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Notes on the formatting, design & use of this book  

 

Before reading this book, please note: 

  

1. As some visitors to the HFME website (www.hfme.org) or readers of this book 

may only ever read one HFME paper, each paper has been designed to be a stand-

alone resource which focuses on one aspect of Myalgic Encephalomyelitis (M.E.) but 

which also includes a brief rundown of the basic facts of M.E. Thus there is 

significant repetition of the basic facts of M.E. (and related topics) from paper to 

paper in this book.  

 

If you have read the basic facts once and have no need to be reminded of this 

information again, please just skim over the repetitive sections when you encounter 

them in future papers. 

 

  

2. The papers in this book were originally created to be published online, and 

distributed for free, on the HFME website. There are many small differences in how 

information is presented online and in print form. In an ideal world each HFME paper 

would have been completely reformatted and reorganised, before being included in 

this book. Unfortunately, due to the serious illness and disability suffered by the 

author/s, total reformatting and reorganising of each paper was not possible.  

 

Thus this book includes some minor formatting inconsistencies. Where further 

information is recommended, the links given are in an online format (i.e. HTML links 

appear here as underlined text). There are also almost certainly some minor 

grammatical errors. 

  

However, we ask readers to ignore these superficial imperfections and to focus on the 

far more important fact that the information given in this book on M.E. (and related 

topics) is rock solid. It has been compiled using information from the worldôs leading 

M.E. experts ï and a large number of M.E. patient accounts spanning many decades ï 

and is of the highest quality. This is information that is currently unknown by most of 

the public, the media, doctors and even patients themselves, and that desperately 

needs to become known ï this is why those involved with HFME have produced this 

book, despite their serious illness and disability caused by M.E. 

 

  

3. To be able to follow any of the ólinksô to further information given in this book 

(represented by underlined text), just go to the HFME website, view the online 

version of the relevant paper, and click on the relevant link. 

 

  

4. If you would like printouts of any of the papers in this book for yourself or to hand 

out to doctors or others, you can download free printable copies of each paper in this 

http://www.hfme.org/
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book from the HFME website. See the óDocument downloadsô page on the website 

for more information.  

 

Permission is given for all HFME papers in this book to be freely redistributed by 

email or in print for any not-for-profit purpose provided that the entire text (including 

the copyright notice, the authorôs attribution and the HFME logo) is reproduced in 

full and without alteration. Knowledge is power. Please redistribute these texts, and 

the HFME books, widely.  



Treating M.E.: The basics 

www.hfme.org 8 

Section 1. Treating and living with M.E.  - Overview  
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Treating and living with M.E.: Overview/introduction  

COPYRIGHT © JODI BASSETT MARCH 2006. THIS VERSION UPDATED FEBRUARY 2011. 
FROM WWW.HFME.ORG  

 

 

Myalgic Encephalomyelitis (M.E.) can be so overwhelming in so many different 

ways that it can be very hard to know how to even begin 

dealing with it. It can so quickly negatively affect almost every 

aspect of your life and become completely overwhelming in 

every way. Some ideas for where to start include to:  

 

 

1éMake sure you have been correctly diagnosed 
The fact that a person qualifies for a diagnosis of óCFSô or óME/CFSô (a) does not 

mean that the person has Myalgic Encephalomyelitis (M.E.), and (b) does not mean 

that the person has any other distinct and specific illness named óCFSô or óME/CFS.ô 

 

A diagnosis of CFS ï based on any of the CFS definitions ï can only ever be a 

misdiagnosis. Fitting any of these criteria is meaningless and should never be 

accepted as an end point of the process of diagnosis. The list of illness and conditions 

which are often misdiagnosed as óCFSô is long and includes: depression, PTSD (and 

various other organic and non-organic mental illnesses), adrenal deficiency, various 

post-viral fatigue syndromes and other fatigue syndromes, systemic yeast infections 

(Candida), vitamin deficiencies, burnout or emotional exhaustion, chronic Epstein-

Barr, post-glandular fever (or mononucleosis) fatigue syndromes, Fibromyalgia, 

athletes over-training syndrome, multiple sclerosis, Lupus, Lyme disease or Borrelia 

burgdorferi, multiple chemical sensitivity syndrome, gulf war illness and cancer.  

 

It is vitally important that each of these patients find out what their true diagnosis is 

so that they may finally receive appropriate treatment and support. 

 

While most M.E. patients will be misdiagnosed with óCFSô this does not mean that 

M.E. is the same as óCFSô as the vast majority of those given a óCFSô diagnosis do 

not have M.E. 

 

 

2éAvoid overexertion  
Even minor levels of physical and cognitive activity, sensory input and orthostatic 

stress beyond an M.E. patientôs individual post-illness limits causes a worsening of 

the severity of the illness (and of symptoms) which can persist for days, weeks or 

many months or longer. In addition to the risk of relapse, repeated or severe 
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overexertion can also cause permanent damage (eg. to the heart), disease progression 

and/or death in M.E.  

 

 
3éWork towards learning to accept your illness 
Starting to accept that you have a serious illness is a difficult but important process 

that can take anywhere from months to years. Accepting illness does not mean 

happily resigning yourself to your fate and to being severely ill for the rest of your 

life, but is about acknowledging the realty of your illness; acknowledging that it isnôt 

something that is going to just conveniently disappear if you ignore it for long 

enough or think positively enough and/or that there is no quick fix available and that 

it is something you will have to deal with and adjust to ï at least for now. 

 

As discussed in the previous section, continually denying or ignoring your illness and 

pushing through the symptoms and limitations (until you completely collapse) can 

only be counterproductive, or even dangerous. Acceptance of the limitations of the 

illness at as early a stage as possible is crucial to long-term outcome and will also 

save you many unnecessary and potentially very severe (or even semi-permanent or 

permanent) relapses and a lot of pain and suffering in the short and the long term.  

 

 

4éEducate yourself (and those around you) about M.E. and seek appropriate support 
Along with coping with the physical effects of the illness it is also important that you 

educate yourself about the illness as much as you are able in order to seek appropriate 

physical, financial and emotional support.  

 

 

5éTry to find a knowledgeable doctor 
This is absolutely vital, and very much easier said than done. The issue of correct 

diagnosis is incredibly difficult currently. M.E. is very easy to diagnose and to 

recognise and is quite distinct from various other diseases, and can reliably be tested 

for, but the problem is that most doctors do not have this information and have been 

fed an enormous amount of misinformation about M.E. and about óCFS.ô 

 

Finding doctors that can help with treatment is not so difficult however, which is very 

good news. 

 

 

6éModify your diet   
Diet is so important in M.E. It has such a strong effect on the immune system, on 

hormones, on gut health and the level of neurological and cognitive problems and the 

body's ability to detoxify, and so on. The right diet can reduce cancer risk. Treating 

the gut problems of M.E. is also one of the first steps in treating M.E. itself and 

cannot be ignored.  
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The health of the gut affects neurological health to a significant degree. Diet can also 

increase or reduce inflammation and have positive or negative effects on many 

different hormones and neurotransmitters.  

 

Food affects the body in the same powerful ways as do prescription drugs, and so 

must be considered with the same amount of respect. Food is not merely fuel, it is 

MEDICINE. 

 

 

7éModify and detoxify your environment 
Chemical sensitivities are common in M.E. as are allergies or sensitivities to various 

airborne allergens. So modifying your environment and the products you use is 

essential. 

 

 

8éLook into treatments for M.E. and improving your health 
Intelligent nutritional and other interventions can make a significant difference to a 

patient's life. Appropriate biomedical diagnostic testing should also be done as a 

matter of course (and repeated regularly) to ensure that the aspects of the illness 

which are able to be treated can be diagnosed, treated and then monitored as 

appropriate.  

 

Testing is also important so that potentially dangerous abnormalities (which may 

place the patient at significant risk) are not overlooked. 

 

 

9éLearn how to avoid inappropriate or harmful treatments and scams 
Those proffering inappropriate, dangerous or fraudulent treatments or who make false 

or misleading claims about the efficiency of some treatments for M.E. usually do so 

due to ignorance about the vast difference between M.E. and óCFS.ô Some treatment 

regimes are also outright scams that are aimed at many different patient groups and 

not just M.E. patients. It is important to be aware of some of the most commonly 

promoted scams so that false hope, financial loss and loss of health can be avoided. 

 

 

10éLearn to avoid and minimise stress 
Stress unequivocally does not cause M.E. (and can not EVER cause M.E.) but as with 

most illnesses, stress can exacerbate the symptoms of the illness. Unfortunately, 

stressful situations also become harder to handle when you have M.E. and so it is 

important to avoid as many stressful situations, tasks and people as possible. The 

stress you canôt avoid youôll need to learn to minimise as best you can.  

 

If you are able to meditate (some sufferers lose this ability or simply cannot listen to 

anything) this also may help considerably with stress reduction. Talking about what is 

bothering you to friends, family or to other M.E. sufferers in your support group may 

also help. Some sufferers also pour out (or vent) their feelings into private journals; 

whatever works best for you. 
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The most intense source of óstressô in an M.E. sufferers life is the M.E. itself (of 

course) and it is completely normal to feel sad, mad, angry, irritable and frustrated 

sometimes because of your illness. (Indeed it would be abnormal if you did not feel 

these things sometimes). It is also normal and necessary for you to spend time 

grieving for what you have lost through the illness sometimes too; to feel sorry for 

yourself somewhat, and to cry as much as you need to. At other times however, you 

will need to try to find ways to take your mind off thinking about yourself, to try to 

distract yourself from such thoughts.  

 

 

11éLearn strategies to help with the cognitive symptoms of M.E. 
The cognitive symptoms of M.E. can often be some the most severe and disabling of 

the entire illness, and so also some of the most concerning. These include problems 

with memory, problems with thinking and making decisions, difficulty learning new 

tasks and much more. Various treatments may improve these effects to some extent 

but modifying the way you do things can also really help. 

 

 

12éConsider becoming involved in M.E. activism and advocacy 
Unfortunately, while many M.E. advocacy groups started out doing excellent work to 

improve things for M.E. sufferers, today this is no longer true in many (or even most) 

cases and so the need is great for individual M.E. sufferers to participate in M.E. 

activism and advocacy. (Most groups are actively working AGAINST our interests 

and against science and ethical concerns.)  

 

Aside from the gains to the M.E. community in the longer term however, this sort of 

activity can also greatly benefit the participant individually. It can provide a real 

sense of purpose, achievement and of pride. It is also a healthy and positive way to 

channel your anger and frustration at how poorly M.E. sufferers are treated (or how 

badly you have been treated).  

 

 

Conclusion 
Living with and coping with M.E. is no easy feat. Hopefully every M.E. sufferer (and 

every parent of a child with M.E.) reading the óTreating M.E.ô section will have 

found something here that perhaps you were not aware of before, and that is helpful 

in some way. The very best of luck ï and health ï to you all.  

 

For more information on each of these 12 topics, and links to all the major HFME papers 
on these topics, please see part 2 of this paper. 
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Treating and living with M.E.  ð Part 2 
COPYRIGHT © JODI BASSETT MARCH 2006. THIS VERSION UPDATED FEBRUARY 2011. 

FROM WWW.HFME.ORG     
 

 
1éMake sure you have been correctly diagnosed: More 
information 
Despite the fact that the new name and definition of CFS were 

created in a response to an outbreak of what was unmistakably M.E., this new name 

and definition did not describe the known signs, symptoms, history and pathology of 

M.E. It described a disease process which did not, and could not exist.  

