
School Daze
School days are often fondly remembered as the best of your life, but what about when
you’re jug g ling  the p ressures of friends and homework  with manag ing  a chronic illness?
1 8 -year-old Emma West talk s to young  p eop le about their ex p eriences of education and M .E .
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In a  society  w h ere “ ed u ca tion,
ed u ca tion, ed u ca tion”  is  s u p p osed  to
b e a  teena g er’s  top  p riority, th e
p res s u re on y ou ng  p eop le to ex cel is
h ig h er th a n ev er. E x a m s , a ll of w h ich
a re rep u ted ly  so im p orta nt th a t y ou r
v ery  life d ep end s  on th em , occu r nea rly
ev ery  y ea r in second a ry  s ch ool. S o h ow
ca n y ou ng  p eop le w ith  M .E . reconcile
th e confl icting  d es ires  of g etting  a n
ed u ca tion a nd  m a inta ining  a  socia l life,
w ith  th e p h y s ica l a nd  m enta l
res trictions  of ch ronic illnes s ?

T eacher s  on  m y  s id e

T a lk ing  to oth er y ou ng  p eop le w ith
M .E ., I’v e rea lised  ju s t h ow  lu ck y  I’v e
b een w ith  m y  ex p erience of ed u ca tion.
I b eca m e ill w ith  M .E . w h en I w a s  nine
a fter b eing  u na b le to recov er from  fl u .
It took  a  y ea r for m e to b e d ia g nosed
a nd  d u ring  th is  tim e I w a sn’t w ell
enou g h  to a ttend  sch ool, a  loca l s ta te
p rim a ry, v ery  often. H ow ev er, s ta ff w ere
v ery  s u p p ortiv e a nd  I b eg a n to im p rov e,
m a na g ing  tw o to th ree d a y s  a  w eek . 

I fou nd  th e m ov e u p  to th e s ta te
com p reh ens iv e h a rd  a t fi rs t, es p ecia lly
th e w a lk ing  b etw een les sons , b u t I h a d
a  lov ely  tu tor w h o w a s  a lw a y s  rea d y  to
h elp . M y  tea ch ers  h a d  b een inform ed
a b ou t m y  cond ition a nd  w ere
u nd ers ta nd ing . H ow ev er, th is  d id n’t
s top  m e from  p u s h ing  m y self too
m u ch . I ca n rem em b er cry ing  b eca u se I
w a nted  to g o to sch ool b u t m y  M u m
w ou ld n’t let m e b eca u se I w a s  too ill. 

T h e only  rea l p rob lem  a rea  w a s  P.E .
W h en I w a s  too tired  I w a s  m a d e to
cop y  from  s p orts  tex tb ook s  w ith  th e
p eop le w h o h a d  forg otten th eir k it. It
felt lik e a  p u nis h m ent. 

A s s em b ly  on  M .E .

M y  cla s s m a tes  w ere a lso a  concern to
m e. I w a s  w orried  th a t not d oing  P.E .
a nd  h a v ing  lots  of tim e off m ig h t ca u se
resentm ent. S h ortly  a fter joining
second a ry  s ch ool, I d ecid ed  to d o a
s h ort ta lk  in a s sem b ly  to ex p la in w h a t
M .E . w a s  a nd  h ow  it a ffected  m e.
Alth ou g h  it w a s  a  d a u nting  ex p erience,

it w a s  so w orth w h ile. I’v e nev er b een
b u llied  a b ou t m y  cond ition. M y
b oy friend , w h o w a s  in m y  y ea r, s a y s  h e
ca n rem em b er th ink ing  h ow  b ra v e I
w a s .

