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Chairman’s Report

It is with a great deal of sadness that I report the very sad death of a young lady with ME. Whilst she is not from our area, nevertheless, her death has had a traumatic effect on the ME community. Lyn Gilderdale, from Sussex, was a vibrant, lively 14 year old when she became ill following a BCG inoculation. After 5 years and a series of other infections, including Glandular fever, she was diagnosed with ME. Severely ill from the start Lyn was confined to bed with light and noise sensitivity and needed to be tube-fed. Lyn was cared for by her devoted family for 17 years. Over the years Lyn and her family have been traumatised at the hands of the very professionals who were meant to help them. She was found dead at her home on Wednesday 3rd December. Her death, from a suspected morphine overdose, is being treated as suspicious. As a result her mother has been arrested and subsequently released on police bail. Our thoughts and prayers are with them at this terrible time.

Unfortunately owing to very severe weather conditions our AGM on December 5th was poorly attended. In line with our constitution and in order for the meeting to be quorate 15 members needed to be present and therefore the AGM has been re-scheduled for March 18th at 7.00pm. This will be part of the regular monthly meeting. As a registered charity we are governed by, and must adhere to, charity law and having an AGM is part of that process. Please help us and do your best to attend on March 18th.     

Myself and  my fellow committee members would like to take this opportunity to wish you all a peaceful and comfortable Christmas with hope for better health in 2009.
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Best Wishes,

Leslie Tate.
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Secretary’s Corner
[image: image4.png]



Dates for your Diary
Group meeting: 

January 21st 2009.

Group meeting:

February 20th 2009.

Annual General Meeting: 
March 18th 2009. 

Group Meeting: 

April 15th 2009.
________________
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Fundraising Report 

My fundraising report this time is in two parts. The first is in reference to the financial year 2007-08 and the second to the last few months of financial activity.

Firstly you will find enclosed a copy of the end of year financial statement which refers to the period August 1st 2007 until 31st July 2008 and reflects the group financial activities within that time. Total receipts were £3528.61, a significant increase on last year. A large portion of the increase is due to the standing order appeal which is generating approximately £1000 per annum. As a non-funded voluntary organisation we are totally reliant on donations and fundraising to provide services at no charge to members. Therefore we are indebted to the members who support our work and donate in this way-thank you. 

Total expenses for the year were £3033.16 and this included a “one off” tutor fee of £1000 which means that the actual general expenses for the year are lower than the previous year and shows that we are using our limited funds carefully and prudently!  

Secondly we have been fortunate in that several fundraising activities have taken place in the last few months generating useful funds. Thanks to everyone for their help and input.

Organised by group member Dave Small - The Durham Big Bike Ride generated £193.00.

Julian Donaldson collected £157.00 when he ran in the Great North Run.

A total of £215.00 was raised when we sold hand made items at St. Gabriel’s Craft Fair. We are fortunate that this has been “match funded” by Barclays Bank and therefore doubled to a magnificent £430!

Donations of £5 from Mr. & Mrs. B.R. and £5 from J.L. have been received-thank you so much.  
- Pauline Donaldson

_________________

Questionnaire and Government Inquiry

There is to be a Government Inquiry early in 2009. The topic is to be “NHS service provision for ME/CFS”. We will be submitting a group response to this Inquiry and are therefore gathering your opinions via the enclosed questionnaire. Please do your best to complete and return it by post or email before January 15th.

- thanks. Pauline
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Welfare Rights Information. 

Help for Homeowners changes from January 2009:
The government has announced changes to the rules on help with mortgage interest payments through the benefit system.  These are part of a package of measures intended to “meet current challenges in the housing market”.

The changes affect new benefit claimants and will include a reduction in the current 39 week waiting period, to 13 weeks and an increase in the 'capital limit' to £200,000.  Currently you cannot get help with mortgages over £100,000.

The DWP says that this help will be a 'temporary measure'  to be reviewed when the housing market recovers.

However for new jobseeker's allowance  claimants, support for mortgage costs will be paid for 2 years only.  But the 2 year time limit will not apply to people claiming income support, pension credit or income-related employment and support allowance.

