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				How to Manage Chronic Fatigue

				Christine Craggs-Hinton, mother of three, followed a career in the civil service until, in 1991, she developed fibromyalgia, a chronic pain condition. Christine took up writing for therapeutic reasons, and has in the past few years produced more than a dozen books for Sheldon Press, including Living with Fibromyalgia, The Chronic Fatigue Healing Diet and Coping Successfully with Psoriasis. Since moving to the Canary Islands, where she has been the resident agony aunt for a local newspaper, she has also taken up fiction writing. 
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				Introduction

				Chronic fatigue syndrome (CFS, for short) is a complex condition affecting people of both sexes, though it is more prevalent in women than men. It is defined as chronic (persistent) fatigue which may be severe, sometimes to the point of extreme exhaustion, and which doesn’t generally improve after rest. The fatigue can fluctuate throughout the day depending upon physical, physiological and emotional factors. It can also be different from day to day. 

					Several other symptoms combine with chronic fatigue to make the condition a ‘syndrome’. These symptoms may include the following:

				
						flu-like aching in the muscles and joints, but no swelling;

						other low-grade flu-like symptoms such as sweating and shivering;

						difficulty getting to sleep or waking up very early;

						cognitive problems (also called ‘brain fog’) – i.e. forgetfulness, memory loss, confusion and difficulty concentrating;

						headaches;

						tender lymph nodes (glands) in the neck and/or armpits;

						dizziness and loss of balance;

						mood swings;

						slurred speech and difficulty finding the right words;

						palpitations;

						feeling sick;

						sensitivity to bright light and loud noise;

						food and chemical sensitivities;

						chronic yeast infections.

				

				As many of the above symptoms can be caused by problems other than CFS, it is important that you seek advice from your GP rather than self-diagnosing. 

					In 2002, a report by the Department of Health stated that CFS should be recognized as a real, long-lasting illness requiring prompt, accurate and authoritative diagnosis and care by a multidisciplinary team. It added that care should include graded exercise and activity routines, cognitive behavioural therapy and pacing advice. These things are described in this book.

					In many cases, the recognition of CFS by the Department of Health as a genuine medical condition signalled the end of disparaging comments (for a few years it was laughingly referred to as ‘yuppy flu’) and brought with it the first real appreciation of what it must be like to have persistent fatigue, to wake up very tired and to feel so exhausted throughout the day that you are unable to carry out your normal activities. However, there are still plenty of people who can’t imagine what it’s like to have little or no energy and to be plagued by a myriad of other symptoms – which provides yet another challenge for the person affected. It’s a fact that even some GPs fail to accept that CFS is a genuine medical condition, and this is largely because no laboratory tests can, as yet, demonstrate its presence. We can only hope that the condition will soon be verifiable in tests.

					So what does it feel like to have CFS? Well, the persistent fatigue is often described as ‘like having flu that won’t go away’. People with CFS have branded the fatigue as ‘overwhelming’ and ‘like no other type of fatigue’. Rest rarely eases the fatigue and it is nothing like the everyday tiredness that comes after a day’s work or a couple of hours of gardening. 

					CFS has been categorized in the following ways:

				
						
Mild – You can perform light tasks and care for yourself. You may be able to work full-time, but need to take some days off sick and can only remain in your job by resting at evenings and weekends.

						
Moderate – Owing to your levels of fatigue you have probably swapped full-time for part-time work, or have given up employment altogether. You may need an afternoon nap and are more limited in your daily tasks, including caring for yourself.

						
Severe – Caring for yourself is difficult and you are likely to have memory and concentration problems. You rarely get out of the house, and may need a wheelchair when you do. Any effort causes severe and prolonged exhaustion.

						
Very severe – For most of the time you are in bed, unable to walk or care for yourself. Your sensitivity to light and noise is pronounced, as are your memory and concentration problems.

