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Chairman’s Report

Our Annual General Meeting in 2008 is to be on Thursday, 4th December at the Social Club Fulwell Fire Station at 7.00pm. We are combining this with a Christmas party and social evening. The short AGM will be followed by entertainment and a buffet supper. Please come along and join us for what promises to be a super night.

We will be forming a new Management Committee following the AGM and are inviting nominations. If you are interested in helping with the day to day running of the group and feel that you have something to offer please ring 0191 4556959 for a nomination form. Completed forms must be returned before 10th November and if there are less than 12 nominations then ballot forms will not be sent out. Nominees must be members of the support group and be nominated and seconded by group members.

As a non-funded voluntary organisation fundraising is very important for the continuity of group services. We are therefore grateful to David Small, Julian Donaldson and Lesley Laing for their fundraising efforts on our behalf. (see Financial Report).  Thank you all so much.
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Best Wishes,

Leslie Tate.
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Secretary’s Corner
[image: image4.wmf]
Dates for your Diary
October 15th: Group meeting and talk by Claire Cowell of the Student Law Office 7.00pm.

November 19th: Group meeting.

Thursday 4th December: Annual General Meeting and Christmas Party at the Social Club Fulwell Fire Station 7.00-10.00pm.

December: There is no group meeting in December.
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Fundraising Report
Earlier this year lack of funds was a real concern to our group. Identifying manageable ways to raise money is always a challenge when our volunteers are mostly people with ME. So it is fantastic that we have had three fundraising activities in just a few weeks!

The first was organised by David Small a member from South Tyneside who is in the recovery stages of ME. On Sunday 23rd September Dave and a group of 12 friends took part in the Durham Big ride to raise sponsorship for us. On the day there was a choice of three rides catering for the various ability levels. (5, 10 and 25 miles) Each ride started and ended at County Hall and went through picturesque parts of County Durham. The weather was kind on the day and a good time was had by all. At the time of writing the money raised is still being gathered in and we will report the total in the next newsletter.

The Great North Run was on October 5th this year and once again Julian Donaldson ran for our group. This is the second time Julian has taken part and he improved his finishing time by 6 minutes, completing the course this time in 1 hour 36 minutes! He was listed as one of the top 50 fastest finishers from South Tyneside. Money is still being collected and a final total will be announced later.

The final event was on October 11th when we had a craft table at St. Gabriel’s Church Sunderland. Thanks to Ann Bridges who is a talented seamstress and made a selection of beautiful items to sell. (I was also involved initially but became ill and Ann had to finish the sewing alone - well done Ann - What a star!) Thanks to the team of people who helped to man the stall on the day and also to Lesley Laing who arranged for the money raised to be matched by her employer, Barclay’s Bank. 

· Pauline Donaldson.

 Nutritional Therapy Course

The 10 week nutritional therapy course earlier this year was a huge success and we would like to run a “follow on” course subject to securing funding. Please ring Pauline on 0191 4556959 to add your name to the list if you are interested.

[image: image11.png]


                                                                                           Some of the group members who attended the nutritional therapy course.
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It’s a boy!

Group member Clare Allen and her husband Craig are the proud parents of a baby boy, Daniel Luke. Born on September 26th, Baby Daniel weighed an amazing 10lb 11ozs!!! Congratulations to them both. 

ME Association Information

Post-mortem Research 

Although The MEA is still raising funds to set up a post-mortem and tissue 
bank facility here in the UK, we do now have funding available to facilitate 
post-mortem research should this be required. A few weeks ago the Ramsay 
Research Fund was approached in relation to a recent sudden death of someone with ME/CFS and we are now able to guarantee funding for any costs that could not be met by the hospitals, pathologists and doctors involved.

Legal advice and information

Student Law office
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The award winning Student Law Office at Northumbria University Law School offers a free legal advice and representation service to the public. Law Students take on cases under the supervision of qualified lawyers as part of their academic and professional development. Dealing with a huge range of cases each year, their work is a fully assessed part of their course.

