WIDE EYED AND RESTLESS
Virtually every person with M.E. I have spoken to tells me that they have experienced some degree of sleep disorder during their illness, says Elaine Myers.

Whatever the cause or type of sleep disorder, the result is always the same: all other symptoms are exacerbated.  The constant need for rest becomes an overriding issue and yet often the sleep we do achieve is not restful enough to heal our bodies.

Professor Tony Pinching, Action for M.E.'s Principal Medical Advisor, comments: "Essentially there are four main types of sleep problem in people with CFS/M.E: 1.  Waking during the night with unrefreshing sleep quality, often with restlessness and strange dreams; 2.  Problems getting off to sleep;      3.  Other problems that interfere with sleep (e.g. anxiety); 4: excessive sleepiness (less common after the initial phase).  The first of these is critical, because the quality and structure of sleep, with its normal balance of phases at different depths, is vital to gain the proper benefit of sleep on physical and brain energy.  Normal sleep pattern is also very important in laying down memory and processing information from the day.  Sleep deprivation will bring out your weaknesses too!"

Janice has been diagnosed with M.E. for over two years but has had symptoms for longer.  "My sleep patterns at present are difficult in that I struggle to sleep at night and sleep heavily to nearly lunchtime," she told us.  "When I awake I feel very sleepy for at least an hour.  I find going to bed at 1Opm important and I try to remain awake all day."

Not everyone can manage this.  Gill's main problem is the reversal of night and day.  I feel drowsy during the day, and can only really start doing things after midnight (hence writing this after 1 in the morning!).  It affects my life a lot, because I am up when other people are asleep."

Unrefreshing sleep

Michele has unrefreshing sleep, disturbed by vivid dreams.  "Although I am not working during the day, I am in my sleep!" she said.  "Often I am returning to my job but cannot find my notes to teach a class.  I am very tired most of the day and if I sit down I invariably fall asleep.  Sometimes I fall involuntarily into a weird uncontrollable half-sleep that I hate."

Another member says: "My brain just won't switch off.  I can't stop worrying.  I also have physical discomfort including muscle tension, hot flushes, itching and pain."
Mike finds that his sleep problems seem to come in cycles: "I can go for months sleeping reasonably and then I am back to waking up at around 3am and am unable to get back to sleep however hard I try."

Andrew says, "The classic M.E. sleep conundrum followed the following profile in my case: (a) after M.E. starts, it is a case of anxiety for no known reason, excessive sleep, a constant feeling of sleepiness during the day, and no benefit from the excessive sleep; (b) about a year later, insomnia strikes, where no matter how tired you are, sleep is not an option presented."

Emma spotted different patterns in what she calls "the chronic stages" of her illness compared to relapses.  "During the chronic stage, I'd be exhausted all day and then find myself wide awake at night-time.  During relapses, the pattern tends to be very different as I may find myself asleep for 16-20 hours in each 24 hour period."

Possible solutions

The website of the American government's CFS program (www.cdc.gov/cfs) says that: "Health professionals can help people with CFS adopt good sleep habits.  Patients should be advised to practice standard sleep hygiene techniques: establish a regular bedtime routine; avoid napping during the day, incorporate an extended wind-down period; use the bed only for sleep and sex; schedule regular sleep and wake times; control noise, light and temperature; and avoid caffeine, alcohol and tobacco.  Light exercise and stretching earlier in the day, at least four hours before bedtime, may also improve sleep."

Professor Pinching adds: "This general advice needs to be thought through individually with reference to the severity of your illness, the type of sleep disturbance, and your personal style and preferences.  But a careful review of old habits can be useful.  For example, some people have interesting ideas about what constitutes winding down before sleep: watching some films on TV may wind you up!  One patient said she had cut out coffee to avoid caffeine, but was still taking several cups of tea (also containing caffeine), as well as using Red Bull to get through the evening when her husband came home!

"Some therapists are very strong about avoiding daytime sleep, because it can disrupt the quality of night time sleep.  This is often good advice, and a rest in the day is often even better, but for some patients a sleep in the middle of the day can be an essential first step.  I advise avoiding daytime sleep if it is indeed disrupting night time sleep; but feel able to use it to recharge the batteries if it doesn't.  After all, in the Mediterranean, a siesta is normal!

"Effective pacing routines can help restore better sleep patterns.  Patients who are pushing themselves too hard may find that they are too tired to get to sleep or to maintain it.

"If sleep hygiene (dreadful term!) isn't enough to restore better quality sleep, then medication may be worth considering.  There are three types of approach.  Very low doses of tricyclics (the old-fashioned 'anti-depressants' but used at a very different dose) are the most effective for restoring more normal sleep rhythms.  Some of them are sedating too, and so the choice of tricyclic can be adapted to how much or little help you need with getting to sleep, as well as minimising any morning drowsiness you get as a side effect.  Some can suppress nerve pain too, as well as reducing some anxiety.  These treatments can be used for long periods without causing dependency.  Mirtazapine (Zispin) and trazodone have a similar effect on sleep quality as the tricyclics.

"Sedatives (including prescribed ones and many over-the-counter and herbal sleep remedies) can only really be used intermittently, because they show decreasing effectiveness with time; most can produce dependency.  The less activating antidepressants such as citalopram and sertraline can have a more indirect effect on sleep quality, as well as helping to treat depression and anxiety if these are present, but Prozac, Seroxat and venlafaxine are likely to increase sleep disturbance."

Sleep habits

Adopting particular sleep habits has been a help for Frankie: "If I'm awake for more than 15 minutes during the night, I get up and move to a bed in another room.  I have an electric kettle and a microwave upstairs, so I can make myself a hot drink and heat up a wheat bag to put against the small of my back, which eases some of my pain.  Then, comfortably propped up on lots of pillows, I read, listen to music, write a letter or think more about the book I'm writing.  I stay there until I feel drowsy again.

"Occasionally I give myself a holiday from insomnia by taking Phenergan.  I can buy 50mg tablets at my chemist without a prescription."

Phenergan is an antihistamine which is also used as a sedative.  Writing in InterAction in 2002 (issue 41, p 31), Professor Pinching described some of the pros and cons of using sedatives and antidepressants:

"Sedatives may help in the short term to establish a better sleep pattern... but in the long run, sedatives may cause more problems, especially because one may become dependent on them (i.e. addicted).  All of them can cause this to some extent, though some (like diazepam, temazepam and nitrazepam) are more likely to do this than others.  On the other hand, for people who cannot tolerate or do not benefit from other approaches, they can still be useful, used sparingly and with care.  Sedatives to consider in such situations include: Nytol, Phenergan (available over the counter) and Welldorm, zopiclone and zolpidem (by prescription only).  Some herbal preparations can help too."