 

As M.E. expert of more than twenty years Dr Byron Hyde explains, 

 

Do not for one minute believe that CFS is simply another name for Myalgic 

Encephalomyelitis. It is not. The CDC 1988 definition of CFS describes a non-

existing chimera based upon inexperienced individuals who lack any historical 

knowledge of this disease process. The CDC definition is not a disease process. It 

is (a) a partial mix of infectious mononucleosis /glandular fever, (b) a mix of some 

of the least important aspects of M.E. and (c) what amounts to a possibly 

unintended psychiatric slant to an epidemic and endemic disease process of major 

importance. Any disease process that has major criteria, of excluding all other 

disease processes, is simply not a disease at all; it doesn't exist. The CFS 

definitions were written in such a manner that CFS becomes like a desert mirage: 

The closer you approach, the faster it disappears and the more problematic it 

becomes.  

 

Today there are more than nine different CFS definitions. Just like the original 

Fukuda definition of CFS produced in 1988 however, none of these definitions 

defines any distinct illness. All they do ódefineô is a heterogeneous population of 

sufferers from psychiatric and miscellaneous non psychiatric states which have little 

in common but the symptom of ófatigueô (a symptom not associated with M.E. at all 

until the CDC become involved in 1988.)  

 

Thus whether or not you fit the Fukuda definition of CFS is entirely irrelevant in 

determining whether or not a person has M.E. (or any other illness). Fitting any of 

these óCFSô criteria is meaningless and should never be accepted as an end point of 

the process of diagnosis.  

 

Many with M.E. will be MISdiagnosed with Fukuda CFS ï merely by default; the 

severe and disabling metabolic, neurological and cardiovascular abnormalities central 

to M.E. unfortunately mistaken for simple ófatigue.ô  

 

http://www.hfme.org/whyde.htm
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The terminology is often used interchangeably, incorrectly and confusingly. 

However, the DEFINITIONS of M.E. and óCFSô and óchronic fatigueô are very 

different and distinct, and it is the definitions of each of these terms that is of primary 

importance: 

 

a. People with chronic fatigue may be tired because of cancer, Multiple Sclerosis, 

vitamin deficiency, a sleep disorder, depression or a large number of other reasons. 

Fatigue or chronic fatigue is a symptom of many illnesses. Up to 20% of the 

population may currently suffer from some form of chronic fatigue.  

 

b. Chronic Fatigue Syndrome is an artificial construct created in the US in 1988 for 

the benefit of various political and financial vested interest groups. It is a mere 

diagnosis of exclusion (or wastebasket diagnosis) based on the presence of gradual or 

acute onset fatigue lasting 6 months. If tests show serious abnormalities, a person no 

longer qualifies for the diagnosis, as óCFSô is ómedically unexplained.ô A diagnosis 

of óCFSô does not mean that a person has any distinct disease (including M.E.). The 

patient population diagnosed with óCFSô is made up of people with a vast array of 

unrelated illnesses, or with no detectable illness. According to the latest CDC 

estimates, 2.54% of the population qualify for a óCFSô (mis)diagnosis. Every 

diagnosis of óCFSô can only ever be a misdiagnosis.  

 

c. Myalgic Encephalomyelitis is a systemic neurological disease initiated by a viral 

infection. M.E. is characterised by (scientifically measurable) damage to the brain, 

and particularly to the brain stem which results in dysfunctions and damage to almost 

all vital bodily systems and a loss of normal internal homeostasis. Substantial 

evidence indicates that M.E. is caused by an enterovirus. The onset of M.E. is always 

acute and M.E. can be diagnosed within just a few weeks. M.E. is an easily 

recognisable distinct organic neurological disease which can be verified by objective 

testing. If all tests are normal, then a diagnosis of M.E. cannot be correct.  

     M.E. can occur in both epidemic and sporadic forms and can be extremely 

disabling, or sometimes fatal. M.E. is a chronic/lifelong disease that has existed for 

centuries. It shares similarities with MS, Lupus and Polio. There are more than 60 

different neurological, cognitive, cardiac, metabolic, immunological, and other M.E. 

symptoms. Fatigue is not a defining nor even essential symptom of M.E. People with 

M.E. would give anything to be only severely ófatiguedô instead of having M.E. Far 

fewer than 0.5% of the population has the distinct neurological disease known since 

1956 as Myalgic Encephalomyelitis.  

 

A correct M.E. diagnosis can only be determined by looking at legitimate 

descriptions and definitions of the illness such as the descriptions of the late Dr 

Melvin Ramsay; a doctor with over 30 years experience with M.E., plus the excellent 

descriptions created by the brilliant Dr Dowsett, Dr Richardson and most especially 

Dr Byron Hyde the worldôs leading M.E. expert, including Dr Hydeôs new 

Nightingale Definition of M.E. A specific series of objective scientific tests can also 

help confirm the diagnosis, and should be fully utilized if at all possible. 

 

http://www.hfme.org/wramsay.htm
http://www.hfme.org/wramsay.htm
http://www.hfme.org/wdowsett.htm
http://www.hfme.org/wrichardson.htm
http://www.hfme.org/whyde.htm
http://www.hfme.org/whydepapers.htm
http://www.hfme.org/testingforme.htm
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Every patient deserves the best possible opportunity for appropriate treatment for 

their illness, and for recovery. This process must begin with a correct diagnosis if at 

all possible; a correct diagnosis is half the battle won. 

 

¶ For more information on what a óCFSô diagnosis means, and a list of many of the 

illnesses most commonly misdiagnosed as óCFSô see: The misdiagnosis of CFS.  

¶ For more information on the financial and political issues surrounding the creation 

of óCFSô and the bogus psychological paradigm of CFS see: What is ME? And 

Who benefits from 'CFS' and 'ME/CFS'?, 

¶ For information on how authentic M.E. is characterised and diagnosed see: 

Testing for Myalgic Encephalomyelitis, and What is Myalgic Encephalomyelitis? 

See also: The Nightingale Definition of M.E  by Dr Byron Hyde ï this paper is 

essential reading for anyone with an interest in M.E. as are the other Dr Hyde 

papers: A New and Simple Definition of Myalgic Encephalomyelitis and a New 

Simple Definition of CFS and The Complexities of Diagnosis 

¶ For more information on why the disease category of CFS must be abandoned, 

including the use of confusing and misleading terms such as óME/CFSô, 

óCFS/MEô and others, see: Why óCFSô must be abandoned and What is M.E.?  

¶ If you have been misdiagnosed with óCFSô and you arenôt at all sure that you have 
M.E. or you know for sure you donôt have M.E., then donôt despair, see the new 

must-read paper: Where to after a 'CFS' (mis)diagnosis?  

¶ Note that the information given in the óTreating M.E.ô paper is appropriate only 
for patients with genuine neurological Myalgic Encephalomyelitis.  

 

 

2éAvoid overexertion: More information 
M.E. is primarily neurological, but because the brain controls all vital bodily 

functions virtually every bodily system can be affected by M.E. Again, although M.E. 

is primarily neurological it is also known that the vascular and cardiac dysfunctions 

seen in M.E. are also the cause of many of the symptoms and much of the disability 

associated with M.E. ï and that the well-documented mitochondrial abnormalities 

present in M.E. significantly contribute to both of these pathologies.  

 

There is also multi-system involvement of cardiac and skeletal muscle, liver, 

lymphoid and endocrine organs in M.E. Thus Myalgic Encephalomyelitis symptoms 

are manifested by virtually all bodily systems including: cognitive, cardiac, 

cardiovascular, immunological, endocrinological, respiratory, hormonal, 

gastrointestinal and musculo-skeletal dysfunctions and damage.  

 

M.E. is an infectious neurological disease and represents a major attack on the central 

nervous system (CNS) ï and an associated injury of the immune system ï by the 

chronic effects of a viral infection. There is also transient and/or permanent damage 

to many other organs and bodily systems (and so on) in M.E.  

 

Upon becoming ill with M.E. patients can achieve only 50% (or less) of their pre-

illness activity levels. It is vital that patients stay strictly within these limits, in order 

http://www.hfme.org/misdiagnosis.htm
http://www.hfme.org/whatisme.htm
http://www.hfme.org/whobenefitsfromcfs.htm
http://www.hfme.org/testingforme.htm
http://www.hfme.org/whatisme.htm
http://www.hfme.org/whydepapers.htm
http://www.hfme.org/whydepapers.htm
http://www.hfme.org/whydepapers.htm
http://www.hfme.org/whydepapers.htm
http://www.hfme.org/cfsmustbeabandoned.htm
http://www.hfme.org/whatisme.htm
http://www.hfme.org/wheretoaftermisdiagnosis.htm
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to prevent further bodily damage. The single biggest factor determining recovery and 

remission from Myalgic Encephalomyelitis at this point (aside from dumb luck) is 

undoubtedly appropriate rest and the avoidance of overexertion in the early and/or 

severe stages of the illness. If you have M.E. you must give yourself the best possible 

chance for recovery and REST appropriately.  

 

The importance of this cannot be overestimated.  It is vital that M.E. patients avoid 

physical over-exertion and are never encouraged to exercise (or be active) beyond 

their individual limits particularly in the early and acute stages of the illness, but also 

at any stage of the illness. There is nothing to be gained by people with M.E. pushing 

themselves beyond their individual physical limits as this can only result in 

unnecessary relapses and increased (or extreme) pain and suffering and so be 

counterproductive. Permanent damage (eg. to the heart) and disease progression may 

also be caused and there have also been reports of sudden deaths in M.E. patients 

following exercise (or after a long period of sustained overexertion).  

 

Exercise or exertion intolerance is one of the many characteristics that separates M.E. 

so distinctly from a variety of ópost-viral fatigue statesô or other primarily ófatiguingô 

illnesses. M.E. should never be diagnosed without this feature being present. In 

addition to physical activity, relapse and symptom exacerbation in M.E. are also 

caused by cognitive exertion, sensory input and orthostatic stress, beyond the 

patientôs individual post-M.E. limits. 

 

Note that ófatigueô and feeling ótired all the timeô are not at all the same thing as the 

very specific type of paralytic muscle weakness which is characteristic of M.E. (and 

is caused by mitochondrial dysfunction) and which affects every organ and cell in the 

body; including the brain and the heart. This causes ï or significantly contributes to ï 

such problems in M.E. as; cardiac insufficiency (a type of heart failure), orthostatic 

intolerance (inability to maintain an upright posture), blackouts, reduced circulating 

blood volume (and pooling of the blood in the extremities), seizures (and other 

neurological phenomena), memory loss, problems chewing/swallowing, episodes of 

partial or total paralysis, muscle spasms/twitching, extreme pain, problems with 

digestion, vision disturbances, breathing difficulties, and so on.  

 

These problems are exacerbated by even trivial levels of physical and cognitive 

activity, sensory input and orthostatic stress beyond a patientôs individual limits. 

People with M.E. are made very ill and disabled by this problem with their cells; it 

affects virtually every bodily system and has also lead to death in some cases. Many 

patients are housebound and bedbound and often are so ill that they feel they are 

about to die. People with genuine Myalgic Encephalomyelitis would give anything to 

instead only be severely ófatiguedô or tired all the time. 

 

Fatigue or post-exertional fatigue (or malaise) may occur in many different illnesses 

such as various post-viral fatigue states or syndromes, Fibromyalgia, Lyme disease, 

and many others ï but what is happening with M.E. patients is an entirely different 

(and unique) problem of a much greater magnitude.  
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Several studies supposedly show that graded exercise therapy (GET) is a useful 

treatment for óCFSô but the reality is that such studies have selected patients solely on 

the presence of óchronic fatigue.ô Thus these studies are only relevant to chronic 

fatigue patients and not to those with M.E.  (Those conducting the studies have also 

been found to have vested financial interests in the outcomes, unsurprisingly.) Some 

of the patients with primary fatigue or with a variety of different illnesses 

misdiagnosed as CFS may improve with exercise (or CBT; cognitive behavioural 

therapy) but this is irrelevant in determining appropriate treatments for M.E. patients 

as these patient groups are entirely unrelated. If a patient improves with exercise, that 

patient simply does not have M.E.  