				

				The symptoms of CFS have a definite onset – that is, they start at a particular point in time and force you to reduce your activity levels compared with what you were used to. Some people develop the condition after an infection such as glandular fever or the flu virus, but the fatigue is more pronounced than the simple tiredness that often follows the flu. Indeed, persistent enterovirus infections are believed to exist in six out of ten people with CFS – these infections occur in the gastrointestinal tract and sometimes spread to the central nervous system or other parts of the body. Many more viruses are currently under investigation as possible triggers.

					As there is no definitive test for CFS, a doctor will normally ask questions about your symptoms before even thinking of making a diagnosis. Many of the symptoms associated with CFS can be indicators of other conditions such as anaemia, liver and kidney problems or an under-active thyroid gland, and therefore blood tests may be ordered. If your doctor diagnoses CFS, you may be offered painkillers such as ibuprofen or paracetamol to ease muscle and joint pain. If depression is one of your symptoms, antidepressants may also be prescribed. Taking such tablets can certainly help you to cope on a day-to-day basis, but they cannot cure the condition. Indeed, until a cure is found you may decide that other more natural treatment options can help you to get more from your life than you otherwise would. Such treatment options are described in detail in this book.

					CFS is often described as a sister condition of a chronic pain disorder known as fibromyalgia, from which I have suffered for 18 years. The two conditions have many symptoms in common, including persistent fatigue. I have used the techniques described in this book for many years to cope with my pain and fatigue, and although I am still liable to severe flare-ups if I don’t stick to my self-imposed rules, in general I am a million times better than I would have been if I had carried on pushing myself beyond my limits, eating junk food, not exercising, and so on. 

					If you have a problem with maintaining concentration, it is best to follow the advice given below: 

				
						Don’t start reading when you are exhausted already; wait until you feel you can cope with it.

						Only read what you can comfortably manage in one session – two pages, one page, half a page or one paragraph. Using this simple technique should stave off fatigue and help you to absorb what you are reading.

						If possible, alternate reading with a physical activity you find manageable such as doing the washing up or going for a short walk.

				

				Please note that although many doctors refer to the condition as chronic fatigue syndrome (CFS), patients often dislike this term as ‘fatigue’ is an everyday word which doesn’t reflect the severity of the problem. In the UK, patients tend to prefer the term ‘myalgic encephalomyelitis’ (ME, for short) – ‘myalgic’ meaning muscle aches and pains and ‘encephalomyelitis’ meaning inflammation of the brain and spinal cord. However, as research has shown no evidence of such inflammation, doctors are reluctant to use this term.

					Because both terms are still in general use, I will refer to the condition as CFS/ME from now on in this book.

			

		

	
		
			
				

				Author’s note to the reader

				This book is intended as a guide to help you cope better emotionally, increase your energy levels and lead a more fulfilling life. It is not a medical book and it is not intended to replace advice from your doctor. If you think you have chronic fatigue syndrome/myalgic encephalomyelitis (CFS/ME) and have not consulted your doctor, please do so.

			

		

	
		
			
				

				1

				Managing your energy

				When you have chronic fatigue syndrome/myalgic encephalomyelitis (CFS/ME), your symptoms can fluctuate so much it is like spending your life on a rollercoaster. Indeed, you are likely to career between periods of intense fatigue (and other symptoms) and relatively smoother times. The smoother times tend not to last very long, however, as it is only too tempting to push yourself too far, with the result that you come to a full stop and need a great deal of rest. Taking a lot of rest when the symptoms subside isn’t the answer, either – it unnecessarily reduces muscle tone and joint mobility, and increases negative emotions. Moreover, a cycle of over-activity followed by too much rest is anxiety-provoking and thoroughly demoralizing, making you feel out of control. The best way out of this cycle is to use the technique known as ‘pacing’, as discussed in this chapter and the next.

					Pacing is an energy and lifestyle management strategy through which people with CFS/ME can stabilize their symptoms. By using this strategy, the usual rhythm of over-activity followed by setbacks is often avoided, enabling symptoms to become more stable. It involves not overdoing any type of activity or rest for too long. In time, you learn to balance activity with appropriate rest periods and to live within the limitations imposed by the illness. Activity and appropriate rest periods should be alternated, with the aim of very gradually increasing your activity levels and reducing your rest periods. 