These changes were due to take effect in April but have been brought forward to January.  

Mortgage Arrears:
Measures are now in place to help borrowers who have missed mortgage payments. Lenders should only use repossession proceedings as a last resort and not during the first 3 months of the homeowner falling into arrears.  Lenders should do everything they can to help the homeowner by, for example, restructuring payments or offering payment holidays.  

Homeowners who suffer an unexpected loss of income through, for example, job loss or redundancy should be allowed to defer interest payments on their mortgage for up to 2 years – details of this scheme are to date sketchy.  We’ll keep you informed.
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The Pre-budget & you

Some of the main announcements:

VAT has been temporarily reduced from 17.5% to 15% from 1st December, 2008 to 31st December, 2009.

From January 2009:        

Child benefit rises from £18.80 to £20 a week for the first child and from £12.55 to £13.20 for other children.

A one-off payment of £60 will be paid to benefit claimants who receive the £10 Christmas bonus (e.g. older people, carers and claimants with a long-term disability). You do not need to apply and payments will be made between January and March 2009.  For information call 0800 141 2591. 

From April 2009:
Pension credit will rise from £124.05 to £130 a week for individuals and from £189.35 to £198.45 for couples. 

The basic rate of state retirement pension will rise from £90.70 to £95.25 a week for a single person and from £145.05 to £152.30 for couples. 

Child tax credit – an increase to the child element promised for April 2010 will be brought forward to April 2009.  

The income tax personal allowance (the amount of money you can earn each year before paying tax) for people aged under 65 will rise from £6,035 to £6,475 and from £9,030 to £9,490 for those aged 65 to 74 years. 

National insurance rates will be increased by 0.5% for both employers and employees from 2011.
E.S.A. – an update:
The new benefit, Employment & Support Allowance (ESA), has now been in place for two months.  Unfortunately we’ve learned that the new £295m computer system is not yet ready, so claims will be dealt with manually for the first nine months.  The DWP says this “will not reduce service levels to claimants”… 

Remember that you have a legal right to ask for a paper claim if you prefer not to make your claim over the phone, so don’t hesitate to ask for a form when you first contact Jobcentre Plus.

Incapacity benefit – late claims:

You can still make a late claim for incapacity benefit until 27/01/09 if you can get a sick note backdated to before 27/10/08 (the date ESA was introduced).  If you find yourself in this position and could claim either incapacity benefit or ESA, seek advice immediately.

Telephone - subsidised service:

BT has launched a subsidised telephone service for low-income families.  BT Basic offers line rental for £4.50 a month for people in receipt of income support, income-based jobseeker’s allowance or guaranteed pension credit. For more information call BT on 0800 783 1675.

Utility Trusts & Schemes booklet

Several gas and electricity companies have independent charitable trusts, which can give grants to vulnerable customers to help pay their bills.  The British Gas Energy Trust & EDF Energy Trust has published a booklet detailing all the trusts and schemes available.  For a booklet and details on how to claim, call us on 45 6296 or visit:

www.britishgasenergytrust.org.uk

____________________________

Getting lone parents back to work  

New rules have been introduced from 24/11/08 for lone parents whose youngest child is 12 or over.  

These lone parents will no longer be able to claim income support solely on the grounds of being a lone parent, and will instead need to claim Jobseeker's Allowance (or Employment & Support Allowance if not well enough to work). 

To qualify for Jobseeker’s Allowance, claimants must prove that they are available for work by signing on and attending regular work focused interviews (not necessary for income support).

The government claims that the changes will help lone parents move ‘closer to the labour market’ and access more training and skills.  Others however, like the Child Poverty Action Group, have expressed serious concerns about the move. 

Concerns include the lack of affordable childcare and the risk that benefit could be cut if the parent refuses to look for work.  Some parents may need to stay at home to care for a disabled or chronically ill child and that by forcing them to return to work could be harmful and lead to further behavioural problems.