 

Dr Paul Cheney explained about M.E. patients that: 

 

If patients draw down their lifestyle to live within the means of the reduced 

cardiac output, then progression into congestive cardiac failure (CCF) is slowed 

down, but if things continue to progress, a point will be reached where there is no 

adequate cardiac output, and dyspnoea will develop, with ankle oedema and other 

signs of congestive cardiac failure. In order to stay relatively stable, it is essential 

for the [M.E.] patient not to create metabolic demand that the low cardiac output 

cannot match.  

 

As M.E. expert Dr Melvin Ramsay summarises, óThe degree of physical incapacity 

varies greatly, but the [level of severity] is directly related to the length of time the 

patient persists in physical effort after its onset; put in another way, those patients 

who are given a period of enforced rest from the onset have the best prognosis.ô 

Patients must determine for themselves a level of activity that is not needlessly 

restrictive, but which stops unnecessary relapses and disease progression ï and which 

also leaves the body with enough resources to try to heal and to restore a higher level 

of health and ability. 

 

¶ For more information on the importance of avoiding overexertion in M.E. see: 

Treating M.E. - Avoiding overexertion  and Assisting the M.E. patient in 

managing relapses and adrenaline surges plus Hospital or carer notes for M.E., 

The ultra-comprehensive M.E. symptom list and Why patients with severe M.E. 

are housebound and bedbound.   

¶ See also What it feels like to have Myalgic Encephalomyelitis: A personal M.E. 

symptom list and description of M.E. and What M.E. feels like to me, Group 

comments on the importance of avoiding overexertion in M.E., M.E. case studies 

plus The effects of CBT and GET on patients with M.E. and Patient accounts of 

GET.  

¶ Note that even if the diagnosis of M.E. is not 100% certain, it cannot hurt to make 

sure the patient rests in the acute phase of the infection. Resting is beneficial in the 

early stages of all viral diseases and so benefits may also be seen to some extent 

even if the patient turns out not to have M.E. 

 
 

http://www.hfme.org/wramsay.htm
http://www.hfme.org/treatingme.htm
http://www.hfme.org/adrenalinesurgetips.htm
http://www.hfme.org/adrenalinesurgetips.htm
http://www.hfme.org/hospitalandcarernotes.htm
http://www.hfme.org/hospitalandcarernotes.htm
http://www.hfme.org/houseboundandbedbound.htm
http://www.hfme.org/houseboundandbedbound.htm
http://www.hfme.org/whatmefeelslike.htm
http://www.hfme.org/whatmefeelslike.htm
http://www.hfme.org/whatmefeelsliketome.htm
http://www.hfme.org/groupscomments.htm#446938638
http://www.hfme.org/groupscomments.htm#446938638
http://www.hfme.org/casestudies.htm
http://www.hfme.org/cbtandgeteffects.htm
http://www.hfme.org/cbtandget6.htm
http://www.hfme.org/cbtandget6.htm
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3éWork towards learning to accept your illness: More information 
Continually denying or ignoring your illness and pushing through the symptoms and 

limitations (until you completely collapse) can only be counterproductive, or even 

dangerous. Acceptance of the limitations of the illness at as early a stage as possible 

is crucial to long-term outcome and will also save you many unnecessary and 

potentially very severe (or even semi-permanent or permanent) relapses and a lot of 

pain and suffering in the short and the long term.  

 

See Coping with M.E. emotionally for further information on this topic. 

 

 

4éEducate yourself (and those around you) about M.E. and seek appropriate support: 
More information 

I. Educate yourself as much as you can medically and politically about M.E. This 

will help you in many ways; it will help you avoid inappropriate and bogus 

treatments, make you more knowledgeable about legitimate treatments and 

make you better able to defend yourself if you are faced with ignorant claims 

about the illness ï and so much more. Knowledge is power! This self education 

is invaluable for every M.E. sufferer. 

II. Educate those around you so that they will know better than to believe the 

baseless propaganda surrounding the illness and be more likely to give you the 

physical and emotional support you need (and perhaps be willing to stand up 

for you and your rights, if the occasion ever demands it). 

III.  Find out what financial support is available and what the requirements are to 

qualify for it if you are severely affected enough to need to do so (as most if 

not all M.E. sufferers will be) and make your application. (None of us ever 

thought we would be forced to have to rely on welfare, but M.E. gives most of 

us no choice in this and so there is no shame in doing what you must do to 

live.) Delaying this unduly may lead to serious financial vulnerability as claims 

may not go through as quickly as we need them to, and so the sooner you apply 

the better. 

IV. Find out about other services in your area that might be appropriate or that you 

might need; meals on wheels, house-cleaning services for the disabled, 

housebound library services, or which local shops will home deliver, and so 

on.  If an advocate service is available near you (and you are severely affected 

enough to need one) this would also be well worth looking into (an advocate is 

someone who will advocate on your behalf to make sure that you receive 

adequate medical and other care). 

V. It is also important that you do your best to support yourself emotionally. For 

your own emotional wellbeing, it is important to stop accepting the blame for 

getting ill in the first place (or for remaining ill) if ignorant friends, family or 

doctors have been filling your head with this sort of bunkum (or trying to). It is 

just nonsense. Nobody causes themselves to get M.E. through anything that 

they did such as; overwork, óstress,ô a perfectionist (or type ôAô) personality, 

not óeating rightô or childhood abuse or trauma or anything else. M.E. is not a 

http://www.hfme.org/practicaltipse.htm
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form of burnout and even with the most positive attitude in the world you 

CANNOT will yourself well from M.E. It just doesnôt work like that 

unfortunately. (If it did almost none of us would still be ill.) Try hard not to let 

stupid and ignorant comments get to you, you have more than enough to cope 

with just dealing with the REALITIES of M.E. let alone having to deal with 

things people have just made up about the illness or things they say to you 

purely out of ignorance. 

VI. One of the best ways to maintain your emotional health is to join an M.E. 

support group either online or one which meets in person. It helps so much to 

know that there are so many people who are going through the same thing as 

you are and that you arenôt alone. You might have to hunt around a bit to find a 

group that you really like and that  suits you but when you do it will likely be 

well worth it. (Finding groups which match your own severity level is 

particularly important.) Hopefully you will make yourself some new friends 

who will help you cope with every stage of your illness, and who you will 

support in turn (which can also be rewarding at times). 

VII.  If you have tried your hardest to educate particular friends or family members 

about the truth about the illness but they continue to make nasty or belittling 

comments or to blame you for your illness (or even to withhold physical or 

other types of support that you need), you may have to disassociate yourself 

from them for the time being (if this is possible). It is important to always 

remember that these sorts of nasty and thoughtless comments say much more 

about them than about you; happy and well-adjusted people do not repeatedly 

heap abuse or scorn on people who happen to become very physically ill 

through no fault of their own. There really are no excuses for this, nobody 

deserves such poor treatment but especially not someone already dealing with 

something as horrific as M.E. If you can possibly avoid such people, you 

should avoid such people ï for as long as they continue to act this way.  

 

¶ See What is M.E.? for further information on all aspects of M.E.  

¶ The best papers to print out to give to friends and family members are óA Million 

Stories Untoldô and So you know someone with M.E.?  plus M.E.: The shocking 

disease and M.E. vs MS: Similarities and differences  

¶ The best information for carers and hospital staff or family members on how to 

appropriately care for someone with M.E. is in Hospital or carer notes for M.E. 

and The HFME M.E. ability and severity scale checklist 

¶ If you have M.E. see Support Groups and Coping with M.E. Emotionally.  

 

 

5éTry to find a knowledgeable doctor: More information 
For more information on this topic see: Finding a good doctor when you have M.E. 

and Testing for M.E.,  

 

http://www.hfme.org/supportgroups.htm
http://www.hfme.org/whatisme.htm
http://www.hfme.org/amillionstoriesuntold.htm
http://www.hfme.org/amillionstoriesuntold.htm
http://www.hfme.org/soyouknowsomeonewithme.htm
http://www.hfme.org/metheshockingdisease.htm
http://www.hfme.org/metheshockingdisease.htm
http://www.hfme.org/mevsms.htm
http://www.hfme.org/hospitalandcarernotes.htm
http://www.hfme.org/themeabilityscale.htm#614729240
http://www.hfme.org/supportgroups.htm
http://www.hfme.org/practicaltipse.htm
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See Testing for M.E.: Plan D for discussion of the ways in which patients seek a 

diagnosis in practice, and a óPlan Dô for patients who are forced to diagnose 

themselves. 

 

 

6éModify your diet: More information   
For more information on this topic see: Food as medicine in M.E.  

 

 

7éModify your environment: More information 
It is important to use safer personal care and cleaning products and to drink filtered 

water. For more information on this topic see: Toxin avoidance and M.E.  

 

 

8éLook into treatments for M.E.: More information  
The following HFME papers focus on different aspects of M.E. treatment: 

 

¶ A quick start guide to treating and improving M.E. with aggressive rest 

therapy, diet, toxic chemical avoidance, medications, supplements and 

vitamins and Deep healing in M.E.: An order of attack. If you only read two 

papers on treatment, these two are recommended.  

¶ Symptom-based management vs. deep healing in M.E.  

¶ Recognising and managing healing reactions in M.E.  

¶ What if vitamin/mineral/protocol 'x' didn't work for me?  

¶ Why research and try treatments when some groups claim an M.E. cure is 

coming soon?  

¶ Sources of further information on the scientific validity, effectiveness and 

safety of orthomolecular/holistic/environmental medicine and the 

overwhelming problem of vested financial interest group bias in modern 

medicine and media  

¶ Treating M.E. in the early stages  

 

The following HFME papers focus on different aspects of M.E. management: 

 

¶ Practical tips: Practical tips for living with M.E.   

¶ Cognitive tips: The HFME reminders and cognitive tips list 

¶ Tips on coping: Tips for coping emotionally with M.E. 

¶ Adrenaline surge and relapse tips: Assisting the M.E. patient in managing 

relapses and adrenaline surges 

¶ Computer and technology tips: Assisting the M.E. patient in the use of 

computers and technology 

http://www.hfme.org/testingformepland.htm
http://www.hfme.org/treatingmefood.htm
http://www.hfme.org/toxinavoidance.htm
http://www.hfme.org/quickstartguide.htm
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http://www.hfme.org/treatmentconcepts.htm#698360769
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http://www.hfme.org/Other/Computer_and_technology_use_in_ME.doc
http://www.hfme.org/Other/Computer_and_technology_use_in_ME.doc
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¶ Personal care tips: Assisting the M.E. patient in managing bathing and haircare 

tasks and Assisting the M.E. patient in managing toileting tasks 

¶ Blood test tips: Assisting the M.E. patient in having blood taken for testing 

¶ Tips for carers: Hospital or carer notes for M.E.  and Why patients with severe 

M.E. are housebound and bedbound  

 

9éLearn how to avoid inappropriate or harmful treatments and scams: More 
information 
For more information on this topic see: 

 

¶ The effects of CBT and GET on patients with Myalgic Encephalomyelitis.  

¶ Comments on the 'Lightning Process' scam and other related scams aimed at 

M.E. patients 

¶ Important notes on using the HFME's treatment information 

¶ XMRV, 'CFS' and M.E. 

