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The idea for an annual International M.E. Conference arose after our own Professor Malcolm Hooper and Dr. Bruce Carruthers gave a talk to the Norwich support group early in 2005.  Hence the organization Invest in ME was born (Sept 2005) and the first International Conference was held in 2006. 

Feedback from the second conference, in May 2007, was very encouraging and gives hope to people with M.E.  The impressive list of eminent speakers from eg. the UK, USA, Canada and Norway is an indicator that at long last the key names in the world of M.E. are in touch with each other, linking and working together globally.

Invest in M.E. are also encouraging local groups, such as ours, to link with them to share information and to raise awareness and we are happy to join them.

Our links with Sunderland University are important to us and we were delighted to help the three students with their final year projects again this year. The presentation they gave at a recent group meeting was very informative and well received.
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                                                Best wishes, 
                -    LeslieTate
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Secretary’s Corner
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Dates for your diary

July 18th : group meeting.

July 23rd : Outing to Beamish.

August: there is no group meeting in August.

  Sept. 19th: group meeting.


Oct. 17th:  group meeting.

Summer trip to Beamish:

We have arranged a summer outing to Beamish Museum on Monday 23rd July 2007 and have negotiated a reduced entrance fee. Adults £11 (over 60s £10) Children £6 (children under 5 go free). You will have to arrange your own transport and meet in the car-park at Beamish at 11am on the day.   If anyone would like to come along then ring 0191 4556959 asap.

New Members:

We have had some very special new members this year- three of our members have had babies. Denise Wood is the proud Mum of a baby boy Oliver James 7lb 12ozs.

Jane Donathy now has a pretty daughter and Amy Tate and husband Andrew have a beautiful baby girl Hannah who is a welcome sister for Ellen.
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Fundraising Report
Raising sufficient funds to keep a charitable organisation afloat is always a challenge and never more so than for our own small group. We have been trying to identify some “user friendly” painless ways that members can use to help us. A reminder of these are:- 

Standing Order Appeal:

I am delighted to report that the Standing Order appeal is now generating a fantastic £654 per annum but there is still room to expand this. Ring me on 0191 4556959 for a form if you can help.

Great North Run:

We have 1 runner in this year’s race (my youngest son, Julian). Sponsor forms are available if you want to sponsor him.

Printer Cartridge recycling:

Original used printer cartridges can generate money for us. Contact me for further details.

June 2007 £59.50 received

Search Engines:

Log on to www.everyclick.com and select our charity to benefit from money raised as you search the net. So far only 6 people have signed up to this and have raised £12 in a few weeks. The response to this so far is a bit disappointing as the potential here is enormous and costs nothing to do!  Our charity number is 1083904 if you can help.
We have also received some “one off” donations from members and friends:-

£20
from PMcM.

£5
from  JL.

£10
from  JF.

£30
from MS Society - a share of donated funds to local groups.

Our grateful thanks to all - Pauline Donaldson,  Honorary Treasurer.
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Websites

Check out the home made videos of real people with ME/CFS from around the world and maybe add yours too?

Http://www.youtube.com/results?search_query=cfs

Vegepa Scheme
I’m absolutely delighted to report that on behalf of The Vegepa for ME Scheme, I have just made our 3rd donation to ME Research UK (formerly MERGE) this time for an amazing £5,500.

This brings the total of money donated in our very first year to £8,700 and
more is being collected every day towards our next donation.

So, in only our first year, The Vegepa for ME  Scheme has gathered some 2,000 Members from 20 different countries (Austria, Canada, Channel Isles, Cyprus, Czech Republic, Denmark, France, Germany, Greece, Hong Kong, Ireland, Malaysia, Norway, Singapore, Spain, Turkey, USA and of course GB!) All of whom regularly order Vegepa and find it helps control some of their ME symptoms.

I intend to spread The Scheme far and wide so as to increase our donations in the future. If you can help by informing other ME people and organisations about us then

please do so.

-Lynne
To contact the Vegepa for ME Scheme log on to:
http://www.thevegepaformescheme.com

and buy your Vegepa for £8.50 a pot. (50p goes to ME Research UK

Infoline
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Access to Action for ME's Telephone support line:

Support, advice and information for anyone affected by ME (including non-members) can be obtained by ringing 0845 123 2314 from 11am -1pm Tuesday-Friday and 6.30 - 8.30pm on Mondays (except bank holidays).

Allergy Alerts for FREE! 
An information website providing allergy information is now available. www.alert4allergy.org is a free email and text message alert service warning of product recalls and other incidents where packaging has been incorrectly labelled, or recipes have been changed, etc.

