Bolton/Bury ME/CFS Support Group


SECRETARY’S REPORT FOR A.G.M. 2007
This has been another incredibly busy year for our group and the purpose of this report is to tell you all the activities undertaken on your behalf: by committee members and by group members.

We now have approximately 160 members of the group, including two in Glasgow and one in Spain: does that make us an International Group?

We have had our usual 9 meetings here at Longsight Methodist Church Hall with a variety of speakers and demonstrations including our popular favourite Hugh Templeton; teaching us to paint in watercolour; a yoga demonstration from Olivia; a tale of recovery from Joan Crawford; and an extremely well attended talk from Professor Puri; the return of our clinic staff for an update; an excellent card making demonstration by Sarah Broughton; entertainment from some of Canon Slade 6th Form singers; ever popular, our own Dr Andy Wright updating us on his research; some very much enjoyed and well attended social evenings including our brilliant pre Christmas Party.  It is very encouraging to see so many of you coming to meetings and offering support and social contact to each other.

As well as these meetings I am happy to report that the Social Group is up and running again having held four meetings at the Blessed Bar in Bolton.

There have also been a couple of evenings for some of our younger members to get together to watch a DVD at Caroline’s house.

The Yoga sessions have continued this year with a gradual increase in numbers and I am pleased to report that they will remain free of charge until December 2007.

We foolishly thought that once our clinic service was up and running there would be less meetings to attend but “not on your Nellie”.  There seem to be more and more invitations and I am delighted that more people are having the confidence to join us and give their opinions on what is needed for both sufferers and carers at planning meetings.

Again this year there have been well over 40 meetings and most have needed two or more of us to attend.

Yvonne and Pam continue to attend Bolton Primary Care Trust Multi Disciplinary Team strategy meetings for our own clinic service.

Kim and Yvonne attend the Greater Manchester Clinical Network Coordinating Centre Young Peoples’ Services strategy group meetings:  Yvonne has also attended the forum and indeed helped to organise it.

Yvonne and Pam attend the Greater Manchester Clinical Network Coordinating Centre Adult Services strategy group.  Many thanks to Angela, Eileen, Linda and all who have written to lobby Wigan, Leigh and Ashton PCT as their letters combined with the efforts of Gill Walsh (the CNCC Coordinator) have resulted in a proposal of a bid for money to develop services in their area.

Both Bury PCT and Bolton PCT have set up working groups, as required by the government, to establish good quality care and to develop a framework of service for all people suffering from long term neurological conditions.  I feel that it is a great step forward that we have been encouraged to join and give our opinion and tell of our experience.  Yvonne is actually on the Board for Bury and it is at this level that plans will be made and put into action.  Pat McKenna and Pam attend the Users group meetings.  Bolton meetings have been attended by Caroline and Maria Sale.  I should say that although change takes a long time and it can be frustrating, it is vital that ME sufferers and carers attend these meetings because otherwise they only hear from people representing conditions such as MS and Parkinsons Disease etc. who already have services and we would become completely left out; so well done to those prepared to give their views.

Following the National Service Framework meeting a new form of support for all people with Neurological Conditions has been set up and is called Bury Neurological Support and Yvonne has attended a meeting there.

Kim and Yvonne have attended meetings of the Department of Work and Pensions regarding benefit and welfare rights in order to try to ensure better treatment for ME sufferers.

Yvonne also attended Bury Carers Rights Day at Radcliffe Civic Hall in December. 

Caroline attended the Volunteer Centre Civic Reception in Bolton; both Pam and Caroline attended Bolton Community Voluntary Services AGM; Pam attended Bolton CVS cheque presentation to collect the grant for our Yoga classes.

Pam also attended a Better Bolton Café morning which was useful and enjoyable.

Pat McKenna and Pam attended a Greater Manchester Service Users Forum to give feedback on our own clinic and hear what is good and what is not helpful in other parts of Manchester.  This should help to make sure that good practice is shared.

Yvonne and Pam went to Bury PCT to meet with Liz Moore, who is now manager in charge of ME/CFS services, in order to update her on our group and pass on information.  Yvonne has also been busy meeting with Bury PCT and Bury Care Services Managers about the new expert patient and expert carer programme being developed.  She also has had contact with Bury Children’s Services (Inclusion and Health Care).

There have been twice yearly North West ME Groups Confederation meetings attended by Maria, Kim and Yvonne.

The committee have held their usual three meetings and we have also produced three newsletters.

And finally we are very happy to report that Lynda has been mounting a one woman lobby of her MP David Crausby in order to encourage him to ask questions in parliament and to ensure there is money available for research into the cause of ME and for better treatment of sufferers by the Benefits Agency.

