         A SPECIAL WORKSHOP ON LOCAL AREA AGREEMENTS        24th AUGUST 2005.

A Local Area Agreement brings together a range of funding streams to enable public, private and voluntary organisations meet the needs of their local community.

The aim of the workshop was to look at what a Local Area Agreement will mean for local community and voluntary organisations and give them a chance to say what outcomes should be included in the agreement. 

I felt that it was important to attend this meeting because it may have a profound effect on the funding which we have in the past received, very generously, from Bolton CVS.  Bolton CVS has been awarded money from the Government for them to pass onto Voluntary Groups in the area to help them continue to support their members.  In future all money from all Government Departments will be given to Bolton Metropolitan Council and they have to develop a Local Area Agreement by consulting with groups of people including our support group.

There will of course be Government Priorities that must be worked to, but there will also be opportunity to look at what difference we want to make and what we want to achieve in a Vision for Bolton.

The Agreements will look at four main areas:

1) Safer and stronger communities

2) Children and young people

3) Healthier communities and Older People

4) Economic Development and Enterprise.

I felt that one of the most important issues for our group to bring to the attention of Bolton MBC is the lack of support in schools for children suffering from ME.  Also the woefully slow process whereby children are assessed before they are allowed home education.

I made the case that one priority area must be the support of children and families in this situation.

There were notes taken of the priorities which all the groups wished to address and these will be taken to the Council for when they are making their decisions.  The lead officers for the Council were present and thought that the priorities identified were realistic and achievable.

The next step will be to formalize the priorities into a Local Area Agreement statement that will be presented to Government for approval.  Once there is approval then funding will be allocated and the Council representative assured us that they will still have funding for the voluntary groups and it is very probable that it will be distributed via the CVS as they have been doing the job so well for many years. 

There will be further meetings to sort out the fine details of how the priorities will be achieved and so I’m sure we will be invited to more of these meetings.
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RAISING AWARENESS

On Wed 28th September I was invited to give a talk about M.E to Bolton le Moors Rotary Club at the Last Drop Village Hotel, Bolton.

The Rotarians are a group of business men who meet almost every week and give their time and effort to supporting people less fortunate than themselves.  You may have been fortunate enough to see the Christmas Sleigh, which comes around, with Father Christmas waving to everyone and Christmas Carols and songs playing while the volunteers knock on doors to collect money for charity.

Maria came along with me and my sister Lynne was our chauffeuse for the evening.  We were all greeted very cordially and offered drinks (I’m sure that they were most surprised when we all asked for water).

Maria gave the first part of the talk by explaining how M.E has affected her personally and illustrating the devastating changes made by this illness and describing the symptoms.  I then took over and gave the facts and figures of numbers affected, told about the need for early diagnosis and about our new service provision.

They were most attentive and asked us questions at the end of our talk and we gave out our leaflets and some of our back numbers of the newsletter.

We enjoyed our visit to the Rotary Club with its light hearted banter and good humour and hope that we have spread a bit more information about M.E.

Yvonne was invited to give a talk to the Soroptomists in Bury on Tues 27th September, which she did.  Soroptomists are professional people, both male and female, again who give time and effort to help others.

So you can see that we try to gain as much support as possible as well as raising awareness wherever possible.

GADGETS - TECHNICAL EQUIPMENT FOR DISABLED PEOPLE - REMAP

While we were at the Rotary Club a gentleman called Roy Gibbins told us about a group of 6 engineers who work in the Bolton, Bury, Rochdale, Blackburn and Burnley areas.  The aim of the service that they provide is to make gadgets, which will enable seriously disabled people to have a better quality of life.

They do not mass-produce things and their gadgets are made to order “one off” items which could not be bought elsewhere.  They usually work closely with occupational therapists who can assess the needs of the disabled person and then describe the kind of equipment needed.  For example he told us of a client who suffers from ME who loves to do tapestry, but can no longer hold the canvas and needs support because her arms become tired.  They made her a special frame and arm support.  I have a book of the many pieces of equipment that they have made if anyone wishes to look at it; I will put it in our library.

If anyone needs this service it is free of charge as Remap is a charity and can be contacted at www.remap.org.uk or roygibbins@netbreeze.co.uk.  Or phone Roy Gibbins on 01204 596 898

TEA IN THE LORD MAYOR’S PARLOUR

On Friday 9th September I was invited to afternoon tea in the Lord Mayors Parlour at Bolton Town Hall.

I was surprised and very humbled that someone had nominated me as a “Local Hero” for the work I do for charity.  The invitations said that there would be other heroes present and that I could take a guest and my husband agreed to take me.