If you have a food allergy, simply register and tell them what you're allergic to and how best to contact you. They promise not to sell or disclose your information.

Invest in ME International Conference May 2007

This annual conference (2nd year) was a phenomenal success with lots of positive feedback from the three group members who attended. Unfortunately we will not be able to produce a written report this year as I was not well enough to attend and sufficient notes were not taken. However we have ordered a copy of the Conference DVD and will be showing excerpts at group meetings starting in the Autumn. 

Pharmacy Student Research Projects

Earlier this year we once again helped final year Pharmacy students from Sunderland University with 3 research studies. These studies form an important part of their University course towards their finished degree. The students firstly came along to a group meeting to meet and talk to members. Then questionnaires were sent out to willing participants. The information from these was used in their investigations and to write their reports. At the June meeting two of the students were able to come back to the group meeting and they gave a joint presentation of their individual report findings. A written copy of two of the reports are now on our website 

www.mecfs.co.uk 

and we hope to post the final one there soon.

 - Pauline

Benefit Info

Help on returning to work:
If you are thinking of returning to work after a period on benefit here’s some information that you may find helpful.  Going back to work will have an impact on any entitlements and benefits you receive so always take advice. 

The first few weeks in a new job can be difficult financially.  Several schemes are available however to help you out whilst moving from long-term benefits back into work.  They include training programmes, bonuses and extended benefit payments. 
Extended Housing & Council Tax payments

You qualify for these if you’ve been getting IS, ibJSA, IB or SDA (see box below) for at least 6 months.  If you return to work or increase your hours so you count as being in full time work, your Housing & Council Tax benefit will continue to be paid at the same rate for the next 4 weeks.
Extended help with mortgage interest

A similar scheme runs for those who have received help towards their mortgage interest payments while on IS or ibJSA.  

If the job doesn’t work out and you have to reclaim IS or ibJSA within 52 weeks of stopping your claim, you can in some cases, be paid your mortgage costs as soon as you return to benefit, cutting out the usual 9 month wait.

Job Grant

This is a one-off, tax free payment for people who have been claiming IS, JSA, IB, SDA or New Deal allowances for at least 6 months and are moving straight into work of at least 16 hours a week (provided the job is likely to last 5 weeks or more).  The grant is worth £100, or £250 if you have children.  If you have been claiming JSA you must be aged 25 or over to qualify. 

Child Maintenance Bonus

This is a lump sum payment of up to £1,000 for those who have been paid (or should have been paid) child maintenance whilst getting IS or ibJSA.  It is paid when you or your partner returns to work, or when your hours or earnings increase so that you are no longer entitled to IS or ibJSA. Child maintenance bonus is gradually being phased out and the bonus is available to those who first claimed benefit before new rules were introduced in 3/3/03.  

Claims

You don’t have to make a claim for extended payments or for a job grant but you should let your Jobcentre Plus and/or the housing office know you are starting work. To claim a child maintenance bonus there’s a form to complete available from your Jobcentre Plus office.

‘Better off’ calculations can be done by your local advice centre.  They help you compare your current income and allowances while on benefit with your financial situation if you start work.  In recent years many people who’ve tried work have been surprised by how much better off they are.

Tax credits

You may be entitled to working tax credit once you start work, depending on your income and the number of hours you work.  Working tax credit is now available to workers without children. Advice and information are available from advice centres and HM Revenue & Customs (the body who administer tax credits) see website: 

www.hmrc.gov.uk

A guide to abbreviations used: 

IS - Income Support.  JSA - Jobseeker’s Allowance.  ibJSA -  Income based Job seeker’s Allowance.  IB - Incapacity benefit.    SDA - Severe Disablement Allowance.   CA - Carer’s Allowance. BB - Bereavement Benefits.

 Returning to work after illness? 
Permitted work:
If you have been claiming a ‘sickness benefit’ like incapacity benefit, severe disablement allowance, or income support due to illness or disability, the ‘permitted work’ rules allow you to do some work or training without losing your benefit.  Under these rules you can either: -
Earn up to £20 a week for as long as you choose.       Or

Earn up to £86 a week, as long as you work for less than 16 hours a week, for up to 52 weeks.  Certain people with a long-term limiting illness or disability are not restricted by this 52-week rule.

Some further points about permitted work:   

*   You cannot be paid below the minimum wage.

*   There is no longer a requirement that the work must be ‘therapeutic’.   

*   Any work you do could call into question whether you are still incapable of work.