One reader, who preferred to remain anonymous, admits that s/he may well have become addicted.  "I have had an inability to go from waking to sleeping at night-time - probably for 10 years now (I have had M.E. for nearly 20 years).  I take zopiclone and it solves the problem, giving some essential sleep of quality that enables me to tackle the next day ahead.  I have taken this for years now and may be dependent on it...  I'm sure my GP doesn't want me to continue taking this."

In January 1998 the BMJ published Physical dependence on zopiclone: case reports (Jones and Sullivan), which described withdrawal symptoms including craving, anxiety and insomnia in patients who had prolonged/ increased their intake of zopiclone above the dose initially prescribed.

Medication alert

Readers are advised not to take any medication without checking with their doctor as self-medication, even using herbal remedies, can have adverse effects.

Sarah tells us: "When I first became ill six years ago, sleep disturbance was my most distressing symptom.  I had little trouble falling asleep, but only slept very lightly and would wake up very early every morning (3 or 4am), with my heart pounding, unable to sleep again.

"It was suggested to me that I should try herbal remedies to help combat this, including valerina.  Although I took less than the suggested dose I felt as if I was being poisoned.  Fortunately, I realised it was the herbal remedies causing this and stopped taking them.  I was still only sleeping three or four hours a night though, so I went back to my GP.

"I was prescribed Zispin, which is ostensibly an anti-depressant but also works as a sedative and helps reduce anxiety.  I am happy to say that these have really worked and I am sleeping relatively normally again."

Trying tricyclics

A number of other members have had some success with low doses of tricyclic antidepressants, alone or in conjunction with relaxation techniques.  Catherine tells us: "Amitriptyline really helps me.  I get a deeper sleep so I am less likely to wake up at night or remain awake if I do get woken.  I don't take it every night, just when I get a phase of insomnia, maybe for a couple of nights.  You have to make sure your GP understands that M.E. sufferers can only take very low doses.  I couldn't tolerate more than 25mg."

Debbie has been using Amitriptyline for four years at a lower dose and feels "It's really helped me regain normal sleep patterns (and saved my sanity!) after seven years of bad sleep problems with M.E."

"Like many others I had an out-of-whack body clock," she explains, "I tried everything including getting up at a set time but that usually made me too exhausted to sleep the next night, making the problem worse."

She tried antihistamines but they made her groggy the next day and less likely to sleep the following night.  "Then a few years ago I came across an article about Amitriptyline being used to help sleep problems in people with M.E.  I cut my dose down to 5mg and took this at about 7pm.  I fell asleep with no problem at about 10.30pm and slept about 9 hours (a miracle!).  This seemed the right dose to fall asleep but not wake up feeling dopey."

Many people combine medication with other techniques.  Cathy says her sleep problems have been helped by taking antidepressants at night "and by listening to the World Service radio, and BBC audio tapes/CDs such as Lord of the Rings.  The more familiar the story, the more powerful the somnolent effect!"

Andrew feels he has tried everything and still hasn't found a remedy which works for him, as has Christine, with mixed results.  "On really bad nights I take Zimovane.  On nights when I can't decide whether it's going to be really bad or just bad I take either Valerian, Nytol or Piriton.  Tried melatonin but it made the nightmares even worse.  Also lavender oil which is nice but no help.  I am now trying the herb mistletoe (yes, you did read this correctly) and it is definitely helping with the anxiety."

Melatonin

Melatonin is a natural sleep hormone vital for a goodnight's sleep.

The jury is still out on the use of melatonin for sleep disorders.  It is not available in the UK without prescription, or even on prescription in adults.  Although Dr Kelly Morris admitted in the July 2002 issue of InterAction that she had bought it in the USA while there and used it "in pure form" to counter jet lag, she added: "but it's effects on the sleep-wake cycle can be unhelpful if taken at the wrong time."

In 2002, Williams et al aimed to determine whether M.E./CFS symptoms were alleviated by 5gm melatonin and bright-light phototherapy in 30 adults who had experienced unexplained fatigue for more than six months.  They concluded that melatonin and bright-light phototherapy appeared ineffective but an evidence-based guideline on the management of M.E.  in children and young people, published two years later by the Royal College of Paediatrics and Child Health, said: "Although there is no research or safety evidence there is anecdotal evidence of the use of melatonin in this area and published evidence for its effectiveness in treating sleep disorders in children and young people with other conditions."

When Dr Andy Wright looked at melatonin levels in 60 M.E./CFS patients several years ago, he found that they were invariably abnormal.  "Using salivary melatonin levels as a test, I found 75% of patients stopped making any melatonin, 20% had phase-shifted melatonin, i.e. the time it was made varied.  The usual rise starts at 8pm and peaks at 2am.  Mainly it did not rise until 2pm in the afternoon in these cases, with none at night.  In 5% there was normal output.

"Melatonin though is only the first part of sleep in humans.  It initiates sleep in humans but does not put us into deep sleep.  This is mediated by a complex pathway called the 'Histamine-Interleukin-Prostaglandin Pathway'

(HIP).  Various other chemicals in the HIP put us into the different phases of sleep including deep sleep.  Then a rise in cortisol produced by the adrenal gland, via hormonal messages from the hypothalamus and pituitary, wakes us up.  If this adrenal pathway is abnormal then it causes sleep disruption."

Dr Sarah Myhill agrees: "We know that patients with fatigue syndromes have a disturbance in their hypothalamic pituitary adrenal axis with knock-on effects to the pineal gland which is responsible for maintaining the biological clock."

Almost as important as darkness at night is light exposure during the day.  Light switches off melatonin production when you are supposed to be awake.  Lack of light in the day is also associated with depression and depression will disrupt sleep.

Readers' tips

When Anne feels exhausted but unable to sleep, "My remedy is to get up, make a cup of camomile tea, perhaps take valerian and read a book for 20 minutes.  This usually does the trick."

Another reader recommends: "Not having a heavy meal close to bedtime helps although I do have two bites of some non-sugary carbohydrate before retiring - a tiny bit of bread or a cracker biscuit.  It's important to let your brain calm down before sleep time, so cut back on entertainment from the TV, reading, using the computer etc.  I enjoy listening to music on walkman whilst going to sleep – nothing too stirring.  There's no point in going to bed before I am ready as I toss and turn.  I need to keep warm as many M.E. people do but I feel better with fresh air coming through the bedroom window even in winter."
Blackout curtains or blinds help some people (see pp 36-38 of InterAction 59).  Rosemary feels that an acupuncture stud on her ear helped restore her sleep pattern.  Another acupuncture technique is to apply a special wrist band - see www.sea-band.com.  Susan uses DIY acupressure: "Massaging the back of my neck in the hollow at the base of the skull helps with falling asleep."
Ray says: "Since I changed all my bedding to cotton, and to the duvet with feathers, and removed all electrical appliances near the bed and moved the bed from any nearby wires, I now get a good night's sleep and less problems with night sweats.  (Also by changing my clothes to all cotton)."

