ME POLITICS: THE CANADIAN CLINICAL GUIDELINES FOR ME/CFS

comment by Jacqui Footman of the M.E. Association.

At the beginning of the year, the ME Association acting on a democratic members' vote became latest national ME charity to adopt the Canadian Clinical Guidelines as the basis for its ME campaign work.  Leading the debate in favour of adoption was MEA member JACQUI FOOTMAN who writes about what drove her to take a leading role in the internal discussion

.

Why we should unite behind Canada

Since discovering the Canadian Clinical Guidelines in 2003, I have felt they have made such a positive difference to me personally on my own ME path that they should have much wider circulation so that people with ME could share such positive effects.  I have written many times to politicians and doctors to try to help bring this about.  I must urge anyone with ME, or who cares for someone with ME, who has the resources to do so, to read for themselves the 109-page original paper, published in The Journal of CFS in 2003, entitled "Myalgic Encephalomyelitis/Chronic Fatigue Syndrome: Clinical Working Case Definition, Diagnostic and Treatment Protocols" and available online at www.mefmaction.net/documents/journal.pdf.  If that is too long, try to read at least the first 20 pages of the Overview, written by two main authors of the original document and published last year.  This is available for downloading online as a pdf at http://eastanglia.me.uk/Canadian.aspx
Diagnosis

I first read the CCGs in November 2003.  I had in August 2003 been given a tentative diagnosis and had read all the usual books and information packs.  As is often the case, however, there remained odd doubts, especially as my ME had a gradual onset.  Having read the three-page definition/diagnostic chart in the first section of these new clinical guidelines, and sensed the authority with which it was written (the introduction states that the consensus panel of authors had between them diagnosed and/or treated over 20,000 patients with ME/CFS), I no longer had any doubts that this was what I had, and experienced a great sense of relief from feeling secure in that knowledge.  I printed a copy to show my GP and, from this point on, we had a shared confidence in his original tentative diagnosis.

The importance of this sort of confidence cannot be underestimated.  Subsequently, others joining my local South Molton group in North Devon have been able similarly to benefit from this particularly clearly formatted clinical working definition.  Put this in the context of research published in the influential journal Family Practice in August 2005 which told us that only 59% of GPs are confident about diagnosing ME/CFS, 52% about treating ME/CFS and a mere 12% enjoy working with ME/CFS patients.  You don't have to be a doctor or health professional to know that, if you are not given the proper tools for the job, you are unlikely to particularly enjoy dealing with that task unless you are that rare person who gets a real buzz from solving overwhelming challenges.  So we needn't be surprised at these figures.  But where does that leave the patients?  In around 50% of cases, still without effective help and support from their GP.

Because things went relatively smoothly for me personally in terms of obtaining a diagnosis, good management advice and GP support, I was determined to do what I can to help more people with ME benefit from early diagnosis.  My objective has been that more GPs have access to these useful diagnostic guidelines.  I am not alone in this idea.  In Southern Australia, the Health Department has circulated to GPs a 17 page document based on the Canadian document.  And, in the UK, the East Anglian ME Patient Partnership has obtained several thousand copies of the Overview for circulation to doctors via people with ME.  These copies carry on their back cover the endorsement of two NHS M.E. specialists, Dr Terry Mitchell and Professor Leslie Findlay.  Dr Mitchell, CNCC Coordinator for East Anglia, has felt it important enough to use some of his education budget to distribute printed copies to all primary health care practices in Norfolk, Suffolk and Cambridgeshire.  The Overview will also be provided to patients who receive a referral to his clinic.  The Irish M.E. Society has sent some 2,600 copies out to doctors in Ireland, and in North and East Devon local M.E. groups have, in partnership with their LMDT, mailed copies to all GP practices in their area to mark M.E. Awareness Week.

A number of national UK charities including the Tymes Trust and The ME Association have now also adopted the CCGs as a basis for their working practice.  Personally, I would like to see the ME Alliance here request our Department of Health to send out this diagnostic guidance to all GPs.  It is all very well for the Department of Health to sit back comfortably saying they have instructed NICE to produce guidance but this will not be ready until next year at least, by which time an estimated further 25,000 people will have gone down with ME/CFS and will have taken their chances in getting recognition and diagnosis from their GPs.