*   You should inform the DWP that you are starting work.

Access to work: 

Jobcentre Plus runs this scheme for people with disabilities who are already in work or who are returning to work.  It can provide advice and practical support e.g. special equipment in the work place or travel to work costs if you cannot use public transport. 
Job Introduction Scheme:

This scheme is for people with disabilities who, in the opinion of the Disability Employment Adviser (DEA) are suited to a job but need to demonstrate their abilities to a new employer.  The scheme pays £76 a week to your employer for the first 6 weeks and in some cases longer.  The job must be expected to last at least 26 weeks. 

Condition management programmes:

These programmes - run in partnership with the NHS – help you learn to live and work with your health condition or disability.  

Return to work credit:

This is a payment of £40 a week paid for up to 1 year to those who start work of at least 16 hours a week, earning less than £15,000 a year.  This payment is disregarded for tax credits and means-tested benefits.  You must have been getting a sickness benefit for at least 13 weeks immediately prior to starting work. 

For more information about these schemes contact your local Jobcentre Plus office and make an appointment with a DEA. 

Adviser discretion fund:
This is a fund that gives grants of up to £100 to help people return to work e.g. to buy clothing or work equipment.  You must have been getting one of the benefits listed on page 2 continuously for 26 weeks.  There is no automatic entitlement and decisions on awards are made by the personal adviser.

Linking rules:   If you start work but find that you cannot continue due to your disability or ill health, you can reclaim your sickness benefit at the same rate as before as long as you do so within 2 years.
Benefits available while you work:

Disability Living Allowance (DLA) and Attendance Allowance (AA) can be claimed in full whilst you are working.  Working however, could call into question whether you still meet the qualifying rules for DLA and AA. 
Carer’s Allowance
This is for people who care for someone with a long-term illness or disability.  You cannot get CA if you earn more than £87 net a week.

NB: This is not an exhaustive list of the help available to benefit claimants returning to work.  Contact your local advice centre or Jobcentre Plus for more information.

Social fund – continuing problems

‘The Social fund is in limbo and its performance must be reviewed immediately’,

the Work & Pensions Select Committee has concluded in a report published last month.  

The report acknowledges that problems persist with the funding of the social fund, with inaccurate decision making and with the telephone application process for crisis loans. 

The Committee reported that they had received persistent reports of applicants whose ‘fingers ached from pressing the redial button’.  If you are experiencing similar problems contacting the social fund, you should contact your Jobcentre Plus office and/or your MP and register a complaint.  

Two week backdating to be introduced for DLA & AA

All new awards of Disability Living Allowance (DLA) and Attendance Allowance (AA) are to be backdated just 2 weeks.

Currently some new awards of DLA and AA are backdated 6 weeks where the claimant has completed a ‘date stamped’ form obtained from a Social Security Office.  Other new awards are only paid from the date of claim where the claimant fills in a form obtained from an advice centre or doctor’s surgery.  The new rule is being introduced to remove this anomaly.  A date has not yet been given for the change but we’ll keep you posted.

Vitamin B12

There has been a lot of talk recently about the vitamin B12. Some people with ME have benefited from taking a B12 supplement and have had a small improvement in their symptoms others have seen a huge benefit. The jury is still out as to whether this means that the person has a B12 deficiency as the “cause” of their illness or as a “result” of their condition. Levels of B12 are usually measured by a serum blood test and individual results are shown as a comparison to a “reference range” shown in brackets. This reference range is decided by taking an average blood test reading from a percentage of the population. If the individual’s reading is below the normal range then they are said to be B12 deficient and given B12 supplementation. This may, in more severe cases, be in the form of intravenous injections but can be tablets, lozenges or liquid. Tablets and B12 liquid pass into the stomach and to absorb them you need to have a substance called the “intrinsic factor” present in the stomach. Without this the B12 cannot be utilized properly. Lozenges (sublingual) and injections however reach the blood stream without passing through the stomach and are often the preferred option. 

It is also possible to measure B12 levels by a 24 hour urine analysis. This procedure measures the amount of a substance called “methylmalonic acid” (MMA) that is excreted in urine. It is thought to be a more accurate measure of B12 as it does not give “false positives or false negatives” as the serum blood test may do. A high level of urinary MMA indicates a B12 deficiency but is not a test routinely undertaken - the serum test being the usual measure used.

Untreated low levels of B12 may lead to “Pernicious Anaemia” a very serious level of B12 deficiency requiring supplementation for life.

