A STORY OF CONTINUING RECOVERY
It's about a year now since I was last actively involved on the committee with the Bury/Bolton CFS/ME Support Group, apart from sending in the odd item for inclusion in the newsletter.  I have welcomed the chance to batten down the hatches and do more to get better; even though I now know I have certain medical conditions that will be with me always.  I've known for a while, however, that as regards the ME/CFS there were possibly extra things I could be doing to help myself if only I weren't so tied up putting other things first doing things I thought I ‘had’ to do.

So what changes have I made during the last few months and what makes me feel I am noticeably improved healthwise?  I thought it may be useful to put a few thoughts down in the hope that someone else may be helped, bearing in mind individual differences!

Over the last year I have been able to stand back and take a look at the state of health I was in back in October 1994 when I felt so ill all the time, and had no idea what could be wrong with me.  I started attending the ME Support Group as part of the search for answers, which were a long time coming, but along the way brought to my notice some people I feel have been instrumental in my improvement.  As we all know, what suits one person with ME will not necessarily be the way forward for someone else.  The treatment programmes of two professionals in particular have played a big part, I believe, in influencing the progress of my own ME/CFS:  Raymond Perrin's osteopathic approach to improving lymphatic drainage (some local NHS physios are already trained in his methods) and Dr. Andy Wright's attention to getting a better-balanced internal metabolism.  As many of us know, it is often a question of ‘suck it and see’ - not my expression, but that of an orthopaedic consultant who was happy to admit there were some things he just didn’t have an answer for.

But now I must say what other steps I have taken by myself over the last few months to help my own recovery, because I now feel these are crucially important too and the financial cost is minimal.  They just might help you - I sincerely hope so, as there is nothing more wearying than the frustration we feel to wake up each day and discover the stiffness, pain and the other myriad things that make up ME/CFS are still with us.  With no real help currently available through the NHS, we owe it to ourselves to take charge of our own bodies and try to prevent further deterioration and deconditioning.

Like many people with ME, one of my major problems seemed to be a lack of strength.  I had felt to be dragging myself around.  Going upstairs was a wearying task.  Cleaning a picture window shattered me for the rest of the day.  Let me say that my ME level was, from the beginning, ‘moderate’, with spells of being obliged to stay in bed for a day and much reduced activity the day or two after that.  I know that at that time, I still felt somewhat ‘driven’ to achieve something, to have something to ‘show’ in my day.  As a female with a home and family, albeit a reduced family now that my children have flown the nest, I still put myself in the role of meal-maker, cleaner -the usual things.  I couldn't keep up to it and ignored what I could, but of course the feeling of dissatisfaction never really goes away.  Oddly now that I am so much better, I am not anything like so driven to keep going all the time.  I seem to have learned to take things in ‘bite-size pieces’ and be satisfied until I tackle the next bite-sized piece!  In between time, I seem to have also learned how to switch from a job to a relaxation task and return to the job later feeling refreshed.  These were things I ‘knew,’ but didn't know, because I hadn't properly experienced them and made them my own.

But the one major thing I have undertaken on a daily basis, which I feel is revolutionising the way my days and weeks unfold, is to work out a simple series of stretching exercises using ideas picked up from Elizabeth Emblem (she spoke to our group about Yoga on 15 November 2001), from Lyn Marshall's book ‘Everyday Yoga’ (available from the town library if you don’t have a copy), plus a few low-impact aerobic movements which help to open the chest and thereby improve breathing.  I have cut out the need to go outside my home, because I have everything I need right here - a thick rug for exercises where I need to kneel, a table against which to steady myself for exercises such as leg-swinging or stationary ‘walking’ movements, a door against which I can perform a few simple mock press-ups to give me more strength in my arms.  I feel that I at last understand why certain exercises are the right ones for me to do and my routine ensures that every part of me has a bit of a ‘going over’.  Nothing is over-strenuous and many of the exercises can be done sitting or lying.  I am lucky enough to have a double-length piano stool, which is wonderful for lying on face-down and bending up the lower half of my legs, or for raising the top half of my body slightly, supported by my arms.  At first I could only do a couple of movements but have now progressed to a dozen!  Alongside all of this goes slower, controlled breathing, which is very easily learned.  With the physical improvement comes a tremendous feeling of confidence that I really am managing my daily tasks so much better.  I now don't want to miss my exercises, but neither do I want them to become an obsession.  It's that word ‘balance’ again!

I have also made changes to my diet, have seemingly eliminated the irritable bowel problems that plagued me for years (fingers crossed!) and I have become a hot water drinker.  Hot water from the kettle is the first thing I have in the morning on waking (between 8 and 8.30am) followed by half an hour of the stretching-exercise routine that seems to work for me.  I then have breakfast, eating slowly, and allow myself to feel pleased with myself!  After three months of this early morning routine, I am delighted to notice that the leg muscles, which not so long ago required physio treatment along with the somewhat arthritic knee, are now much stronger.  I can go about household jobs without feeling that I am falling apart and a trip to do the supermarket shop no longer leaves me unable to make the tea, although I make sure I relax between the two tasks!

I hope as you read this you perhaps can see a way forward for yourself and that you will find, like me, that your strength can return.  We are not talking about overdoing things, but only starting with a few slow stretches, holding the stretch to a count of three or five, then relaxing and breathing slowly and steadily.  If anyone had told me I would be doing three and a half hours of exercise each week, I would never have believed them.  Yet this is only ½ an hour a day!  Occasionally, the early morning slot doesn't fit in, so I do the yoga later or even miss it occasionally - without feeling guilty!

The recommended ‘Routine’ and ‘Consistency’ plus the necessary ‘Planning’ for the efficient use of our energy seem to be what have helped tremendously in my current improvement.  I do hope that many more people will be able to find something useful in what I have learned!






Eileen Lord

PS.  Pam has just lent me the wonderful book ‘Beat Fatigue with Yoga’ by ME sufferer Fiona Agombar.  I am thrilled to see much of what I have been practicing is in there, but I realise there is so much more I can do to ring the changes and keep my interest alive.  What I have discovered so far is the tip of a very interesting iceberg!  The book is now firmly on my Christmas List!
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