Prior to 24th November, single parents could continue to claim income support until their youngest child reached age 16. 
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Further changes - from October 2009 the rules will be rolled out to those whose youngest child is aged at least 10, and from October 2010 to those whose youngest child is aged at least 7. 
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Relaxation of voluntary NI contribution rules
Certain people nearing retirement age are now being offered the chance to make good an incomplete national insurance (NI) record in order to qualify for a higher state pension.  

Previously you could buy up to 6 years worth of voluntary NI contributions (to fill any gaps in your record) but this has now been increased to 12 years for people retiring before April 2015 who have 20 years worth of contributions, taking account of home responsibilities protection.  

Currently a man needs 44 years worth of contributions to qualify for a full basic state pension  and a woman 39 years.  (Those retiring after 2010 will need only 30 years, whether male or female).  

It is believed that this relaxation will help more women than men as they are more likely to have taken time out of work to care for children or relatives.  

The downside – the cost of voluntary contributions is going up in April 2009 from £421 to buy an extra year, to £627.  Take advice before you rush into a decision.  

_____________________________
Payment Protection Insurance mis-selling

Consumers have been urged to claim money back from their banks and lenders after the Competition Commission; an independent public body, found that many borrowers are still being sold Payment Protection Insurance or PPI that they don’t need or can’t use. 
What is PPI?

PPI is bought by 1 in 4 people to cover mortgage or loan repayments and is designed to cover your debt repayments if you can’t work due to illness or an accident. Some people have found however, that when making a claim they are disqualified because, for example, their health condition is excluded.  Others are paying for redundancy cover when they are not actually employed.  Also, borrowers are often not made aware that they can shop around and buy PPI from other providers.  

If you find you’ve been mis-sold a policy, you can claim compensation. First contact the insurance company who sold you the policy, if you aren't satisfied with the response take your complaint to the Financial Ombudsman Service (an independent and impartial service) telephone: 020 7964 1000. 

Useful Website

The Financial Services Authority helps you compare Payment Protection Insurance and offers many other money saving tips - see:

www.moneymadeclear.fsa.gov.uk/

__________________________

The Cinema Exhibitors Association Card 

This card, which is valid for 3 years, allows the holder to one free ticket for a carer to accompany them to the cinema. To apply for a card you need to be:

a) in receipt of DLA or attendance allowance

b) a registered blind person

An application form is available from UK cinemas, website:

www.ceacard.co.uk

or Tel 0845 1231292. There is a processing fee of £5.50 which should be sent with the application form to The Card Network, Network House, St. Ives Way, Sandycroft CH5 2QS

______________________________

 Radar Keys

This scheme, operated by RADAR gives independent access for disabled people to 5,000 locked public toilets throughout Britain. Clearly sign posted with the international disability symbol they can be unlocked with the key provided to members. Keys are available for £3, on production of your blue badge or letter confirming your disability, from SCILL, 3 Robin Hood Lane, Sutton, SM1 2SW Tel: 0208 770 4065. For further info -email:

administrate@scill.org.uk

_________________________________

 Disability Rights at Work

There are a number of services that can help if you are experiencing difficulties at work because of health problems or disability.

Firstly approach your line manager and then HR (Human Resources). Aware of the DDA (Disability Discrimination Act) and what it means to their staff, they should  know how to support them.

Other lines of support are:

DDA helpline 0845 6046610 run by the Disability Rights Commission.

The Advisory Conciliation and Arbitration Service (ACAS) Tel: 0845 7474747

The Equality and Human Rights Commission: 

www.equalityhumanrights.com     or    08457622633 or  0845 6046610
Tel: 0845 7622633 or 0845 6046610.

You could also contact the Disability Employment Adviser at your local Job Centre who can advise on “reasonable adjustments” that could be made to make things easier at work.

Summary of the Viruses in Conference, June 23rd-24th 2008
The Viruses in Chronic Fatigue Syndrome & Post-Viral Fatigue Conference was held in Baltimore, Maryland, on June 22nd-23rd, 2008. Investigators from around the world examined evidence for the possible role of several different viruses in initiating and perpetuating chronic fatigue syndrome (CFS).