W h en it ca m e to A lev els , th e
op p ortu nity  for h om e s tu d y  s u ited  m e a
lot m ore. M y  tea ch ers , a g a in, h elp ed
m e m a na g e th e w ork loa d . At one
p a rents ’ ev ening  th ey  s a id  th a t a s  long
a s  I d id n’t tell a ny  of m y  cla s s m a tes
(oth erw ise th ey ’d  a ll w a nt th e s a m e
trea tm ent), it d id n’t m a tter if I d id n’t
h a nd  in one p iece of w ork  a ll y ea r, a s
long  a s  I d id  m y  cou rsew ork . T h is  lev el
of u nd ers ta nd ing  m ea nt I cou ld  p a ce
m y self m ore effectiv ely ; a llow ing  m y self
nig h ts  off from  sch oolw ork  to d o oth er
th ing s , inclu d ing  fi nd ing  m y self a  lov ely
b oy friend !

D es p ite th is , in th e s u m m er I ov erd id
it on rev is ion. I th ink  th a t th is  is
som eth ing  m a ny  p eop le w ith  M .E . ca n
rela te to; th e d es p era te d eterm ina tion
not to let th eir cond ition g et th e b etter
of th em . S ince th en I’v e h a d  a  s lig h t
rela p se, b u t I th ink  I’m  fi na lly  lea rning
th a t I w on’t g et b etter if I fi g h t a g a ins t
M .E . a ll th e tim e. H op efu lly  I’ll b e a b le
to p u t th is  into p ra ctice nex t y ea r, w h en
I g o to u niv ers ity. 

“ T hey  d id n ’t  b eliev e 
I w as  ill”

U nfortu na tely, m a ny  y ou ng  p eop le w ith
M .E . h a v e not h a d  s u ch  a  g ood
ex p erience of ed u ca tion a s  I’v e h a d . F or
Alex , it w a s  th e com b ina tion of sch ool-
rela ted  s tres s  a nd  th ree b ou ts  of fl u
th a t lea d  to h er b ecom ing  ill a t 1 6 .
R efu sed  a  h om e tu tor, s h e tried  to
a ttend  m orning s  a t h er loca l s ta te
sch ool u ntil th e ex a m s . 

“ As  none of m y  cla s ses  w ere on th e
g rou nd  fl oor, I h a d  to s it ou ts id e
recep tion w ith  a ll th e oth er p eop le th a t
cou ld n’t g et to les sons  d u e to inju ries
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and illness,” Alex explains. “I didn’t
really get that much teaching at all.” 

It took two years for Alex to finally
receive a diagnosis of post-viral fatigue
syndrome, which led to problems with
her teachers in the interim. 

“People weren’t very sympathetic;
even my Head of Y ear didn’t believe
that I was ill.”

L ike me, she also had a bad
experience with P.E. teachers. 

“They said I was laz y,” she recalls. “In
my report they wrote that I had ‘a
negative attitude to a healthy
lifestyle!’”

Alex laughs about it now, but at the
time the lack of support was
degrading. Most painfully of all, she
drifted away from her classmates. “My
long-term friends were initially
supportive, but we lost touch as I only
ever saw them at break times,” she
explains.

Just months after becoming ill, Alex
was expected to sit her G C SEs. L uckily,
she found out through a friend that she
was eligible for extended writing time
to allow for the restraints of M.E. Her
school didn’t tell her this was possible.
Throughout the exams, Alex
experienced severe headaches and had
to rely on painkillers to get her
through. 

Shortly afterwards, her family moved
to a q uieter area, and her health began
to improve. She enrolled at the local
college to do A levels, attending two
mornings a week. Sadly, she relapsed
shortly after and became house bound,
but now she’s feeling well enough to
take up education again. This time she’s
studying to be a counsellor.

Ex am system too infl ex ible

Alex wasn’t the only person I spoke to
who found the pressures of A levels too
much. B eth took one AS level exam in
2003 , but since then she’s relapsed and
spent the last two years pacing. Her
situation highlights the frustrating
inflexibility of the examination system.

For people with M.E., an exam rarely
gives an accurate portrayal of their
ability; all it really shows is how well
they were feeling that day.

B eth initially became ill at 12 after
catching glandular fever. Despite trying
to attend school as much as possible,
her health declined rapidly and as her
school was over an hour away, her
mother pulled her out. 

“Some of the boys thought I was
putting it on –  you know how
disgusting twelve-year-old boys can be
–  but the teachers were really
supportive. They sent me a nice letter
when I left,” she explains. “It was hard
though, I really missed my friends.”