Araya, who is noise sensitive, has the following top tips: "(1) Do not use the computer after lunchtime; (2) do not allow spouse to run video recorder at night (I am noise sensitive); (3) do not believe claims by spouse or Tranquil (the most silent computer that you can buy) that a Tranquil computer hooked up to gadgetry to allow middle-of-the-night recording will be silent.  It won't be."

And finally

The predominant symptom of primary sleep insomnia is difficulty initiating or maintaining sleep or non-restorative sleep for at least one month without other medical causes.  There have been cases of sleep deprivation being misdiagnosed as M.E. because many symptoms of M.E. and sleep deprivation overlap.  If you believe you have primary sleep insomnia, it may be worth considering a referral to a sleep clinic.

Thanks to InterAction
PIECING TOGETHER THE JIGSAW

Over the considerable years during which I have languished under the label 'ME' and 'Fibromyalgia', I have become increasingly aware of the many and varied starting points most of us will cite as when our illness started.  It might have been a holiday, a road accident, a virus, infection or a bereavement.  Many people have commented that the illness began quietly and symptoms grew over the years, simmering gently and annoyingly; others will say it arrived with a bang and was devastating.

There are as many descriptions as there are human experiences, all of them valid, and most sharing identical symptoms.  In some way, no matter what the origin, both the immune system and any bacteria present in the blood seem to share a common response which looks a lot like inflammation.  There seem to be more questions than answers.  Why do some people get such a similar physiological reaction (fatigue etc) when we have such different onsets?  And why do some people experience the same environment as their neighbours or family, but don't get fatigue conditions?  Why are researchers now finding similar infectious organisms in family members, but not all are ill?  It is quite a jigsaw, with only a few of the pieces connected.

Interestingly, Dr.John Gow of Glasgow University recently showed that the gene expression profile of ME and certain infectious organisms, such as Lyme Borreliosis among others, is identical, and other doctors are looking at the issue of mitochondrial dysfunction which it is believed may be a common denominator in many of these different disease processes.

Professor Behan's muscle biopsy studies some years ago suggested the importance of mitochondrial dysfunction, citing abnormalities in the process of energy production occurring at cellular level, but the wheels of ME research turn slowly.  This generated recent research into the importance of the mitochondria to muscle function.  The mitochondria act as a sort of spark plug, firing the cells into immediate action through a process involving the exchange of adenosine triphosphate (ATP) to adenosine diphosphate (ADP).  Lots of big words, but what it means is that ATP to ADP creates energy.  If this process slows down, for whatever reason, whether infection, shock, virus etc, all the processes of the body go slow too, because all our systems - heart, lungs, endocrine and others - require energy at cellular level.  The process of homeostasis, where the various bodily functions operate efficiently and then return to normal, is interrupted.

If a person with ME pushes themselves in an emergency situation, and we've all experienced this, the body can do remarkable things.  Some days, I can hardly walk and yet, in desperation, I could run into the road to catch my escapee puppy and carry her to safety.  You know what comes next – I spend the rest of the day recuperating in a state of near collapse.  Thank heaven for recliner armchairs!  What's happening is that the body converts ADP into adenosine monophosphate (ADM) to deal with the emergency, but this cannot be recycled and is expelled in the urine.  Gone forever!  So why not whip up a new batch of ATP?  It can be generated quickly from a natural sugar called 'D-ribose' which in turn is created through a slow process involving glucose.  But if you don't have much in the way of ATP, your body hunts for a quick new source - rather like someone on a low calorie diet, frantically ransacking the cupboard for that last chocolate biscuit!

The problem is that converting from glucose has a side product of lactic acid which builds up in muscles causing burning, soreness and pain to add to the already present fatigue, and what is worse is that there is no new D-ribose to draw on, so the cycle of ATP production into energy winds down.  Oxygen levels in the muscle cells fail to stabilise and the body can't return to normal.

But homeostasis is more than just muscle function.  It affects blood supply to the skin, so we can't regulate our temperature.  The body compensates by slowing down the thyroid, hence our propensity to low body temperature and retention of toxins.  Poor blood supply to the gut causes 'leaky gut' leading to food intolerance and allergies.  Blood supply to the brain will fall leading to hypoperfusion and cognitive problems.

Palpitations are common because the heart does not get enough oxygen – the heart is a muscle after all.  This scenario is familiar to all those unfortunate enough to have ME/Chronic Fatigue Syndrome.  All of these functions are facilitated by the mitochondria.

However, it’s not all bad news.  Hurray!  There is a test which measures the rate at which ATP is recycled in cells which has been developed at Biolab in London.  If it only measured the absolute level of ATP in cells it would simply indicate what a good rest we had the night before.  So the test actually seeks to identify where the problem lies.  It looks at magnesium status on which ATP depends, the efficiency of the conversion of ADP into ATP, including levels of co-enzyme Q10 and L carnitine, and finally measures the translocator proteins which facilitate the transport of ATP and ADP across the mitochondria) membrane, the process of which may be blocked.

If levels of these substances are low, careful supplementation and monitoring programmes may be possible using a personalised cocktail of various substances including D-ribose.  This test is increasingly being used by several doctors treating patients with ME/Chronic Fatigue and certain infectious organisms which also cause fatigue, and results are promising.

The value of this research is that it tells us quite a lot about the underlying physiological processes linking inflammation, chronic infection and fatigue states.  The hope is that it will give us some insight into supportive measures which are useful in fatigue based illnesses and some hope for future treatments, if not to cure ME, then at least to improve the patients' quality of life and hopefully decrease levels of disability.  In time, the test may well give an objective measure of fatigue levels which, as we all know, has been lacking for some time.
Thanks to Hermes for this article

JOURNEY THROUGH THE FOG

Clare Elderkin shares the strategies she has found helpful on her way to recovery from severe M.E.

I originally became ill following a virus which left me feeling very unwell and drained of energy.  After six months and many visits to my GP, I was diagnosed with M.E.  My health steadily declined over a period of about a year, to a point where I was completely bed-bound, too weak to sit up, unable to talk or be spoken to.  I couldn't feed myself or attend to even my most basic needs alone.  I was extremely sensitive to noise, smell and different foods and began receiving daily care through the Direct Payments Scheme.  I was in this sorry state for around 10 months.

