PACING: WHAT GETS IN THE WAY OF BEING SENSIBLE

FRANKIE CAMPLING, AUTHOR OF CFS/M.E.: THE FACTS, TAKES A LOOK AT WHAT CAN GET IN THE WAY OF EFFECTIVE PACING

You can probably relate to knowing what you ought to be doing (or not doing) to best manage your illness, but being diverted from this.  At times I'm also guilty of overdoing it,but I’m getting much better at noticing when it's happening.  Having talked to hundreds of sufferers while doing telephone counselling, I can recognise many of the things that stop me pacing myself.  You might recognise some of them in your own situation.

For many people, doing the minimum just to keep going can make overactivity unavoidable.  I think it can help to stand back, look at what needs doing and then ask yourself whether all of it really is essential.  It might also be possible to restructure how important stuff is done, breaking it down into smaller bites and stopping for rests between each one.

Speak with authority

It’s much easier to follow a regime of balanced rest and activity if you have had a clear-cut diagnosis and authoritative management advice.  Nevertheless. if you speak with total confidence, the message is more likely to be received with belief and acceptance.  Building up confidence in your own judgement and expertise is vital.

It’s only too easy to be sucked into doing too much by other people's expectations, but I think it's worth considering three things:

(
Are your ideas about their expectations accurate?  It's so easy to do ‘mind reading’ and believe that they are expecting more of you than they do.  Could you check up on this?

(
Are their expectations unreasonable?  Maybe you could communicate better about what is possible for you, so their ideas are more realistic.

(
Ask yourself how important it is that you fulfil their expectations.  Do you need to please them if they are being unrealistic?

We all have a model of what it means to be a ‘good person’, which may not be appropriate to the way we are now.  It has been useful for me to explore the ways in which I’m valuable for what I am rather than for what I do.  So while I can't always do things with and for my family that I used to, I can be there for them in a way that is probably more appreciated.

I'm working on my tendency to be a perfectionist, which can certainly get in the way of being sensible - but it's still irritating watching someone do something for me that I would have done so much better.

Getting the balance right

When the M.E. eases up after a bad spell, it's very easy to leap into over-activity in sheer relief at feeling better, or to think of it as an opportunity to catch up on all that's been left undone; I can have doubts about my illness and forget just how bad things were last week.

Obviously if our lives are restricted by bad health, it's very tempting to prolong a rare pleasure – ‘this is lovely; I want more of it now’ - and so move from allowable fatigue into sheer exhaustion.  I try to remind myself that by stopping in time, there is a much better chance of having pleasure the next day, instead of being flat out in bed feeling horrible.  This applies just as much to my ‘I want this finished arid out of the way now’ mood.

‘pride is a luxury I can't afford, but self respect is absolutely vital’

Often people tell me that they are turning down offers of help because they want to go on doing things for themselves.  They may be inconsistent in this, which leads to confusion and possibly anger in those who could lighten the load.  I've had to work out for myself what help I can accept, as well as ways of presenving a core of independence.  With M.E., pride is a luxury I can't afford, while self-respect is absolutely vital.

Frankie Campling recently won a British Medical Association writers’ award for her book CFS/M.E. The Facts (co-authored by Dr. Michael Sharpe; Oxford University Press, £9.99)

In addition, she has co-authored a booklet aimed at the newly diagnosed entitled CFS/M.E: Your questions answered.  To order a copy send an A5 envelope and cheque payable to Erskine Press (or stamps) worth £1 to Erskine Press, The Old Bakery Banham, Norwich, NR16 2HW.
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