Over a number of years a local GP has been studying B12 within his own patient practice and as a result patients have set up the B12 Support Group with an informative website at:

www.b12d.org

If you want to look further into B12 you may be interested in reading two books:-

“Could it be B12? An Epidemic of Misdiagnoses” ISBN 1-884956-46-7 available from Amazon for approximately £7.

“Explaining Un-explained illnesses” by Dr Martin Pall Haworth Press 2007 Amazon £20

Below is an article from Dr Martin Pall’s book that explains the role of B12 further:   

The rationale for using B12 injections to treat CFS is that B12 scavenges nitric- oxide, hence blood tests for B12 levels are irrelevant.

The following information is taken from pages 105- 108 of Prof. Pall’s Book:

Prof. Pall's explanation of CFS (as well as FMS, GWS, MCS) is that the original stressor (infection, trauma, chemical exposure, etc) stimulates over production of nitric oxide (NO) and superoxide (OO) which combine to form peroxynitrite (ONOO), a potent oxidant, which causes oxidative stress and damage at cellular level. The high levels of NO become part of a circular positive feedback loop or vicious circle which constantly produces more NO and OO and hence ONOO. The ONOO combines with CO2 then breaks down to form CO3 carbonate radical and NO2 radical; all free radicals which can do damage:

damage to iron-sulphur proteins important in mitochondria.

damage to DNA including nicking of DNA chains.

oxidation of lipids in biological membranes (hence maybe why EFA supplementation helps some - my comment).

stimulation of NFkappaB which produces inflammatory cytokines.

Because this is a self-perpetuating vicious circle, it gives rise to chronic illness once triggered. Prof. Pall sets out a complex combination of agents that have the potential to break the cycle. B12 is one of them. The action of any one agent without the others is limited (hence the difficulty with RCTs in the past - my observation)

 .
Important: If you are getting B12, check that it is in the hydroxocobalamin* form, the Cyanocobalamin form does not seem to be effective as a nitric oxide scavenger and must first be converted in the body to hydroxocobalamin.

There was a placebo-controlled trial of B12 for CFS in 1989, but they used 0.2mg cyanocobalamin - there was no significant clinical response. In 1973, before CFS was defined, there was a trial of B12 for 'unexplained fatigue' and they used 5mg of hydroxocobalamin twice weekly and had two important results:

* the treated patients showed statistically significant improvement in symptoms compared to controls.

* there was no correlation between the pretreatment B12 levels in the blood and the response of the individual to B12 injections.

Also it is reported that Dr. Paul Cheney and Dr. Charles Lapp have found that high-dose hydroxocobalamin injections, often 10mg, seem to be more effective in CFS treatment than the lower doses more typically given to treat B12 deficiencies (typically 1mg injections).

Information from 'Explaining "Unexplained Illnesses", Disease Paradigm for Chronic Fatigue Syndrome, Multiple Chemical Sensitivity, Fibromyalgia, Post Traumatic Stress Disorder, Gulf War Syndrome, and Others' Martin L Pall PhD, Haworth Press 2007. Available from Amazon £20.  Some further info also at

http://molecular.biosciences.wsu.edu/Faculty/pall/pall_main.htm

* A third form of B12 is Methylcobalamin which is considered by the author of “Could it be B12” to be a preferred form of B12 than the two substances mentioned above.

M.E. in Parliament

Written answers Wednesday, 6th June 2007:

Health:

Chronic Fatigue Syndrome: 

Screening.

All Written Answers on 6th June 2007.

Elliot Morley (Scunthorpe, Labour)  Hansard source.

To ask the Secretary of State for Health whether the NHS (a) has approved and (b) is developing any test that can diagnose myalgic encephalomyelitis in individuals; and if she will make a statement.

Ivan Lewis (Parliamentary Under-Secretary, Department of Health) Hansard source.

At present, there is no specific test for chronic fatigue syndrome/myalgic encephalomyelitis (CFS/ME). Diagnosis is dependent on the recognition of the type and pattern of symptoms and tests to rule out other illnesses and conditions that can cause some or all of the symptoms experienced by the patient.

In 2004, the Department asked the National Institute for Clinical Excellence 
(NICE) to produce a clinical guideline on the diagnosis and management of CFS/ME. The guideline, which NICE expects to publish in August 2007, will include recommendations on the process of assessment leading to diagnosis and will include guidance on clinical case definition, appropriate timing for diagnosis and the use of laboratory, imaging or other tests.

Does this answer the above question?

Comments Jane Birkby posted on 7 June 2007: 

The answer given by Ivan Lewis contains no specifics, and disassociates the 
Department of Health from the process, thereby avoiding responsibility for the outcome.