Arch nemesis

At my worst, my arch nemesis was worrying about what might happen.  For example, would trying something new cause a relapse?  This was a particular problem when I spent all those months in bed with nothing to occupy my brain.  Now I can see that all that worrying was using precious energy and probably was the cause of my perpetual state of ill-health.  At that time, all day-to-day problems were taken out of my hands as I was far too ill to contemplate taking part in the running of my life.  Since I have been able to do more, I have tried to think of strategies to prevent the worry.  For example, writing things down that I need to do takes the weight off my mind, especially since a goldfish rivals my current memory capacity!  Generally, there seems to be little point in using energy to worry, as it will not solve any problem you may have.  Why not use that energy to devise a plan to deal with the problem instead?

As my health declined, I found myself becoming afraid to do things that I struggled with or to try new things.  I suppose that was completely understandable after having bad experiences with some activities; however, I found myself in a position where I was unable to do things because of deconditioning, and not necessarily due to tiredness alone.  The less I did, the less I felt able to do.  I don't think for a moment that pushing myself was the solution as this can be equally dangerous.  Looking back, I think the key would have been to find a balance whereby I did an activity only once a week or once a month if that was all I could manage.  At least I would have been keeping my muscles in a condition that would allow me to do it!  For example, I once collapsed while trying to walk to the bathroom.  Instead of trying again the next day, I was too frightened and after a while, I found myself completely unable to walk.  If only I had taken just a few steps I might not have had to learn how to walk again (a very strange experience!).  Just because you have had a bad experience doing something once, does not mean that it will happen again.  If you don't try, you'll never know.

Rest means quality rest

I believe that pacing has played an important part in the improvement of my health.  For me, the key to this is to find a baseline of activity that is achievable on both a good and a bad day; that way I know how much energy I have used.  This strategy brings security in that I know that I should be able to sustain that level of activity.  I also alternate between mental and physical activity (no-matter how small) with regular rest breaks.  Rest means quality rest, not watching TV!

I attempt to do roughly the same each day, using a routine if necessary.  This helps me to avoid the harmful 'boom and bust cycle' since I have a better idea of how much energy I have used.  Also, by not using all of my available energy, I believe that my body will be able to use the extra energy to help heal itself.  I regularly experiment with trying different things, but I only change one thing at once in case I do have an adverse reaction.  I am then able to gauge the level at which I should try next time.  Sometimes, however, I seem to have a bad day for no apparent reason; I am assured that this is completely normal!

I used to keep a diary of what I did each day, but now my health is a little more stable, I make entries when something different to my daily routine happens.  I find this useful because I am able to look back and see what progress I have made (sometimes more than I anticipated!)  It is so easy to forget what I did in the not so distant past.  On those times when I have done too much, I have used the diary to identify events that trigger my symptoms.  However, a small increase in symptoms seems to be normal after doing a little bit more than I had previously.  The discomfort usually subsides after a relatively short period of time while my body is adjusting.  If it doesn't, I question whether I am doing a little too much.

Energy-saving equipment has proven to be useful, if a little 'untrendy'.  When I was bed-bound I had to use a commode as I found that even being 'wheeled' to the bathroom in a wheelchair was too exhausting.  Since I was unable to get to the shower, my carer washed my hair using a purposefully made blow-up 'sink' that is intended to enable someone to wash your hair for you while lying in bed.  When I started to try to leave the house, my carer would push me in the wheelchair, which allowed me to go out for much longer than I would have without it.  I also used the wheelchair around the house.

Hardly 'cool' but helpful

While I was learning to walk, I used a walking frame (an item which no woman in her 20s should be seen without!).  After that, I progressed onto crutches and now I am able to walk unaided.

Other items that have helped me include a stool in the shower, a perching stool next to the kitchen worktops and an indoor trolley that I used to 'carry' things from room to room.  There are many other wonderful gadgets also available from mobility shops and the NHS.

When I was in bed, I was very sensitive to noise, so I used foam or wax earplugs and ear defenders (available from DIY shops) to help block-out loud noises.  Also at that time, I had great difficulty chewing food, so I was prescribed an energy drink called Fortisip.  At slightly better times, I ate soft foods (mashed potato, soup etc), or pureed food in a food processor.

I made sure that I kept moving around in bed as much as possible to help to prevent my muscles from deteriorating too much.  Also, I found that the pain was worse if I lay still for long periods of time.

After several months in bed I began to develop painful pressure points (which if left untreated, may have developed into bedsores).  I was seen by a specialist nurse who issued me with what I could only describe as a blow-up lilo (the sort of thing you might take to the beach).  It did the trick; my pressure points did not get any worse.  Also, to my great amusement, I pretended that I really was on the beach!

Since I was unable to watch television or listen to music, I discovered several strategies to occupy my mind and act as a pleasant distraction.  I immersed myself in a visualisation; for example, in my mind I created a beautiful garden.  It began quite simple but ended up being very detailed.  I imagined which plants might be planted in what place and even pretended to smell the scents of the flowers.  If you don't like gardening, why not design a house in your mind, or even pretend you are on a beach (back to the lilo again!).  I often played the 'alphabet game'.  This involves picking a subject area; food for example, and starting at the letter 'a', thinking of an item starting with each letter of the alphabet.  Talking books are also a brilliant source of entertainment.

The subtlest change to my surroundings gave me something different and positive to concentrate on.  For example, putting some fresh flowers next to my bed or burning some essential oils to create a different atmosphere (perhaps to help in a visualisation).  Personally, I loved listening to a CD of the waves crashing on a beach.  There are many more available, including birdsong, dolphins and thunder.

In order to maintain my sanity and motivation, I try to celebrate what I have managed to do, rather than what I cannot.  It sounds silly I know, but I congratulate myself at the end of each day for all the tasks I have done, no matter how small.  Keeping positive about my situation has really helped, no-matter how depressed I have been at times.

Moving forward

At my worst, I felt that M.E. was taking over my life and that there was nothing beyond it.  I found that friends no longer bothered to see me or took the time to understand.  The only way I managed to cope with this was the realisation that they did not do this on purpose, but that they lead busy lives and do not understand the impact of serious illness.

After about 10 months, things started began to turn around.  I started to notice tiny improvements, which have now added-up to a level of wellbeing that allows me to study with the Open University for eight hours per week, volunteer with the Sheffield M.E. Group and even enjoy a very modest social life!

Throughout my illness, a close friend of mine was the source of my strength and determination to once again lead a healthy and normal life.  She was seriously ill with M.E. for five years and has now completely recovered and is studying for a PhD.  I believe that if she can return to good health, I can too.  Although I still have a considerable way to go, I am making slow but steady progress.  My ultimate dream is to return to work one day and be able to enjoy the finer points of life like going on holiday and having some fun!

I believe that the key to managing (and hopefully my eventual recovery from) M.E. is looking after myself in the best possible way.  The accumulation of many small changes seems to have enabled my body to repair, even if an immediate effect is not seen.  Also, I found that it was necessary to accept my situation and capabilities before I was able to move forward.