The Student Law Office runs just like an ordinary solicitor’s practice. Although the service is free, they have specialist quality marks from the Legal Services Commission and have been helping people with legal problems since 1991, handling hundreds of cases each year.

Legal areas covered include: employment, housing, benefits, consumer, family, crime, criminal injuries compensation, civil disputes, education, business advice, freedom of information and human rights. Assistance includes writing letters on your behalf, helping to negotiate a settlement, advising on court procedures and even representation at court and tribunal hearings. 

(There will be a talk on the services offered by the Student Law Office at our group meeting on October 15th) If you would like further information or to make an enquiry then contact 0191 2273309 or email: 

la.studentlawoffice@northumbria.ac.uk
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Welfare rights info

Employment & Support Allowance (ESA) 

What is ESA? 

Employment & Support Allowance (ESA) is a new benefit that will replace Incapacity Benefit and Income Support for people ‘on the sick’ from 27th October.  

ESA is for new claimants only.  People currently claiming incapacity benefits will find that their benefits won’t change for the moment but they will be brought into the new system in coming years.

The introduction of ESA is part of the government’s welfare reform plans to achieve an 80% employment rate and to get 1 million people off incapacity benefits by 2015.

There are 2 types of ESA – contributory ESA, based on your national insurance contributions, and means-tested (or ‘income-related’) ESA.

How will I be assessed?

Most new ESA claimants will have to go through an ‘assessment phase’ during the first 13 weeks of their claim.  

During this phase you will have to take a Work Capability Assessment (WCA).  This usually takes the form of a questionnaire about your abilities, followed by a medical.  

The WCA decides which claimants are too severely disabled to work and which claimants can return to work with help and support: 

Those who are too severely disabled to work are put into a ‘support group’ with no further conditions and a higher rate of benefit.  

Those who are judged able to work with help will go into the ‘work-related activity group’. They are expected to attend six work-focused interviews and a work-focused health related assessment or have their benefit cut; 

The WCA is also used to produce a report for use at your Work-focused Interviews.

The WCA has a point-scoring system similar to the current one for incapacity benefit. You are given points according to the difficulty you have performing various tasks.  You need a total of 15 points to be considered to have ‘limited capability for work’.  

Certain claimants, such as those with a terminal illness, will not be assessed in this way and will instead be fast tracked to the highest rate of ESA. 

The assessment phase can be extended if you're still waiting for the medical or for the results of the medical.

Does everyone have to take the medical?

No. There are certain exemptions including claimants who are terminally ill, receiving chemotherapy or hospital in-patients.  There are fewer ‘exemptions’ than the current list for incapacity benefit.  

People will no longer be exempt because they have a severe mental illness or are entitled to the higher rate of the care component of disability living allowance.  

What happens in the ‘support group’?

Claimants in the support group are exempt from the requirement to attend work-focused interviews and health related assessments. 

They also receive a higher rate of benefit.

What if I don’t go to a work focused interview or a work-focused health related assessment?  

If you cannot show a good reason for failing to attend, your benefit will be reduced by £12 a week initially.  After 4 weeks this will double to £24 a week.  

The reduction does not come into effect till the 14th week of your claim and ends when you attend the interview.  

You can appeal against the decision to reduce your benefit, but you must show a good 
reason for doing so.

What is the work-focused health related assessment?

This is the 3rd part of the medical and only applies to you if you are judged able to work with help and support.  This assessment looks at the help you need to return to work.  

How much is it? 

During the assessment phase i.e. the first 13 weeks, claimants are paid ESA at £60.50 a week, or £47.95 if under 25.  

You may be able to claim income related ESA to top up contributory ESA if you have a low income and satisfy the means test.

From the 14th week of your claim, you receive an extra £24 if in the Work related activity group or £29 if in the Support group.

Extra benefit may be available to help with housing costs or for other specific reasons.

Can I get a disability premium with my ESA?

No.  The disability premium is an extra amount that can be paid with income support if you are long term sick or get DLA.  This extra amount is not available with Income related ESA.  It has in effect been replaced by the extra weekly amounts given above i.e.  £24 or £29.