B eth’s mother moved her to the local
convent school nearer to home. As it
was all girls, it was “more chilled”, and
the headteacher understood the
condition. It was arranged that she
should attend alternate mornings and
afternoons, but her health was still
getting worse. She was advised to go
as much as she could, something she
now thinks was a mistake: “I wish I’d
been taken out of school, but back
then it just wasn’t an option.”

Set those P.E. teachers
straight!

Despite her school’s supportive attitude,
B eth still managed to come up against
some “very thick” P.E. teachers! Instead
of being allowed to sit or lie down, she
was made to referee the netball
matches.

The balance between academic
studies and your social life is one of the
hardest aspects of life in education to
deal with. Teachers have to remember
this when dealing with students with
M.E: it’s not just how much work you
can physically do; your other
commitments have to be taken into
account too. B eth recalls: “I remember
hearing a story about a friend who
studied so hard that when she got her
results, she had no-one to celebrate
with.” She made a conscious decision
not to just concentrate on the
academic side, but to also spend time
with friends. In her third year she
became notorious for not handing in
essays!

Unlike Alex, B eth found that seeing
less of her schoolmates was in some
ways q uite a positive experience. “I
managed to stay out of the cliq ues,
which meant I was exempt from
bitching!” she laughs, “I had a kind of
mysterious aura about me!”

At age 16, studying at home became
the best option for B eth, and in this
way, she gained three G C SEs. However,
two attempts to return to school for
sixth form both led to relapse. “It was
so disheartening,” she recalls. “I was
very low.” 

B eth has since made getting better
her top priority, and is now managing
some days without painkillers. Despite
the severity of her condition, she
remains positive and believes you have
to see the funny side of life with M.E.

Putting on a brave face

Ruth, who has now recovered, urges
other young people not to overdo it
but to put their health and happiness
first. At the age of 15 she contracted
severe M.E. following acute stomach
pain. Despite appearing to get better,
after only a week back at her local
state school she collapsed.

“The first time I knew something was
wrong with me was when I almost got
run over by a car,” she writes. “I’d just
walked out in front of it, but I didn’t
realise what had happened until my
mum asked me what I was doing. I
remember crying and screaming
because I didn’t know what was
happening to my body.”

“I worried that if 
I m oan ed too m u ch
ab ou t m y  illn ess, m y

frien ds wou ldn ’t 
p hon e m e”

At the beginning, Ruth pushed
herself to go into school. Despite the
fact that she didn’t have a diagnosis,
the teachers were supportive. Apart
from the lessons themselves,
maintaining friendships whilst
struggling with severe pain was a huge
challenge.

“I’d put on a brave face and try to
smile. My friends would be talking
about boys and stuff, but I couldn’t
care less what they were saying to me; 
I was in too much pain to be
interested. I never let them know how 
I felt because I didn’t want to upset
them. I worried that if I moaned too
much about my illness, they wouldn’t
phone me.”

‘L isten Up’:
Emma West gave a school assembly
on what it was like to have M.E.



Y
o

u
n

g
 P

e
o

p
le

28    InterAction 55   March 2006

Supportive school mak es
all the difference

Fortunately Ruth had a strong family to
support her. She also had the medium
of art to express herself: “Painting
helped me get the anger out.”

After gaining a diagnosis, Ruth’s
health began to gradually improve,
until she was well enough to start at
art college. A tutor came to her house
and dropped off work.

Four years on, Ruth’s health has
steadily improved through lots of rest
and not pushing herself. She is now
working in her family’s business, and
still painting when she gets a chance.

The main theme that emerged from
conversations I had with Beth, Alex,
Ruth and other young people was how
much easier life is if your school or
home tutor is supportive. It just isn’t
productive to try and continue as you

were before you were ill, and yet the
Association of Young People with M.E.
(AYME) still finds that some schools are
offering inadequate support or refusing
home tuition to young people
struggling to stay in school.

