HOSPITAL CLINIC?

Could this be true – a clinic, at the hospital, for M.E. patients?  Could I believe what I was reading?

There must surely be a catch.  Hospitals didn’t do this sort of thing for us.  For people with heart problems, with broken bones, with M.S. but not for us – the ones with M.E.?  

Yet there it was, in little black letters that came together to form whole words, on a piece of white N.H.S. headed notepaper . . . you have an appointment at . . . !  This was no catch.

Ok . .Ok . .this was good, this was very good.  But then the insecurity kicked in.  I bet it wouldn’t be any good, I mean come on, it couldn’t be.  After 9 years of battling with the thing that went by the name of M.E., after desperately trying to get any form of help from my G.P. and just being blanked, to see this piece of paper from the N.H.S. actually offering me help at an N.H.S. hospital, by attending an N.H.S. clinic run by N.H.S. staff, well it seemed simply too good to be true.

But you know . . . it wasn’t!  It was all official!  An actual N.H.S. run clinic for people like you and me who have M.E.  Was I excited?  You bet!  I don’t think my stomach knew it belonged to me – it was turning that many somersaults you’d have thought it was trying to pack it’s bags and leave.  Settle down Carole, I hastily thought, otherwise I’d be too ill to go; stress of any kind, as you know, doesn’t do any of us any good.  So I calmed myself but I still couldn’t help the occasional little girlish ‘wheeeee’ whenever I thought about it.  Help at last?

Well the day finally came and I was all over the place; excited at the thought of help but yet at the same time worried to death.  What would they do, would they have me doing all the things we’re not supposed to do, like pushing me beyond my limits for example?  Well I was very good at that myself thank you!  Would they make me exercise when I knew the dire consequences that always followed that?  Oh yes I’d tried that too!  Haven’t we all. 

I was shown into a room; a rather brightly lit room where I met with about 4 or 5 other M.E. sufferers (memory not a strong point, I’m sure you’ll understand).  Chairs were waiting for us, thank God, laid neatly in a rather informal semi-circle.

Feeling really worried at this stage I sat down and worried even more. Hobbling in with my stick I’d noticed that to one side but in the same room, there was some gym equipment!  So with my heart in my mouth I braved the first question.  Were we going to be made to exercise using the equipment?  The physiotherapist, one of the professionals there to help us, looked me straight in the eye and answered with a resounding NO, sharply followed by “where have you got that idea from?”

Well I’d never felt so daft!  Or maybe I had.  I think we people with M.E. should have got used to that feeling by now what with the brain fog etc.  I’d been that nervous when I’d entered the room that what I’d perceived as “gym equipment” were actually wheelchairs!  Don’t ask!!!

The conversation moved on and one of the group mentioned that the bright lights were bothering him whereupon, no questions asked, they were immediately dimmed.

All my worries had proved to be unfounded, the professionals, a physiotherapist, an occupational therapist and a fully qualified counsellor were some of the nicest people I’d ever met.  What’s more these people were all backed up by a specialist doctor; one of the leading lights in the country.  And they knew their stuff.  Yes they knew all about M.E.  Surprised?  I certainly was but yet they were also willing to learn from us.  For the next 6 sessions (that’s the length of the course, spread over 12 weeks in 2 hour sessions), we all continued to learn from each other.

One of the more fascinating things they asked us to do was to complete a diary, charting in 3 colours - rest, activity and sleep.  I must admit I couldn’t see the sense in this at first.  I knew when I slept and I knew when I rested, or I thought I did!  And what’s more I didn’t need to colour in a chart as if I was a little girl.  

But do you know what?  I was completely and utterly wrong; the diary was invaluable.  After ‘colouring’ it in for a few weeks it patterns gradually emerged, proving that when I’d done too much, illness always followed.  Straightforward you might think but until you actually see it there before you and in glorious colour too I might add, you don’t fully realize what harm you’re doing to yourself.

Another thing they taught me how to do was how not to feel guilty about being ill.  Accept it, don’t worry about it, live within your personal limits, accept help when it’s offered, let people know that you’re ill – they can’t help you if they don’t know.  Unfortunately for me I think everyone’s a mind reader!  These were all things that needed to be pointed out despite being some of the most obvious.

All in all it was a very positive experience, one I wouldn’t have missed.  For during these 6 sessions I had the chance to talk, to complain, to ask for help, to get understanding, but most of all to be me – a person with M.E.

So get your G.P. to refer you; do it today and when you get your little piece of white N.H.S. headed notepaper offering you an appointment – go with confidence, look forward to it because finally you’re going to get real help and understanding.  Something that’s just about overdue!

Carole Brown

GROUP MEETING ON THURSDAY SEPTEMBER 15TH 2005.

We had a really good social with a visit from our ME Clinic staff and plenty of our members managed to come along.  It was an informal evening and we had a short update from Janet Priest, the lovely lady who manages and coordinates the neurological rehabilitation team.  It is a year since Dr Gaber, Janet and Helen came to our meeting to ask what we wanted from our ME Clinic.  Bury and Bolton PCT’s were successful in their joint bid for funding and were awarded £80, 000 to set up the new service.  The money was awarded from April 2005 and since then the team has interviewed, made their plans and the service is now up and running.  They have been most willing to listen to suggestions and Yvonne and I have been invited to attend every planning meeting.

The team is one of several which are coordinated throughout the Greater Manchester Area by the Clinical Network Coordinating Centre.  Although the teams are slightly different in their use of different professionals, they all want to do what is best for the ME sufferers and the idea if the CNCC is that good ideas can be shared and good practice can be spread easily.  Yvonne and I also attend the CNCC meetings.

Our team consists of a GP with Special Interest, Dr Andrew Wright, a physiotherapist, Helen, a counsellor, Maureen and an occupational therapist, Faye.

They all work on a part time basis and are helped by clerical staff and greatly supported by Dr Gaber of the Neurological Rehabilitation Centre.  The team member can see patients at a clinic, Hulton Lane for Bolton, or Prestwich Walk-In-Centre for Bury, or the patient can have a house visit if they are severely affected.

Although sadly we know there is no cure for ME, the team can offer accurate diagnosis and symptomatic relief from Dr Wright.  There are individual therapy sessions from expert professionals who are familiar with the treatment of patients with neurological problems, physiotherapy and occupational therapy.  Counselling can be on a one to one basis if necessary in order to help the patient come to terms with the drastic changes this devastating illness brings and to help with developing coping strategies.  There is also a lifestyle management course, which is undertaken as a group setting, one afternoon (2 hours) a fortnight for six sessions.  The management course is aiming to help the patient to gain some control over the day-to-day problems this illness brings.  For example looking at issues like pacing, which means for many of us cutting down out activities into smaller more manageable pieces.

I can only speak for myself but I have enjoyed the group sessions and the sense of bonding I have felt with the other patients.

The team stayed for the evening and moved from table to table to ensure that as many people as possible were able to talk to them and ask questions in a small group.

I know that the team are all enthusiastic and willing to listen and learn as much as possible in order to help ME sufferers and that our clinic service will grow and develop as more and more information becomes available about ME.  In the meanwhile they are here to offer you as much support as possible.

Dr Gaber is hoping that we will eventually have some in patient beds within the neurological rehabilitation department for those patients who are severely affected and in need of assessment.

Dr Gaber has also asked for your opinion on having patient held records.  This would mean that you would have a booklet containing all the information about where you are up to with blood tests, other tests, treatment and how you are responding to it.  It would be very useful to have such a document because if you are away and have to see a different doctor for example when you are on holiday or if you change address, you have all your records with you.  Please let me know if you have any views.
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