This is totally unacceptable to me as a patient with M.E./Myalgic Encephalomyelitis.  NICE have been in the business of avoiding, and sidelining the issue, including all the wealth of research done around the world, from which a definitive set of diagnostic tests can be constructed. It is to be hoped that the Clinical Case definition guidance, will be the most up to date Canadian Criteria, and not the outdated PACE and Fukuda
criteria.

Three years, is two and a half years too long to have been deliberating this issue, and the Department of Health should be earning their salaries by putting pressure on NICE to expedite the matter.

There is also no mention of funding for the second part of Dr Jonathan Kerr's genetic work, which could offer a solution to this troublesome and debilitating condition.

Why not log on to the link below and comment on this question and the answer given?

http://www.theyworkforyou.com/wrans/?id=2007-06-06a.140686.h
Amazon Walk for ME

The biggest-ever expedition to be mounted to raise funds for ME research will start on New Year's Day next year – when former British Army captain Ed Stafford and professional outdoor instructor Luke Colleyer take on the world's second largest river. They plan to take a year to walk the Amazon River in South America without any support whatsoever.  They say of the walk, from the source of the Amazon in Southern Peru to its mouth in Brazil: "No-one has ever walked from the source to the mouth. We aim to be the first two men to achieve this".

The pair hope to persuade a major TV company to film their progress along the 4,000 mile-plus river and turn their epic achievement into a television programme.

Ed's sister has had ME for over 14 years. Money raised from the walk will back The ME Association' s plans to fund a study of tissue samples obtained from people with ME – in particular from the brain and nervous system. With funding the ME Association can continue to seek scientific evidence that will show that this illness is a real and physical one.

Ed, aged 31, from Leicester, has already led expeditions to Patagonia, Borneo and Belize. He also worked alongside the United Nations in Afghanistan, where he advised on security, planning and logistics in the run-up to the country's presidential elections in 2001 which returned Hamid Karzai as the country's first-ever democratically- elected president.

Luke Collyer, aged 35, from Crawley, led the Ginger TV expedition to Belize which saw Jack Osbourne – son of pop legend Ozzy Osbourne and his wife Sharon – turn from  callow youth to a man.

The year-long walk will raise funds for five other charities, besides The MEA's Ramsay Research Fund. They are Rainforest Concern, The ABC Trust, Prospect Peruo, Cancer Research UK and The National Outward Bound Trust UK.

Please sponsor the pair to raise money for the ME tissue bank, which will be a vital resource to researchers probing the physical nature and causes of ME.

Read about the expedition at their website:

http://www.walkingtheamazon.com<http://www.walking the amazon.com/

Sponsor them now for ME research by clicking here:

https://meassociation.workwithus.org/Fundraising/Donate.aspx?page=1307

Diagnosis Danger for Men with M.E.

 - AfME 1st May 2007 

 www.afme.org.uk

MEN who fear they have M.E. were today urged to visit their doctors, as it was revealed that thousands are putting their long-term health at risk through delayed diagnosis.

Early identification of the illness, which affects an estimated 80,000 men in Britain, is critical in aiding a quicker recovery and can prevent the condition from becoming severe. But a report released today by the UK's leading M.E. charity, Action for M.E., shows that for 62% of men it takes over a year to discover what is wrong with them, and for 25% it takes more than two and a half years. Overall, figures suggest that 16,000 men in Britain are currently undiagnosed and unsupported.*

Part of the problem appears to be men's reluctance to visit the doctor. Of those questioned by the charity, almost half said it took them over a month to initially seek help. 15% took over six months. Some doctors' perceptions of the illness as a women's disease may also play a role.

M.E. is a painful and debilitating illness, affecting many body systems, particularly the nervous and immune systems. In its most severe form, it can leave people house- or bed-bound for decades. Many need wheelchairs and some have to be tube-fed. Initial symptoms include overwhelming exhaustion, sleep problems and joint and muscle pain.

"It's a well-known fact that men are less likely than women to go to the doctor, hoping their problem will go away of its own accord. But with this illness that's the worst thing you can do," said Trish Taylor, Chair of Action for M.E. 

"Being a man with M.E. is not about soldiering on and pretending you're not ill. It's about getting informed, getting diagnosed and getting help."

Today's report also reveals the terrible personal cost M.E. can have on men's lives. A significant number of men (22.7%) lose their home after falling ill, over half go through a divorce or relationship breakdown, whilst many initially keep the illness secret from family or friends.