I have tried not to lose sight of the fact that recovery is possible and that I will make new friends that do understand.  I am forever grateful to my family as their love and support saw me through some of the toughest parts of this journey.  I look forward to sharing experiences with them that during my darkest hours I thought would be forever beyond my abilities.  During all of the time I was housebound, I didn't think I would ever get to meet other members of Action for M.E. or my local M.E. Group.  Now that I have, I have discovered that they are all wonderfully friendly and welcoming people.  Most of all, I take comfort in the fact that there are people who understand and are willing to listen.  We are not alone!

About the author

Clare lives with her unusual pets (a snake and a spider) in a flat in Sheffield.  She is currently studying Computing through the Open University and hopes to become a committee member of her local M.E. group later this year. 
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SMOOTHIES

Delicious, easy and fast to make, nutritious and easy to swallow, smoothies are the perfect meal in a glass and are suitable for everyone.  We even have two dairy free recipes at the bottom.

Fruits of the Forest

* Place 60g frozen fruits of the forest in a blender with 150ml of fruit juice, 1 heaped tablespoon of natural yoghurt and 1 tablespoon of runny honey (or to taste).

* Whizz and drink!

Strawberry and Mango Smoothie

· Place 1 large ripe mango and 250g strawberries in a blender and whizz until smooth. * Add 2 tbsp Greek yoghurt and 250ml cold milk and whizz again.

· Serve immediately.

Pear & Raspberry with Maple & Vanilla

· Peel a very ripe pear and cut into chunks.

· Drop into a blender with half a punnet of rasp​berries, 15g vanilla yoghurt and maple syrup to taste. Blend.

· You can replace the yoghurt with vanilla ice-cream if you fancy a milkshake.

Coconut Milk, Mango and Lime

* Blitz the flesh from one ripe medium sized, non-fibrous mango with 200ml coconut milk and the juice of a lime.

* Thin with a little water if necessary.

Strawberry with Lime and Mint

· Put 2-3 cubes of ice in a glass.

· Blend half a punnet of strawberries with the juice of 1 lime, 6 fresh mint leaves, 1 tablespoon of honey and 1 tablespoon of sugar (or to taste).

· Blend, garnish with a sprig of mint and serve immediately over the ice.

For more recipes visit www.easytoswallow.co.uk
ICE CREAM FACTS

In 1984, President Ronald Reagan designated July as National Ice Cream Month and the third Sunday of the month as National Ice Cream Day.

· In the USA, the five most popular flavours are: vanilla (26%), chocolate (12.9%), neapolitan (4.8%), strawberry (4.3%) and cookies n' cream (4.0%).

· In the UK, there are more than 1,000 ice cream companies with annual consumption estimated at 8 litres per person.

· Licking the bowl clean after eating ice cream is admitted to by approx 13% of men and 8% of women.

· The biggest ice cream sundae - 12ft tall made with 4,667 gallons of ice cream - California, USA 1985.

· The best temperature at which to serve ice cream is believed to be 8 degrees F.

· Vanilla comes from the plant vanilla planifolia -a member of the orchid family - grown mainly in Madagascar but also Mexico, parts of South America, Tahiti and islands off E. Africa. The vanilla extract produced from the plant in each of these areas has its own very distinct characteristics.

















Thanks to Cheers (AYME)

POETRY CORNER

Plant 3 rows of peas:

Peace of mind, Peace of heart, Peace of Soul.

Next plant 4 rows of squash:

Squash gossip, Squash indifference, Squash grumbling, Squash selfishness.

Then plant 3 rows of lettuce:

Lettuce be faithful, Lettuce be patient, Lettuce love one another.

Complete the operation by planting

Thyme for each other, Thyme for family, Thyme for friends.

**********************

Come travelling along with me,

So much to do and so much to see,

And when you’re seated in your chair

Then you can travel anywhere.

And if you have a favourite spot,

A special place you love a lot,

Then you can visit everyday- 

It’s only just a thought away!

A mountain top near to the clouds,

A river bank away from crowds.

A sunny beach with rolling tide,

The one you love close by your side.

A place to eat, a place to sleep, 

Another memory to keep.

Come travelling along with me,

You’ll find the road is smooth- you’ll see!

Iris Hesselden

By the wrought-iron wishing well

That’s built with old grey stone,

I love to sit and idly dream

When I am on my own.

Where spears of blue delphiniums

Are standing tall and bold,

And honeysuckle tendrils wind 

Their trumpets cream and gold

Grasses whisper in the wind

As they sway gracefully,

And foxgloves nod their dainty bells

Midst sage and honesty.

Hollyhocks and lupins make

A colourful display,

With rambling roses tumbling down

In beautiful array

Are there fairy visitors?

I catch a glimpse of wings,

But maybe it’s the butterflies

The summer sunshine brings.

This magical secluded spot

Has caught me in its spell,

As I sit in this secret place

Beside the wishing well.

Kathleen Gillum

We wish them love to make them strong

For all they have to do,

We wish them wings to lift their hopes

And make their dreams come true.

We wish them many helping hands

When plans go all astray,

And evermore encouragement

To meet another day

We wish them laughter and success

And all life has in store,

A cheerful mind, a happy heart

To help their spirits soar.

We wish them joy and peace and hope

To combat hurt and sorrow,

We wish them all a better world -

The children of Tomorrow.

Iris Hesselden

There’s no other sound like the song of the dawn,

The first shining notes in the first glow of morn,

The stir of the earth as it wakens anew,

The tremble of grass at the touch of the dew.

The trill of the bird as it takes to the wing,

The thrill in the air as the world starts to sing,

All life is assembling, convening to play

An overture fit for the start of the day.

Margaret Ingoll

If I Knew- by Maud Wyman

If I knew a box where the smiles are kept,

No matter how large the key

Or strong the bolt, I would try so hard

‘Twould open, I know, for me;

Then over the land and the sea broadcast,

I scatter the smiles to play,

That the children’s faces might hold them fast

For many and many a day

If I knew a box that was large enough

To hold all the frowns I meet,

I would like to gather them every one,

From the nursery, school, and street;

Then folding and holding,

I’d pack them in,

And turning the monster key,

I’d get a giant to drop the box

To the depths of the deep, deep sea.

WHICH FOOD IS BEST?  by Stephen Byrnes ND, RNCP 
About the Author  Stephen Byrnes ND, RNCP, is a nutritionist and naturopathic doctor.  He is the author of over 100 articles and papers published worldwide, as well as the new book Healthy Hearts: Natural Medicine for Your Ticker (Whitman Books, USA).  Visit his website at http://www.PowerHealth.net
Further Information  Web Sites on Dr Price’s research:
http://www.WestonAPrice.org
http://www.Price-Pottenger.org
One of the most frequent questions I am asked as a naturopathic doctor and nutritionist is, “What is the best diet?”  I hear so much conflicting information in the media.  One day, soy is good for you; the next, it isn’t.  One day margarine is OK; now, it isn’t.  I hear that red meat is bad for me; then I hear that it isn’t.

