THE ULTIMATE CRUISE
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Imagine it!  A cruise!

Picture relaxation, total calm, nothing to do but enjoy yourself at your own pace and eat.  Then imagine a cruise on a narrowboat, on the Bridgewater canal, in February and one of the coldest weeks since 19 whatsit.  And then you have it.  My ultimate cruise!

I must admit it was with some considerable trepidation that I looked forward to my ‘cruise’.  Alan (husband) had done it before; about 30 years before but I hadn’t and it was something that he had loved and therefore had been trying to get me to do ever since.  ‘Ever since’ might have been a good time because as it turned out ‘now’ certainly wasn’t.

Let’s see . . . . it began with Alan fairly calmly loading all our gear onto the boat; waterproofs, boots, blankets, the usual cold weather gear and of course not forgetting the food – no waiter service here disappointingly.

We set off, sorry first correction from the Captain (Alan), we cast off.  The Captain steering; no problems there.  Me, a bit nervous but I told myself quite sternly ‘don’t be so daft’.  Hmm- I was to do a lot of that; talking to myself and throughout the entire ‘voyage’.

Well we got to Lymm and we had to moor up.  “Carole get the mooring stakes and the hammer” came the command from above.  First panic.  “Oh, oh, oh,” came from me as I hastily tried to fly down the length of the boat – in all of the 10 seconds the size of the boat would allow, trying desperately to get the things together.  I had to be quick, darn quick, I knew that, otherwise we wouldn’t be able to get into the spot we wanted –not without a lot of manoeuvring and hard work on Alan’s part and we might have lost it altogether. 

Well you might know.  My legs wouldn’t  work, so I tripped over my own two feet – and almost went head over heels.  So with shades of martyrdom, I bravely hauled myself up from the crumpled little heap on the floor and went as fast as I could to the back (Captains’ correction - stern) of the boat and gave The Captain his mightily (to me) heavy hammer and his heavy (again to me) long metal pole thing (mooring stake).  Then whizzed (I wish) down to the front of the boat, threw open the doors, heaved myself outside, picked up my long metal pole thing, gathered my rope together and stood there.  I thought I looked pretty good actually, just as if I knew exactly what I was doing and had done it a thousand times before.  “Well jump then, jump ashore”.  What!  Me!  Jump across the water!  One slight mistake and it would have been ‘Carole in the Canal!’

At this point it may be prudent to tell you that we had an audience – family, two old men who obviously knew how to do it much better than us and a dog.  Well it was now or never.  I prayed.  “Well come on Carole, hurry up” came the bellow from the back.  I also forgot to say that Alan, in his wisdom was trying to park between two parked boats, or to be more correct, moor up between two moored up boats.  Satisfied Capt’n?

It’s not the easiest of things to get a great long thing of a boat to do what you want it to do, so need I say more?  Well yes, I didn’t think we could do it.  However Alan was insistent.  Nothing for it but to take the bull by the horns, unglue your feet from the boat girl and jump.  So with a great deal of courage and an even greater deal of stupidity, I closed my eyes and jumped.  Yeah!  I did it!  So pleased was I with myself for doing it that I was paying little attention to Alan yelling “- -now pull the boat to the bank.”  But I just about heard him!  What with?  With feeble realization I had no option but to shout back “I haven’t got it, I dropped it, I think.”  Ever felt totally like a girl?  Well I tell you I did then.  In my fluster to get over the water without falling in, I had inadvertently dropped the rope.  “No problem, just jump back on and get it, I’ll try to keep her steady.”  JUST!   ‘Carole in the Canal’ loomed ever more likely.  I was drained as it was, without having to do it all again.

Don’t forget the audience!  I certainly hadn’t.  Bravado, yes that was what was needed; I must pretend that I know exactly what I’m doing.  So I pretended to scout out the immediate area to see if it was suitable for hammering in the long metal pole things.  Feeling more than pleased that the memory was working, at this point I managed to recall Alan saying that if the bank was all stone, then we wouldn’t be able to stop, sorry moor up there.  The fact that there were metal rings specifically for this purpose had completely missed me.

Meanwhile Alan was making this great whooshing sound, sending gallons of water this way and gallons of water that way, throttling this way and throttling that way, (sorry correction from the Captain – forward and reverse) in an effort to get the boat closer to land, whilst I’m still on the towpath messing about.  I didn’t want to jump back.  I didn’t want to jump in the first place, let alone back.  But there was simply no other option.  Remember the audience Carole!  So with as much energy and elegance as I bring myself to muster, whilst still trying to make it look as if this was all old hat to me, I made the giant leap (all of about 18ins) onto the boat, quickly gathered up the rope and before my bottle left me, jumped back again.  Great!  Job done!

But it wasn’t.  Oh no!  I had then to pull on the rope with every ounce of strength I could summon to bring and keep the front end of the boat bank side, whilst Alan did his ‘whooshing of the gallons’ bit’ to manoeuvre the back end in.  And let it be known, trying to pull a boat in a force 119 gale, in zero temperatures and feet in mud is decidedly hard work.  Or maybe the effects of living with M.E. just made it feel that way.

