NEWS IN BRIEF

AGM

Our AGM is in March and we would like to ask for nominations for the committee.  Can you help with the running of the group, even just doing small jobs?  Please send nominations to 

Pam Turner, 7 Burghley Drive, Radcliffe, Manchester, M26 3XY.

RESEARCH UPDATE:

1.
On 23rd July an article appeared in the New Scientist Journal which was entitled “Chronic Fatigue is not all in the mind” written by Rowan Hooper.  The study described work done by Dr Jonathan Kerr and his team, who are moving to St Georges University of London.  Dr Kerr’s team have looked at levels of gene expression in the white blood cells of both healthy individual and in patients diagnosed with CFS according to strict criteria.  They found differences in 35 of the genes that they analysed using DNA chip technology.

Because the few similar studies done in the past have shown conflicting results, the team double-checked their results using a more accurate method called real-time PCR.  That confirmed that 15 of the genes were up to four times as active in people with CFS, while one gene was less active.

This study will be repeated using a larger number of people; so far the larger study backs the results of the smaller study, which used only 25 patients and controls.

New Scientist reporter Rowan Hooper states that if Kerr has succeeded, and identified clear physical changes in people with CFS, the lingering opinion that it is “all in the mind” could finally be laid to rest.  He also makes note of the comment that “This exciting new work shows that some aspects of this complex illness may be understandable in molecular terms, and that CFS is not a ‘made up’ illness” stated by Russell Lane, a neurologist at Charing Cross Hospital in London.

It is thought that it may be possible to develop a blood test to diagnose CFS, as the team has already discovered differences in blood proteins related to the changes in gene expression.  Kerr hopes that the work might even lead to treatments.  He says that because they have shown that a significant part of the pathogenesis resides in the white blood cells and in their activity “it will open the door to pharmacological intervention”.

Several of the genes identified by the team in CFS play an important role in mitochondria, the power factories in the cells.  The findings fit with the picture of persistent viral infection, for example following Epstein Barr or Q fever enteroviruses. CFS often follows a flu-like illness that never goes away.  Of the other genes that are varied in CFS patients, some are involved in regulating the activity of the immune system.  Others play important roles in nerve cells including a gene called NTE, which codes for an enzyme affected by organophosphates and nerve gases.

2
An article in Vision (Autumn 2005), the newsletter of the Tymes Trust, which supports young sufferers of ME, informs of research done by Jammes, Steinberg, Mambrini, Bregin and Delliaux at the Medical Research Institute of Jean Roche, Marseille, France.  This study looked at the effect of exercise on muscle by measuring any muscle dysfunction in response to a routine cycling exercise.  The study found that exercise induced oxidative stress was enhanced.

Dr Vance Spence of the research charity MERGE explained that this constricts blood vessels at a time when they should be dilating during exercise.  The effect of this would be an inadequate blood supply, lack of oxygen and ultimately, pain.  Other abnormalities showed up, including during the recovery period.  In this study the researchers did not continue measuring beyond 30 minutes after stopping exercise.  However people with ME typically report deterioration during the days after exercise.

The researchers concluded “The response of CFS patients to incremental exercise associates a lengthened and accentuated oxidative stress together with marked alterations of the muscle membrane activity.  They also added that: these two objective signs of muscle dysfunction are sufficient to explain muscle pain and post exertional malaise reported by our patients.  NB: Post exertional malaise means feeling ill after you have exerted yourself. Not just tired but ill.

3
Another study of Genetics has been carried out at Glasgow University and the researchers are hoping that this may one day lead to a cure for ME/CFS.  This study, led by researcher Dr John Gow, is looking at whether there is a unique profile of genetic abnormalities in people with ME, which could then be regulated or “switched off” by drug treatment.  Preliminary results are looking optimistic but need to be confirmed by a larger trial.

Thanks to Sutton ME/CFS Support Group for this information.

PLEASE

To young people with CFS/ME  can you help us to help you?

As you may know Kim Finney and I have recently been asked to join the Greater Manchester CFS/ME Children and Young Person’s Clinic team, as users of service, to help them develop their service.  To be able to represent the young people (up to 18 years) and their families/carers from our Support Group, we need to know who you are and your views.  We are also wanting to know about the severity of your CFS/ME and if it affects your access to appropriate educational support.

Unfortunately our group membership form does not ask which of our members are linked to this age group.  We believe, based on national statistics that about 20% of members probably will.

If you are a young person with CFS/ME or care for a young person please will you telephone either myself Yvonne Leech on 0161 764 7822 (after 7pm please as I work) or Kim Finney on 0120488 2826, as soon as possible and tell us a little about yourself and your CFS/ME.

If you prefer to email please send to yvonne.leech@swinton.co.uk.