Passport benefits

If you receive income related ESA you will be entitled to maximum housing and/or council tax benefit, health benefits, free school meals and possibly help with mortgage interest.  If you receive only contributory ESA you may get housing and/or council tax benefit, for more information contact your nearest advice centre.

I’m aged 58 and claiming incapacity benefit.  How will the changes affect me? 

For the moment your benefit won’t be affected, but according to latest government announcements, current claimants will be transferred to the new medical from 2010 (for those over 25) and to the new benefit from 2013.  These dates could change however, so look out for DWP announcements.

Can I appeal if I am found fit for work? And can I get ESA whilst appealing?

Yes, you have the right to appeal and can get ESA whilst waiting for the appeal to be heard. It will be paid at the rate that applies during the assessment phase of ESA – i.e. it will not include any additional support component or work-related activity component. 

Can I ‘try out’ a job? 

Yes.  The ‘permitted work rules’ allow you to try out some work without losing your entitlement to ESA.  The rules can be tricky however, so seek advice before trying work.

Our advice to you: 

When claiming ESA, give as much detail as you can about your illness or disability and the problems you experience with activities like walking, sitting, standing and lifting.  

give details of any pain and/or tiredness you feel and how your ability may vary from day to day. 

How do I claim ESA?

There is just one claim form for both types of ESA.  You can claim by phone on 0800 055 6688; or online at the DWP website; or by completing a claim form available from any Jobcentre Plus.  

You should ask for forms for housing benefit and council tax benefit when you claim ESA – this is not yet automatically set up.

Contributory ESA does not include extra amounts for your partner or children so you may need to claim means tested ESA as well (alongside other means tested benefits like housing and council tax benefit).  If you have children, claim child tax credit too.

Housing/Council Tax Benefit: 

If you are currently claiming housing benefit and/or council tax benefit and qualify for ESA, you will need to let the council know of this change.

 For more information (and to claim)

See the DWP website;

http://www.dwp.gov.uk/welfarereform/incapacity.asp

Correction:

In our last newsletter, we said that changes to backdating benefits would come into effect from 27th October.  The changes actually take effect from 6th October.  We apologise for this error.  The government has also amended the rules for claimants aged under 60 - their backdating is now limited to 6 months, not 3.

Other news…

National minimum wage goes up

The minimum wage increases this month.  There are 3 rates, paid as follows: 

Aged 22 or over:
£5.73 an hour 

Aged 18 to 21:

£4.77 an hour 

Aged 16 and 17:
£3.53 an hour (but not for apprentices)

For more information, or to make a complaint if you are being underpaid, phone the National Minimum Wage Help line on 0845 6000 678 or visit website:

www.direct.gov.uk

and follow the link for employment then pay.  
Child Maintenance:

From 27th October 2008 people receiving Income Support and Jobseekers’ Allowance can keep £20 of their child maintenance each week on top of their benefit (up from £10).  

For Housing Benefit and Council Tax Benefit your child maintenance will no longer be taken into account (up from £15 a week). 



International ME/CFS Conference

This is a brief summary on a very successful international ME/CFS conference that was held in Pavia, Italy on Friday, 26th September, 2008.
The University town of Pavia is graced by fine Romanesque and medieval buildings. It lies about 25 miles south of Milan.

The conference was organised by a group of Italian physicians, including immunologist Dr. Lorenzo Lorusso (Pavia) and cancer specialist Dr. Umberto Tirelli (Aviano). It was open to both health professionals and patients.  Financial and administrative support was provided by Italian patient support charities, the Istituto Neurologico in Pavia, the University of Chieti and the University of Pavia.
There was a packed lecture theatre with a webcam transmission to an overflow audience in another room. The strong attendance reflects the growing recognition and interest in ME/CFS in Italy, and it was encouraging to see so many health professionals from all disciplines who were clearly interested in learning more about ME/CFS from both the doctor and patient perspectives.
Those attending were provided with free copies of 'ME/CFS/PVFS - An Exploration of the Key Clinical Issues' - the MEA purple booklet for health professionals .