 

 

10éLearn to avoid and minimise stress: More information 
The most intense source of óstressô in an M.E. sufferers life is the M.E. itself (of 

course) and it is completely normal to feel sad, mad, angry, irritable and frustrated 

sometimes because of your illness. (Indeed it would be abnormal if you did not feel 

these things sometimes). It is also normal and necessary for you to spend time 

grieving for what you have lost through the illness sometimes too; to feel sorry for 

yourself somewhat, and to cry as much as you need to. At other times however, you 

will need to try to find ways to take your mind off thinking about yourself, to try to 

distract yourself from such thoughts.  

 

As with comparable neurological illness such as multiple sclerosis or Parkinsonôs, 

along with the primary symptoms of the illness some sufferers of M.E. will also 

experience a smaller number of organic emotional or psychological symptoms. 

Possible symptoms include; emotional lability (mood swings), irritability, anxiety or 

panic attacks, emotional flattening or a degree of lack of inhibition. The damage to 

the parts of the brain which control emotion are of an identical nature to those that 

affect physical function; these emotional symptoms are an organic part of the illness 

caused by the same anatomical and physiological damage to the brain as sleep 

disorders, seizures or any other neurological problems or symptoms are.  

 

Exacerbations of emotional symptoms in M.E. also tend to be linked to exacerbations 

in physical symptoms, there are most often not environmental triggers. The degree of 

severity of these symptoms varies considerably from patient to patient; some will 

have significant problems, others will have mild or only occasional problems and 

some will be unaffected. Like any other part of the illness, it is up to you (and your 

doctor) to try to minimise the effects of these symptoms as best you can. 

 

http://www.hfme.org/personalcaretips.htm
http://www.hfme.org/personalcaretips.htm
http://www.hfme.org/bloodtesttips.htm
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http://www.hfme.org/cbtandgeteffects.htm
http://www.hfme.org/lightning.htm
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If any of these emotional symptoms becomes a real problem for you however, or 

appears to be worsening (particularly feelings of depression, grief or sadness) and 

you feel you might benefit from outside help; it is important to find someone who is 

knowledgeable about M.E. to advise and treat you for these problems for this to be 

helpful. Psychologists or counsellors who see your emotional symptoms as your 

primary illness (rather than as a reaction to ï or symptoms of ï an organic and 

systemic serious neurological illness) and as the chief cause of your physical 

disabilities will be of little help and indeed (as you can imagine) could make things 

even worse for you emotionally. It will also pay to shop around until you find 

someone who you think is a good match for you; donôt expect to necessarily like the 

first person you see and donôt let a few bad experiences put you off if this is 

something you truly need. Hopefully your perseverance will pay off in the longer 

term. 

 

See Coping with M.E. Emotionally and Sadness, grief, depression, anxiety and M.E. 

(A nutritional approach) for more information. For a list of online support groups see: 

Support Groups.  

 

¶ You might also like to buy (or borrow free from the library), different books on 

stress reduction and meditation; some are better than others so keep looking until 

you find one you like. The most severely affected will be too ill to meditate, but if 

you are up to it, it can really help; not the symptoms of the disease, but help you 

think more clearly and feel calmer and happier.  

¶ See The Ultra-comprehensive Myalgic Encephalomyelitis Symptom List for more 

about the symptoms of M.E., and stress quotes for more about stress and M.E. 

(and why stress can never cause anyone to have M.E.) 

¶ Remember too that eating lots of sugar or high GL/GI foods can have a significant 

effect on mood and can leave you with erratic emotional highs and lows and 

irritability as you go into or come down off a sugar high. (M.E. means very often 

we tolerate sugar very poorly compared to pre-illness). You may be surprised how 

much more calm and in control and happy (and not at all moody!) you feel on a 

healthier/more appropriate diet.  

¶ If possible, having a pet cat (or fish or dog other animal) to keep you company can 

help with stress and the loneliness caused by the isolation that is so often an 

inescapable part of M.E.  

 

 

11éLearn strategies to help with the cognitive symptoms of M.E.: More information 
See Practical hints for living with M.E. and The HFME reminders and cognitive tips 

list. 

 

 

12éConsider becoming involved in M.E. activism and advocacy: More information 
Start small by just educating yourself and then those around you about the facts about 

M.E.; friends, family and fellow sufferers. That might be enough for you (and 

http://www.hfme.org/practicaltipse.htm
http://www.hfme.org/researchsgdandme.htm
http://www.hfme.org/researchsgdandme.htm
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everyone doing just that would really help), or you might then like to look at writing 

letters of complaint to politicians, or to the media or to your local M.E. group; tell 

them what needs to change, what the real facts are and how important this is. Where 

you go from there is limited only by your imagination éand your illness level 

(unfortunately!). 

 

¶ See M.E. Activism and Advocacy for more information on this topic (and for 

information on why many or even most M.E. groups are now some of the worst 

sources of information on M.E. available and how and why many are unbelievably 

now working directly against the best interests of M.E. sufferers). See also: Who 

benefits from 'CFS' and 'ME/CFS'?,  What is M.E.? Why the disease category of 

óCFSô must be abandoned, Smoke and Mirrors and Research and Articles in 

Context. 

¶ See also Problems with 'our' M.E. (or CFS, CFIDS or ME/CFS) advocacy groups 

which is available in text form and also as an animated video.  

¶ See also: Problems with the so-called "Fair name" campaign: Why it is in the best 

interests of all patient groups involved to reject and strongly oppose this 

misleading and counter-productive proposal to rename óCFSô as óME/CFSô and 

Problems with the use of 'ME/CFS' 

 

 

To read a complete list of the articles and resources available on HFME suitable for 
different groups ï severe M.E. patients, M.E. patients, patients misdiagnosed with óCFS,ô 
doctors, the media, friends and family of M.E. patients, carers and so on ï see the 
Information Guides page. 
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Section 2: Important notes on using HFMEõs treatment information 
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Important notes on using HFMEõs treatment information - Summary  

COPYRIGHT © JODI BASSETT MARCH 2006. THIS VERSION UPDATED JUNE 2010. 
FROM WWW.HFME.ORG  

 

 

Please read this information before starting any new treatment. 

¶ For the best results, an individualised nutrition and 

supplementation plan should be created in partnership 

with a qualified holistic practitioner.  Ideally, this practitioner would also be the 

patientôs doctor. The information on HFME should be used only as an additional 

source of information, as a starting point for the patientôs own research efforts and 

for discussions with their own practitioner. 

¶ The best results are achieved by following a comprehensive nutrition and 

supplementation plan, rather than only taking a small number of supplements. 

¶ As much reading as possible should be done before starting any new treatment   

Read all of the information about the treatment available on HFME in full and, if 

possible, some of the items in the relevant extra recommended reading sections as 

well. Read as much and as widely as you can.  

     The information on general M.E. treatment on the HFME website is best read 

together with one or more (or all) of the following books: The Vita-Nutrient 

Solution, Orthomolecular Medicine for Everyone: Megavitamin Therapeutics for 

Families and Physicians, Fire your Doctor: How to be Independently Healthy and 

The Optimum Nutrition Bible (and also perhaps one of the books on vitamin C). 

Borrowing or buying these books and combining the information in them with the 

information on the HFME site (or book) is highly recommended. 

¶ Before starting any new treatment the patient should: (a) make sure they are aware 

of all the cautions relating to using it safely, such as whether it must be taken with 

food or not, with other related supplements or in divided doses, (b) check that it is 

compatible with all current medications (and supplements) being taken, (c) check 

that it is safe for any other conditions they may have (such as diabetes or kidney 

problems), and (d) discuss it with their doctor or qualified holistic practitioner (if 

at all possible). 

¶ Any new supplement should be started at a low dose and the dose should only be 

raised gradually.  If you are sensitive to supplements, start at minuscule dose: 

perhaps 1/10th of the normal dose or less, or a few crumbs of a crushed tablet 

taken once a week. Try only one new treatment at a time, if possible. 

(Simultaneously starting 3 or 4 or more of the treatments listed in óA quick start 

guide to treating and improving M.E.ô may cause problems.)  

¶ It should not be assumed that ónaturalô means safe. Vitamins, minerals, 
enzymes and herbs etc. taken at medicinal doses can have drug-like effects and 
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can potentially cause significant relapse or worsening of some symptoms. Reading 

as much as you can about each treatment and starting very slowly are important 

with EVERY treatment. 

¶ Taking supplements is not a replacement for eating well, getting enough rest and 

avoiding overexertion, having good sleep habits, limiting emotional stress and 

avoiding toxic chemical exposures. There is little point in giving the body the 

substances it needs to try to heal itself while at the same time causing more 

damage in other ways. 

¶ The treatments mentioned here are certainly not miracle cures for long-term M.E., 

and no promises can be made about outcomes.  

     Promises of easy cures in many books and articles should be treated with the 

contempt that they deserve! Many of these contemptible false promises are made 

on the false assumption that óCFSô means M.E., made in many general books and 

articles on health, nutrition and vitamins.  Some diseases misdiagnosed as 'CFS' 

may well be easily treated and cured, but this has no relevance to M.E. patients 

any more than it does to MS patients. 

     Particular treatments will not necessarily give particular outcomes.  The aim 

here is to give your body its best possible chance to at least partly heal itself by 

giving it some of the basic tools and materials it needs to heal itself. No specific 

level of improvement can or should be guaranteed, with any treatment.  

¶ HFME's collation of information on M.E. treatment is and will always be a work 

in progress, as with any guide to treatment. M.E. patients and M.E. experts are 

always invited and encouraged to submit any additional information or comments 

they may have. It is recommended that readers periodically check the HFME site 

for updates.  

¶ Please read the full-length version of óImportant notes on using HFMEôs treatment 

informationô for more information  

  
Disclaimer: HFME does not dispense medical advice or recommend treatment, and 

assumes no responsibility for treatments undertaken by visitors to the site. It is a 

resource providing information for education, research and advocacy only. In no way 

does reading this site replace the need for an evaluation of your entire health history 

from a physician. Please consult your own health-care provider regarding any 

medical issues relating to the diagnosis or treatment of any medical condition. 

 

Acknowledgments: This paper has been edited by Lesley Ben. 
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Please read this information before starting any new treatment 

for your condition. 

 
 
Introduction 

¶ Please note that it is extremely important to obtain an accurate diagnosis before 

looking into useful treatments. Many diseases and conditions share common 

symptoms. If you treat yourself for the wrong illness (or a specific symptom of a 

complex disease without looking at the cause of these symptoms) you may delay 

legitimate treatment of a serious underlying problem and/or make some of your 

symptoms worse. The greatest danger in self-treatment is most likely to be self-

(MIS)diagnosis.  

¶ If possible, find a doctor that is also an expert in nutritional medicine, 

orthomolecular medicine or that says they practice holistic medicine. This way 

you get the best of both worlds test and treatment-wise, and you also raise the 

chances significantly that your doctor will be savvy to the amount of spin and 

financial bias in the medical culture. They may be more likely to be able to 

disregard the ridiculous misinformation about M.E. that is so common and be wise 

enough to treat you for the disease/physical problems you actually have (although 

some of course will still believe the óCFSô nonsense is real, and applies to you and 

to M.E., so you do still have to keep trying different doctors until you find a 

sufficiently intelligent and educated one). Various websites provide lists of 

holistic or orthomolecular medicine experts in each country. Use Google to find 

them.  

     If it is not possible to find a doctor that is also a specialist in orthomolecular 

medicine, it may be necessary to work with both a doctor and an orthomolecular 

medicine expert to get the best treatment advice. The best person to diagnose you 

correctly is not always the best person to offer you treatment advice, and vice 

versa. 