These are good questions that deserve answers.
In today’s world of ever-increasing chronic disease, preventive nutrition and medicine are paramount and the foundation of good health is a healthy diet.  But just what IS a ‘healthy diet’?  Who are we to believe?  Should we become vegetarians, or keep eating meat?  Should we eat a low-fat diet, or not care?

While finding the specifics of the diet that is right for you depends on your individual needs and food tolerances, you might be surprised to know that the answer to that perplexing question, ‘What is a healthy diet?’, has already been answered.  About 70 years ago, a peripatetic dentist and his wife embarked on a series of journeys around the world that defined the parameters of a ‘healthy diet’.  The man was Dr Weston A. Price, DDS, and his findings, published in his classic work Nutrition and Physical Degeneration, should enable all of us to define the general guidelines of healthy eating, with the particulars worked out according to our own needs.

Dr Price’s Nutrition Studies.  Dr Price was a Canadian-born dentist who married an American.  By 1930 he’d had a glorious and distinguished career, overseeing a massive study on the negative effects of root canals that has become the foundation of today’s holistic dentistry movement.  Over the years of his practice, however, he noticed that his patients were suffering more and more chronic and degenerative diseases.  He also noticed that his younger patients had increasingly deformed dental arches, crooked teeth and cavities.  This definitely concerned him: he had not seen such things just ten or fifteen years ago.  Why was it happening now?  Price also noticed a strong correlation between dental health and physical health: a mouth full of cavities went hand in hand with a body either full of disease, or generalized weakness and susceptibility to disease.  In Price’s time, tuberculosis was the major infectious illness, the ‘white scourge’.  He noticed that children were increasingly affected, the ones with the lousy teeth.

Dr Price had heard rumours of native cultures where so-called primitive people lived happy lives, free of disease.  He hit on an idea: why not go find these people and find out: 1) if they really are healthy, and 2) if so, find out what they’re doing to keep themselves healthy.  Being rather well off financially, he and his wife started travelling around the world to remote locations.  They were specifically looking for healthy peoples who had not been touched yet by civilization - at that time, such groups were still around.

Dr Price and his wife went just about everywhere in their journeys.  They travelled to isolated villages in the Swiss Alps, to cold and blustery islands off the coast of Scotland, to the Andes mountains in Peru, to several locations in Africa, to the Polynesian islands, to Australia and New Zealand, to the forests of northern Canada, and even to the Arctic Circle.  In all, Price visited with fourteen groups of native peoples.

After gaining the trust of the village elders in the various places, Price did what came naturally: he counted cavities and physically examined them.  Imagine his surprise to find, on average, less than 1% of tooth decay in all the peoples he visited!  He also found that these people’s teeth were perfectly straight and white, with high dental arches and well-formed facial features.  And there was something more astonishing: none of the peoples Price examined practised any sort of dental hygiene; not one of his subjects had ever used a toothbrush!  For example, when Price visited the first group, isolated Swiss mountain villagers, he noticed right away that the children’s teeth were covered with a thin film of green slime, yet they had no tooth decay.  What a difference this was from the children in Ohio!

Dr Price also noticed that, in addition to their healthy teeth and gums, all the people he discovered were hardy and strong, despite the sometimes difficult living conditions they had to endure.  Eskimo women, for example, gave birth to one healthy baby after another with little difficulty.  Despite the Swiss children going barefoot in frigid streams, there had not been a single case of tuberculosis in any of them, despite exposure to it.  In general, Price found, in contrast to what he saw in America, no incidence of the very diseases that plague us ‘moderns’ with our trash compactors and cellular phones: cancer, heart disease, diabetes, haemorrhoids, multiple sclerosis, Parkinson’s, Alzheimer’s, osteoporosis, chronic fatigue syndrome (it was called neurasthenia in Price’s day), etc.

Dr Price also noticed another quality about the healthy primitives he found: they were happy.  While depression was not a major problem in Price’s day, it certainly is today: ask any psychiatrist.  While certain natives sometimes fought with neighbouring tribes, within their own groups, they were cheerful and optimistic and bounced back quickly from emotional setbacks.  These people had no need for antidepressants.

Lest you think Dr Price made all of this up, he was sure to take along with him one modern invention that would forever chronicle his research and startling conclusions: a camera.  Dr Price and his wife took pictures - 18,000 of them.  Many of the pictures are contained in Price’s masterpiece Nutrition and Physical Degeneration.  The pictures show native peoples from all over the world smiling as wide as the Mississippi river, their perfect teeth shining bright.

What the People Ate.  In addition to examining the natives, Dr Price also gathered considerable data about their distinctive cultures and customs, and these descriptions fill many of the pages of his book.  Price took great care to observe what these people were eating, for he suspected the key to good health and good teeth was in good food.  He was surprised to find that, depending on the people in question and where they lived, each group ate very differently from the other.

For example, the Swiss mountain villagers subsisted primarily on unpasteurized and cultured dairy products, especially butter and cheese.  Rye also formed an integral part of their diet.  Occasionally, they ate meat (beef) as cows in their herds got older.  Small amounts of bone broths, vegetables and berries rounded out the diet.  Due to the high altitude, not much vegetation grew.  The villagers would eat what they could in the short summer months, and pickle what was left over for the winter.  The main foods, however, were full-fat cheese and milk, butter and rye bread.

Gaelic fisher people of the Outer Hebrides ate no dairy products, but instead had their fill of cod and other seafoods, especially shellfish (when in season).  Due to the poor soil, the only grain that could grow was oat, and it formed a major part of the diet.  A traditional dish, one considered very important for growing children and expectant mothers, was cod’s head stuffed with oats and mashed fish liver.  Again, due to the extremely inhospitable climate, fruits and vegetables grew sparsely.  Price noted that a young Gaelic girl reeled in puzzlement when offered an apple: she had never seen one!

Eskimo, or Innuit, ate a diet of almost 100% animal products with hefty amounts of fish.  Walrus, seal and other marine mammals also formed an integral part of the diet.  Blubber (fat) was consumed with relish.  Innuit would gather nuts, berries and some grasses during the short summer months, but their diet was basically all meat and fat.  Price noted that the Innuit would usually ferment their meat before eating it.  That is, they would bury it and allow it to putrefy slightly before consuming it.  Innuit would also eat the partially digested grasses of caribou by cutting open their stomachs and intestines.