Morning session:

The morning session consisted of 12 presentations  covering diagnostic, management and research aspects. There were also some excellent presentations from patient group representatives. As the morning presentations were all given in Italian, with Italian abstracts, I will not attempt to summarise their content here.
Afternoon session:

The afternoon session, which was chaired by Dr Derek Pheby (UK) and Dr Umberto Tirelli, consisted of presentations from doctors outside Italy who belong to the EUROMENE network. This session, including much of the Panel discussion, was conducted in English.
Dr. Derek Pheby (ME Observatory, UK) spoke about what we know, what we don't know, and what needs to be done when it comes to the epidemiology of ME/CFS (ie. details on how many people have ME/CFS, along with their age, sex etc).

Dr. Greta Moorkens (Antwerp, Belgium) spoke about the situation in Belgium and went on to describe some of the research that her group have carried out into the role of magnesium in ME/CFS.
Dr. Charles Shepherd (MEA, UK) spoke about the situation in the UK CMO report, MRC strategy, NICE guidelines, etc. - and summarised some of the patient concerns regarding nomenclature (i.e. why the term CFS is so disliked by many patients), frustrations over the lack of biomedical research, and the fact that results from clinical trials into CBT and GET are not consistent with patient evidence on these controversial forms of treatment.
Dr. Eliana Lacerda (London, UK) spoke about the work of the European 
Dr. Eliana Lacerda (London, UK) spoke about the work of the European Network on ME/CFS.
Dr. Luis Nacul (London, UK) spoke about recognition and services for people with ME/CFS in South America.
Dr. Modra Murovska (Riga, Latvia) spoke about her research into the role of HHV-6 and HHV-7 (human herpes virus infections) in ME/CFS.
Dr. Antoni Fernandez (Barcelona, Spain) spoke on the situation in Spain.

Dr. Ruud Vermeulen (Amsterdam, Netherlands), who had been to the recent international fatigue conference in Japan, summarised some of the most recent international research findings, particularly the Gow, Kerr and Vernon studies into gene expression, and how these might lead to new forms of treatment for ME/CFS.

Panel Discussion:

The meeting closed with questions to the Panel. Among topics discussed 
were the role of vaccinations as trigger factors, genetic factors in ME/CFS, history of the illness, and how patient support charities have worked together with doctors in the UK to move the biomedical research agenda forward.

Overall, this was a productive and stimulating meeting that succeeded in keeping the interest of an audience made up of both doctors (about 70%) and patients (about 30%) - yes it can be done! The decision to spend much of the afternoon session discussing the situation for people with ME/CFS in other parts of Europe was a new departure and we are now looking at how a meeting in London next year could help to continue the European co-operation of doctors who are aligned to the biomedical model of illness.

The conference programme can be accessed via the MEA website:

http://www.meassociation.org.uk/content/view/665/70/ 

- Report prepared by Dr Charles Shepherd.

Postural Orthostatic Tachycardia Syndrome

Postural orthostatic tachycardia syndrome is an under-recognized condition in chronic fatigue syndrome.
Journal: QJM. 2008 September 19th [E. pub ahead of print]
Authors: Hoad A, Spickett G, Elliott J, Newton J.



Affiliations: From the Northern CFS/ME Clinical Network, Equinox
House, Silver Fox Way, Cobalt Business Park, Newcastle upon Tyne ME
North East, Bullion Hall, County Durham and Falls and Syncope Service,
Institute of Cellular Medicine, Newcastle University, Newcastle, UK.
NLM Citation: PMID: 
NLM Citation: PMID: 18805903.
Background: It has been suggested that postural orthostatic tachycardia syndrome (POTS) be considered in the differential diagnosis of those with chronic fatigue syndrome/myalgicencephalomyelitis (CFS/ME). Currently, measurement of haemodynamic response to standing is not recommended in the UK NICE CFS/ME guidelines. 
Objectives: To determine prevalence of POTS in patients with CFS/ME. 
Design: Observational cohort study.
Methods: Fifty-nine patients with CFS/ME (Fukuda criteria) and 52
age- and sex-matched controls underwent formal autonomic assessment
in the cardiovascular laboratory with continuous heart rate and beat-to-beat blood pressure measurement (Task Force, CNSystems, Graz Austria).  Haemodynamic responses to standing over 2 minutes were measured. POTS was defined as symptoms of orthostatic intolerance associated with an increase in heart rate from the supine to upright position of >30 beats per minute or to a heart rate of >120 beats per
minute on standing.

