyed as school work 

had tended to dominate my life. For 

the first time in over a year I was able 

to read for enjoyment rather than for 

study! I also was able to watch an 

entire film at once. All of this didn’t 

come overnight and certainly was not 

easy; it took hard work and dedication. 

The key for me was to start small, 

persevere and know that you can do 

it. 

After I built my strength up I enrolled 

at a different sixth form to study two A 

levels and one at home with a tutor. 

This meant I was never in school for 

more than 3 hours and on average I 

would miss one day a week. The 

teachers were very supportive and 

printed out all the notes that I missed. 

For the last year at sixth form I was 

well enough to study all three 

subjects in school. 

CFS has influenced my plans to go to 

University a fair bit, but nowhere 

near enough to stop me from 

applying! I needed a medical letter to 

confirm that I had CFS & I had a 

Disability Needs assessment at 

University. I was impressed how 

knowledgeable and understanding 

the woman was about CFS. It is 

important to remember that at 

University there is a lot of help 

available through the Disability 

Service, such as: fetching books from 

the library, having extended loans on 

books, having a taxi allowance, 

having a librarian photocopy pages 

of books when needed, the 

occasional note taker in lectures, and 

even equipment such as Dictaphones 

& printers. Also there are people to 

talk to if you are struggling or if your 

health changes. 

I still have to pace myself and avoid 

becoming overtired but now I am 

able to manage CFS more effectively 

than I used to. My current highs are 

being able to shop with friends for a 

couple of hours without the fatigue 

spoiling my fun. Life is on the up and I 

am optimistic about the future. I am 

looking forward to the rest of 

university & finishing my degree!  

 



 

 

 