The day arrived and at 1:50 we met up with the 6 or 7 other people nominated to attend and we were taken up to wait in the Lady Mayoress’ parlour while the Lord Mayor was having some photographs taken with an 82 year old gentleman, who, despite the fact that he needs a wheelchair, still does an amazing amount for charity.

At 2 we were taken into the Lord Mayor’s parlour, which is a lovely large room with a very comfortable suite of furniture and lovely carpet.  There were several cabinets full of silverware and some beautiful little flower arrangements.  The organizer Peter Sloan of the Volunteer Centre told us that this is the year of the volunteer and then went on to say that one of the nominees had gone to London to the House of Commons as a guest of Brian Iddon MP.  He said that they value everyone’s efforts equally and had chosen one to go to London by pulling a name out of a hat.

Peter Sloan said how very much he appreciated the work done by the volunteers whose combined ages were over 500 and who jointly gave 5000 hours per year of volunteering service.  He then read out the nominations and told us what our nominator had said on the nomination form, it was really very touching to be so acknowledged and thanked for doing something that I enjoy.  We were also given letters from each of the MPs, who had been invited but were unable to attend, to thank us for our public spirit.

The Lord Mayor then thanked us all and made us all feel very special when he said how fortunate Bolton is to have so many good-hearted people.  We were then treated to a tour round and the Lord Mayor is both very informative and very amusing and he told us the history of the Office of the Mayor and showed us the many pieces of silver that have been presented to Bolton as gifts.  Our tour took us back into the Lady Mayoress’ parlour and my favourite item there was a showcase, which holds the most exquisite Geisha doll.  It is made of fine Japanese porcelain and dressed in a gorgeous embroidered silk kimono, it really is most beautiful.  It was presented by Hitachi when they moved into Bolton and is reported to be worth       £15, 000.  My husband’s favourite item was a replica Maori war canoe that is beautifully carved and decorated with abalone shell.  The New Zealand team presented this when they were hosted by Bolton for the Commonwealth Games.

We then went to the Council Chamber and sat in the Press Benches, the Lord Mayor told us about the proceedings and told us about the portraits of some of the previous Lords Mayors, including Lord Leverhulme who was Lord Mayor for one year but never went to the Council Meetings because he didn’t want to interfere with the running of the town, even though he was a very great benefactor.

On our way back to the Parlour we were shown some photographs in the corridor of when the Albert Hall was burnt down in 1982.  There were photographs of before the fire, the morning after the fire and the restoration work that has given us such a lovely concert hall and function room.

Back in the Parlour we had our afternoon tea (or coffee) and chocolate biscuits.  And the Lord Mayor kindly posed for photographs with some of the volunteers before we said our goodbye and thanked him very much for an enjoyable and very informative afternoon.
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YOUNG PERSON’S FORUM

On the 12th October 2005 Yvonne and I were invited to attend the Young Person’s Forum, we split into two groups Yvonne and Frances Maulden sat in with the Young People, Dr Peter Powell and myself sat with the parents.  It was a successful evening with both groups enjoying the social aspect of the event and finding a common ground in moving forward with our future services.

Yvonne and I are meeting again on the 14th February 2006, with the Clinical Team, if you have any further issues or ideas you would like us to put forward, please contact Yvonne on 0161 764 7822 (after 7pm please) or Kim on 01204 882826

Below is the letter which was sent out to all the Young People who attended Greater Manchester Children and Young Person’s Chronic Fatigue Service

YOUNG PERSON’S FORUM – WEDNESDAY 12TH OCTOBER 2005

Many thanks to all those who attended our Young Person’s Forum.  We felt the event was a great success and hope you thought so too.  The valuable feedback that we received from this event on how people who have been affected by CFS / ME feel, and what they are looking for in a specialist service to make things better, will help us to improve and develop our service.  We also appreciated your evaluation of the event and will certainly consider your views and comments when planning future events.

We thought it would be useful for you to have a summary of the main points raised at the Forum and this is enclosed.  One of the points raised at the Forum, regarding looking for alternative treatments and medication on the Internet, caused concerns.  We would not recommend that this be considered as these treatments / medications are not research based or monitored and therefore it would be difficult to know if they do help, or, if in fact, they could do more harm.  We would encourage you to speak to a member of a specialist CFS / ME team before deciding to try other treatments.

Once again, thank you for your support and assistance with the development of this specialist service.  If you would like to make any further comments or suggestions then please contact the team on 01204 390512 or email cf.service@rbh.nhs.uk
Kind regards

Frances Moulden
Chronic Fatigue Nurse Co-ordinator for the Chronic Fatigue Team
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