Results: Maximum heart rate on standing was significantly higher in
the CFS/ME group compared with controls (106 +/- 20 vs. 98 +/- 13; P
= 0.02). Of the CFS/ME group, 27% (16/59) had POTS compared with 9%
(5) in the control population (P = 0.006). This difference was predominantly related to the increased proportion of those in the CFS/ME group whose heart rate increased to >120 beats per minute on standing (P = 0.0002). Increasing fatigue was associated with increase in heart rate (P = 0.04; r(2) = 0.1).
Conclusion: POTS is a frequent finding in patients with CFS/ME. We
suggest that clinical evaluation of patients with CFS/ME should include response to standing. Studies are needed to determine the optimum intervention strategy to manage POTS in those with CFS/ME.
Autoimmunity Reviews. September 15, 2008

Immunological aspects of chronic fatigue syndrome

http://www.ncbi.nlm.nih.gov/pubmed/18801465?dopt=Abstract 

(a) Lorenzo Lorusso.

(b) Svetlana V Mikhaylova. 

(c) Enrica Capelli.

(d) Daniela Ferrari.

(e) Gaelle K. Ngonga.

(f) Giovanni Ricevuti.

Abstract:

Chronic fatigue syndrome (CFS) is a specific clinical condition that characterises unexplained disabling fatigue and a combination of non-specific accompanying symptoms for at least six months, in the absence of a medical diagnosis that would otherwise explain the clinical presentation. Other common symptoms include headaches, myalgia, arthralgia, and post-exceptional malaise; cognitive difficulties,   with impaired memory and concentration; unrefreshing sleep; and mood changes. Similar disorders have been described for at least two centuries and have been differently named neurasthenia, post-viral fatigue, myalgic encephalomyelitis and chronic mononucleosis. Recent longitudinal studies suggest that some people affected by chronic fatigue syndrome improve with time but that most remain functionally impaired for several years. The estimated worldwide prevalence of CFS is 0.4-1% 
and it affects over 800,000 people in the United States and approximately 240,000 patients in the UK. No physical examination signs are specific to CFS and no diagnostic tests identify this syndrome. The pathophysiological mechanism of CFS is unclear. The main hypotheses include altered central nervous system functioning resulting from an abnormal immune response against a common antigen; a neuroendocrine disturbance; cognitive impairment caused by response to infection or other stimuli in sentient people. The current concept is that CFS pathogenesis is a multifactorial condition. Various studies have sought evidence for a disturbance in immunity in people with CFS. An alteration in cytokine profile, a decreased function of natural killer (NK) cells, a presence of auto antibodies and a reduced responses of T cells to mitogens and other specific antigens have been reported. The observed 
high level of pro-inflammatory cytokines may explain some of the manifestations 
such as fatigue and flu-like symptoms and influence NK\ activity. Abnormal 
activation of the T lymphocyte subsets and a decrease in antibody-dependent 
cell-mediated cytotoxicity have been described. An increased number of CD8+ 
cytotoxic T lymphocytes and CD38 and HLA-DR activation markers have been 
reported, and a decrease in CD11b expression associated with an increased 
expression of CD28+ T subsets has been observed. This review discusses the 
immunological aspects of CFS and offers an immunological hypothesis for the 
disease processes.

Take-home messages:

Patients with CFS appear to have a variety of abnormalities in their immune cells that support the presence of an underlying immunological problem.

These immunological findings show that patients with CFS may have an infection and that the immune system is chronically activated in response.

*Several of the differentially expressed genes are related to immunological functions and implicate immune dysfunction in the pathophysiology of disease.  Once identified, these genes could serve as CFS biomarkers.