Thank you all for your hard work.

SUPPORT GROUP MEETING 18TH JANUARY 2007
BOLTON/BURY ME/CFS  – CANON SLADE SINGERS
For our February meeting we were treated to a showcase of musical talent by Canon Slade singers.  We had been trying to arrange for them to come and perform at one of our meetings for over a year-and it would be just our luck that the day of the meeting was one of 80mph winds!

[image: image1.png]I was on our Yahoo! Message board before the meeting and everybody was discussing what had fallen down, blown over or was flying across the street!  Because of the awful weather, there were only about 20 people who managed to brave “Hurricane Harry” as we named it, which was a real shame because the performers were absolutely fantastic! 

There were about half a dozen students from the sixth form, taking it in turns to play the piano, violin, or sing. 
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We were treated to songs from hit shows such as “Starlight Express”, “Les Misérables” and “Wicked”.  I must say, the singing could have rivalled any of the X Factor or Pop Idol winners and Simon Cowell wouldn’t have a grumpy thing to say about it!  The duets were amazing and the rendition of “Somewhere Over The Rainbow” with piano and violin to accompany it was wonderful.

There was also a wonderful Beethoven recital and an upbeat jazz piano piece to finish.

The musical interlude lasted for about 35 minutes (bringing tears to our Pam’s eyes!) followed by a large round of applause.

Once the showcase was over, we were able to have a good chat to each other before saying our goodbyes and wrapping up warm to face the Arctic conditions outside. 

Many thanks to the Canon Slade singers for coming out on such a horrible night to entertain us.
BOLTON/BURY ME/CFS SUPPORT GROUP MEETING 
15TH MARCH 2007 – AGM

Many, many thanks to all of you who managed to come along to the AGM this year.  We had quite a good “turn out” of some 26 members, which fortunately meant that we had a quorum and so could do our voting and continue with the group another year.

We changed the format of the meeting a little this year so that there were not quite so many reports to listen to, making more time for discussion and ideas.

We were very fortunate that Yvonne Leach has agreed to be Carer’s Contact for the group and that Stephen Walker has rejoined the committee.

Wayne our treasurer, gave his report and told us that our bank balance is slightly improved this year, which is very good news – although I managed to make an ME brain slip up and said that it was nice to see that we were once more in the red!!

We had a lively discussion about several issues including DLA benefits, future speakers and the state of our library; there was still time for a little socialising before it was time to go home.

Thank you once again to those of you who came along and “hope to see you soon” to those of you not well enough to be there.

Love to you all from Pam
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	Laughter and wisdom


Have you heard the one about a duck?
A woman brought a very limp duck into a veterinary surgeon.  As she lay her pet on the table, the vet pulled out his stethoscope and listened to the bird's chest.  After a moment or two, the vet shook his head sadly and said, "I'm so sorry, your Duck Cuddles has passed away."

The distressed owner wailed, "Are you sure?  "Yes, I am sure.  The duck is dead," he replied.  "How can you be so sure," she protested.  "I mean, you haven't done any testing on him or anything.  He might just be in a coma or something."

The vet rolled his eyes, turned around and left the room, and returned a few moments later with a black Labrador retriever.  As the duck's owner looked on in amazement, the dog stood on his hind legs, put his front paws on the examination table and sniffed the duck from top to bottom.  He then looked at the vet with sad eyes and shook his head.
The vet patted the dog and took it out, and returned a few moments later with a cat.  The cat jumped up on the table and also sniffed delicately at the bird from head to foot.  The cat sat back on its haunches, shook its head, meowed softly and strolled out of the room.

The vet looked at the woman and said, "I'm sorry, but as I said, this is most definitely, 100% certifiably, a dead duck."

Then the vet turned to his computer terminal, hit a few keys and produced a bill, which he handed to the woman.  The duck's owner, still in shock, took the bill. "£150!", she cried, "£150 just to tell me my duck is dead!!!

The vet shrugged. "I'm sorry.  If you'd taken my word for it, the bill would have been £20, but with the Lab Report and the Cat Scan, it's now £150.00.
Words of wisdom
Forty is the old age of youth: fifty is the youth of old age—Victor Hugo
When one door closes another door opens—Alexander Graham Bell
Friendship is the only cement that will ever hold the world together—Woodrow Wilson
I am an optimist, but I’m an optimist who carries a rain coat—Harold Wilson
Where ignorance is our master, there is no possibility of real peace- Dalai Lama
Look back at the past, but don't stare at it– anonymous

Thanks to Central Lancashire & Preston ME/CFS Support Groups

With thanks to Interaction
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