
If you absolutely must recommend something, please read Treating M.E. - The 

basics first to make sure the treatment is not already well-known, or known not to be 

appropriate for M.E.  

 

8. Some M.E. patients may appreciate some practical help 
You might like to ask your friend with M.E. if she is in this situation, and then you 

may then offer to: 

 Do some shopping for her on a regular basis 

 Help with meals or other household tasks 

 Drive her to medical appointments and/or book medical or other appointments 

 Research something for her online, e.g. disability services 

 Do anything she might need doing that you are able to do 

 

9. Be a good friend and allow her continue to be a friend to you 
Although your friend is dealing with severe illness, she does not wish to exclude 

your daily struggles or problems.  M.E. may have affected your friend’s cognitive 

function (concentration or word-finding), but try not to be thrown by these 

symptoms, and remember that your friend is fundamentally the same person he or 

she always was with the same personality, the same likes, dislikes and quirks.  

 

Although your friend may seem to be happy and coping – and even if they are most 

of the time – they’re still living every day under extreme stress, with extreme pain 

and suffering with no end in sight. Many of them hide the suffering very well, 

particularly after many years of being very ill, but that doesn’t mean it doesn’t exist. 

Remember that sounding happy is not the same as sounding healthy.  

 

10. Help get other friends and family members informed or better informed 
Due to the large amounts of misinformation available on this topic, becoming an 

educator to your friend’s family and others could prove to be an important role you 

undertake.  See the HFME site to download lots of free leaflets and handouts. 

 

11. Just do your best! 
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So you know someone with Myalgic 

Encephalomyelitis (M.E.) and would like to educate 

yourself in order to understand it and be of help? Good 

on you! Here are some suggestions on where to start: 

(For the purpose of avoiding wordy repetition, any person in your life who suffers 

from M.E. will be referred to simply as ‘friend.’  

 

1. Offer acceptance, respect and emotional support 
Due to the financially and politically motivated propaganda on the subject, many 

people with M.E. have received horrible treatment and abuse from friends and 

family as well as the medical profession. This cruel propaganda was actually 

planned in order to create an intentional ‘confusion’ between M.E. and ‘CFS’ in the 

eyes of the public and even the very people whose lives M.E. devastated. 

 

Treat your friend the way you would want to be treated if you had contracted a 

horrible disease. M.E. is hell, but without the support of family and friends it can be 

indescribably worse. Your support can make all the difference in the world. 

 

2. Learn the basic facts about M.E. 
Know that M.E. is not: Fatigue or ‘CFS’ or ‘CFIDS’ or ‘ME/CFS’, or medically 

unexplained or mysterious. Know that M.E. IS: 

 A serious neurological disease that is similar in many ways to M.S. and has 

more than 60 neurological, cardiac, metabolic, gastrointestinal, immunological 

and other symptoms.  

 A disease that occurs in epidemic and sporadic forms and can be tested by using 

a series of objective tests (including MRI and SPECT brain scans).  

 A disease where physical activity beyond the patient’s limits makes her much 

sicker, even when it is seemingly minor; including being in an upright position, 

receiving sensory input such as light or sound, or even thinking. 

 A disease where relapses can be severe and can last for hours or as long as days, 

weeks, months or even years; relapse can even be permanent or fatal. 

 

It is important to be aware of the vast amount of incredibly harmful and unreliable 

information you will inevitably encounter on this topic. The mainstream media and 
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government are not credible information sources; nor are almost all so-called 

advocacy groups which claim to advocate for M.E. or ‘CFS’, or ‘ME/CFS’ patients. 

An additional note on M.E. education: It is also recommended that you learn how 

M.E. affects your particular friend. While M.E. is very consistent from one 

individual to the next in its major features, each patient’s experience of it is 

individual to some extent. 

