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Chairman’s Report

Firstly I would like to remind you that our Annual General Meeting is on October 26th this year. Please come along if you can.  It is one of the few opportunities when we try to let our hair down and have some fun and if previous years are anything to go by we definitely will!  I look forward to seeing you there.

The Annual John Richardson Conference is also to be held this month.  This private conference, for medics and professionals, is always well attended by people with an interest in ME/CFS from around the world.  In recent years Professor Hooper and Dr Vance Spence of Dundee have become involved and this year Professor Daymond and Dr Roz Anderson of Sunderland University will be attending.  We have been invited to send a representative again and Pauline will be going on our behalf.  Most of you will know that Dr John Richardson of Ryton devoted 50+ years to the study of ME/CFS until his death and these conferences are continued, with the support of his family, as a tribute to John and his work.

[image: image2.wmf]I feel I must thank the Committee members (Jean, Amy, Tom and Pauline) who have been involved in the Steering Group for the new CFS/ME medical service.  For more than 2 years now they have regularly attended meetings on our behalf.  Consultation with Patient Groups in the developing of medical services is new to Health Bodies.  It has been a joint learning process for everyone involved and compromises have had to be made, the outcome of which only time will tell. But we are almost there! Members of the new team will be appointed soon and Professor Daymond is starting to see new ME/CFS patients this month at Monkwearmouth Hospital (see clinic update). 
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Secretary’s Notes

AGM

We are holding our AGM on Wednesday October 26th at 7.00pm at the Nookside, Grindon, Sunderland. As in recent years, this will be a Social Evening with entertainment and a buffet supper.  Admission is free and everyone is welcome. To book a place ring Pauline 0n 0191 4556959.
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Xmas Greetings

It’s that time of year again when thoughts turn to Xmas and everything that it entails including cards and all that writing and trips to the post box!  To save time, energy and money members can send greetings to all group members through the December newsletter, at a cost of only £2. All proceeds go to group funds. Contact Pauline on 0191 4556959 with your greeting.
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Dates For Your Diary

26th October:  AGM and Social evening.

16th November:  Group Meeting.  There will be a short 20 - 30 minutes presentation on Pacing by group member, Kelly Watson.

December: We do not hold a meeting in December.

Birthday Greetings
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Special Birthday greetings go to our dear friend Joan Tate who was 80 years young in September. Some members of the group joined her at a party organized by her family to help her celebrate. Very Best Wishes Joan from us all!
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Infoline

Action for ME have various information and help publications covering a number of topics. e.g. Welfare Rights information sheets covering topics such as Disability Living Allowance, Personal Capability Assessment and Permitted Work. Many of the publications are free to members or at a small charge to non members.  

For a complete publication list contact AfME on 0845 1232380; www.afme.org.uk; or email: admin@afme.org.uk 
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Supplements

Recent changes to rules and regulations regarding health and nutritional supplements have been made following new EU guidelines. Some supplements have been withdrawn from sale and are no longer available. One of our members has told us that a supplement they bought regularly is still available but the composition of it has been changed and now includes ingredients that he cannot tolerate. In light of this we would ask you to check your supplements carefully – even the ones you have been taking for some time.

New ME/CFS guidelines 

There are concerns that the Department of Work and Pensions (DWP) are soon to launch new guidelines on ME/CFS. These will replace the existing guidelines of the handbook used by DWP decision makers. The ME Association (MEA) have condemned them as “completely unacceptable.” The guidelines have only been seen by a limited audience - advisers at the meeting only. Dr Charles Shepherd, Medical Adviser of the MEA calls for them to be re-written
New way of claiming benefits

Jobcentre Plus (JCP) has introduced a new way of claiming benefits in South Tyneside. It’s called the Customer Management System (CMS) and claims are made over the phone.

The system was introduced to make claiming benefits more efficient and to prevent the need to give the same information again and again.  It covers new and repeat claims for the following benefits for people of working age:

* Income Support.
* Jobseeker’s Allowance.
* Incapacity Benefit & associated benefits like Housing and Council Tax Benefit.

Benefit applicants must now ring a call centre number where they give their basic details. A staff member then arranges to call them back within a few days at an agreed time.  On this occasion more information is gathered for input into the CMS computer and a date is arranged for a work-focused interview at a local office. Where appropriate, information is  shared with other agencies,  including the Local Authority for Housing and Council Tax benefit. 

Staff Concerns:
JCP staff from other areas (where the system has been up and running for some time) have voiced concerns about the inflexibility of the computer system.  Staff have to follow a set of scripted questions with each claimant and where calls are scheduled to take 20 minutes they can last up to 1 hour, causing distress for some claimants.  Other concerns relate to inadequate training, delays in calling claimants back and delays in benefit payments.

CMS Telephone Number:  

The telephone number for people who want to claim Income Support, Jobseeker’s Allowance or Incapacity Benefit and Housing Benefit and Council Tax Benefit is  0845 607 3261.  The phone line is open from 8am to 6pm Monday to Friday and calls are charged at local rate.