     (Unfortunately there are a large number of very poorly trained naturopaths, 

acupuncturists and nutritionists etc. out there that will give very incomplete, 

substandard or even dangerous medical advice. Just as importantly, such 

individuals should not be trusted with the task of diagnosing you with ANY 

condition, as they are simply not qualified to do so and lack access to the 

appropriate testing. A lot of money can easily be wasted with this type of poor 

quality services, serious relapses can be caused by inappropriate treatments and 

there can also be a high emotional cost. The emotional cost of false promises and 

http://www.orthomolecular.org/resources/pract.shtml
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false hope or actually being blamed for the naturopaths lack of skill and your own 

lack of improvement, as often happens, can be enormous.  

     To be clear, most mainstream doctors also provide a similarly low quality 

service to M.E. patients. They too can not be trusted to provide correct diagnosis 

or treatment, will often make the patient far more ill by recommending 

inappropriate treatments and/or give false hope of recovery based on statistics for 

Candida or PVFS, and so on. Trying to find a good quality health professional that 

will do more good than harm is very difficult for most M.E. patients.) 

¶ For the best results, create an individualised nutrition and supplementation plan in 

partnership with a qualified holistic practitioner. (Ideally, this person would also 

be your doctor.) Use the information on HFME only as a starting point for 

discussions with your own practitioner and your own research efforts. 

¶ The best results from supplementation come from following a comprehensive 

nutrition and supplementation plan, rather than taking a small number 

of supplements in isolation. 

     It is probably better to take a larger number of things at a smaller dose, than 

just a few things at very large doses; that way you make sure no important bases 

are left completely uncovered. The general idea of orthomolecular medicine is that 

it is probably a better idea to improve your health generally, by giving your body 

the raw materials it needs to heal all of itself, rather than just chasing and trying to 

treat dozens of individual symptoms one by one or looking for medications which 

just mask symptoms while doing nothing to actually improve what is causing 

them, or indeed masking symptoms while making the actual problem even worse.  

¶ Before starting any new treatment read as much about it as you can. Read all of 

the information about it available at the HFME in full and, if possible, some of the 

items in the relevant extra recommended reading sections as well. Read as much 

and as widely as you can. The information on general M.E. treatment on the 

HFME website is best read together with one or more (or all) of the following 

books: The Vita-Nutrient Solution, Orthomolecular Medicine for Everyone: 

Megavitamin Therapeutics for Families and Physicians, Fire your Doctor: How to 

be Independently Healthy and The Optimum Nutrition Bible (and also perhaps 

one of the books on vitamin C). Borrowing or buying these books and combining 

the information in them with the information on the HFME site (or book) is highly 

recommended. (See the book reviews page on the HFME website for information 

on each book.) 

      This is about personal responsibility for your health. Unfortunately no-one else 

can do all of this for you! Almost certainly, nobody is as motivated as you are to 

get yourself well, not even your doctor. Please take in as much information on 

treatment as possible. The best results come form a partnership between doctor 

and patient. Being passive is much easier, but it not at all linked with the best 

outcomes. 

¶ Before starting any new treatment (a) make sure you are aware of all the cautions 

attached to using it safely, such as whether or not it must be taken with food, with 

other related supplements or in divided doses etc. (b), check that it is compatible 

with all current medications (and supplements) being taken, (c) check that it 
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is safe to take when any secondary conditions you may have (such as diabetes or 

kidney problems) are taken into account and (d) discuss it with your doctor or 

qualified holistic practitioner (it at all possible). 

     The information on HFME is a general guide only, and cannot possibly take 

into account the medications and additional diagnoses YOU maybe have. You 

must also do your own research if you have these other issues. 

¶ If you are taking more than the basic amount of anything, it is especially important 

to read up on it first if you can to avoid problems that could, with the right 

knowledge/precautions, have been easily avoided. 

¶ Be aware that taking some supplements may mean changing or stopping some 

prescription medications. When taking blood sugar lowering drugs, adding 

chromium or high dose vitamin C will likely mean you need less of that drug or be 

able to stop taking it, and the same is true with heart drugs and hawthorn. 

Vitamins and herbs can be just as powerful as drugs, and if you change what 

supplements you take this will likely affect the amount of drugs you need. Always 

discuss slowly lowering the doses of drugs, where appropriate, with your doctor. 

(The same doctor which prescribed them for you.) Do not stop taking any 

medication suddenly. 

     As Dr Atkins explains however, this process may be far easier said than done if 

the doctor that prescribed the medication for you has little or no knowledge of 

nutritional medicine. If this is the case Dr Atkins suggests trying to educate your 

doctor about nutritional medicine. If your doctor refuses to learn, find a new 

doctor that will or, even better, a new doctor that is already an experienced 

nutritional medicine expert. 

 

Starting treatments gradually and managing intolerances to supplements 

¶ Start any new treatment at a low dose and only raise it gradually. If you are 

sensitive to a wide variety of supplements, start at a minuscule dose: perhaps 

1/10th of a normal dose or less, or a few crumbs of a crushed tablet taken once a 

week.  Where you have a gel capsule or similar product which canôt be broken up 

into crumbs, you might instead take one full capsule (of a low strength) a fortnight 

to start with and work up from there slowly. It might be best to take 3 or 4 months 

to work up to taking a full dose of a supplement.  

¶ Try only one new treatment at a time, if possible, so you know exactly what it is 

that is helping or causing problems. The items mentioned in the óA quick start 

guide to treating and improving M.E.ô treatment list should never all be tried at 

once. This could only guarantee problems of some kind. The body likes gradual 

change. 

¶ Do not assume that 'natural' means safe. Vitamins, minerals, enzymes and herbs 

etc. taken at medicinal doses can have drug-like effects and can potentially cause 

significant relapse or worsening of some symptoms. Reading as much as you can 

about each treatment and starting very slowly are important with EVERY 

treatment. 



Treating M.E.: The basics 

www.hfme.org 30 

¶ Most of the supplements mentioned in óA quick start guide to treating and 
improving M.E.ô will probably be well tolerated. However, some M.E. patients in 

particular have problem tolerating all but very few supplements, and sometimes 

even those who generally tolerate vitamins well will have an unexpected problem 

with one or two particular products. Problems tolerating a supplements my be felt 

as a worsening of your general condition, headaches, stomach aches, feeling more 

unwell than usual or in very rare cases, anaphylaxis.  

¶ Some M.E. patients have a hard time tolerating many basic supplements. A last 

attempt at these supplements for these patients may be to only take each 

problematic supplement once every 4 - 7 days, and see if that avoids the problem. 

You might also try the patches and cream products available with some 

supplements. 

¶ Some nutritional experts suggest that sometimes a paradoxical negative reaction 

can occur to some supplements because the body is very low in that particular 

vitamin. Some supplements may also provoke new symptoms which are not 

merely annoying side-effects but instead healing reactions that mean the 

supplement is working and doing what it is supposed to. (For example, vitamin C 

and garlic can cause detoxification reactions). Feeling somewhat worse after 

starting a new supplement is not always a bad sign. To minimise such symptoms, 

start at a low dose and build up the dose very slowly. 

¶ Some reactions to medications are actually reactions to cheap fillers used in pills 

and capsules, or gels made using plastics/petrochemicals. Switching to a different 

brand, or a pure powder, may solve the problem. In some cases you may be able to 

get around this problem by buying supplements in a pure power form and either 

taking them in water, or making your own capsules by buying an inexpensive 

capsule machine and some empty capsules. (Do not try this if you are severely 

affected by M.E. as it is hard work!) This can save you money too.  

¶ If you are sensitive to fillers etc. it  is also a good idea to look for very 

concentrated products such a products which contain a whole dayôs dose of a 

substance in one drop, for example. If you often have problems such as this, make 

sure you only ever buy one small bottle of a product, until you know you will be 

able to tolerate it and look our for brands which are more careful than most about 

which types of fillers they use. 

¶ Buy powders where it is appropriate, to avoid cheap fillers used in pills and 

capsules. 

¶ Another way to avoid taking in unnecessary substances with supplements is to cut 

open soft gels and to swallow the contents with some water, and then throw away 

the empty capsule. This saves your stomach from having to work to digest and 

dissolve the tough gelatine/glycerine capsule. This is NOT recommended for 

terrible tasting supplements such as fish oil but may work well for others with a 

very mild and inoffensive taste such as ubiquinol and vitamin E. (The only way to 

find out which supplements this may be appropriate for is to conduct taste tests.) 

http://www.iherb.com/ProductsList.aspx?c=1&cid=2198
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¶ Note that while HFME provides some information about drug and herb 

interactions and other treatment cautions it should not be assumed that this 

comprises a complete list of cautions. It does not. This is why further reading of 

general health books and other relevant information is recommended. 

 

Evaluating benefits from supplementation and determining maintenance doses 

¶ Supplements must be tried for a minimum of 3 - 4 months before a judgement can 

be made on effectiveness. While many effects are seen in weeks or months, it may 

actually take 4 - 6 months up to 2 years for the full benefits to be seen. In other 

words, benefits may keep increasing for up to 2 years! (Major portions of the body 

are rebuilt in 2 to 4 months. All of the soft tissues in the body recycle every two 

years. So very noticeable results should be achievable, realistically, in a 4 month 

to 2 year time period.) 

¶ Before taking any supplement, educate yourself about what the usual starting and 

long-term dose of a substance is, and the highest dose that is routinely taken and 

that may be taken safely. Calculate a suitably low starting dose and then slowly 

raise the dose, monitoring any changes in your condition carefully. Let how you 

feel be your guide to your correct dose (along with the appropriate testing, if at all 

possible). At a predetermined point (which should be well before any issues with 

toxicity could arise) stop raising the dose and instead merely maintain it. 

¶ Take supplements until you see a benefit (within safe dosage levels), then stop 

taking them to see if the benefit disappears, then start it again to see what happens. 

If you can, do this once or twice with each supplement to make sure they are a 

good use of your money. 

¶ Keep a weekly list of what medications you change, and how you felt that week 

and so on. This can be very brief. Monitor yourself for the effects of each new 

treatment to help you and your doctor decide what is working and what is not. 

¶ Orthomolecular doctors have commented that with treatment at first you may just 

look better. Then you may notice that you feel better and last to come may be the 

ability to function better. These experts also say that diseases which you have had 

for a very long time will be much slower to improve than newer onset diseases. 

¶ While some treatments demand a stable higher dose for benefits to be maintained, 

the dose you need when starting a treatment may be higher than the maintenance 

dose in some cases. Taper your dose down slowly until you find the lowest 

amount of it you can take while still seeing the same benefits. 

¶ If at all possible, take your pills at 2 or even 3 separate times daily, perhaps having 

a different pill box for each of your three main meals. The more you divide your 

doses, the more of the supplement you will absorb ï this is especially true of water 

soluble vitamins such as the B vitamins. 

¶ Information given on dosages by the HFME is only a very general guide. Again, 

the HFME papers are designed to be merely a starting point in your research on 

dosages and treatments, not by any means the last word. If it is at all possible for 

you, it is highly recommend that you do as much extra reading from high quality 
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resources as possible. At the very least, PLEASE READ the full óTreating M.E.ô 

paper (or book) which gives more information about these treatments and, just as 

important, what to AVOID with treatments. If possible, read all or at least one of 

the first four books listed previously. 

¶ While various books and websites are recommended for extra reading, M.E. 

patients should be very cautious about solely relying on such non-M.E. specific 

information to determine how likely they would be to react badly to certain 

substances at certain dosages.  

     For example, many books on general health advise that taking 300 ï 600 mg of 

lipoic acid can help many conditions and is well tolerated. However, this is a 

supplement that many or even most M.E. patients have to go very slowly with and 

take only at doses of 100 mg or less. So taking 300 ï 600 mg of lipoic acid may be 

fine for many people, but for those with M.E. taking such a dose even for a few 

weeks could lead to a severe reduction in ability levels and symptoms (anywhere 

from 40% and upwards) that will last for several months, as lipoic acid is fat 

soluble and takes a long time to leave the system. Similar examples could be given 

for TMG, cysteine, garlic, inosine and various other supplements (and other 

substances). 