*A clear understanding of the mechanism of CFS is needed to develop treatments that will cure most cases of the disease.

Action for M.E. funds two pilot research projects
2nd September, 2008

Action for M.E. funds two pilot research projects:

The trustees of Action for M.E. are delighted to announce that they have
selected two pilot research projects for funding: firstly, a feasibility study which will result in a high-quality proposal for a post-mortem tissue bank for the systematic study of M.E./CFS and secondly, the establishment of a National Outcomes Database which will combine the data from 46 clinical teams in England, providing the infrastructure needed for large scale biomedical and treatment studies e.g. genetic studies in CFS/M.E. A total of just under £80,000 has been awarded.

The grants are possible thanks to the generosity of a number of supporters, 
especially Camilla Dingee (see InterAction 61, p 25) and in particular Robert and Lizzie Cathery (see InterAction 65, p 24), without whose highly successful fundraising dinner we would not have been able to host - in conjunction with the Medical Research Council - the Research Summit which resulted in us receiving over 20 applications. Our thanks again to all the researchers and clinicians who participated.

Sir Peter Spencer has described the final selection of pilot projects as strategic, as they each have long term potential for developing further work into disease mechanisms.

"The idea is that once the pilots are complete, they will attract far bigger research grants from the major sponsors. This is about working together to build the evidence base - people with M.E., other charities, researchers and clinicians."

Tissue bank:

Dr. Luis C. Nacul and colleagues from the London School of Hygiene and 
Tropical Medicine (LSHTM) and the Essex Neurosciences Centre will explore the extent of interest in, ethics of and implications for the establishment of a post-mortem tissue bank, to which people with M.E. could donate their bodies after death, specifically for M.E. research.

Dr. Nacul says: "M.E. is poorly understood by many clinicians and, as a result, many patients are incorrectly diagnosed and poorly treated. We are not sure what causes it and what abnormalities take place in those with the disease. One option would be to examine parts of the body, under the microscope, to see what may have gone wrong in people who had M.E/CFS who have died for any reason.

"This pilot research will assess the level of interest in establishing a tissue bank amongst people with M.E., researchers, specialists and involve them and others - including those who are already interested in the idea - in considering how best to take this forward. This should put us in a good position to take forward a formal proposal to implement a tissue bank for the study of M.E/CFS."

Dr Nacul is an honorary clinical lecturer at the LSHTM and acting consultant in public health at the Health Protection Agency.


National outcomes database:

Dr. Esther Crawley and colleagues from the University of Bristol, University of Nottingham and Bart's Hospital, London will set up a National Outcomes Database which will allow the 46 clinical teams that are part of the NHS CFS/M.E. Collaborative to enter data used for assessment and measuring outcomes onto
one database. This will be done by extending a system that is currently in use in the Bristol area.

Dr. Crawley said: "The system for data collection and the Regional Outcome Database has been developed and trialled extensively over two years. The regional database is sufficiently powerful and sophisticated to enable large scale national data collection which will allow us to use it as a National Outcomes Database.

"At the end of one year this will produce information about the largest cohort of adults and children with CFS/M.E. in the world, with an anticipated 3,000 adults and 500 children added each year.

"This will enable us to apply for further funding to answer the following questions: what happens to people with CFS/M.E.? Are there differences in the way we provide services that change the outcome for adults and children with CFS/M.E.? Are there differences in how people present to doctors (for example how severely ill they are) that change the outcome for CFS/ME..?

"In addition, this cohort will provide the infrastructure needed for large scale biomedical and treatment studies: for example genetic studies in CFS/M.E."

Dr Crawley is Chair of the National NHS Collaborative, clinical lead of the regional paediatric CFS/M.E. team and lead of the Bristol Paediatric CFS/M.E. team. Her research team is currently doing research into the epidemiology of CFS/ME in children, as well as prognostic indicators using a longitudinal cohort of over 300 children with CFS/ME.