Post-Infectious Fatigue Syndrome (PIFS)

For over 60 years, scientists have reported sporadic cases of a chronic fatiguing illness developing in the wake of a well-documented infection. Nevertheless, it is only in the last few years that scientists have systematically studied this PIFS. These studies have begun by identifying all cases of a well-documented type of infection in a large group of people. Then, the research team carefully follows the patients for a long time thereafter, evaluating symptoms, and performing physical examinations and laboratory testing.

In 2006, a landmark study of post-infectious fatigue syndrome that was conducted in Dubbo, Australia, was published. The team studied people with each of three different kinds of infections: Epstein-Barr virus infection, Ross River virus infection, and infection with a bacterium, Coxiella burnetii, the cause of a disease called Q fever. The study showed that about 10% of patients in each of the three groups developed a post-infectious fatigue syndrome that met the Centres for Disease Control and Prevention (CDC) criteria for CFS.

At the Conference, the team reported in detail on this study. The chronic illness was most likely to develop in those patients who were sickest at the time of the initial infection: demographic, psychological and microbiological factors did not predict who would develop PIFS. Although final results were not presented, the team reported that the activity of a handful of genes predicted who would become most severely ill with PIFS, and that genes were plausible candidates to explain the symptoms of PIFS. In particular, the team found variations in the genes for two immune system chemicals that affect inflammation (cytokines): interferon-y (gamma) and interleukin- 10.

Human Herpesvirus- 6 (HHV-6) and HHV-7

For almost 20 years, studies have found evidence associating HHV-6 with chronic fatigue syndrome (CFS). Most human beings are permanently infected with HHV-6, although the virus usually remains "asleep" (inactive) inside certain cells and is not making copies of itself. However, sometimes the virus "reawakens" and begins to multiply a condition called active infection.

Any human being with an inactive infection - which is to say, most human beings - will have detectable antibodies against the virus in their blood. People with active infections can be identified by tests of antibodies, virus antigens, and viral nucleic acids in the blood. Most researchers who have studied it report that patients with CFS more often have active infection with HHV-6 than either healthy people or people with other illnesses that can cause fatigue.

At the Barcelona Conference in 2006, a preliminary study reported that patients with CFS and evidence of active infection with HHV-6 and/or a related virus, Epstein-Barr virus, improved when treated with an antiviral drug, valganciclovir (Valcyte®). However, that study did not give some patients the antiviral drug and other patients a placebo (i.e., sugar pill) and so it could not prove that the treatment actually helped.

At the Baltimore Conference, the same group from Stanford University reported on a randomized, placebo-controlled trial. The study had ended just before the conference began, and only a small amount of the data had been analyzed. The patients who received the valganciclovir seemed to improve more than the patients given placebo, but further analysis of the data is required to determine the results of the study.

A team from Latvia reported that latent (inactive) infection with HHV-7 was present more often in patients with CFS than in healthy control subjects.  The team also found that active infection with HHV-6 was present in many more patients with CFS than in healthy control subjects.