 

3. Help the person with M.E. to rest, to avoid the overexertion which can lead to 
disease progression 
Rest is extremely important for the M.E. patient, but sometimes they can be so 

desperate for conversation and social connection and just plain old FUN, that it can 

be difficult to moderate (or deny themselves) this rare gift. You can help by: 

 Being adaptable about communication modes (email/phone etc.)  

 Asking beforehand about the best time of day for calls or visits and no surprise 

visits EVER!  

 Setting a time limit beforehand for calls or visits  

 Being gracious when someone with M.E. has to cancel a visit or a call.  

 Not pressuring a suffering friend to perform an activity or participate in a 

conversation after she has already made it clear she cannot do so.  

 When a person is very severely ill, the only contact she may be able to tolerate is for 

you to sit with her without talking, in a darkened room. 

 

M.E. is a devastating disease, but the good news is that you really do have the power 

to make an enormous positive difference to your suffering friend – just by being 

there for her and offering practical and/or emotional support and also by helping her 

avoid overexertion as much as possible and so having her best possible prognosis.  

 

4. Encouraging your M.E. friend to be more active can harm her 
Even trivial levels of activity over her individual post-illness limits can cause severe 

relapse, as much as leaving your friend bed-bound for many long days, weeks and 

even years afterward, even permanently. Overexertion can cause unrecoverable 

cardiac insufficiency and/or congestive heart failure in M.E. which may result in 

death. You do not want to contribute to such a tragic outcome. Increasing activity 

levels is something every person with M.E. will do the second she is able. But 

arbitrarily increasing a person’s activity levels above what she can cope with can 

only ever be counterproductive. It can be compared to insisting someone with two 

broken legs take up jogging; it is extremely painful, damaging and cruel – and of no 

possible benefit. 

 

5. Remember that looks are deceiving; just because she looks well does not mean 
that she is doing well 
Try not to make superficial judgements of ability or severity! An M.E. patient’s 

appearance does not indicate the severity of her illness. In most illnesses, one might 

be able to observe a patient carefully for short periods of time and successfully 

collect a good amount of useful information regarding the patient’s abilities and 

restrictions i.e. the severity of her illness, average daily symptoms, etc.; however 

M.E. is not such an illness. M.E. is not a stable illness. 

 

Simple observation of someone with M.E. performing a certain task should not be 

taken to mean that: (a) she can necessarily repeat the task at any future hour, day or 

even week or month (b) she would have been able to do it at any other time of day 

(c) she is also able to do all (or any) seeming similar tasks (d) the patient could have 

done this same task without a rest period beforehand of days or weeks (e) the patient 

won’t be made very ill afterwards for a considerable period of time. Performing the 

task may have taken every bit of any strength she might have had in reserve, causing 

relapse and possibly disease progression.  

 

One simply cannot know an M.E. sufferer’s usual ability level or severity level 

except by observing it over a very long period of time, or actually asking the patient 

detailed questions about her average daily activity limits, abilities and symptoms. 

Short-term judgements of ability and disability levels in people with M.E. are ill-

advised. In people with M.E., appearances are almost always very deceiving. 

 

6. The latest and greatest advice being doled out to patients of all illnesses is to 
think positive; patients are to ‘think themselves well’. In any patient, this is wrong, 
but in cases with M.E., it is not helpful or kind or reasonable. Do not ask your 
friend to consider such nonsense 
 

7. Please don’t recommend treatments you may have read about online, or in the 
paper, or heard about from friends 
Very close to 100% of media articles which purport to be about M.E. are in fact 

talking about various subgroups of chronic fatigue or ‘CFS’ – people with all sorts 

of very different and often much milder and/or transient diseases. There is always 

the ‘friend’s brother’s neighbour’ who supposedly had identical symptoms as your 

friend, and who ‘recovered completely’ and is now ‘back working full time’ all 

because of treatment “x.”  The biggest ‘cost’ from being taken in by misleading 

claims about treatments is not usually the financial cost however, but the high 

emotional price of false hope.  