The Maori of New Zealand, along with other South sea islanders, consumed seafood of every sort - fish, shark, octopus, sea worms, shellfish - along with fatty pork and a wide variety of plant foods including coconut and manioc fruit.

African cattle-keeping tribes like the Masai consumed virtually no plant foods at all, just beef, raw milk, organ meats, and blood (in times of drought).  The Masai considered vegetable foods fit for cows, not humans.

The Dinkas of the Sudan ate a combination of fermented wholegrains with fish, along with smaller amounts of red meat, vegetables and fruit.  The Bantu, on the other hand, the least hardy of the African tribes studied, were primarily agriculturists.  Their diet consisted mostly of beans, squash, corn, millet, vegetables and fruits, with small amounts of milk and meat.  Price never found a totally vegetarian culture.  Modern anthropological data support this: all cultures and peoples show a preference for animal foods and animal fat.

Hunter-gatherer peoples in Northern Canada, the Florida Everglades, the Amazon and Australia, consumed game animals of all types, especially the organ meats, and a variety of grains, legumes, tubers, vegetables and fruits when available.

Price noted that all cultures consumed fermented foods each day.  Foods such as raw cheese, cultured butter, yoghurt or fermented grain drinks like kaffir beer (made from millet) in Africa, or fermented fish, as with the Innuit, were an important part of native diets.

Curiously, all native peoples studied made great efforts to obtain seafood, especially fish roe, which was consumed so that we will have healthy children.  Even mountain-dwelling peoples would make semi-annual trips to the sea to bring back seaweeds, fish eggs and dried fish.  Shrimp, rich in both cholesterol and vitamin D, was a standard food in many places, from Africa to the Orient.

The last major feature of native diets that Price found was that they were rich in fat, especially animal fat.  Whether from insects, eggs, fish, game animals or domesticated herds, primitive peoples knew that they would get sick if they did not consume enough fat.  Explorers besides Dr Price have also found this to be true.  For example, anthropologist Vilhjalmur Stefansson, who lived for years among the Innuit and Northern Canadian Indians, specifically noted how the Indians would go out of their way to hunt down older male caribou for they carried a 50-pound slab of back fat.  When such animals were unavailable and Indians were forced to subsist on rabbits, a very lean animal, diarrhoea and hunger would set in after about a week.  Despite all of the negative publicity they have received over the last few decades, the fact remains that the human body needs saturated fats to assimilate and utilize proteins, and saturated animal fats contain high amounts of the fat-soluble vitamins, as well as beneficial fatty acids with antimicrobial properties.

Of course, the foods that Price’s subjects ate were natural and unprocessed.  Their foods did not contain preservatives, additives or colourings.  They did not contain added sugar (though, when available, natural sweeteners like honey and maple syrup were eaten with relish).  They did not contain white flour or canned foods.  Their milk products were not pasteurized, homogenized or low fat.  The animal and plant foods consumed were raised and grown on pesticide-free soil and were not given growth hormones or antibiotics.  In short, these people always ate organic.

What the Samples Showed.  Dr Price was eager to analyse chemically the various foods these primitives ate.  He was careful to obtain preserved samples of all types for analysis.  Basically, the diets of these healthy peoples contained ten times the amount of fat-soluble vitamins, and at least four times the amount of calcium, other minerals and water-soluble vitamins than Western diets at that time.

Because of the consumption of fermented and raw foods (including raw animal products), Price noted that native diets were rich in enzymes.  Enzymes assist in the digestion of cooked foods.

Price noted that all peoples had a predilection and dietary pull towards foods rich in the fat-soluble vitamins.  Price considered butter from pasture-fed cows, rich in these vitamins as well as minerals, to be the premier health food.  The fat-soluble vitamins A and D are only found in fats of animal origin, like butter, cream, lard and tallow, as well as in organ meats.

Unfortunately, when native peoples turned away from the nutrient-dense diet of their ancestors, trouble soon began.  To this, let us now turn.

The Roots of Disease.  When Dr Price visited the various primitive groups, he noted that white European civilization had begun making inroads into the areas where they lived.  Some of the native peoples opted to leave and move into areas where it was more ‘modern’.  Dr Price also had the opportunity to compare white colonialists who were living alongside, or close to, the native peoples he was studying.  What he found was what he thought he would find: disease and dental decay.

When people read Nutrition and Physical Degeneration, it often changes their lives because not only does it describe how healthy people look, feel, and eat, it also shows in painful detail what happens to those people when they abandon their native eating patterns and adopt modern foodstuffs.  The pictures Price took of natives and moderns on what Price disdainfully called the displacing foods of modern commerce are horrifying and stand in stark contrast to the pictures next to them of healthy, smiling natives.  Nutrition writer and Price enthusiast Sally Fallon explains:

His photographs capture the suffering caused by these foodstuffs-  chiefly rampant tooth decay.  Even more startling, they show the change in facial development that occurred with modernization.  Parents who had changed their diets gave birth to children who no longer exhibited the tribal patterns.  Their faces were more narrow, their teeth crowded, their nostrils pinched.  These faces do not beam with optimism, like those of their healthy ancestors.  The photographs of Dr Weston Price demonstrate with great clarity that the displacing foods of modern commerce do not provide sufficient nutrients to allow the body to reach its full genetic potential neither the complete development of the bones in the body and the head, nor the fullest expressions of the various systems that allow humankind to function at optimal levels immune system, nervous system, digestion, and reproduction.

And what were the offending foods that these unfortunate people consumed?  Why everything we find on our grocer’s shelves: sugar, white flour, jams, jellies, biscuits, condensed milk, canned vegetables, pastries, refined grain products, margarine and vegetable oils.

As noted earlier, the major infectious disease at Price’s time was tuberculosis, the ‘white scourge’.  Price took several photographs of children, usually the children of either Europeans or natives who had adopted the modern foods before their children were born.  They are disturbing in their depictions of suffering.  Some of the children were too sick to be moved to better lighting for photographing.  Others had pus visibly draining from their lymph glands and abscessed teeth.  Invariably, parents and children who had adopted modern foods were highly susceptible to tuberculosis and other degenerative diseases.

Price accurately and ominously predicted that, as Western man consumed more refined sugar and substituted vegetable oils for animal fats, disease would increase and reproduction would be more difficult.  Today, some 25% of Western couples are infertile, and rates of cancer, diabetes, and heart disease have skyrocketed.  Price was truly a modern Cassandra of Troy prophesying the truth, but with no one listening.