     Some supplements will not be tolerated by M.E. patients at any dose, others 

may be well tolerated by some  patients but not by others. M.E. patients may have 

to work up to a full dose of some supplements very slowly to avoid problems 

while for others, the best way to take it to work up slowly to a much lower dose 

than would normally be recommended. 

     It is recommended that general books on health be read together with the 

óTreating M.E.ô paper which at least points out some of the most well-known 

problems M.E. patients have in tolerating certain supplements and medications. 

Generally speaking, notes on tolerance in general health books should be ignored 

by M.E. patients and no treatment should just be started suddenly at a full dose (as 

is often advised) and without acknowledging the possibility of tolerance issues. 

¶ Do not rely on any one book or website for all your information (including this 

one).  

 

Further notes on dosages 

¶ Childrenôs dosages are usually worked out based on their body weight percentage 

compared to a full-grown adult, however there are some exceptions and a small 

percentage of supplements which are not appropriate for children so please read as 

many of the books listed in the reference sections as possible if you have a child 

with M.E.. 

¶ Dosages given in this guide are designed to be suitable for those with M.E., a 

serious neurological disease. Seriously ill patients require far higher amounts of 

certain vitamins than healthy people. The dosage information given in this paper 

should NOT be used to determine correct dosages for any supplement for healthy 

people. 
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¶ Measures: 1 gram (g) is equal to 1000 milligrams (mg). 1 milligram (mg) is equal 

to 1000 micrograms (mcg).  

¶ Click here to download a free M.E. medication ï and medication budget ï chart in 

Word format, from HFME.  

 

Notes on importing supplements  

¶ Make sure you are allowed to import each supplement into your country if you are 

buying from overseas companies, to avoid fines and products being seized. The 

laws vary considerably in each country. 

 

References and updates 

¶ The information on M.E. treatments provided by the HFME is a summary and 

amalgamation of (a) the work of M.E. experts such as Dr Hyde and Dr Dowsett, 

(b) the pathology of M.E. as described by these experts and what it tells us about 

possible similarities to other diseases that are lucky enough to have had a lot of 

research funding, (c) nutritional medicine research, (d) information provided by 

the worldôs leading nutritional and orthomolecular medicine experts (many of 

whom are also doctors and have treated many thousands of patients) and where 

possible, (e) the leading experts in the particular vitamin or nutrient being 

discussed. 

     The information on tolerance of medication and supplements by M.E. patients 

has been taken in part from the books listed in the references section and also from 

the authorôs extensive reading on M.E. and the treatment of disease and use of 

nutritional supplements in general, the authorôs own experiences as an M.E. 

patient (to a limited extent) and, more importantly, the authorôs own experiences 

in talking to thousands of M.E. patients at length about all issues relating to M.E., 

for the last decade. (Both in public groups and privately.) 

     The HFMEôs aim is to summarise (and simplify) as much of this information 

as possible, for the benefit of M.E. patients that are severely restricted in their 

ability to read, due to M.E. and that could not get all of this information any other 

way. While further reading is highly recommended if at all possible, for some 

patients, even reading this information will be an enormous struggle or 

impossible. 

¶ Attempts have been made to use as many different sources of information on 

nutritional or orthomolecular medicine as possible and to find the highest quality 

information on each topic. Readers that feel that certain other books or articles 

would be useful additions to those already sourced are invited to submit them to 

the HFME. (Please provide the appropriate details and references.) Accuracy is 

very important to the HFME. 

¶ For practical reasons, each comment on treatment has not been individually 

referenced. To read a list of the books, articles and websites used to inform each 

HFME treatment paper, see the references section at the end of each paper or the 

main references section. 

http://www.hfme.org/Word/Budget_Meds_Chart.doc
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¶ Any overview of nutritional, orthomolecular or herbal medicine, or on the 

treatments most important for those with M.E., will always be a work in progress. 

The information provided on this site (or indeed, any site or book) should not be 

considered óthe last wordô on any topic. This information will continue to be 

updated on the HFME website at least on an annual basis for some time to come 

as more information comes to light and as more research is produced. 

     The HFME's collation of information on M.E. treatment will always be a work 

in progress, as with any guide to treatment. M.E. patients and M.E. experts are 

always invited and encouraged to submit any additional information or comments 

they may have, particularly on issues related to how well certain treatments are 

tolerated and problems they may cause. It is also recommended that readers 

periodically check the HFME site for updates. 

 

Final points 

¶ Taking supplements is not a replacement for eating well, getting enough rest and 

avoiding overexertion, having good sleep habits, limiting emotional stress and 

avoiding toxic chemical exposures. There is little point in giving the body the 

substances it needs to try to heal itself while at the same time causing more 

damage and problems.  

¶ The treatments listed here are not any type of miracle cure for long-term M.E., and 

no promises can be made about outcomes. (Promises of easy cures in many books 

and articles should be treated with the contempt that they deserve! As should the 

assumption that 'CFS' means M.E. in any of these general books and articles on 

nutrition and vitamins etc. Some diseases misdiagnosed as 'CFS' may well be 

easily treated and cured, but this has no relevance to M.E. patients any more than 

it does to MS patients.) Treatment a, b and c together will not always give you 

outcome d. The aim here is to give your body its best possible chance to at least 

partly heal itself by giving it some of the basic tools and materials it needs to heal 

itself. No level of improvement can or should be guaranteed, with any treatment.  

¶ The scientific validity and safety of nutritional, orthomolecular and holistic 

medicine is well established, although this is as yet not widely acknowledged in 

mainstream media or medicine (and so society in general) primarily for reasons 

involving politics and financial vested interests. Despite this, of course not all 

patients are willing to deviate from mainstream drug-based medicine. This is their 

individual choice and must be respected. The HFME fully respects such a decision 

and a patientôs right to make it. The information on treatment provided by the 

HFME, however, is for those patients that do have a genuine interest in this type 

of medicine or that are at least interested in finding out more about it. 

¶ For information about the HFME and the aims of the HFME please see the About 

HFME page. 

 

Disclaimer: The HFME does not dispense medical advice or recommend treatment, 

and assumes no responsibility for treatments undertaken by visitors to the site. It is a 

resource providing information for education, research and advocacy only. In no way 

http://www.hfme.org/abouthfme.htm
http://www.hfme.org/abouthfme.htm
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does reading this site replace the need for an evaluation of your entire health history 

from a physician. Please consult your own health-care provider regarding any 

medical issues relating to the diagnosis or treatment of any medical condition. 
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Section 3: Discussion of various M.E. treatment concepts  
COPYRIGHT © JODI BASSETT FEBRUARY 2011. FROM WWW.HFME.ORG  

 

 

Opinions vary widely about all aspects of treating serious 

diseases.  

 

In the following discussion papers Iôm combining a summary of some of the 

available research and a personal opinion based on my own experiences on a number 

of topics related to treatment that are not widely discussed, in the hopes it may help 

others in the same position that I was in a few years ago. I would never ask or expect 

anyone to blindly substitute my opinion for their own and do not claim to be 

presenting the ólast wordô in Myalgic Encephalomyelitis (M.E.) treatment or to have 

all the answers. Itôs designed to be food for thought. 

 

These are my current conclusions but they may change over time somewhat with 

more reading and more input from others. Learning about health and healing is a 

never ending process. 

 

Parts of these papers are specific to M.E. but much of the content would be equally 

appropriate for any other serious neurological or other disease. 

 

Even if you have very different ideas from my own about treatments, I hope that you 

will find some of the information here useful or helpful to you in some way. 

 

Individual papers in this section include: 

¶ Symptom-based management vs. deep healing in M.E.  

¶ Recognising and managing healing reactions in M.E.  

¶ What if vitamin/mineral/protocol 'x' didn't work for me?  

¶ Why research and try treatments when some groups claim an M.E. cure is 

coming soon?  

 

 

Disclaimer: The HFME does not dispense medical advice or recommend treatment, 

and assumes no responsibility for treatments undertaken by visitors to the site. It is a 

resource providing information for education, research and advocacy only. In no way 

does reading this site replace the need for an evaluation of your entire health history 

from a physician. Please consult your own health-care provider regarding any 

medical issues relating to the diagnosis or treatment of any medical condition. 

http://www.hfme.org/treatmentconcepts.htm#698360769
http://www.hfme.org/treatmentconcepts.htm#698361926
http://www.hfme.org/treatmentconcepts.htm#698362888
http://www.hfme.org/treatmentconcepts.htm#698361164
http://www.hfme.org/treatmentconcepts.htm#698361164
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Symptom-based management vs. deep healing in M.E. 

COPYRIGHT © JODI BASSETT FEBRUARY 2011. FROM WWW.HFME.ORG  
 

 

Myalgic Encephalomyelitis (M.E.) is a difficult disease to treat. 

The idea that you would try a lot of different treatments one by 

one, discarding those that make you feel more ill and 

continuing with those which decrease symptoms or disability, seems like a óno 

brainer.ô 

 

Unfortunately, due to something known as a óhealing reactionô the problem is not at 

all that simple. 

 

Many different nutrients and therapies can cause problematic symptoms and side 

effects which are an indication that the treatment is not a good fit for you and should 

be discontinued. However, some supplements and therapies may also provoke 

symptoms which are not merely annoying side-effects but instead healing reactions 

that are a very good indication that the nutrient or therapy is working and doing what 

it is supposed to.  

 

It may seem counter-intuitive but this means that feeling somewhat worse after 

starting a new treatment is not always a bad sign. Sometimes, it is a very good sign 

and even an essential sign that deep healing is occurring. 

 

In his must-read article óDeep Healing Versus Symptom Removalô Dr Lawrence 

Wilson writes, 

 

Deep healing is quite different from symptom removal.  Symptom removal is the 

type of doctoring offered by the medical profession and by most holistic doctors 

as well.  Symptoms are the focus, by and large, and the goal is to make them go 

away.  The problem is that symptoms often point to deeper imbalances that are 

not usually not addressed. 

     Deep healing is a much more profound process.  It has to do with restoring the 

body to its former state of health.  This means restoring its energy production 

system, its oxidation rate, its minerals ratios and much more. Symptom removal 

occurs as a ñside effectò of these programs.  

     Healing therefore usually takes longer and involves lifestyle changes as well.  

It is more work for both the client and the practitioner.  Li festyle, in fact, is 

always central and this is a good way to tell if your doctor is focused on 

symptoms or on deeper healing.  In the long run, however, it saves time and lots 

of money, and may save your life as well. 

 

http://drlwilson.com/ARTICLES/DEEP%20HEALING.htm
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It is important that the symptoms from healing reactions remain at a level that the 

patient can handle however. Very intense healing reactions can be more than your 

body can cope with and can even be dangerous and potentially fatal in some cases. 

M.E. patients in particular must go very slowly when it comes to treatments causing 

healing reactions. Slow and steady progress is the goal. 

 

 

What treatments can cause healing reactions and what symptoms can they cause? 
Healing reactions can be caused by treatments which boost antioxidant status, 

promote detoxification, the clearing of infections or which allow various enzyme 

reactions to take place which were not possible before or by anything that helps the 

body to heal and to function better. 

 

The symptoms of healing reactions can include muscle cramps and spasms, aches and 

pains, rashes, strange odours and tastes, heart palpitations and blood pressure 

changes, tiredness, gastrointestinal or bowel changes, foggy thinking, headache and 

nausea, or a worsening of the illness generally.  

 

(Additional practical information is given on managing healing reactions in the other 

sections.) 