Epstein-Barr Virus

In the mid-1980's, some cases of (what came to be called) CFS were associated with reactivated Epstein-Barr virus (EBV) infection.
At the Baltimore Conference, one team reported that a protein made by EBV during active infection stimulates the production of several cytokines. These cytokines can produce many of the symptoms of CFS.  The team reported that the mechanism by which EBV induces the production of these cytokines is through triggering an immune system "master switch" called NF-kB (kappaB).
Parvovirus
PIFS following infection with parvovirus B19 has been reported for more than a decade. A team from Japan followed over 200 patients immediately after they had been infected with the virus. PIFS was not associated with continued presence of viral DNA in the blood, but levels of complement – proteins involved in inflammation were.
Another study found that people experiencing a lot of stress at the time they developed a new infection with parvovirus were more likely to go on to develop
a PIFS that met criteria for CFS. In addition, as was found in the Dubbo study (above), patients whose immune system cells produced high levels of inflammatory cytokines at the time of initial infection were also more likely to go on to develop a PIFS.
Enteroviruses
Enteroviruses include three families of human viruses: Coxsackievirus, echovirus and poliovirus.  These viruses can infect the cells of the brain and spinal cord, respiratory tract, muscle and gut cells, and have been suspected as a possible cause of CFS for many decades.
A research team reported finding enterovirus RNA (viral genetic material) and high levels of antibodies against enteroviruses more often in patients with CFS than in healthy control subjects. Stomach biopsies were performed in some patients with CFS who had abdominal symptoms: enterovirus antigens were found much more often in their stomach tissue than in stomach tissue from patients who had biopsies for reasons other than CFS (like possible stomach ulcers). In patients with enterovirus antigens in the stomach, enterovirus RNA was also found.
Borna disease virus
Borna disease virus has long been recognized to infect animals that are in close contact with humans: horses, cattle, dogs and cats. It causes infection of the brain, particularly the limbic system, which is involved in emotion, behaviour, and long-term memory. A team from Germany reported the latest research from its laboratory indicating that the virus also can infect humans, and may cause various mood disorders.

The team reported that it had isolated Borna disease virus from the blood of a U.S. patient with CFS. In the test tube, they found that the virus was killed by an antiviral drug called amantadine. They then found that a German patient with CFS and evidence of Borna disease virus infection improved clinically with amantadine  treatment.
A team from Japan reported finding evidence of Borna disease virus in about 10% of patients with CFS.
Endogenous retroviruses
Nested among each of our genes are sequences of DNA that may make viruses called endogenous retroviruses. These DNA segments have been inherited from our parents, and entered the human genome millions of years ago. Most of them are thought to be unable to actually make retroviruses.

One research team reported that a particular endogenous retrovirus called human endogenous retrovirus-K18 (HERV-K18) can be induced to make viruses when a cell is infected with Epstein-Barr virus or stimulated by a chemical called interferon-a (which is both a natural chemical and a drug used to treat various diseases). Three different variants of HERV-K18 exist. The team reported that one variant, K18.3, is found more often in patients with CFS.

The possibility that HERV-K18 might trigger CFS in some people is plausible: HERV-K18 makes a protein called a "superantigen" that triggers a strong immune response and dysregulates the immune system. Such a response could theoretically trigger the symptoms of CFS. This research is preliminary, but intriguing.

Immunological and genetic studies

Gene polymorphisms.

Contemporary biology allows scientists to do something that was impossible only 30 years ago: to easily identify gene variations. Some genes exist in several subtly different forms, called polymorphisms. The polymorphisms were caused by a mutation, typically one that occurred in a distant ancestor and was passed on to future generations. Tiny mutations in a gene can change the function of the protein
made by the gene, and that can lead to disease.

A team using genetic data collected by the CDC reported that several polymorphisms in genes that are part of the brain hormone system ("neuroendocrine system") are found much more often in people with CFS. It is well known that the brain hormone system "talks" to the immune system, through various chemical signals. The team showed that the communication between these two systems was quite different in patients with CFS than in healthy control subjects.

Gene expression studies.
Contemporary biology also allows scientists to do something else that was impossible only 20 years ago: to identify every gene in a cell, and determine if it is turned on or off. Genes that are turned on are said to be "expressed": they are making the protein that they were built to make. For example, scientists can take a group of cells - like white blood cells in patients with a particular disease, or diseased tissue (such as a particular type of cancer) - and see which of the roughly 22,000 human genes are being expressed, and which are not: a "gene expression fingerprint".
A research team from England reported that 88 genes (out of the approximately 22,000 human genes) were uniquely expressed in the white blood cells of patients with CFS: 85 genes were turned on, and 3 were turned off. The 88 genes typically involved biological functions that are central to the immune response to infection - which is consistent with the idea that CFS can be triggered and/or perpetuated by certain infections.
Immunological abnormalities and symptoms.
One presentation summarized the immunological measurements that distinguish patients with CFS from healthy controls, including: increased numbers of activated T cells (a type of white blood cell); impaired function of T cells and natural killer cells
(NK cells), another type of white blood cell; TH2 cytokine shift (a change in the type of cytokines produced); increased levels and production of inflammatory cytokines; reduced amounts of a molecule called soluble CD26; and increased amounts of a molecule called NPY. But did these measurable abnormalities have any connection to the symptoms that patients with CFS were experiencing?  Data were presented indicating that diminished T cell and NK cell function correlate with cognitive impairment and reduced level of function.