"M.E.'s financial cost to the UK has been estimated at £6.4 billion per annum.** But the cost in terms of personal loss to those it affects is incalculable," added Trish Taylor. Of the men questioned most saw their income plummet as a result of the illness. Before their illness, less than 10% had an income under £10,000 a year. After developing M.E., that figure leapt to 64.2%.


The World Health Organisation classifies M.E. as a neurological disease, and the NHS funding of specialist M.E. clinics is an acknowledgement that M.E. is a serious health problem. Internationally, concern about M.E. is on the rise. In the US, the Centre for Disease Control (CDC) recently launched a major campaign to increase awareness and the need for early diagnosis. The CDC estimates that over a million Americans have M.E./CFS, with only 20% being officially diagnosed.

M.E. is three times more prevalent in women than men, and is often viewed as a middle-class white woman's disease. But in reality, it affects 250,000 people of every class, age and ethnicity in the UK.

Today's report on men with M.E. shows:

*   61.6% take over a year to get diagnosed.

*   A quarter (25%) take over 2.5 years to get an official diagnosis.

*   51.8% suffer a divorce or relationship breakdown.

*   22.7% lose their home. 

*  When first diagnosed almost a third (30.3%) do not tell employers, and 39.1% do        not tell their families. 

*   88.5% do not initially disclose their illness to friends. 

*   14.6% take over six months to first visit a doctor.

*   42.7% take over a month to seek medical aid advice. 
 
M.E. Awareness Week - Case Study Examples

Chris Elliott:

Chris believes that he had mild M.E. for almost 18 years before a vaccination against Hepatitis B triggered a more severe onset of the illness. (In previous research, vaccinations have been identified as a 'prompt' for the development of M.E. in a number of people). The illness has had a severe effect on Chris's life and sense of masculinity - affecting everything from his libido to his choice of career.

Amer Yousef:

Fleeing the violence in Palestine, Amer travelled first to Germany and then to England, arriving in 2001. He estimates that he developed M.E. around 1996 and finally received an official diagnosis of M.E. in November 2001. "I went to see a GP in Germany and he thought I was going crazy, so he sent me to a psychiatrist. My communication difficulties with my doctor were made worse because my German wasn't very good. The fact that I could speak English made a huge difference when I had to fight my English GP to get a referral to a specialist consultant, who confirmed I had M.E."

Andy Brown:

Andy Brown's case is that of someone with severe M.E. who has had to battle 
with 'established wisdom' to get a diagnosis, and then fight further to obtain the benefits he needs to survive. "In all, I saw 16 consultants, trying to find out what was wrong with me", explained Andy. "As a former nurse, I knew it wasn't 'all in my head' but it took me somewhere between four and five years to get an official diagnosis of M.E."

Andy experiences a range of symptoms, from extreme fatigue with visual and co-ordination problems, to a constant dizziness that leaves him, as he puts it, "Feeling as if I've just stepped off a merry-go- round, and the only time it stops is when I go to sleep". Andy rarely goes out, and when he does he has to use a wheelchair, though he usually manages to get round the house using crutches.

NB: Three male members from our group volunteered and told their story to a local newspaper and we would like to thank them for doing this. The articles have not yet appeared in the newspaper concerned.

- Pauline Donaldson

Local Education Authorities Fail Sick Children here

AYME's Chief Executive Officer, Mary-Jane Willows, says there are some great  examples of good schools supporting pupils with ME/CFS, but there are also some heartbreaking stories of Local Education Authorities acting unreasonably, inflexibly and, in some cases, illegally, by not providing the support they are obliged to in law.

Full report linked from AYME website for further information or, to request interviews with young people with ME/CFS contact the press officer: Katie James, Tel: 01908 379737

New Chief Executive For Action For ME

Sir Peter Spencer KCB took up his new post as Chief Executive of Action for M.E. on 30 April 2007,

The appointment represents a big change for the former Second Sea Lord, who has   just retired as Chief Executive of the Defence Procurement Agency.

Sir Peter has moved from a public sector environment with an annual budget of  £6billion, to a voluntary sector organisation employing 20 people. Nevertheless, the new challenges he faces are considerable.

Action for M.E., together with other M.E. charities, are currently lobbying the Department for Work and Pensions, Department of Health and National Institute for Health and Clinical Excellence (NICE), because national guidelines on M.E. do not reflect the physical impact of the illness, while some specialist NHS services recently set up in England face uncertainty over funding.

