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Hello, 

 

I’m giving you this letter to let you know that due to illness I am going to have to cancel/delay/modify our 

planned get-together. 

 

It is important to me that you understand that the problem is not fatigue. That is a normal part of life. Tiredness 

wouldn't stop me seeing you any more than it would stop you seeing me! 

 

The relapse of M.E. symptoms caused by physical or mental overexertion is another kettle of fish entirely and 

quite a long way from anything healthy people would experience 

 

Problem one: When I overdo things I experience problems such as inconsistent CNS (neurological) function, 

cardiac insufficiency and an inability to maintain homeostasis.  

 

These problems can cause symptoms such as: 

 Moderate to severe low blood pressure.  

 Heart problems such as a very high heart rate, chest pressure, heart pain and a fluttering and straining 

heart. 

 Feet burning painfully and turning blue/purple on standing. 

 Breathlessness and air hunger. 

 Feeling very nauseous and as if ‘poisoned.’ 

 Poor sleep, and difficulty getting to sleep. 

 Poor digestion. 

 Vertigo, minor seizures, blurred vision and/or muscle pain and weakness. 

 Severe pain at the back of the head, where the head meets the neck. 

 

These symptoms can be very scary and unpleasant to live through particularly as often many of them occur all at 

once and often in unpredictable patterns.  

 

Problem two: These worsened symptoms are also always accompanied by: 

 A further reduction in the time able to be spent upright or being mentally or physically active in a day – 

which means difficulty with the many small tasks that make up my usual routines of daily living. 

 

Most of these symptoms and disabilities really hit hard around 48 hours after overexertion, rather than during the 

actual visit. These problems can last for days, or a week or two or more after a visit. Sometimes months. Which 

activities will cause me to overexert varies a lot from day to day and week to week depending on how much I 

have been doing lately, as well as my overall health. 

 

Problem three: Repeated overexertion leads to disease progression in M.E. So this means that however I may be 

tempted to do more than is wise for me to do, I should not, because the long term consequences can be so dreadful 

for me.  

 

 

I am so glad that you continue to make time for me in your life, as I do very much value our friendship. I am sorry 

that I can sometimes be unreliable. Believe me, I find all this far more frustrating than you do, as I live with it all 

the time. 

 

If you’d like more information on M.E. please check out the HFME website or books. Thank you so much for 

taking the time to read this, 

 

_____________________________ 
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 Myalgic Encephalomyelitis (M.E.) is a disabling neurological disease that is 

very similar to Multiple Sclerosis (M.S.) and Poliomyelitis. Earlier names for 

M.E. were ‘atypical Multiple Sclerosis’ and ‘atypical Polio.’ 

 M.E. is a neurological disease characterised by scientifically measurable post-

encephalitic damage to the brain stem. This damage is an essential part of M.E., hence the name M.E. The 

term M.E. was coined in 1956 and means: my = muscle, algic = pain, encephalo = brain, mye = spinal cord, 

tis = inflammation. This neurological damage has been confirmed in autopsies of M.E. patients. 

 Myalgic Encephalomyelitis has been recognised by the World Health Organisation’s International 

Classification of Diseases since 1969 as a distinct organic neurological disease. M.E. is classified in the 

current WHO International Classification of Diseases with the neurological code G.93.3. 

 M.E. is primarily neurological, but also involves cognitive, cardiac, cardiovascular, immunological, 

endocrinological, metabolic, respiratory, hormonal, gastrointestinal and musculo-skeletal dysfunctions and 

damage. M.E. affects all vital bodily systems and causes an inability to maintain bodily homeostasis. More 

than 64 individual symptoms of M.E. have been scientifically documented. 

 M.E. is an acute (sudden) onset, infectious neurological disease caused by a virus (a virus with a 4-7 day 

incubation period). M.E. occurs in epidemics as well as sporadically and over 60 M.E. outbreaks have been 

recorded worldwide since 1934. There is ample evidence that M.E. is caused by the same type of virus that 

causes Polio; an enterovirus. 

 M.E. can be more disabling than M.S. or Polio, and many other serious diseases. M.E. is one of the most 

disabling diseases that exists. More than 30% of M.E. patients are housebound, wheelchair-reliant and/or 

bedbound and are severely limited with even basic movement and communication.  

 Why are M.E. patients so severely and uniquely disabled? For a person to stay alive, the heart must pump a 

certain base-level amount of blood. Every time a person is active, this increases the amount of blood the heart 

needs to pump. Every movement made or second spent upright, every word spoken, every thought thought, 

every word read or noise heard requires that more blood must be pumped by the heart. 

     However, the hearts of M.E. patients only barely pump enough blood for them to stay alive. Their 

circulating blood volume is reduced by up to 50%. Thus M.E. patients are severely limited in physical, 

cognitive and orthostatic (being upright) exertion and sensory input.  

     This problem of reduced circulating blood volume, leading to cardiac insufficiency, is why every brief 

period spent walking or sitting, every conversation and every exposure to light or noise can affect M.E. 

patients so profoundly. Seemingly minor 'activities' can cause significantly increased symptom severity and/or 

disability (often with a 48-72 hour delay in onset), prolonged relapse lasting months, years or longer, 

permanent bodily damage (e.g. heart damage or organ failure), disease progression or death.  

     If activity levels exceed cardiac output by even 1%, death occurs. Thus the activity levels of M.E. patients 

must remain strictly within the limits of their reduced cardiac output just in order for them to stay alive. M.E. 

patients who are able to rest appropriately and avoid severe or prolonged overexertion have repeatedly been 

shown to have the most positive long-term prognosis. 

 M.E. is a testable and scientifically measurable disease with several unique features that is not difficult to 

diagnose (within just a few weeks of onset) using a series of objective tests (e.g. MRI and SPECT brain 

scans). Abnormalities are also visible on physical exam in M.E. M.E. is a long-term/lifelong neurological 

disease that affects more than one million adults and children worldwide. In some cases M.E. is fatal. (Causes 

of death in M.E. include heart failure.) 
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