Treatment

The Canadian document is very detailed about treatment.  I quote here, for instance their important caution on the use of exercise/rehabilitation programmes (p46):

"Externally imposed programme may not respect the patients' autonomy and impede self-direction.  Most patients are well motivated to improve their condition and have lost much more than they could possibly ever gain by becoming ill.  We must be very careful concerning any program that presupposes that patients are merely wrong-headed about their illness and activity limits."

There is also revealing information in the summary paragraph that discusses CBT/GET (p49):

"The question arises whether a formal CBT or GET program adds anything to what is available in the ordinary medical setting.  A well informed physician empowers the patient by respecting their experiences, counsels the patients in coping strategies, and helps them achieve optimal exercise and activity levels within their limits in a common sense, non-ideological manner; which is not tied to deadlines or other hidden agenda."

The overview document goes one step further, suggesting that the term 'CBT' be entirely replaced by 'SHS', Self Help Strategies, where treatment of ME/CFS is concerned.  This leads me to think that the expert authors of this document might also ask why the Medical Research Council is wasting so much of its research budget on the PACE and FINE trials.

Conclusion

I believe that the international ME community should unite in accepting the Canadian definition and protocols for immediate use of the education of health professionals worldwide.  Let's get on with it!

Thanks to Leger ME Newsletter Pathways No.8 Spring 2006

THE ULTIMATE CRUISE (continued) 

All of a sudden Alan’s voice “Carole turn all the lights on below and turn the front headlamp on, we’re going through a long tunnel.”  Oh my giddy aunt.  What’s happening now?  I don’t like tunnels!  I don’t like them at all!  In fact I hate them, I always thing they will collapse on me when I’m in them. Well, I did as I was told, scurried around, put all my paraphernalia on and joined Alan up top.  This tunnel was going to take half an hour to get through.  Half an hour?  Can you imagine that, it must be some tunnel and thus providing more than the average time for it to collapse on me.  Well whilst I admit it wasn’t very pleasant; it being about 8ins above my head and ‘things’ constantly dropping on my hat, bought I might add especially for the ‘cruise’, I soon surprisingly, began to relax.  

It was great, no one about, no one could come the other way because it was a timed entrance tunnel (it being only wide enough for one boat) and there was no one behind us.  “Why don’t you sing?” Ooo  . . . fabulous idea I liked singing, so I started off.  Have you ever tried singing in a tunnel – if not you should – it makes you sound fantastic.  So with confidence at an all time high because it sounded good and I knew that no one was around, I let it rip.  I loved it.  Unbelievably, some large number of years ago I had been operatically trained, so I sang one of my favourite arias, The Laughing Song from Die Fledermaus.  And it was spot on, even I was thrilled with it.  It sent shivers down Alan’s, sorry the Captain’s spine.  I was in heaven, no one could hear and that gave me all the confidence I needed. 
But then, just as we began to see daylight at the other end Alan said he thought he could see figures.  I couldn’t!   So of course that meant that there wasn’t any one there, despite the Captain having the better eyesight.  It didn’t matter anyway because they were such a long way off, so I carried on, merrily singing away.  However, as we drew closer to the end of the tunnel it became more apparent that the Captain might be right.  There were actually quite a few people on the towpath all waiting for their time slot to go through.  As we drew nearer I could also see them beginning to stand up and appear to be clapping.  Why?  “They heard you” came from the Captain.  Never!  No!  Please no!   Too late; pleading was in vain.  “Can we have Phantom of the Opera now please?”  Oh yes, they’d heard absolutely everything and were actually giving me a standing ovation.  Good?  Yeah you bet, I just hoped they couldn’t see my face, it must have been like a ripe plum tomato.  It turned out Alan had known all along that I’d be heard, had there been anyone at the other end.  Clever clogs!  It made us both smile but needless to say I didn’t do it coming back, despite there being no one there that time.

We decided to take lunch at a little pub called The Salt Barge, right on the banks of the canal, beautiful.  To make it better the scenery on the way was breathtaking, so finally after feeling good about my opera debut, I began to relax more.  Some very early daffodils were nodding against their will in the force 119 gale.  Tree branches glistened from Jack Frosts’ earlier efforts and the canal was only partly frozen!  Well we were doing the full Rosie and Jim bit merrily chugging along when around the next bend, two red warning signs loomed menacingly ahead.  What did they say – we couldn’t quite make it out until we were on top of them – CANAL AHEAD CLOSED!  And there, only a few yards in front of us, was a chain right across the canal.  This wasn’t on the list of stoppages that we had, it simply wasn’t supposed to be there.  But there it was! 