A Return to Sanity, Please!  For many decades, Price’s work has been buried and forgotten.  Due to the efforts of the Price-Pottenger Nutrition Foundation and the Weston A. Price Foundation, however, and the republication of Price’s book for the public, that is fortunately starting to change.  Several prominent nutritional doctors have traced their philosophical heritages back to Weston Price and his work.  Abram Hoffer, founder and developer of orthomolecular psychiatry; Jonathan Wright, noted author; Alan Gaby, medical columnist; Melvyn Werbach, nutritional author; and other medical doctors all sing the praises of this ingenious dentist.  Nutritional anthropologist H. Leon Abrams, associate professor emeritus at the University System of Georgia and author of over 200 papers and 8 books, points to Price as a giant, ahead of his time with a message relevant to us all.
Price’s conclusions and recommendations were shocking for his time.  He advocated a return to breastfeeding when such a practice was discouraged by Western medicine.  He urged parents to give their children cod liver oil every day.  He considered fresh butter to be the supreme health food.  He warned against pesticides, herbicides, preservatives, colourings, refined sugars and vegetable oils; in short, all the things that modern nutrition and agriculture have embraced and promoted the last few decades.  Because of the anti-fat, pro-vegetarian rhetoric so prevalent today, Dr Price’s message usually falls on perplexed ears, but the results of his research speak for themselves.

And the Answer Is?  So the answer to the question, ‘What is a healthy diet?’  is this:  eat a diet that closely matches the diets of the peoples Dr Price visited.  The elements of this diet are:

1. Traditional diets contain no refined or denatured foods;

2. All traditional cultures consume some sort of animal protein and animal fat;

3. All traditional cultures consume some sort of fermented foods or beverages every day;

4. Seeds, grains, beans, and nuts are soaked, sprouted, or fermented before cooking/eating;

5. All primitive diets contain some salt, usually sea salt;

6. All traditional peoples consumed seafood of some sort;

7. Native diets are low in sugar, even natural ones;

8. Traditional diets are typically rich in healthy fats, especially animal fats.

By incorporating these simple dietary guidelines into our lives, we’ll do ourselves a major service in staving off degenerative disease and in creating a sound future for our offspring.  Let us make the decision to follow these guidelines.  It is only by following the wisdom of traditional diets that we can attain our biological salvation.

For more details see http://www.positivehealth.com/permit/Articles/Nutrition/byrnes61.htm 

SOME CONTACT NUMBERS AND ADDRESSES YOU MAY FIND USEFUL
Benefits Agency Information Officer (Bolton).  01204  367000  (Bury) : 0161 762 2000

Bolton Primary Care Trust : 01204 907724

Bury Primary Care Trust : 0161 762 3100

Citizen's Advice Bureau Bury :  0161 761 5355   Bolton 01204 900200(/213 Housebound)

Disabled Living : 0161 832 3678

DIAL Disability Information and Advice Line: equipment and gadgets and where to get them 0161 703 8887

Bolton Community Voluntary Services: 01204 546010 Carers Support (Bolton) : 01204 363056

Bury Council for Voluntary Services  :0161 764 2161 

Bury Carer Services : 0161 253 6008 and Bury Carer Assessment ; 0161 253 7190. 
Bolton Market Place - Wheelchair Service : 01204 361100

Shopmobility, Trafford Centre : 0161 749 1728

Basic Neurocare Centre, 554 Eccles New Road, Salford, M5 2AL.  0161 707 6441

Ring & Ride

Bolton : 01204 388500 
Bury : 0161 764 1999

Welfare Rights Advice Line : 01204 380460
Benefits Helpline : 0800 882200.
Completing Forms : 0800 44 11 44
The Disability Rights Commission www.drc-gb.org

Job Centre Plus http://www.jobcentreplus.gov.uk/JCP/Customers/Disabled/ 

Access to Work http://www.jobcentreplus.gov.uk/JCP/Customers/HelpForDisabledPeople/AccesstoWork/

General government guidance on entitlements http://www.direct.gov.uk/DisabledPeople
ACTION FOR ME,  3rd floor, Canningford House, 38 Victoria Street, Bristol.  BS1 6BY. 

Tel 0845 123 2380 (or 0117 9279551).  e-mail admin@afme.org.uk   for general enquiries  

Welfare Rights Helpline  01749 330136   9am to 1pm Mon Tues Thurs  9am to 12.30 Fri

e-mail pauline@afme.org.uk  Telephone support - advice and information for anyone affected by ME (including non-members) 0845 1232314 11am to 1pm Mon to Fri

Web site www.afme.org.uk Young people with ME www.a4me.org.uk 

ME ASSOCIATION, 4 Top Angel, Buckingham Industrial Park,  Buckingham.  HK18 1TH.  01280 818960.  Information Line: 01280 816115 (2pm-4pm)  www.meassociation.org.uk/
M.E.R.G.E. MERGE is the Myalgic Encephalomyelitis Research Group for Education and Support 

http://www.meresearch.org.uk/
BRAME (Blue Ribbon for the Awareness of ME) 30, Winner Avenue, Winterton on Sea, Great Yarmouth,

Norfolk.  NR29 4BA. Tel/Fax  01493 393717. The BRAME campaign was launched to create a greater awareness and understanding that ME is a very real and debilitating illness.  www.brame.org
CHRONIC FATIGUE SYNDROME RESEARCH FOUNDATION, 2, The Briars, Sarrat, Rickmansworth, Herts.  WD3 6AU.  01923 268641.  This charity (formerly the Persistent Virus Disease Research Foundation) was established to concentrate entirely on research into ME and on informing the medical profession of any new findings.

NATIONAL ME SUPPORT CENTRE, Disabled Services Centre, Harold Wood Hospital, Romford, Essex, RM3 9AR.  01708 378050

The 25% ME GROUP, Simon Lawrence, 4, Douglas Court, Beach Road, Barassie, Troon, Ayrshire, KA10 6SQ ME Group for the Severely Affected ME sufferer.  e-mail enquiries@25megroup.org
CHROME (Case History Research on ME), 3 Britannia Road, London SW6 2HJ.  This charity was set up to identify as many severely affected ME sufferers as possible in the UK and monitor the course of their illness over 10 years. The study will supplement medical research into the condition.

TYMES TRUST-(The Young ME Sufferers Trust)  P.O. Box 4347, Stock, Ingatestone, CM4 9TE, www.tymestrust.org   Advice line 0845 003 9002 (Mon-Fri 11-1 or 5pm-7pm).

ME PUBLICITY CAMPAIGN, Russ Bassett. 7, Ridgefield, Watford, Herts. WD1 3TU.  01923 226253 Campaigning organisation dedicated to enhancing the rights and profile of the ME/CFS sufferer.

AYME (Association for Young people with ME) Box 605, Milton Keynes MK2 2XD.  08451 23 23 89.

RIME Research Into Myalgic Encephalomyelitis 10 Carters Hill Close Mottingham London SE9 4RS

THE NATIONAL ME CENTRE  www.nmec.org.uk/ lists many contacts.
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