					It is important that any activity – whether it requires physical, social, mental or emotional effort – is broken up into manageable portions and that, if possible, you switch from one type of activity to another before taking a planned rest. Of course, changing from one activity to another is not always possible, especially if you need to do something time-consuming such as going to the shops. However, if you can do it at least some of the time it can stop you from tiring too quickly.

					Note that pacing does not require that you set goals and strive hard to achieve targets. Doing this can be counter-productive, for it is likely to make you push yourself beyond your limits, which of course can result in a sharp rise in fatigue and a need for a long period of rest. Pacing should always be gentle. When you have used the technique very carefully for a length of time, you should find that your body is naturally capable, little by little, of extending your active times.

					Another happy side-effect of pacing is the reduction in levels of stress. This means that the rollercoaster car has left the extreme ups and downs of its normal track and has begun gliding smoothly along a lovely flat road. It can be said, then, that symptom stability greatly encourages emotional stability.

					As very little research has been carried out to show that pacing is effective as an energy management technique, there is a small amount of controversy about it. However, virtually everyone who uses it properly would gladly tell you how effective it is. Some say that pacing is simply common sense and that it is just a matter of ‘listening to your body’. It’s a fact, though, that a small proportion of people with CFS/ME have either lost confidence in this ability or experience delayed sensations of fatigue, both of which make pacing difficult to carry out. Delayed sensations of fatigue are discussed below.

				Planning your everyday life

				Pacing requires that you plan every day of your life for as long as a lack of energy is a problem. Living in this way may seem artificial but it gives back the sense that you are once more in control, which is enormously lifting.

					Most people with CFS/ME are inclined to treat the condition the way they would treat any other illness, by resting when they feel bad – which is invariably after doing more than they can cope with. Changing to living a planned life rather than pushing ahead and then reacting to symptoms is often a real challenge, but well worth it when slowly the condition stabilizes and you find yourself with increasing amounts of energy. Moreover, it allows you to understand the cycle of ‘flare-ups’ followed by the need for rest. A lot of people with CFS/ME view their fluctuations as random – a peculiarity of their illness – but living life according to a schedule can help them to see that these fluctuations virtually always occur after overdoing something, in either a physical or an emotional sense.

				Delayed sensations of fatigue

				A growing sensation of fatigue warns healthy people that they need to slow down, but this sensation is delayed in a number of people with CFS/ME; the medical term for this is ‘faulty perception’. For instance, you may experience no rise in fatigue when you are out doing the shopping, but three to four hours later feel thoroughly drained. 

					A lack of trustworthy signals at the right time is another good reason for living a planned life. It’s certainly a better option than living in response to symptoms, which gets you nowhere at all. Indeed, for people with delayed sensations of fatigue, using the pacing technique is their best chance of making a significant improvement.

				Listen to your body

				Fortunately, most individuals with CFS/ME still experience normal sensations of increasing fatigue: their problem is that they are not used to tuning into them. The usual reason for this is a lack of trust in what their bodies are trying to tell them – and, unfortunately, it is only too easy to lose trust in your body’s signals when you feel worn out anyway for much of the time. 

					If you still have the ability to listen to your body – whether or not you are used to doing so – and you resolve to be watchful for a rise in symptoms, you will definitely notice them. And so, at the very first signs of increasing fatigue, you should stop what you are doing and take a relaxing break. It’s no good being aware that you are growing more tired and having difficulty concentrating when you don’t immediately do something about it. Indeed, if you don’t act, you will only find yourself feeling terrible, hurting all over and needing a lot more rest than you had bargained for. Moreover, in this situation it is easy to feel disappointed with yourself for allowing yourself to overdo it. Pushing yourself despite growing fatigue also ensures that you delay stabilizing your symptoms and that you put off being able to gradually increase the activities in your daily routine – which is not what you want at all!

					For the sake of stability and future improvement, it’s vital that you listen to the signals given out by your body. CFS/ME symptoms can escalate very quickly, so you actually need to rest at the very first indications that your body is struggling. If you can take heed of your body’s signals throughout the day, you stand a good chance of stabilizing quickly and being able to get far more out of your life in the weeks and months to come.