M.E. (myalgic encephalomyelitis/ encephalopathy) is a chronic, fluctuating illness, which is estimated to affect up to 240,000 people in the UK. Common symptoms include overwhelming exhaustion, muscle pain, nausea, digestive problems and poor memory and concentration. Around 25% of people with the illness are so severely affected that they are bed-bound or house-bound.

Speaking about his appointment for the first time in InterAction, the charity's magazine, Sir Peter Spencer said:

"My awareness of M.E. developed some 15 years ago in witnessing the very painful circumstances of a friend and neighbour and father of four children, who was rendered unable to work for over two years.

"At that time, M.E. was neither well understood nor even recognised as an illness by most people. The impact on this man, his wife and children was dreadful and  exacerbated by the general shortage of practical help, sympathy or moral support. Thanks to the pioneering work of Action for M.E. and others, there is now much more help available but there is still a long way to go."

He adds:

"If the Chief Medical Officer and the World Health Organisation accept that M.E. is neurological - a physical illness - so should the policy makers. Otherwise, too many people with M.E. will continue to go undiagnosed, be inappropriately advised on treatment, lose their jobs and be denied the benefits and pensions to which they are entitled”

Professionally, Sir Peter says, "The challenge of taking over the reins of an organisation which has already achieved so much and has big ideas for an even greater future is irresistible.

"I am at a stage in my working life when I wish to make a major change in direction. I owe society a debt for all the opportunities which I have enjoyed. I want to contribute more directly to helping other people who have had a tougher life than I have. It's pay back time."

George Armstrong, Co-Chair of Action for M.E., says: "Peter will bring a depth and range of experience to this post which will not only build on the successes of recent years, but also lead us forward to greater achievements. This is an exciting time for Action for M.E. and will be of benefit to all people with M.E."

Quotable quotes about ME/CFS

"Invest in ME” are offering a new booklet which we hope will help healthcare professionals, media, ME Support groups and people with ME in their quest to improve education and assist with the publicising of the illness myalgic encephalomyelitis (ME).

Produced in time for the Invest in ME International ME/CFS Conference 2007 in London on 1st and 2nd May the booklet has been compiled by Margaret Williams and consists of extensive quotations on the subject of ME by a number of notable figures. The booklet will aid those composing letters, performing research, verification of facts and analysis of ME information as well as for general reference purposes.

Myalgic Encephalomyelitis / Chronic Fatigue Syndrome also known as PVFS (Post-Viral Fatigue Syndrome) sometimes known as CFIDS (Chronic Fatigue & Immune Dysfunction Syndrome) in the USA compiled by Margaret Williams on behalf of the charity Invest in ME Using her extensive research and experience, Margaret Williams has produced a booklet which needs to be in everyone's library."

To order this booklet go to:

http://www.investin_me.org/IIME%20ME%20Quotes%20Order%20form.htm

Only £3.50 (+ £1 p&p for UK delivery - overseas please enquire)

 Dr. Sarah Myhill
Many people will have heard of Dr. Sarah Myhill. She is a GP from Wales and has spent many years helping and supporting patients around the country with a number of conditions, including ME. Her holistic treatment approach is based on determining the vitamin and mineral status of patients by carrying out tests and suggesting appropriate supplements to support body systems. She always listens to the patient and then develops an individual regime for that patient.

Below is a copy of a letter by Dr. Myhill that explains a proposed GMC (General Medical Council) hearing against her. She is asking for our help and our group has set up an on-line petition at

www.ipetitions.com/petition/WITCHHUNT/index.html 

to support her. Please visit her website and sign the petition. 

- Pauline Donaldson

Open Letter regarding my GMC Hearing in September 2007

April 2007 

Dear All,

Re: My ten day General Medical Council (GMC) Hearing scheduled for Sept 2007. As some of you may be aware, in November 2002, I faced a five day 
GMC Hearing. All five complaints then came from doctors, none from patients. No patient had been harmed, nor put at risk, nor was there any question of malpractice. It was simply that the doctors involved objected to my style of practice and the allergy, environmental, nutritional approach to medicine. In October 2002 this Hearing was postponed to February 2003 and extended to an eight day Hearing for eight complaints. One month before the hearing it was cancelled but no proper explanation for the cancellation was given. I am now facing a second batch of complaints from doctors and I am writing to ask if you can help me with my defence. As a result of the above fiasco I have been unable to get insurance cover for GMC Hearings and so I am conducting my own defence. This is because the estimated barrister's fee is £150-200,000!