Now There's Only ME
The mists, ice and falling leaves..... Summer has cried her last breath and here we are once more in the arms of Autumn. A strange year so far. Felt very virally for the last two months and still do, which is unusual for me. Normally I experience my healthiest period just before the flu season begins. This time, pain, dizziness and a total lack of concentration plague my life. This has a knock on effect with my mood. Waking up every morning at 5:30 a.m. feeling totally unrefreshed, ill at ease with oneself, thinking....what's the point in carrying on any more. 
My motivation is good, loads of things I want to achieve, but having walked up the road to post a letter the other day, feeling so alive, I was met with heavy flu-like symptoms on my return. Money is available and all the time in the world, but if every experience is going to be tainted by illness, then indeed, what is the point? The parable of complaining about one's feet then meeting someone without any raises its theological head. Count my Blessings, find perspective and never give up hope.
Surrounding myself with people with chronic illness has not led to self-pity or to going round in circles. It has led to understanding and empathy. All things are relative, we need to discover the context in which suffering takes place. We know we can help one another out and play to our strengths depending upon which set of symptoms are most prominent. For example, if driving is a problem, then someone else can drive and the favour may be returned by carrying the shopping. If a day trip needs to be cancelled (my non-existent summer holidays) then others understand and it's put on the back burner until health has improved. No added stress in trying to please people or bitterness for letting them down. When resentment and frustration come between loved ones and other healthy others, do not underestimate the power of true outside friendship.
You as an individual only know what is going on inside. Take time for yourself and explore. If possible, leave the house, take the car to a park and walk around in a circular route so leading back to your car. Take time for reflection, swish through the paths all strewn with rusty leaves and listen to the Autumn breeze through the knotted branches. Stick an iPod on to distract yourself from the pain, wrap your favourite scarf tightly around your neck and breathe deeply from the nature that surrounds you. Reflect on all that is passed and where you are now and make small achievable goals. Learn to wear a wry smile at those bigger tasks now out of reach and all those dreams now left on the shelf. Work in harmony with what you have. Introspect and listen to those innermost thoughts whilst munching on your Minstrels or Smarties and dream that one day you won't be back to where you were before M.E.; that was a different person, a foreign country, but your Spirit will be clean and much more vivid and colourful. Nobody really understands you, but you.
Sit on the park bench, kick your legs back and forth, write a poem; jot down those emotions you left at the door of adolescence. The sounds of children dancing in some far off playground and the birds now building their homes for winter. You possess more than you know, if only you took the time to realise. Remain in this state for the next six weeks, doing what you want to do and if others don't like it, then they are not the sort to enhance your mood.
On returning home, kick off those boots and clutch a warming mug of hot chocolate with both hands and look out of the window. Look at your leaf/conker/acorn you've collected and embrace that warm smile. This is yours to treasure. A constant companion when the madness returns, to give strength, solace and that adolescent innocence, felt only with first love.
Wonderful You
- Eternal Autumn 
Getting old

You know you’re getting old when …………………...…….

Everything hurts, and what doesn’t hurt, doesn’t work…....

Your knees buckle and your belt won’t ……………………

You feel like the morning after, and you didn’t go anywhere the night before …...

You can only burn the midnight oil until 9 pm…… …..

The twinkle in your eyes is the sun hitting your bifocals ……..

Your back goes out more often than you do …………

And another sure-fire way to know you are getting older is when verses like this appear in your birthday cards along with pictures of tortoises holding walking sticks!! 
All Party Parliamentary Group

The latest All Party Parliamentary Group (APPG) on ME was held from 3pm to 5pm in Committee Room 18 at the House of Commons on Wednesday, 8th October, 2008.

The following Parliamentary representatives were present:-

Dr. Des Turner MP (Chairman)

Andrew Stunell MP (Vice Chairman)

Tony Wright MP (Vice Chairman)

Rt. Hon Tom Clarke MP

Kerry McCarthy MP 

Janet Dean MP

Damian Green MP

Sir Robert Smith MP

The Countess of Mar

There was a presentation from the Rt. Hon James Purnell MP, Secretary of state for work and pensions, on the Welfare Reform Green Paper, changes to Incapacity Benefit and introduction of the Employment Support Allowance. This was the main event of the afternoon.  However, time was limited to approximately 30 minutes as the Minister also had to attend important meetings in relation to the crisis in the money markets.  