					It is an enormous help if you can spend a few days assessing your limits, writing down each activity you have embarked upon and the category it fell into – whether ‘moderate’, ‘tiring’ or ‘very tiring’ – before you felt the first indications of increasing fatigue. There is information on how to do this in the next few pages.

				Identifying your limits

				It’s hard to live within limits; it’s even harder to know where your limits lie. However, having a good idea of your limits is important to the success of the pacing technique. 

					In order to identify your limits, try very hard to do the following:

				
						Accept that you feel better or worse depending on your levels of activity. 

						Commit to staying within the limits of a planned pacing regime.

						Find the patience to wait – maybe for several months – for your pacing strategy to start increasing your energy levels.

						Muster the self-control required to live a planned life. The effort pays dividends in the end, so is well worth it.

				

				Your base-line

				Before you start to list your activities, try to work out where your ‘base-line’ lies. Your base-line is the minimum you can do in a week, without overdoing rest periods, and it should be mostly comprised of essential activities. If you know that certain essential activities take too much out of you, delegate them to others if at all possible. For example, encourage your children to earn their pocket money by helping you out, and explain to your partner or a parent that if they could kindly take on the heavier work, they’ll be rewarded by seeing you a lot less incapacitated.

					You may be surprised to learn that for many people their base-line is as low as 25 per cent of what they are used to trying to do – and yes, they feel so ill because they are constantly pushing themselves. If you are wondering how you can possibly do so much less than normal, remember that sticking to the limitations imposed by the illness has the effect of gradually stabilizing your symptoms. This, in turn, allows you slowly but surely to increase the time you are able to spend on different activities and to incorporate further activities into your daily routine. Just as importantly, it allows you to feel better and to be far more positive about your life.

				Make an activity list

				You are likely to know from experience how you generally respond to certain activities. Therefore, you are likely to have a good idea of how much you can manage to do in one day without provoking an exacerbation of symptoms – and yes, it is probably a lot less than you would ideally like to do. When you feel up to it and with your base-line in mind, use the first page of a notebook to make a list of the things you feel you may be able to manage in a week, as shown in Example 1 on page 6.

					As you make your list, keep in mind that you should never carry out an activity you know will create so much fatigue that you’ll be exhausted for at least a day afterwards. This will send your pacing plan awry – and the more you fail to stick to it, the more difficult it will be to have another try. If you really have no choice but to carry out a very tiring activity – a hospital appointment, for example – the best way of coping is to ensure that you rest for a few days beforehand and have a very quiet day – or few days – afterwards. (See Chapter 2 for more information on how to cope with taxing events.) 

				Exercise 1

				Included in your list of activities should be a few minutes of very gentle exercise every day. This is vitally important to improving muscle tone, joint mobility and general stamina, all of which are often greatly impacted upon in CFS/ME. Please don’t panic at the mention of the word ‘exercise’. Chapter 6 guides you through choosing a routine with which you can comfortably cope and shows you how to gradually improve your repertoire. 

					As I cannot emphasize enough the importance of following an exercise regime, you may find it useful to read Chapter 6 now so that, before you make your activity list, you will have an idea of the exercises you think you can quite easily do. If you are so severely affected by CFS/ME that you spend virtually all your time in bed and feel too awful even to comb your own hair, you may think that exercising is the last thing you should be trying and the last thing you will be capable of doing. This is not the case, however. In the early days of my fibromyalgia I was so incapacitated that I spent all my time in bed and could not even feed myself or look after myself in any way. My means of very slowly working myself out of this state was to perform one or two simple stretching exercises three to four times a day. I remember being unable to put my hands on top of my head when I first tried to stretch my arms, but attempting to very gently reach upwards at regular intervals gradually improved the mobility of my shoulder joints. After about a year, I was able to stretch my arms straight up, high into the air. During that year, I gradually added further stretching exercises to my repertoire and they made a lot of difference to my overall state. I can’t say that I didn’t overdo it at times – I did, and it invariably set me back. However, I tried to view the setbacks as ‘learning experiences’, which stopped me from feeling too angry and disappointed with myself.