The complaints against me are all from doctors who do not like my style of practice. No patient has been harmed or even put at risk. The three patients involved have all refused to have their medical records used against me, but their "anonymised" records have been taken anyway by the GMC against their desires and without their permission. The issues that I am being charged with fall into several categories as follows: Prescribing thyroid hormones - I am charged with prescribing thyroid hormones to patients with "normal" thyroid blood tests. My policy on prescribing thyroid hormones is that it is both a clinical as well as a biochemical decision. This is in line with the BMA guidelines on treating thyroid disorders. Some people feel much better running high normal rather than low normal levels of thyroid hormones. The GP is kept informed by letter. If you are such a person who has been helped by thyroid prescription, please write to the GMC and tell them so!

Giving Telephone Advice
I am charged with diagnosing and giving advice over the telephone. Of course, the reason I do this is because many people are too ill to come and see me. I only do this having received a written history for the patient, with copies of any available tests which have been done, together with a patient questionnaire. I then allow at least one hour for an initial consultation. In all cases I invariably write to the GP and tell them exactly what I am doing. Again if you have found telephone advice helpful, please write to the GMC.

My Website

The story here is interesting! Initially I was reported to the GMC by a doctor complaining that "chronic fatigue was not a symptom of mitochondrial failure. Since I was only a general practitioner clearly I was acting outside my area of expertise" and therefore I was reported to the GMC. This doctor subsequently retracted this accusation but then made further complaints about my website. The specific allegations are:


a) That "the Richardson theory of cot death is unfounded". Therefore my advice to parents to not put their babies on mattresses containing fire retardants (these are chemicals such as poly brominated biphenyls (PBBs), arsenic compounds, phosphorous compounds and antimony) is flawed. The Richardson logic is that babies can be safely laid on their sides when they are sleeping on organic, chemical free mattresses or the mattresses are properly wrapped. I am considered to be "putting babies at risk" by giving this advice.

b) "The use of a screening test namely prostate specific antigen to detect prostate cancer is flawed". What the GMC fail to appreciate is that any such test is carried out with a full history from the patient, the GP is informed and the patient counselled with the interpretation of the result.  Furthermore the private screening tests are done by the top private laboratory in London (The Doctors' laboratory) and by measuring a free PSA compared to a total PSA the result is more accurate and reliable than standard NHS tests.

c) "The use of magnesium sulphate by injection in acute myocardial infarction is undesirable". There is a huge body of literature about magnesium in the prevention and treatment of cardiovascular disease. Indeed many hospitals continue to use magnesium sulphate infusions in acute MI. If the correct dose is given mortality from acute MI is substantially reduced by the use of i.v.magnesim sulphate. Indeed, one could argue that is it medical negligence not to use i.v magnesium sulphate in acute myocardial infarction!


d) "The use of Biolab's vascular screening test using Doppler ultrasound and pulse oximetry as a screening test for arterial disease is unsound".


e) They dislike my treatment of depression, namely to start off with good sleep, bright light and exercise, move on to nutritional supplements such as high dose B vitamins, B12, St John's Wort, 5HTP and exercise caution over the use of SSRIs. 

Again if you feel you have benefited from any of the advice on my website, please tell the GMC.

Other Issues:
Constraints placed on GPs.:   Increasingly I find I have to take on the role of the patients' GP. Many GPs are so constrained by either clinical governance, or costs, or 
both that they refuse to help patients with tests or prescriptions or both. What this means in practice is that ordinary people are being denied access to investigations or treatments which are helpful. Indeed, this was a large part of the reason why I set up my website - in order that anyone could directly access information about the allergy, environmental, nutritional approach to medicine; find a doctor who could help; and have made available tests which could be interpreted by an experienced doctor with the GP informed. 

Again, if you feel that as a result of me or my website you have been able to access tests and treatments which have been denied to you by the NHS, please write and tell the GMC.

Who to contact at the GMC?

You can either write to the GMC solicitor or the Case Officer. 

The solicitor handling my case is Rosemarie Paul, Field Fisher, Waterhouse, 35, Vine Street, London, EC3N 2AA. 

My case officer at the GMC is Patricia Collins, GMC, Regent's Place, 350, Euston Road, London NW1 3JN.

My case reference numbers are: PC/2005/2755/ 01 and 2005/2757/01. 

Please, quote both in your letter.

Yours sincerely,

  - Sarah Myhill
Tel:  01547550331                                                               Dr. Sarah Myhill, MB. BS.,

Fax: 01547550339                                                                Upper Weston, Llangunllo,

Website:                                                                                      Knighton, Powys, UK,

www.drmyhill.co.uk<http://www.drmyhill.co.uk                      

                                                                                                               LD7 1SL.








