Summary

CFS was named and defined only 20 years ago, although a similar illness had been described in the medical literature for hundreds of years. The possibility that CFS is often triggered by infectious agents has been widely discussed and debated. Few scientists have argued that a single novel infectious agent is responsible for CFS, in the way that HIV is the central and necessary cause of AIDS. Indeed, most illnesses caused by infectious agents can be caused by multiple different types of infectious agents. For example, bronchitis, gastroenteritis, hepatitis, urinary infections, and the common cold are each caused by multiple infectious agents.


This conference presented evidence that a handful of infectious agents are plausible triggers of CFS. The evidence was both direct -associations between an infectious agent and CFS -and indirect - evidence of an immune response in CFS that suggests the body may be attempting to battle an infectious agent.

Altogether, both proponents and opponents of the theory that CFS can be triggered by infectious agents had much food for thought.

 - Anthony Komaroff, MD.

____________________________

New Research Will Benefit Four Million Americans Suffering from Chronic Fatigue Syndrome 

The four million Americans who suffer from chronic fatigue syndrome (CFS) have new reason for hope today with the announcement of an unprecedented research program to help identify biomarkers for the illness and improve diagnosis and treatment of CFS. The announcement was made by the CFIDS Association of America, which is funding the program, called the Accelerate CFS Research Initiative.

As part of this initiative, the CFIDS Association also announced today research grants totalling $647,940 to six research teams in the U.S. and Canada.

"These awards represent a new approach to CFS research," said Suzanne Vernon, PhD, the CFIDS Association's scientific director. "Instead of each investigator working in isolation, we are building a network of researchers and a framework for data-sharing and collaboration not only among researchers who receive grants from the CFIDS Association, but among scientists worldwide."

Vernon, a microbiologist who helped pioneer the application of genomics to CFS, is now working to pioneer this new CFS research network and to direct the Accelerate CFS Research Initiative. "We were very impressed with the number and calibre of grant proposals we received this year, which signals a heightened level of interest in CFS research," said Vernon. "CFS, once shied away from by some researchers, is now considered a legitimate and challenging field of scientific inquiry."

The grant recipients are:

-- Gordon Broderick, PhD, of the University of Alberta in Canada, who will study the immune and endocrine response in adolescent patients who became ill with CFS after contracting infectious mononucleosis, which is caused by the Epstein-Barr virus. By studying patients from the time they get infectious mononucleosis to the development of CFS and through the first 24 months of illness, the researchers hope to identify disease progression biomarkers, including those essential for early diagnosis.

-- Kathleen Light, PhD, of the University of Utah Health Sciences Centre, who will investigate the mechanisms involved in chronic pain that afflicts 40%-70% of CFS patients. This study will determine whether receptors located on blood cells are increased and overactive in people with CFS and associated with increased pain sensitivity.  Dr. Light theorizes that increases in specific receptors following exercise may be blood-based biomarkers for CFS and could lead to a medical test to identify CFS patients.

-- Marvin Medow, PhD, of New York Medical College, who will investigate how orthostatic intolerance, seen in many CFS patients, affects brain function. This study will examine if CFS patients have increased pooling of blood in the abdomen that results in reduced cerebral blood flow. Medow will also investigate physiologic and oxidative stress changes associated with disturbance in blood flow. These results will help determine if alterations in blood flow affect brain metabolism.