Now stopping a narrowboat, some 60 feet long, at short notice, just doesn’t happen I soon learned.  It can’t just be stopped.  It doesn’t have any brakes.  Well I had visions of us slamming right into the chain, turning over and then somersaulted right back up the canal.  To say crew (again) panicked – again – would be an understatement.  I think my stomach thought it had already been somersaulted all the way back to the Bridgewater.

Alan slammed the boat in reverse and hoped for the best.  Even when it’s put in reverse, the forward motion of the boat takes a while to stop, so my Captain told me.  All we could was hope for the best, be angry because we should have had more warning, and panic.  Well I did!  We missed the chain by mere inches as the boat slowly began to go backwards.  Thank goodness for that.  Crisis over, wasn’t it?  

You know by now, it wasn’t.  Reversing a narrowboat is nigh on impossible unless you’re an expert boatman and marvellous though my captain was, that he wasn’t.  What do we do?  Turn it around you may think.  Aha!  Not an option, canal too narrow, nearest turnaround point (winding hole) ages back.  No choice Alan had to reverse it.  By this time easy going, pleasant husband had been possessed by the devil.  “Leave me alone Carole I need to concentrate, I can do this so go below.”  “Yes Alan”.  So I hurriedly went below but not before I had cracked my head on the overhead door, in my haste.  I turned into a ‘girlie’ again then as I began to cry.  All kinds of thoughts whizzed their way through my mind – he can’t do it – he’s never done it before – what if we get stuck – what if we damage the boat – I wish he’d stop – I wish he’d let me call the boatyard and get someone experienced to help.  But Mr. Stubborn had appeared by then and there was no way Alan was for giving in. . . . . so I washed up!  Little Miss Lecturer then emerged again “My husband can do anything, he’s wonderful and if anyone can do this he can, just stop panicking, it’s no good for you, so calm down”.  And it worked.  For all of 30 seconds.

I could hear the intense ‘whooshing of the gallons’ again and knew he must be working really hard up there.  Yet here was me crying over the washing up.  But I couldn’t cope, I wanted it all to stop, I wanted to stop the creatures in my stomach from playing volleyball, I wanted to go home.  So I timidly went up top and I think probably due to the very obvious state I was in, Alan conceded.  We sought help.  But as it turned out there was a whole line of boats on the next bend and he didn’t fancy bumping into them either.
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Then blow me, the guy that came to help, turned the boat around by literally smashing it into the bank side.  Trees and huge branches all came crashing down the length of the boat, threatening to break the windows and frightened me to death again.  Oh my goodness, the boat, the boat, he’s damaged the boat.  But apparently there’d been no other option and insult of all insults to my Captain, that was what he’d wanted to do himself.  But he didn’t want to risk damaging the vessel!  Humph!

So much for our lunch!  We had to go back . . ..home?  Oh no, the Captain had other ideas – we’ll go up here and onto that canal etc. etc. etc.  I just wanted to go home.  The panic had been replaced by M E. exhaustion.  I wasn’t fit for anything, any vestiges of strength I might have had left had gone, so Alan found a lovely spot and moored up by himself.  He was insistent that he could do it and he did.  Phew!

Later that day and due to the canal having completely frozen over, we finally went home – 3 days early!  Being at home was another matter altogether.  Once at home I thought I’d be fine.  Of course I wasn’t.  I relaxed, no more stress, no more activity, I crashed!  M.E. relapse began to take on a whole new meaning.  If I thought I’d had trouble before with the ‘drunken M.E. drawl’, then that was nothing compared to what was about to come.  It was a mixture between being really drunk and having the worst hangover but all at the same time.  I couldn’t make myself understood, not only that but I couldn’t even remember the simplest of things.  For example, I’d put my (multiple) meds. down, in their usual place, 30 seconds would pass and I’d no idea where they where and what’s more I couldn’t even remember handling them.  As for standing up, my whole body shook that much that I resembled the washing machine when it’s going through its’ fast spin.  I felt like I was dying I felt so ill.  The relapse had gone berserk.  All I could do was stay in bed until I slowly, very slowly began to feel better.  And even then my stomach (the bane of my life) took and still is, taking its time to decide whether or not it’s ever going to allow any normal amounts of food into it.

Have I learned anything from all this?  Yes, I know I still have to learn to live within the confines of M.E.  I still think I can do everything I want to do.  What’s more I still expect to be able to do it and the simple fact is that I can’t.  I still have a lot to learn.  

So will I do this again?  What do you think?  

Carole Brown
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