Alan finally got the darned thing where he wanted it, jumped off with the greatest of ease I might add, hammered the metal pole in the ground, then thankfully came to me, took the rope and tied it to one of the mooring rings!  Audience satisfied!  They disappeared and at this point I nearly passed out.  I wonder why!

It would of course have been far easier for me to do the steering and the ‘whooshing of the gallons’ bits and this had been Alan’s plan but thanks to M E. I had no spatial awareness and too much brain fog to grasp instructions.  It was supposed to be me staying on the boat doing the Captain Bligh bit and Alan doing the gymnastics.   But hey ho, so much for the best laid plans ‘Of Mice And Men’.  Sorry just showing off my literary genius there, well come on, I have to be good at something!

- - - - - - - - - - - - - - - - - - - - - - - - - -

Dinner that night, especially due to the abundance of marvellous restaurants in Lymm was supposed to be a nice romantic start to the ‘holiday’.  . . . Alan went to the chippy!  To make matters worse, being gluten, wheat and dairy free meant that all I could have was chips and peas.  But I didn’t mind, I was simply too tired and felt too ill too mind.  I couldn’t even speak and if I did, at this stage the usual M.E. drunken blurb came out of me.  So I just stayed collapsed in a little pile, in front of a T.V. that didn’t work.

By 9.30 we were both in bed.  By 10.30 we were both still in bed but not asleep and not for the reasons you’re thinking either.  The central heating (yes I know a luxury on a boat and I should be grateful) made such an almighty racket that we couldn’t possibly sleep.  Sleep or central heating and not forgetting the sub zero temperatures at this stage?  We decided on sleep, so The Captain promptly turned the central heating off.  And you know it, yep, what a mistake.  I ended up with a duvet and 8 blankets over me, only to awake to Jack Frost having danced his shimmering way right through the cabin.  I could see my breath.  It was COLD!  Not a bit COLD!  But PERISHINGLY COLD!  And that was INSIDE!  

I was still by this stage too worn out to move but it didn’t matter.  My knight in shining armour, my own personal Captain, shot up, put the heating on, lit every gas burner on the hob, lit the oven and opened its’ door.  But I wasn’t about to move until all traces of our arctic visitor had gone.

It was the dawn of a new day and the plan was to get onto the Trent and Mersey canal and the Cheshire Ring.  Sounded lovely even though I was, well to be fair both of us were, very worried about how I was going to cope.  M.E. doesn’t allow anyone to behave like a gymnast and be on the go without some kind of retribution.  What’s more I knew that I should stop.  But at the same time I had to take into account that this was Alan’s holiday too and he was loving every minute.  So as we all do, I’m pretty sure I’m not the only one doing this, I put myself on the back burner and decided at my own peril, to ignore the M.E..  The by now familiar self lecture followed – I could and I would and I was capable of continuing.  I used to be energetic before M.E. and I jolly well would be now.  So work through the exhaustion Carole, ignore the pain, it’s only a week and it’s for your husband, sorry the Captain.  Right!

No.1 ready to go Capt’n.  After yesterdays’ performance I’d been demoted to crew; this was something that happened all the time, I don’t think I got through one whole day without being demoted.  I didn’t like being crew, so I’d promoted myself on this occasion.

Captain cast off and left me below to rest.  So he thought!  Truth was I simply couldn’t rest, neither physically nor mentally.  I was continually listening out for his voice because when he wanted to moor up (getting the hang of this lingo now), as I have said I had to be quick.  Not only because we might loose the mooring place but also because it was so darned cold it took me all my time to put all my clutter on.  First the fleece, then the inner jacket, waterproof over that, hat, then gloves.  So I was constantly on the alert.  He didn’t know that, bless him, he genuinely thought I was resting.

To be continued

A HIDDEN NATIONAL SCANDAL EXPOSED

Invest in ME (IiME) today exposes the real suffering of people with Myalgic Encephalomyelitis (ME). IiME is publishing on its web site the ITV Meridian programme which shows the devastating affects of ME on whole families.  The plight of thousands of people living in misery and isolation with the illness Myalgic Encephalomyelitis is at last being recognised. 

The illness affects an estimated 250,000 people in the UK, a significant proportion of them children.  Some children who develop the illness in their teens go into adulthood having lost all their social contact and living each day in pain and with very little understanding or help from the medical profession. 

In a programme made by Meridian Television and broadcast by the voluntary organisation, Invest in M.E., severely affected sufferers explained the devastating effect the illness has had on them and their families.  The shocking effects are most clearly seen 
- with Suzy, who spent 2 years in a near coma state living in an icy, darkened room where no-one except her parents could visit because she was so light and noise sensitive, 
- and Lauren who, having been ill since the age of 12 is, at 20 years old, mostly bed-bound and some days too weak to even read or watch TV. 
As Suzy’s father, Roger explains “Suzy was in a “living death” state for the first two years after her illness became really severe.  Many would still regard her as such since her condition remains very sad.” 