 

 

Why are symptomatic approaches so popular? 
In his excellent article óDeep Healing Versus Symptom Removalô Dr Lawrence 

Wilson explains that symptomatic approaches are so popular because: 

 

1. They appear simple.  This means they are largely superficial and easily 

understood by doctors and patients alike.  Balancing methods are much more 

difficult to comprehend and to practice, as well. 

2. Doctors, drug companies and hospitals love them. This is sadly the case 

because the patients never really get well.  They always come back with the next 

symptom or problem, so it is good for business.  Even the socialized medical 

systems of Europe, Canada and elsewhere continue this stupid and costly methods 

of drug medicine. Most holistic physicians are still recommending symptomatic 

treatments, in my estimation.  Many are still interested in having the patient come 

back many times.  Many feel they simply cannot stay in business if they truly 

healed people.  Therefore, no matter what they profess, they are less interested in 

deeper balancing methods that actually heal the patient at deep levels.  However, 

overall they are much better than conventional medical doctors I have met.  

3. Symptomatic approaches ask very little of the patient in most cases. The person 

is allowed to keep eating junk food, skip adequate rest and sleep and ignore the 

problems in their lives. 

 

 

Why are symptomatic approaches so problematic? 
 The problem with symptomatic approaches to treating serious diseases includes that, 

http://drlwilson.com/ARTICLES/DEEP%20HEALING.htm
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¶ They are superficial and donôt deal with the causes of illness. 

¶ They are very costly as the patient is never healed and so needs continual 

retreatment and side-effects cause additional symptoms which must then also be 

treated which means that a patients requires more care over time rather than less. 

¶ Adverse events and unintended consequences often occur. Diuretic drugs may 

dangerously lower potassium or magnesium levels, for example, or stain drugs 

may dangerously lower CoQ10 levels. Antibiotics drugs may also kill all the 

ógood bugsô in a personôs system, leading to yeast infections and other secondary 

problems. Adverse events may be mild while others kill people every day. 

¶ They tend to mask deeper problems by eliminating warning symptoms. As Dr 

Lawrence Wilson explains: 

 

Simple fatigue can signal a small cancer in the body or a pending heart attack.  

However, most doctors, faced with this common complaint, do little or no 

testing to find out if something deeper is amiss.  Instead, they may advise the 

patient with fatigue to exercise more, take a nap, take a vacation or worse, have 

a cup of coffee or tea. By following this advice, however, the patient often 

masks or obscures the original symptom of fatigue.  This often leads to worse 

problems in the following months or years. 

 

In her excellent book, Detoxify or Die, Dr Sherry Rogers writes, 

 

You and your doctor have been screwed into believing every symptom is a 

deficiency of some drug or surgery. You've been led to believe you have no 

control, when in truth you're the one who must take control. 

     Unfortunately, the modus operandi in medicine is to find a drug to turn off the 

damaged part that is producing symptoms. A simple example is the prescription 

of calcium channel blockers, the number one drug used by cardiologists for 

angina, hypertension, congestive heart failure, or arrhythmia. But as with any 

drug, this does not fix anything that is broken. It merely poisons normal 

physiological pathways, thereby forcing the chemistry in a direction that 

attenuates symptoms.  

     Since nothing has been done in terms of getting rid of the underlying cause, the 

disease continues. In addition the missing fatty acids and minerals in the cell 

membranes that house and calcium channels are not identified and repaired. Nor 

are the sequestered membrane chemicals that caused the damage, like 

unavoidable PCBs and Mercury, gotten rid of. If this were not enough 

perpetuation and acceleration of damage, the side effects of drugs are not 

innocuous. For example, calcium channel blockers have been shown by MRI to 

cause definitive shrinkage of the brain and loss of brain function, a side effect 

rarely mentioned by clinicians or news media. 

     It should not come as a shock that this type of information is ignored, since 

studies in the Journal of the American Medical Association document how the 

practice guidelines for American medicine are made by physicians who receive 

compensation from the drug industry. (Choudhry, JAMA 2002; 287: 612-617). In 

addition so is the FDA, the very government regulatory body that approves drugs, 
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riddled with advisers with financial ties to (and is heavily lobbied by) the very 

drug industry that is seeking its approval. And as the New England Journal of 

Medicine and Journal of the American Medical Association warm, even the hired 

clinical investigators for new drugs may have their price. 

 

 

Why is deep healing safer than much of the symptom-based and drug-based medicine 
available? 
Dr Sherry Rogers explains that with treating the causes of disease, óA life sentence to 

medications that block physiologic pathways is avoided.ô She continues, 

 

Bear in mind that since medications do not fix anything, they allow the underlying 

problem to continue uncorrected and actually accelerate. Meanwhile, new 

symptoms and new seemingly unrelated diseases are the inevitable consequence 

of this biochemical faux pas. 

     Furthermore, drug side effects are the leading cause of death. The Journal of 

the American Medical Association shows that far in excess of 106,000 people die 

per year in hospitals from diagnosed drug side effects. But as former FDA head 

Dr. David Kessler has shown in the same journal, less than 1 percent of adverse 

medication reactions are reported to the FDA. As other researchers have shown, 

over 16,000 people die each year just from gastrointestinal hemorrhaging from 

NSAIDs, while another 100,000 get congestive heart failure from them. As well 

NSAIDs cause osteoporosis and hip and knee degeneration, necessitating joint 

replacement. And these are just some of the side effects of one category of drugs. 

NSAIDs as an example of only one group of medications, are fatally toxic to 

thousands of people each year by damaging joints, lungs, kidneys, eyes, hearts, 

and intestines. And they are covered by insurance.  

     No wonder the Journal of the American Medical Association study shows the 

death by prescribed drugs in the hospital's is the number four cause of death in 

United States. But that study ignores the hundred thousand people who get 

congestive heart failure each year just from the NSAIDs. This would more than 

double the statistic making drug reactions in hospitalized patients the number 

three cause of death. And this does not look at death outside of the hospital, nor 

deaths unrecognized as being attributable to drug side effects. As Dr. David 

Kessler, previous head of the FDA, has reported in the Journal of American 

Medical Association a maximum of 1-5 percent of adverse medication effects get 

reported to the FDA. 

 

 

Immediate benefits with treatment may not be benefits at all 
Some of the treatments which may have little or no effect or make you feel more ill at 

first may in fact be the best ones for you. It is also possible that some of the 

treatments which make you feel better very quickly are the ones that you should 

strictly avoid! 

 

Dr Paul Cheney recently commented that patients should in fact be very wary of any 

treatment which causes an improvement in disability levels within hours or days. He 
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says (note that some of this text has been helpfully paraphrased by other authors 

rather than being a word for word exact excerpt from Dr Cheneyôs lecture): 

 

Fundamental therapy does not instantaneously result in improvement. As a matter 

of fact, anything that would improve you within a matter of minutes, hours, or 

days is, in fact, not therapy at all. It is palliationðsymptom suppressionðwhich 

in fact may not be helping you at all. 

     Symptoms are usually manifestations of defence responses and reflect but do 

not cause the underlying problem. 

     Symptom-based treatment alone is therefore flawed at best and dangerous at 

worst: to treat symptoms without understanding the underlying disease process 

can cause death: the third leading cause of death is treatment by physicians, which 

kills 250,000 people per year (the first being heart disease and the second being 

cancer) -- most drugs are not aimed at the primary cause of disease but at 

symptoms and are therefore dangerous.  

     If you fix the defence mechanism, at some deep level you can worsen 

symptoms. 

 

This is such an excellent and very important point, Iôm tempted to print it here in 20 

point bold, italicised and flashing type in lurid green with pink stripes! 

 

For example, the drug Provigil makes some patients feel better right away perhaps 

because it stimulates nitric oxide production, but over time, this drug actually makes 

the underlying condition worse, and can leave the patients much more ill than they 

were before they began it. The same is true of the many stimulant drugs sometimes 

prescribed to treat ófatigue.ô Like caffeine, they may enable more to be done at first, 

but over time the patient ends up more ill. Forcing the body to rely on detrimental 

adrenaline bursts to get tasks done, or blocking the mechanisms of the disease which 

help prevent further damage from taking place are not good long-term strategies, 

although they may appear to help in the short term, unfortunately. Patients may often 

notice symptoms improving and perhaps abilities improving but that they do not feel 

more well, or they feel less well generally than previously. 

 

Compare this to nutrients such as ALA (alpha lipoic acid), vitamin C, iodine, 

magnesium and programs involving juicing and sauna use. These treatments 

contribute to real healing, and so almost always make patients feel somewhat sicker 

before they feel better. They also take at least 6 months if not a year or two before the 

full results are seen. These types of healing treatments also work far better when they 

are used in combination, and as part of a comprehensive treatment regime, and not 

singly. 

 

If a person were unaware of the fact that a positive initial effect were not always 

positive, and a negative initial effect were not always negative one may very easily 

come to the completely twisted conclusion that stimulants and drugs such as Provigil 

were the most effective treatments for M.E. and that ALA, vitamin C, iodine, 

magnesium and anything that boosted antioxidant status or promoted detoxification 

should be strictly avoided. There is also a real danger that ignorant physicians may 
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come to this conclusion, particularly where M.E. patients are mistreated as patients 

suffering primarily with mere ófatigueô with no serious pathology. 

 

 

What is this type of medicine called? 
Iôm told that what I am describing here is probably best referred to as a combination 

of orthomolecular medicine, environmental medicine and holistic medicine. Although 

really it is just good medicine. 

 

Orthomolecular medicine (also sometimes known as nutritional medicine)is a system 

for the prevention and treatment of disease based on the knowledge that each person's 

biochemical environment is genetically determined and individually specific. 

Therapy involves supplementation with substances naturally present in the body (for 

example vitamins, minerals, trace elements and amino acids) in the optimal amounts 

for that individual at that time to correct nutritional deficiencies and the resulting 

biochemical abnormalities. The term óorthomolecularô was devised by Nobel Prize 

winner Dr Linus Pauling and loosely translated means óthe right molecule in the right 

amount.ô 

 

Environmental medicine deals primarily with the effects of the environment on 

humans including water and air pollution, toxins and other problematic substances in 

food and in the products we use, vaccinations and travel. 

 
Holistic medicine is a system of medicine which considers man as an integrated 

whole, or as a functioning unit. It is characterized by its focus on the whole person as 

a unique individual, on the energy of the body and its influence on health and disease, 

on the healing power of nature and the mobilization of the body's own resources to 

heal itself, and on the treatment of the underlying causes, not symptoms, of disease. 

 

Other terms may also be used, such as nutritional balancing, nutritional medicine, 

biomedical treatment, integrative medicine, functional medicine, nutrigenomics and 

natural medicine etc., and others may prefer to avoid any type of new terminology 

whatsoever. 

 

Standard and cutting-edge testing also plays an important role in some aspects of this 

type of medical care, as do some ómainstreamô medical practices. (The term 

mainstream is problematic as what is mainstream in one country may be referred to 

as óalternativeô in another.) All useful treatments and tests are used, without bias. The 

best is taken from each different type of medicine and all of the resources that are 

available. Many orthomolecular, holistic and environmental practitioners are also 

doctors. 

 

The best of all worlds is to find a trained doctor that also specialises in holistic, 

environmental or orthomolecular medicine. Advice can be sought on individual 

issues by nutritionists, detoxification experts, dieticians and experts in any one of a 

number of relevant fields. But only doctors have range to the full array of tests, 
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treatment and knowledge. For more information see: Finding a good doctor when you 

have M.E. 

 

Good doctors in this field have a lot to offer M.E. patients. Far more than very nearly 

all óCFSô or óME/CFSô or óCFIDSô specialists or centres, most of which deal with 

ways of coping with mere ófatigueô which are inappropriate or harmful for those who 

actually have M.E.  