We look forward to hearing from you

Yvonne and Kim


10/11/2005

SOCIAL MEETING ON THURSDAY 17TH NOVEMBER

Our pre Christmas party was held on Thursday 17th Nov and it felt like Christmas outside because it was  a frosty night but a very warm welcome inside made up for it.

We had a good turn out of over 20 members and this year the buffet was really lovely, it was very varied containing much more than mince pies.  There were lots of delicious things to eat catering for all the different dietary needs we have between us, including gluten free, dairy free, vegetarian and vegan!  There were lovely savoury nibbles, chicken drumsticks and spicy chicken mini-kebabs, egg mayonnaise sandwiches, smoked salmon canapés, mini profiteroles, crisps and nuts, fresh fruit salad, flapjack cake, and lots of gluten free cakes and biscuits.

[image: image1.wmf] 

 

Everyone enjoyed the evening very much and went home feeling very full.  If you didn’t manage to make it this time, we hope you will feel better and able to join us in the future.

With love and best wishes for Christmas.

Pam

CLINIC

[image: image2.jpg]Group mark new clinic

® Supporters (from leff) are Yvonne Leech from the ME/CFS Support Group, group contact Pam Turner,
and 99)

Janet Priest, co-ordinator for the neuro-rehab team (bur2005059!



For those of you who are too ill to attend the new clinic, don’t forget that there is a domiciliary service.  Your GP can make a referral for the clinic staff to come to your home to see you.

PHOTOCOPIER

Thanks to a huge grant from The Community Foundation for Greater Manchester, we are pleased to say that we have been able to purchase our own photocopier.  Previously we have had to go to a third-party to get our flyers and newsletters done and printing costs are our biggest expense, now that we have the copier, our printing costs will be greatly reduced.

I must say that I’m not the most photocopier literate person in the world and Trevor at RCC (where we got the copied from) supplied the estimate that enabled us to get the grant and was extremely helpful and very patient! I told him what I wanted the copier to do, and he translated that into copier-speak for me. 

With the copier we were also able to purchase a booklet maker, which folds the A3 paper over neatly and staples it to make the newsletter look like it does now.  RCC supplied this to us at cost, so a big thank you goes to them.

The photocopier arrived safe and sound, the front door had to be taken off so it could get in the house, but it got in unscathed!  I had lots of fun trying to figure out how it worked and I think I’ve just about got it.  Big thanks to Trevor and Ron at reconditionedcopier.co.uk

Caroline

DAY OF DISABLED PEOPLE

On Wednesday 23rd November, I attended the “Day of Disabled People” at the Albert Halls for the second year.  This year’s format was completely different from last year; they had a sit-down event with an awards ceremony; whereas last year they invited all the local charities that support disabled people and their families to hold information stalls and people ‘dropped in’ who were passing.

This year’s event was really enjoyable and interactive.  I held a stall for the group, with our literature and a display board with photographs and I was joined by Bolton Carers’ Support.  The event started at 10am and lasted until past 2pm, and we were welcomed by the Mayor of Bolton, Councillor Frank White. 
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After the welcome by the Mayor, there were guest speakers, a gentleman from the Jubilee Centre recited Desiderata by Max Ehrmann and a woman talked about how wonderfully independent it made her feel to have an electric scooter, instead of a wheelchair, where people tended to talk to her husband instead of her.

There were also some workshops; you could draw your own silhouette, make something out of clay (I made a little heart shaped pot) or do a collage with various bits and pieces.  The British Heart Foundation was also there to give advice and check people’s blood pressure.

We had a wonderful buffet lunch and then children from Thomasson Memorial School, a school for the deaf, signed to “Do They Know It’s Christmas?”, “What A Wonderful World” and “Is This The Way to Amarillo” which really got the crowd going.  They performed excellently and must have been very brave to sing in front of about 150 people!

After the children performed, we were treated to a visit from the Bolton Wanderer’s mascot Lofty the Lion, who drew the free raffle.  There was a signed BWFC football, a Christmas hamper, panto tickets and a cuddly teddy bear.  Unfortunately I didn’t win anything, but the winners certainly enjoyed their prizes!

The Mayor of Bolton then presented people who had achieved something this year with certificates, many disabled people had successfully completed college courses or managed to start work.  A very loud disco followed and the dance floor was cleared for all the eager guests wanting to strut their stuff!

All in all, it was a successful day; I feel we raised lots of awareness and have hopefully helped people understand this very misunderstood illness a bit better. 

Pam

BURY TIMES REPORT  - NEW CLINIC
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A support group for people living with ME has celebrated the success of a new clinic providing specialist treatment and advice.

Members of the Bury/Bolton ME/CFS Support group gathered at the Prestwich Walk-in Centre, in Fairfax Road, to toast the service which was launched earlier this year helping patients diagnosed with ME manage their condition by accessing services closer to home.