					If your symptoms warn against you performing your exercise routine on a particular day, make sure that you take it up again as soon as your body allows. Always listen to your body. If you feel you have a limited amount of energy one day and it’s a choice between exercising and doing the ironing, you really need to choose to exercise. I know it’s far from easy to ask other people to do things for you, but if you explain that you are now following a special pacing regime that stands a good chance of making you feel more energized and better in general, they should understand. Alternatively, why not put up with a bit of dust and clutter for a few months, or for however long it takes you to make improvements? 

					If you can stick to the pacing routine to the best of your ability, you may have occasional setbacks, but in the long term improvement will almost certainly come.

				Amanda

				Amanda is a 25-year-old young woman who is moderately affected by CFS/ME. Trying to keep in mind her reactions to each hobby or task she had carried out of late, she listed the activities she judged made up her base-line, inclusive of an exercise routine. She then placed an asterisk by the description that best described her response to each.

				For a discussion of the activity list of a person with severe symptoms, see pages 10–11.

				Example 1: Amanda’s activity list 

				
					
						
								
								Activity

							
								
								Manageable

							
								
								Tiring

							
								
								Very tiring

							
						

						
								
								Self-care

							
								
								*

							
								
								
						

						
								
								Making meals

							
								
								*

							
								
								
						

						
								
								Dusting

							
								
								
								*

							
								
						

						
								
								Laundry

							
								
								
								*

							
								
						

						
								
								Ironing

							
								
								
								
								*

							
						

						
								
								Driving

							
								
								
								*

							
								
						

						
								
								Light shopping

							
								
								
								
								*

							
						

						
								
								Short walk

							
								
								
								*

							
								
						

						
								
								Reading

							
								
								*

							
								
								
						

						
								
								Writing short emails

							
								
								*

							
								
								
						

						
								
								Painting landscapes

							
								
								
								
								*

							
						

						
								
								Gentle exercise routine

							
								
								*

							
								
								
								

							
						

						
								
								

							
								
								

							
								
								

							
								
						

					
				

				Planning the week

				When Amanda had finished her activity list, identifying those activities she could manage and those she found tiring or very tiring, she began to rearrange them so that she was only carrying out at the most one very tiring activity a day. For instance, in her activity list, three very tiring activities were identified, one of which she assigned for Mondays, another for Wednesdays and another for Fridays. Of the four tiring activities, she assigned one for Sundays, another for Tuesdays, another for Thursdays and another for Saturdays. In this way they were as separate as she could possibly make them.

					Amanda chose a manageable exercise routine with the aim of gradually increasing her repertoire and number of repetitions. If her symptoms were worse than normal on a particular day, she resolved to drop one of her tiring or very tiring activities instead of the exercise routine.

					As a result, her ‘pacing chart’ looked something like Example 2.

				Example 2: Amanda’s pacing chart

				
					
						
								
								Day

							
								
								Activities

							
						

						
								
								Mondays

							
								
								Self-care, exercise routine, making meals, reading, light shopping

							
						

						
								
								Tuesdays

							
								
								Self-care, exercise routine, making meals, reading, writing emails, laundry

							
						

						
								
								Wednesdays

							
								
								Self-care, exercise routine, making meals, reading, ironing

							
						

						
								
								Thursdays

							
								
								Self-care, exercise routine, making meals, reading, writing emails, short walk

							
						

						
								
								Fridays

							
								
								Self-care, exercise routine, making meals, reading, painting landscapes

							
						

						
								
								Saturdays

							
								
								Self-care, exercise routine, making meals, reading, writing emails, driving

							
						

						
								
								Sundays

							
								
								Self-care, exercise routine, making meals, reading, dusting

							
						

						
								
								

							
								
						

					
				

				Rest periods in between





OEBPS/images/sheldonpress_fmt.png
sheldon





OEBPS/images/chronic_fmt.png
How to Manage
Chronic Fatigue

CHRISTINE CRAGGS-HINTON






