THE PACING GAME

Graded activity has often had a bad press in the M.E. community but at its most flexible and gentle, it's not so different to pacing.  Here Cassandra Wall tells of her five-year journey through pacing, graded activity and cognitive behaviour therapy towards a better quality of life

Before trying out pacing and cognitive behaviour therapy (CBT), I had been ill with M.E. for twelve years and had tried everything else.  From ‘working through it’ to bed-rest, from acupuncture to intensive counselling, from diet to spiritual healing.  Most things had helped a little and dietary changes. had helped a lot, but nothing had made me say: ‘Yes, I am now making steady progress towards recovery.’

I had heard, at best, a mixed press about CBT and graded activity.  However, when I heard a speaker from the Harold Wood hospital in Essex (which houses a charity called the ‘National M.E. Centre') I was impressed.  They proposed a programme of controlled activity interspersed with rest, which would lead to a well-paced increase in capacity - and more: a hope of gradual recovery.

I had my initial assessment there, with a trained volunteer (herself a recovered sufferer) before being referred to the professionals.

Where did I start?

On the visit I was hugely challenged by the feedback that my currant lifestyle was not giving my body a chance to really recover from illness.  I thought I had been pacing myself in doing as much as I could, then resting up for as long as it took.  But no, I was told this could only perpetuate the exhaustion by my always acting on the edge of my strength.

The volunteer introduced me to the idea of finding a rested baseline of activity so that I wouldn’t feel continually overstretched.  The crucial thing was to feel rested from the last activity before I started another, and never to get so depleted that I couldn't rest because of the pains of exhaustion.  Also each day must have a similar range of activity and rest: no more boom and bust cycles; only doing on one day what I could repeat on the next.

This apparently, would provide the tools of my recovery, and it was this hope that would offset the difficulty of the process.  As the volunteer explained: ‘For people who’ve had M.E. as long as you, doing this regime will make you feel worse for the first six months.  You might well not see an improvement for eighteen months.  But after two years you should begin to see a marked improvement and after five years you will have hopefully turned the illness around’.

How did it go?

As funding was not forthcoming for me to continue at Harold Wood, I was put on the waiting list for the CBT unit at John Radcliffe Hospital in Oxford.  While I waited for my first appointment, I immediately put into practice the radical regime that had already been outlined.

First. I cut out many things that had pushed me to my limit: a 90-minute yoga class, a two-hour drive to see relatives, chatting for an hour on the phone - and the occasional mile-long walk.

I cut down to fifteen minutes telly (the M.E. Centre's advice was to count TV as a taxing activity!), one hour maximum spent with friends, or twenty minutes on the phone and just a five minute walk - these were my daily limits.  Any other activity I would do for 10 to 20 minutes. and then rest for 40-50 minutes.

What happened was that I began to feel truly rested for the first time in many years.  I was also able to tell others what my limitations were (so I could say ‘no’ more easily).  I felt profound relief in finally acknowledging: ‘Yes, I really am this tired, and I don’t have to push myself and pretend to be better than I am anymore.’  I no longer had unrealistic expectations of myself, and other people respected my illness far more as I explained what I was doing.

CBT'ing is believing

When I finally got to see the consultant psychologist doing CBT at the Oxford hospital. she assured me that as no-one knows the exact cause of M.E, we were there to take away any obstacles that might impede my recovery.  There was thus no battle for mind or body interpretations of M.E.  Also, the therapy would be offered in collaboration with my unique experience - not a timed set plan of recovery.

I then had sixteen sessions over eighteen months - a gradual process of both emotional discovery and the practical steps of how to gently build up activity without overdoing it.

Acceptance

The importance of accepting myself how I am now; not hiding the extent of the illness from family, friends or myself.  I could also explain ‘This lifestyle is my treatment because the fatigue is so abnormal!’

Timing

I found that a strong structure to the day gave me a rhythm to live by which boosted my morale.  It felt good working towards more desirable times for getting up, going to bed, and for meals.

I was able to limit time spent on different tasks by sticking to the timing and not to the task.  I could therefore stop in time to give my body what it needed - that was the priority.  This meant I stopped feeling drained by such negative thoughts as ‘I’ll never get this finished...’

Rotation of tasks throughout the day kept my brain fresh.  Variety was the spice of satisfaction!  All this ironed out emotional highs and lows and my energy levels became more predictable.

Goal-setting

Identifying realistic and relevant personal goals gave my life direction.  Then, I asked myself: ‘Can I do what I want in stages?’  I planned breakdowns of tasks, using my pacing to find stamina and enthusiasm to keep going on projects over time.

Evaluation

This was about cultivating more emotional awareness around my habits of living.  I began to ask myself: ‘Am I still downplaying everything I achieve?’  Do I still meet others’ needs before my own?' and ‘Am I putting unnecessary expectations on myself?’

I also wrote a ‘happiness journal’, recording things I enjoyed, which built up faith in my life.

Flexibility

As time went on. my capacity and therefore my goals changed.  I learnt to experiment with another level of activity and get thoroughly comfortable with that before moving on further.  As I began to make progress everything became more flexible and less precisely timed as I gained more leeway in my energy.

Rest also became more of a fluid condition: from total bed-rest to a low-key activity such as a sit-down with tea and a magazine.

So where am I now?

Five years on, what the volunteer at Harold Wood hospital predicted has actually happened.

For the first two years I was doing less than before I started the process, but after five years I feel this process has really turned the illness around.  In the last three years I have had no relapses -just steady, recognisable progress.

Now. I walk briskly for 20 minutes a day, can socialise for two to three hours easily, paint or write for an hour, and go to films.  These days I find it restful and restorative to read, watch TV or chat on the phone, and bed-rest is limited to an hour in the afternoon.

Maybe this sounds like a lot of work for a modest increase in lifestyle, but two things have radically changed.  One is that the quality of life I now experience is a joy, unhindered by constant fatigue.  The other is the uplifting evidence that I am constantly doing that bit more and building up my stamina: my health is slowly recovering.

Taken from Interaction 52, May 2005, Originally written for the OMEGA (Oxford) M.E. Group’s newsletter.

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

The reading list for people with ME

Required books:-

Living with M.E. by Helen Back

Mercury Fillings by Adam Out

High Impact Aerobics by U.R. Kidding

The Exclusion diet by M.T. Plate

Claiming D.L.A. by I.M. Not-Faking and Dr. R.U. Shaw
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Famous Quotes to Ponder and Inspire

“The way to change minds is with affection, and not anger” The Dalai Lama

“A day without laughter is a day wasted” Charlie Chaplin

“It does not matter how slowly you go as long as you don’t stop” Confusus

“Any thing is good if it’s made of chocolate” Jo Brand
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