The new service follows a joint bid by Bury and Bolton Primary Care Trusts (PCT’s) to the department of health for £80,000-a-year funding.

ME affects the nervous and immune systems and can cause extreme exhaustion which cannot be helped by sleep: muscle pain, memory loss and poor concentration: as well as painful joints, persistent headaches, a recurrent sore throat and increased sensitivity to light and sound.

Support group member Yvonne Leach who is a carer for her husband and son both with ME, said: “It is 

fantastic that we, at long last, have a specialist clinic with people who understand the condition.”

THE CINEMA EXHIBITORS' ASSOCIATION CARD

In previously newsletters we've told you about the UGC Cinemas Access All Areas card, where carers can see a film for free.  Now, UGC has become Cineworld and they are phasing out their AAA card.  However, in it’s place is a similar card, called the Cinema Exhibitors Card.  This can be used not only at Cineworld, but also Vue (Warner Brothers) cinemas, Apollo, Odeon, UCI cinemas and more across the country.

It costs £5 for the card, it lasts 3 years and will enable a carer to go free whenever you visit the above cinemas.  There is no limit on how often you can use the card.

To apply for the card, you will need to meet one or more of the following criteria:

a) Be in receipt of the disability living allowance or attendance allowance.

b) Be a registered blind person.

c) Be a holder of a disabled person's rail card.

The application form is very simple; all it asks for is your name, address and telephone number. 

You also need to send a copy of your proof of entitlement, one passport sized photo to go on your card, along with the £5 processing fee.  Application forms are available from cinemas across the UK that support this scheme.  Alternatively, download a form to print out on www.ceacard.co.uk., or call 0151 348 8020, or write to: The Card Network, The Technology Centre, Rossmore Business Park, Ellesmere Port, Cheshire, CH65 3EN.

Once you've sent in your application, it will take about three weeks to get your card.

Caroline Higson

IRRITABLE BOWEL SYNDROME (IBS)
There was an article in the Daily Express (4/10/05) on IBS, a condition known to many people who suffer from ME.  In a trial, Peter Whorwell who is the Professor of Medicine and Gastroenterology at the University of Manchester gave 250 sufferers ‘gut-directed’ hypnotherapy over 12 hour-long sessions.  Seventy percent of the patients found that their symptoms were greatly alleviated, and he is calling for the treatment to be made more widely available on the NHS.

At present the treatment is only available on the NHS through Professor Whorwell’s clinic in Manchester.  He urges caution when it comes to finding a properly qualified hypnotherapist and says that this treatment should only be carried out by someone who has been trained in gut-directed hypnotherapy.
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GOODNESSDIRECT
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For those newly diagnosed with a food intolerance, the first thought is usually "Whatever am I going to eat now?"  Suddenly it seems that just about everything contains wheat or gluten, and there's a whole list of mysterious ingredients that you never used to think twice about that could be derived from milk.  Thankfully, help is at hand from GoodnessDirect, a home delivery company that specialises in foods for people on a restricted diet.

"We've brought together all the top brands of Free From foods so that people can get them all from the same place, without having to trawl through loads of stuff they can't eat!" says Manager, Lesley Cutts. 

Although it's a shock at first to be told you can't eat, say wheat any more, food intolerance can be a positive thing.  That might sound a little strange, but when you start looking for alternatives to wheat, you begin to discover a wealth of other grains that generally get overlooked because wheat has become so pervasive in the foods generally available to us in the supermarkets.  Rather than seeing your wheat or gluten intolerance as a restriction, you may instead be delighted to find out how much you like buckwheat breakfast cereal, quinoa pasta or rice crispbread. 

 Not only will you be introducing new flavours and textures into your diet, but also your health and digestion may benefit enormously from a wider variety of foodstuffs. 

If you're an Internet user, you can shop online from GoodnessDirect.co.uk.  The beauty of the web site is that as well as a straightforward flagging system to indicate what isn't in a product eg gluten or dairy, you can also click on a picture of each item to see a full list of its ingredients, plus it's protein, fat and carbohydrate ratings.  Don't worry if you're a technophobe though...GoodnessDirect's range of 4000 products is available to those without a computer as well - just call 0871 871 6611 for a copy of their catalogue.

Members of the Bury & Bolton ME/CFS Support Group can get a free box of four Village Bakery Organic Gluten Free Mince Pies with their first GoodnessDirect order over £40 placed before Christmas 2005*.  The pies are free from gluten, wheat and dairy products.  To claim yours, quote the code BBPIE in the Voucher Code box when you order online from GoodnessDirect.co.uk or mention this offer if you order on the phone. 

*Offer available while stocks last.
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