M.E. causes, amongst other things, severe neurological, cardiovascular and cognitive problems and sufferers can be so exhausted that just holding a conversation can leave them drained and weak for many days.  The body starts to “shut-down” systems as energy is expended in walking or doing tasks until the person cannot stand, walk, talk, think, eat or do any of the normal activities.  The most severely affected end-up in bed, in darkened rooms because of light-sensitivity, and can need to be fed by tube. 

Despite the vast number of sufferers and the fact that a quarter of them are severely affected like Suzy and Lauren, the Government has given no money for bio-medical research, choosing instead to squander £11.2 million by setting up ME/CFS centres to deliver programmes of Cognitive Behaviour Therapy (CBT) and Graded Exercise Therapy (GET) which can be positively harmful to people severely affected. 

Doctor Jonathon Kerr of Imperial College, London has recently found that in people with M.E. there are 15 genes which are 4 times more active than in healthy people, which indicates that their immune system is working overtime.  In the programme he says he is confident that he will have a cure within a year.  Despite this promising discovery none of this research receives a penny from Government funding, instead having to rely on charitable donations from people like Lauren and Suzy.  The charity MERGE, like IiME, believes that a programme of biomedical research is needed and says: 
“Given the expanding core of evidence for a biological pathology for this illness, it is widely felt by patients, support groups and their political representatives that scarce research funding would be better targeted at appropriate biomedical investigation and treatment of the physical basis of ME.' 

Meanwhile it is up to the carers and sufferers themselves to persuade the Government that rather than waste money on teaching inadequate coping strategies, that money would be better spent on finding the cure.  As this illness is calculated to cost this country £3.5 billion each year, how much money could be saved on benefit payments and, more importantly, how many people like Lauren and Suzy could be given the chance to lead a normal life? 

To see the programme on-line and for more detailed information on the condition and problems faced by Suzy and Lauren and thousands like them, visit www.investinme.org 
or go direct to the Meridian link at http://www.investinme.org/Mediatelevision.htm#Meridian_TV_–_ME_Expose 

Notes to Editors: 
Malcolm Hooper, Emeritus Professor of Medicinal Chemistry at the University of Sunderland says that the treatment (or lack of it) of ME sufferers in the UK is a national scandal. In a synopsis of the problem for a proposed UK Parliamentary Inquiry into the illness he says that it is time that the school of psychiatrists who perpetuate the myth that M.E. is a “non-disease” are held publicly accountable. 
Professor Hooper will be one of the eminent speakers at the International ME Conference 2006 which aims to highlight the misery of the illness and the inadequacy of the Government's response to it.  The conference will take place in Westminster on 12th May 2006 – which is International M.E. Awareness Day
Submitted by Sue Waddle dated 24th Jan 2006

Our thanks to Pressbox, this article is found at http://www.pressbox.co.uk/detailed/Health/A_Hidden_National_Scandal_Exposed_50825.html
The view of our committee is that it is only fair to note that we in Bury and Bolton are very pleased with our ME clinic, which was funded from the £8.5 million given by the present government.

We have been very fortunate that our Primary Care Trust and the clinic staff have given us every opportunity to contribute and have asked for our comments and suggestions.  This has been the case both with individual ME sufferers who are being treated by the clinic staff and also with our group’s representatives at two meetings.
SUMMER SUNDAY
May 1992

(by Joan O'Too/e)

Everywhere seemed so light and bright, 

Looking ahead to the hills, what a sight! 

Rivington Pike stood out, alone but bold.

Oh what a change from the rain and the cold,

The sun is proving she can still glow,

But flowers need rain for their summer show,

Blossoms were dancing in the breeze, 

Birds all singing in the trees.

The clouds were hanging loftily above, 

These surely come from someone with love,

But whatever weather does arrive,

It made us feel good to be well and alive. 

We should take a few minutes to pray,

Be thankful for each and every day. 

We go away we think for pleasure, 

But I love to come home to those we treasure.

Maybe it helps us to realise,

What real beauty lies before our eyes, 

Flowers and blooms of every colour, 

And there by grace of another power,

The birth of a baby, and its first cry.

How long we live! And when we die!

How lucky we are to live in this land,

Surely it comes from a magic hand.
What About Me

(by Isabelle Maher)

But what about me I'm a carer you see,

I'm here for my husband but who's here for me,

I wake every morning crying in pain,

But I must get up to care for him again,

The doctor asks how is he today, 

It makes me feel like running away, 

I feel so tired but nobody cares,

As long as I'm here to help him downstairs, 

Nobody cares how bad I feel,

As long as I'm here to give him a meal.

My whole day revolves around him again, 

Never a minute and constant pain, 

All I need is some time for me,

But that doesn't matter

I'm a carer you see,

Tomorrow will be exactly the same,

Him to look after and terrible pain,

I just wish someone would think of me,

But that will never happen I'm a carer you see,

Oh, what about me?
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