APPG Inquiry into NHS Service Provision for People with ME
 
Des Turner gave further details of the APPG Inquiry into NHS Services.  Following discussions with the Secretariat on a number of practical issues relating to setting up this inquiry, a draft Terms of Reference has been produced.  This document was circulated to the meeting and it was agreed to accept this in principle subject to minor amendments.
 

The next step is to set up the parliamentary team of MPs and members of the House of Lords that will carry out the Inquiry.

 

As with the Gibson Inquiry into Research, the process will involve gathering written and oral evidence from people with ME/CFS and those involved with providing NHS services.

 

A great deal of work will be involved - so the issue of administration and possible sources of funding were also discussed.

 

Des Turner also dealt with some of the misunderstandings that are already appearing - for example, there is no intention of sending people round to inspect and report on what is happening in the new clinics.

DATE OF NEXT MEETING -This will hopefully take place in early December.  
Group Resources

We have a comprehensive library of ME-related books and DVD’s that can be borrowed by group members. (See below). Items can be borrowed for a maximum of 6 weeks and can be requested by telephone or email and either collected at a group meeting or sent out by post. Membership of the library requires a “one-off” payment of £20 (£15 of this is a deposit to cover the costs of the items and is refundable after leaving the scheme and £5 is to cover postage and packing costs).

We will be adding items to the library as they become available and we welcome any suggestions for new books etc.  For further details or to become a member ring Pauline on 0191 4556959 or email:   me-cfs@blueyonder.co.uk
Library list

DVDS

	Invest in ME International Conference 2006

	Invest in ME International Conference 2007

	Merge- Energising Biomedical Research in ME/CFS 2006

	Merge- Energising Biomedical Research in ME/CFS 2006

	New Horizons International Conference ME Research UK 2007

	Freedom From ME-Journeys to recovery

	The Perrin Technique

	Engaging with ME and Uncovering Significant Patterns in ME-Hooper and Carruthers

	 


BOOKS

	Recovering from ME
	William Collinge
	x

	M.E. What is it? Have you got it? How to get better.
	Mike Franklin and Jane Sullivan
	x

	Sick and Tired of Feeling Sick and Tired
	Various Authors
	 

	Chronic Fatigue Syndrome
	Drs Fisher, Straus, Cheney and Oleske
	 

	Why ME?
	Dr Belinda Dawes and Dr  Damian Downing
	 

	Irritable Bowel Syndrome
	Christine Dancy and Susan Backhouse
	 

	Link to Life ME
	 
	 

	Link to Life ME
	 
	 

	Glutamine-the essential amino acid
	Judy Shabert and Nancy Ehrlich
	 

	Surviving M.E.
	Joyce Fox
	 

	Knowing M.E.
	Caeia March
	 

	Low blood sugar
	Martin Budd
	 

	Q10 Body Fuel
	Dr Knut T Flytlie
	 

	Q10 Body Fuel
	Dr Knut T Flytlie
	 

	The Canary and Chronic Fatigue
	Dr Majid Ali
	 

	Young Hearts
	The Young ME Sufferers Trust
	 

	Could it be B12-An epidemic of misdiagnoses
	Sally M Pacholok and Jeffrey Stuart
	0

	The Polio Paradox-What you need to know
	Dr Richard L Bruno
	 

	The Great Thyroid Scandal and How to Survive it
	Dr Barry Durrant-Peatfield
	 

	Somebody Help ME
	Jill Moss
	 

	Natural Cures for Killer Germs
	Dr Cass Ingram
	 

	Pesticides, Policies and People
	Peter Beaumont
	 

	Better Recovery From Viral Illness
	Dr Darrel Ho-Yen
	 

	A Research Portfolio on Chronic Fatigue
	The Linbury Trust
	 

	Adrenal Fatigue-The 21st Century Stress Syndrome
	James L Wilson
	 

	Skewed
	Martin Walker
	 

	 
	 
	 



That’s all for now folks.  Goodnight!







