 

 

What are some basic principles of this type of medicine? 
There are 3 basic principles: 

 

1. Get the good stuff in. Give your body the fuel and tools it needs to work at an 

optimum level. Good food, nutrients and all the proper vitamins, minerals and 

antioxidants. Make sure you aren't deficient in anything important as the different 

nutrients all work together.  

 

2. Get the bad stuff out. Make sure your body can detoxify out all the toxic substances 

and toxic by-products of bodily processes properly. Stop as many toxins from getting 

in in the first place, and do a detoxification program to get rid of the ones you have. 

Stop doing or eating the things which cause inflammation and have a pro-oxidant 

effect, and so on.  

 

3. Reduce your bodyôs total load. The total load concept is that lessening the bodyôs 

overall burden/work and stress level in one area, will improve health generally and 

improve the bodyôs ability to heal because the bodyôs total load (or burden) is 

lessened. Fixing one problem frees up bodily resources that can be then be used to 

help other parts of the body function getter or to heal.  

 

A good orthomolecular or nutritional expert will also help you: 

¶ Avoid toxins and anti-nutrients 

¶ Avoid anything you react badly to or are allergic to in your diet  

¶ Heal the gut and improve digestion  

¶ Start a detoxification regime 

¶ Eliminate secondary infections (infection in the teeth, or parasitic infections etc.) 

and treat the primary infection, if present/still active 

¶ Educate you about how to eat well and to lower insulin and blood sugar levels (by 

eating the ratio of protein, fat and carbohydrate that suits your body best) 

¶ Boost the immune system 

¶ Boost mitochondrial function 

¶ Boost antioxidant levels 

¶ Reduce inflammation 

¶ Make sure you have the optimum amounts of the most important nutrients 

¶ Avoid causing further damage by excessive stress including oxidative stress (in 

M.E. this would include avoiding overexertion) 

http://www.hfme.org/findingagooddoctor.htm
http://www.hfme.org/findingagooddoctor.htm
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¶ Try to heal or restore the function of other areas in the body which need attention, 

specific to each individual disease. (In M.E. this may involve supporting good 

cardiac function, metabolic function, adrenal and thyroid function and repairing 

the myelin sheaths) 

 

Addressing all of these things takes a huge burden off the body and allows it to more 

easily make the various homeostatic adjustments necessary for good health. When 

body doesn't have to waste all its resources and energy slowly processing toxic waste, 

for example, it can use that energy to power up the very energy hungry immune 

system. This means getting fewer new infections and an increased likelihood of 

clearing long held ones. When the gut is healed food will be will digested better and 

so you'll start taking in more nutrients from the food you eat. No disease can he 

healed without first healing the gut. With all your body systems having a far lighter 

burden to carry plus all the nutrients they NEED, overall health is improved as is 

your body's ability to heal from serious disease. 

 

The body needs to have the optimum amount of every essential nutrient. Ill people 

have higher requirements for nutrients than do healthy people. Every molecule of 

something toxic detoxified, leaves you with fewer molecules of an important nutrient, 

for example. The key to supporting the bodyôs task of healing is not new and ever 

more exotic or specialised drugs or herbs, but a focus on all the nutrients we need to 

live and for our bodies to function optimally and to heal as much as is possible. 

 

As Andrew Saul PhD explains, 

 

Good nutrition and vitamins do not directly cure disease, the body does. You 

provide the raw materials and the inborn wisdom of your body makes the repairs. 

Someday healthcare without megavitamin therapy will be seen as we today see 

childbirth without sanitation or surgery without anaesthetic.  

 

 

The need for a balance between symptom management and deep healing in M.E. 
There are times when a symptom-based approach is appropriate in M.E. 

 

This includes times when symptoms are self-limiting (such as due to a healing 

reaction) and with certain conditions in which a symptomatic response is very 

necessary including overwhelming infection, very high blood pressure, severe cardiac 

arrhythmia, any cancer or other similar situations; in this case emergency medicine is 

an excellent choice as one must deal with the life threatening symptom before trying 

to correct underlying problems that may be causative.  

 

Symptomatic medicine is also appropriate in long-term or advanced diseases where 

not treating the symptom may cause deterioration or a lack of progress in the overall 

healing program, such as with symptoms such as severe pain and sleeplessness ï 

particularly where the treatment has little or no effect on the overall program of 

healing. There is little point trying to give the body of someone with M.E. all the 
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materials it needs to heal if the person cannot sleep for more than a few hours a day 

and so is extremely stressed, unwell and overexerting and putting enormous stress on 

the body. 

 

Where possible, it is desirable to also treat the cause of symptoms at the same time 

and to go with the most minimal and safe effective symptomatic treatment available.  

 

In the case of improving sleep, this might mean first trying to remove stimulants from 

the diet, to meditate and to improve sleep hygiene. The next step might be calcium 

and magnesium taken at night or by L-tryptophan or inositol supplements or a low 

nightly dose of melatonin. After that, a higher dose of melatonin may be trialled or 

low dose melatonin combined with the methylcobalamin form of B12 (to try and 

reset the sleep/wake cycle). As a last resort, and for a limited period of time, 

prescription sleep drugs may be trialled. The idea is that more serious measures are 

not taken unless the milder and simpler measures have proven unsuccessful.  

 

 

Which nutrients promote deep healing and also improve symptoms in the short term? 
Some of the treatments used in deep healing can also have a positive effect on 

symptoms, most notably vitamin C (at an opti-dose) and liposomal glutathione. As 

vitamin C experts Dr Levy explains, Vitamin C is the premier extracellular 

antioxidant and glutathione is the premier intracellular antioxidant. Vitamin C and 

glutathione are powerful and important antioxidants taken alone and have an even 

more powerful synergistic effect when they are taken together.  

 

They both give the body the órapid and profound influx of electronsô needed to fight 

disease and to support heart, lung and brain health and immunity says Dr Levy, who 

also adds that óVirtually all diseases and toxins/poisons cause sickness and death 

through their electron stealing activity.ô 

 

In the book GSH: Master Defender Against Disease, Toxins and Ageing ' Dr Levy 

continues,  

 

Since no one has ever seen an electron, for most people it remains a theoretical 

entity. It is this invisibility that makes it so difficult to accept them as real entities 

that reliably treat diseases more effectively than antibiotics or prescription drugs. 

Yet this is precisely the case.  

     Even though it is not possible to give a teaspoon of electrons to a sick child, 

one can administer medications and/or nutrients that are extremely rich in their 

electron content. Once a sufficient quantity of electrons is delivered to the body, it 

brings what can only be described as fantastic clinical results when compared to 

traditional medical therapies. And, this has already been shown to be true for a 

wide variety of medical conditions.  

 

Glutathione and vitamin C and other antioxidants are not cure-alls, particularly when 

it comes to the treatment of long-term diseases. It is also true that prevention is far 

easier with these treatments than cure. But Dr Levy does explain that even where the 

http://www.alibaba.com/product-free/255420989/book_Master_Defender_Against_Disease.html
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disease is too far advanced to be reversed the administration of reduced glutathione 

and vitamin C can at least provide reliable symptomatic relief.  

 

 

Is this about mainstream medicine and cutting-edge science always being the wrong 
choice compared to what is often called óalternativeô medicine? 
No, there are a lot of quacks in BOTH fields of medicine! People that treat only 

symptoms, try to persuade you that square pegs can fit in round-holes and then blame 

YOU when their unscientific approach fails or that are a waste of time and money 

and just trying to make a quick profit from you come in both types.  

 

What is being advocated is basic good quality medical care that looks at all the 

evidence and that tries to promote actual bodily healing using the most appropriate 

tools and testing available. Having the best quality medical care from all the different 

fields and areas of medicine which are effective.  

 

It isnôt even about a battle between drugs and nutrients. The goal is to have access to 

the best and most appropriate cutting-edge science and treatments, without just being 

limited to mainly drug or surgery based-options. Many different vested interest 

groups control a lot of what can be done in medicine right now. But we are free to 

look at all the available science and we should do so. We need all the best of 

everything to beat something as hardcore as M.E. 

 

The important distinction is between medicine which works and medicine which 

doesnôt, not some artificial line between so-called ómainstreamô and óalternativeô 

medicine.  

 

It is a myth that orthomolecular, holistic and environmental medicine rejects science, 

is not backed up by evidence and research and is not scientific. Orthomolecular 

expert Abram Hoffer MD explains that it is in fact mainstream medicine, as it is most 

often practiced, that is not scientific. He writes, 

 

Modern medicine is not scientific, it is full of prejudice, illogic and susceptible to 

advertising. Doctors are not taught to reason, they are programmed to believe in 

whatever their medical schools teach them and the leading doctors tell them. Over 

the past 20 years the drug companies, with their enormous wealth, have taken 

medicine over and now control its research, what is taught and the information 

released to the public.  

 

In Detoxify or Die, Dr Sherry Rogers writes, 

 

I have to laugh when people ask me if I do alternative, herbal, acupuncture or 

holistic medicine. óNo,ô I reply. óWe do state-of-the-art medicine. In other words, 

we find the biochemical, nutritional and environmental causes and cures rather 

than blindly drugging everything. Sure, herbs are gentler, safer and more 

physiologic than drugs and holistic medicine attempts to incorporate many diverse 

modalities, etc. But there is no substitute for finding the underlying biochemical 
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causes and cures. This is real medicine. This is where medicine should and would 

have been decades ago, if it had not been abducted by the pharmaceutical 

industry. 

 

Drugs are essential for turning off certain bodily systems in emergencies, pain 

medications are essential for some patients, but they don't actually fix anything. They 

donôt get to the cause. This type of medicine is well suited to emergency use to a 

large extent, but the same approach just isnôt appropriate for chronic health problems 

and disease prevention.  

 

To use a car analogy, all drugs do is turn off the 'no petrol/gas' light (the symptom) 

they do nothing whatsoever to actually GET more petrol etc. (the cause of the 

problem). As Dr Sherry Rogers writes, 

 

Drugs do not cure anything, they merely turn off poisoned and malfunctioning 

pathways. That is why their classifications are anti-inflammatory, ant-acid, beta-

blockers, alpha-blockers, calcium channel blockers, angiotensin inhibitors or ACE 

inhibitors, HMG COA a reductase inhibitors (cholesterol-lowering drugs), 

selective serotonin reuptake inhibitors or SSRI, etc. And by not fixing the 

underlying problem, they allow it to worsen as the innocent patient accumulates 

side effects from the drug as well. 

 

The best news about this type of medicine is that much of the treatment is not disease 

specific, so you donôt necessarily need to have doctors expert in M.E. to help you 

make real progress with it. It is also affordable and parts of it can even be done 

without any medical assistance although we may need to go much slower on the 

programs than most other patients. 

 

 

Is this about ónatural medicineô always being better than drugs? 
No! Natural does not always means safe. It is about using the right sorts of treatments 

for the kind of disease we have. 

 

The issue is that no matter what other treatments are tried, making sure your body has 

all the materials it needs to run properly is an essential part of any program aimed at 

reclaiming lost health. No drug can take the role of any of these nutrients and full 

health will never be achieved while these low nutrient levels remain untreated or 

while the load of toxic chemicals is high. 

 

One may choose to focus only on an orthomolecular/nutritional treatment approach, 

or to combine orthomolecular medicine with some symptom-minimising drugs or 

nutrients or herbs, or an environmental medicine approach, or any other treatment or 

program. Orthomolecular medicine be combined with any of these other approaches 

and only increase its chance of success. It is not an either/or choice if you do not 

choose for it to be. Orthomolecular medicine is essential no matter what other 

treatments are tried. Even for those who prefer to wait in hope for a miracle cure in a 

pill, and find nutritional medicine very óunsexyô and unexciting, it makes sense to fix 








































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