-- Bhubaneswar Mishra, PhD, of the Courant Institute of Mathematical Sciences at NYU, who will use state-of-the-art bioinformatics and computational biology tools to create a computational model of CFS - a kind of "Google for CFS" that will be part database, part knowledge-base, part research network. This new resource will provide a "systems view" of CFS that accumulates published CFS literature and experimental data to disentangle complex relationships among reported findings and discover causes of CFS.

-- Sanjay Shukla, PhD, of Marshfield Clinic Research Foundation, who will use metagenomics to determine if the ratio of good to bad intestinal bacteria in CFS patients is altered, and whether this imbalance in gut bacteria may be responsible for triggering CFS symptoms. Recent advances in metagenomics have demonstrated the significance of altered gastrointestinal bacteria in illnesses like HIV, diabetes, Crohn's disease, inflammatory bowel disease and ulcerative colitis. Shukla theorizes that CFS patients also have an imbalance of good and bad intestinal bacteria, resulting in enhanced intestinal permeability- called leaky gut - allowing bacteria to move across the protective intestinal barrier and causing chronic inflammation and immune activation in CFS patients. This study will contribute to our understanding of the relationship between the human microbiome and CFS. It may also lead to new treatment options, including the use of probiotics.

-- Dikoma Shungu, PhD, of Weill Medical College of Cornell University, who will use a brain scanning technique called magnetic resonance spectroscopy to confirm earlier findings that brain fluid of CFS patients contains significantly elevated levels of lactate, a substance important in metabolism. Shungu's team will also investigate the reason for this phenomenon, exploring whether lactate levels are higher in CFS patients because their brains contain high levels of toxic compounds that cause a condition called oxidative stress (which could implicate chronic inflammation), or because mitochondrial dysfunction is causing malfunctions in the production of brain energy. If this study is successful, brain lactate levels could provide an objective diagnostic biomarker for CFS.

The Accelerate CFS Research Initiative was made possible by the successful completion of a year-long, million-dollar fundraising campaign, the largest research campaign for CFS to date in the United States. The CFIDS Association has funded more than $5.4 million in CFS research since 1987, making it second only to the federal government in CFS research spending.

"This was a real grassroots campaign, with most contributions coming not from major corporations or foundations, but from ordinary people whose lives have been affected by the illness," said Kimberly McCleary, president and CEO of the CFIDS Association. "Patients, their family, friends and doctors stepped up to give donations large and small to fuel the research initiative."

"While support from individual American citizens is vital for research progress," McCleary noted, "more funding from the government, from biotech firms and from the pharmaceutical industry is desperately needed. CFS affects more Americans than many other well-known diseases, but receives far less research funding."

About the CFIDS Association of America:

The CFIDS Association was founded in 1987 to stimulate high-quality CFS research, improve the ability of health care professionals to diagnose and manage the illness, provide educational information for patients and their families, and build widespread public awareness of CFS. The organization has invested more than $26 million in research, education and public policy and is the largest charitable fund provider and advocate of CFS research in the U.S.

To learn more about CFS, visit:
 http://www.cfids. org/cfs 

and 

http://www.cdc.gov/cfs/ cfsdiagnosis. htm

Source: CFIDS Association of America
http://www.cfids. org/cfs

__________________________________

Some ‘mug shots’ from the Craft Fair at St Gabriel’s church where members raised a magnificent £215 which was match- funded by Barclays Bank, courtesy of bank employee and group member Lesley Laing who helped on the day.  Many thanks to Lesley and all our helpers - well done everyone.
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If you’re struggling to meet your mortgage payments, you should contact your bank or building society without delay.
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Christmas is coming - now who can I buy this for?





The changes form part of the government’s welfare reform programme to get many benefit claimants back to work





Tom & Ann manning the stall











Robert & Ann





Lesley, Tom & Ann





Lesley modelling a handmade pinny for Tom





Handmade goods on our stall at St. Gabriel’s Craft Fair 





Ann & Christine on duty





Christmas is coming – now who can I buy this for?





Tom trying on a new scarf





That’s all for now folks – a merry Christmas and a happy New Year to you all!





That’s all for now folks – Have a merry Christmas and a happy New Year! 