Released in 2002, The Chief Medical
O fficer’s Working Group Report on
CFS/M.E. should help to make sure that
young people with M.E. are helped to
receive education that is suitable for
them: “Specifically, a young person
with CFS/M.E. should never be forced
to study but instead should be
encouraged to set a pace that is likely
to be sustainable, then have their
progress regularly reviewed.” 

It is important to remember that your
health matters more than any
certificate. Beth sums up the sentiment
echoed by all the young people I spoke
to: “Q ualifications can be gained at any
time. Just don’t push yourself – and
most importantly – don’t panic!”

U seful resources 

The Association of Young People
with M.E. (AYME) has produced a
DV D pack for teachers about educating
young people with M.E. and offers
information on education legislation
and accessing home tuition. V isit
www.ayme.org.uk or call 08 4 5 123
238 9

The Young M.E. Sufferers’ (TYMES)
Trust has also published some useful
reports such as Ten Points on the
Education of C hildren with M.E., and
Implications for Schools of the C MO ’s
R eport. V isit www.tymestrust.org or call
the charity on 0124 5 4 01 08 0

Your C hild and M.E. is an AfME
booklet aimed at parents of under-18 s
(£ 2 to members; £ 3 to non-members)

O ur guide to the C MO ’s R eport on
C F S/M.E. in children and young people
is av ailable free –  see page 4 7 .

F riendships and dating –  experiences wanted

F or my next article, I’d like to hear about younger readers’ (teens and twenties) experiences of friendships, socialising and
dating, good and bad. I’ll look at how you maintain relationships (through home v isits, the telephone, internet, going out),
how you meet new people (support groups, chat rooms, through friends), and how diffi cult it is to keep up a social or lov e
life. I’d especially like to hear from young men, as none got in touch last time!  

W rite to Emma at B ox no 4 2 7 0  c/o our B ristol offi ce or e-mail emma_ weste@ hotmail.com 

V erity R ed’s Diary:
1 0  copies up for grabs

“Ever felt annoyed because no number is
stored on 14 7 1 when you were too tired to
answer the phone, but you’d like to know
who you were ignoring? 

“Ever had to stay at home whilst your boyfriend
goes to your friend’s party and secretly wished he’d come
home early (and he doesn’t)? 

“I have. And so has V erity Red. This book will provide you
with a few giggles even when there isn’t much to laugh
about.” So writes Lucy Gardener at www.amazon.com.

Reviewed last issue, V erity R ed’s D iary by Maria Mann (Janus
Publishing, £ 14 .9 5 see www.inter-netti.com for extracts) is
a beautifully illustrated, lighthearted account of a year in the
life of a woman with M.E., and too many bad hair days to
count. The text is broken up by a variety of silly poems:
“Yesterday/Life was such an easy game to play/N ow I need
my bed to hide away/O h I wish it was yesterday...”

For your chance to win a copy, send your name and
address on a postcard marked ‘V erity Red giveaway’ to our
Bristol office before May 2nd.

C lean sk in without
cleansers:
1 0  sets to win

Cleansers, toiletries and soaps can be harsh
on sensitive skins and cause problems for
people with chemical sensitivity and allergies.
The Healthy House is a friendly mail-order
business offering a one-stop shop for people
with allergies and chemical sensitivities.
Their recently-launched E-body range offers a new way of
cleaning the skin, with three clever cloths that remove make-
up and dirt without using anything other than water.

O ne satisfied customer writes: “This range is just perfect.
N ow I can be sure that my face is clean without worrying
about whether I will react to cleansers.”

For your chance to win one of ten sets of cloths containing
an eye pad, face glove and body glove worth a total of
£ 22.9 7 , send a postcard marked ‘InterA ction giveaway’
before May 2nd to the Healthy House Ltd, The O ld Co-op,
Lower Street, Ruscombe, Stroud, GL6 6BU or e-mail your
details to maxima@ healthy-house.co.uk with ‘InterA ction
giveaway’ in the subject line.

A ll entrants will be sent a H ealthy H ouse catalogue;
alternativ ely telephone 0 14 5 3  7 5 2 2 16  to req uest one, or v isit
www.healthy-house.co.uk.

R eader giveaways


