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Get to grips with ME 
Chronic Fatigue Syndrome is the biggest heahh-related cause of 
long-term school absence in the UK - it's time to act 

Words: Sally Callow 

Ch r o n i c Fat igue S y n d r o m e 
( C F S ) , m e d i c a l l y k n o w n as 
M y a l g i c E n c e p h a l o m y e l i t i s 
( M E ) , is the biggest hea l th-re la ted 

cause of long- term school absence i n the 
U K . It's a c o n d i t i o n that S E N D t e a c h i n g 
stafF need to fu l ly u n d e r s t a n d to e n s u r e 
adequate support is provided a n d to enable 
s tudents to meet t h e i r potent ia l w i t h i n 
l e a r n i n g e n v i r o n m e n t s . 

M a n y M E / C F S - a f F e c t e d s tudents are 
finding themse lves expel led f r o m school 
due to long- term u n a u t h o r i s e d absence. 
S tudents are be ing expel led due to a lack of 
knowledge about the c o n d i t i o n w i t h i n the 
educat ion sector. 

T h e r e are a couple of key points for 
S E N D staff to be a w a r e of: 

F i r s t ly , there is c u r r e n t l y no diagnos-
tic test and so e v e r y t h i n g else must be 
tested for a n d r u l e d out before an M E / C F S 
diagnosis c a n be g i v e n , w h i c h usua l ly takes 
about 12 m o n t h s . 

A l s o , one of the key factors in M E / C F S 
be ing a c o m p l i c a t e d a n d m i s u n d e r s t o o d 
c o n d i t i o n is its f l u c t u a t i n g nature . E v e n i f 
pat ients rest a l l day, do ing no a c t i v i ty w h a t -
soever, the s y m p t o m sever i ty a n d energy-
level w i l l fluctuate natural ly . 

A d d a l i t t le bit of ac t iv i ty into the m i x 
and pat ients have m o r e severe fluctuations. 
It's d i f f i cu l t for pat ients to judge w h e n they 
w i l l feel w e l l enough to at tempt a t tendin g 
.school, do the i r h o m e w o r k , or see the i r 
f r iends . M o r e of ten t h a n not , ac t iv i t i es get 
c a n c e l l e d . 

S tudents may feel w e l l enough to do 
severa l 3 0 - m i n u t e b i te -s ized c h u n k s of 
c o u r s e w o r k i n the m o r n i n g but , by l u n c h -
t ime , the i r s y m p t o m s w i l l have w o r s e n e d 
and they w o u l d be unable to do any other 
a c t i v i t y for a few hours or for the rest of 
the day. 

M E / C F S has a s p e c t r u m of sever i ty : 
m i l d , moderate and severe. G i v e n the op-
p o r t u n i t y to rest and to manage their o w n 
energy levels w h e n the s y m p t o m s start ( i e . 
not w a i t i n g for a d iagnos is ) a pat ient could 
prevent the t r a n s i t i on to a more severe 
f o r m of the c o n d i t i o n . 

E v e n those w i t h the mi ldes t f o r m of the 
c o n d i t i o n lose 5 0 % of the i r p r e - M E / C F S 
level of f u n c t i o n i n g . 

>< f M E / C F S S T A T S 
• 250,000 people living 
with ME/CFS in the UK 

• 25,000 are children 
and young adults 

These are the 7 key 
indicators for making 
an ME/CFS diagnosis: 
1. Post-exertional malaise or symp-
tom exacerbation 

T h e key diagnost ic feature of M E / C F S 
is the w a y i n w h i c h s y m p t o m s w o r s e n 
after ac t iv i ty is increased beyond w h a t the 
pat ient can tolerate. 

2. Exercise-induced muscle fatigue 
M a y be a c c o m p a n i e d by m u s c l e p a i n . 

3. Cognitive dysfunction 
C o g n i t i v e d y s f u n c t i o n a lone is of ten 

severe enough to cause a subs tant ia l re-
d u c t i o n i n prev ious levels of o c c u p a t i o n a l , 
e d u c a t i o n a l , personal a n d soc ia l ac t iv i t i es . 

4. Pain 
T h a t can be pers is tent and d i f f i cu l t to 

c o n t r o l . P a i n is of ten m u s c u l a r , but it can 
also be r h e u m a t i c or n e u r o p a t h i c . B u t pain 
is not a l w a y s present . 

5. Sleep disturbance 
A non-refreshing sleep pat tern that 
c a n i n c l u d e both h y p e r s o m n i a ( e a r l y i n 
the i l l n e s s ) a n d i n s o m n i a , reversa l of sleep 

r h y t h m ( e s p e c i a l ly i n c h i l d r e n ) , v i v i d 
dreams and 'restless legs'. 

6. On-going, flu-like malaise 
A general fee l ing of 'being u n w e l l ' that is 

a c c o m p a n i e d by sore throat , tender l y m p h 
glands and problems w i t h t e m p e r a t u r e 
c o n t r o l . 

7. Autonomic symptoms 
I n c l u d i n g orthostat ic in to le rance . A u t o -

n o m i c s y m p t o m s are v e r y c o m m o n in M E / 
C F S , and or thosta t i c i n t o l e r a n c e refers to 
an i n a b i l i t y to sus ta in u p r i g h t act ivi ty . 

W h i l s t teachers are not responsible 
for d iagnos ing the c o n d i t i o n , it w o u l d be 
hugely benef ic ia l for staff to k n o w the 7 
key ind ica tors . S h o u l d a s tudent e n t e r i n g 
the prolonged tes t ing process s h o w signs of 
the above, then perhaps the school cou ld 
i m p l e m e n t an i n t e r i m care p l a n , sui table 
for potent ia l M E / C F S . 

T h i s care plan could i n c l u d e reduced 
school a t tendance , longer a s s i g n m e n t dead-
l ines , a l l o w e d to s tudy f r o m home. Q u i c k 
and effect ive suppor t is v i ta l i n the ear ly 
stages of the i l lness to p r e v e n t deve loping 
the w o r s t f o r m of the c o n d i t i o n - severe 
M E , in w h i c h pat ients are bed or house 
b o u n d , often for years . 
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