Our advice to you: 

Remember you can still ask for a paper claim form if you feel you are unable to cope with a lengthy phone call.  If you are refused, ask to speak to the Supervisor or Manager.  You can ask for a crisis loan or an interim payment if your money is delayed, though these payments are discretionary.  If necessary seek advice.  

Action for ME

Pacing information proves popular

Our new guide to pacing with M.E. is in record demand. Designed to be a practical read for people with M.E., the information booklet explains how to balance activity and rest to help manage the illness and work towards recovery. It gives a step-by-step grounding in the basics of pacing and covers common questions and stumbling blocks. You can use the booklet if you are learning to pace on your own, or it can support your work with a professional. 
The feedback on the booklet from people with M.E. and professionals is very positive. Even people who have been pacing for some time are finding it gives valuable information about putting pacing into practice.  

If you'd like to find out more you can read the booklet online or order a printed copy for £3 (£2 for members).

Special rates are available to health professionals who would like to order in bulk.

You will need Adobe Acrobat to view these items.

- www.afme.org.uk 
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Clinic Update

Our bid for a share of the £8.5 million given for new ME/CFS services was successful second time round but the amount allocated, £85,000, was considerably less than the amount applied for, or needed, to deliver the level of service we had hoped for. Therefore it was obvious that compromises would have to be made. Myself and 3 other dedicated members have been consistent in our attendance at Steering Group meetings, offering comments and opinions to try to ensure that we receive the best service we can. More recently we were asked to reduce our representation to two so myself and Amy Tate have continued to attend meetings. Amy is a resident of Gateshead and is the Gateshead Patient Rep.  I represent the Sunderland/South Tyneside area. (However Tom and Jean have remained “in the loop” to advise and attend meetings if needed.) 

Through this patient/carer involvement, our four reps have introduced ideas for new innovative projects eg. A Social Care Pilot Scheme (which is now supported by Social Services in Sunderland, South Tyneside and Gateshead) and a patient information pack that is currently being developed. Another plan is to have dedicated Welfare Rights support for our members, though more work needs to be done on this.   

At our last Steering group meeting we were joined by Patricia Noons, representative of the Department Of Health, whose role is to ensure the development of the services in line with the original application and within the financial/time constraints. Ms. Noons is keen to see the South Of Tyne service in operation as soon as possible in order to ensure that continued funding is received for the service. It is also desirable for new team members to participate in the National Training programme before it finishes.

So where are we now? We have seen and commented on the Job Descriptions for Physiotherapist and Occupational Therapist. These posts are to be advertised soon and we are now waiting to see the Job Descriptions for the Psychologist and Clinical Nurse Specialist. Meanwhile Professor Daymond has started to see new ME/CFS people at Monkwearmouth Hospital for diagnosis and advice, though no referrals on to the team can be made yet. Future medical consultations will be held within Sunderland Hospitals but the “one to one” and group therapy sessions will be held separately in Gateshead, South Tyneside and Sunderland when suitable accommodation is identified.

With regard to the Paediatric Service, a small percentage of the money allocated was for children with ME/CFS. Jean and I met with Dr. Lawson, Consultant Paediatrician, Sunderland Hospital to hear his views and it is clear there needs to be further discussion before we can take this forward. We are keen to involve all of Children’s’ Services in this process and have begun to make links with key personnel. 
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- Pauline Donaldson.

All Party Parliamentary Group

The All Parliamentary Group for ME has a new Chair. Tony Wright MP, founder chair has stood down and has been replaced by Des Turner MP. This year the group will focus on the need for physical research into ME and have arranged a meeting with Professor Colin Blakemore, chair of the MRC.
Meeting with the Minister for the Disabled

We have been invited to send a representative to an event this month hosted by the Minister for the Disabled, Anne McGuire. This is one of a number of such events held each year to hear what the Government is doing for disabled people and to recognize the contribution that the voluntary sector makes to improving their lives.  It also gives the opportunity for attendees to express their views and concerns.

Incapacity Benefit & Earnings Limits

From 1 October, the amount of money you can earn while claiming ‘sickness’ benefits and doing ‘permitted work’ has risen from £78 to £81 a week ‘Permitted work’ allows you to try some paid work while getting Incapacity Benefit, National Insurance credits or Income Support because of illness or disability.  You should however, tell the office that pays you benefit before starting work.

Magistrates given access to DWP claimant files
Magistrates’ courts have been given access to Department for Work & Pension’s computer files.  Court staff can now use this information to help find missing offenders (who ignore fines and other court penalties) who have changed address without informing the courts.  

Although there is lots of information (personal and financial) held on file, the staff can only access basic personal details such as the person’s name, address, date of birth and National Insurance number.  

Too many cases going to appeal
 A report by the President of Appeal Tribunals, Judge Harris, has again criticised the Department for Work & Pensions (DWP) for its poor decision-making.  He found that supporting information and evidence (particularly medical) that accompanies claims and appeal requests is not always given appropriate consideration.  As a result too many cases are going to appeal.

He found that appeal tribunals are taking a different view of the same evidence and are often amending or overturning decisions made by the DWP.

Judge Harris emphasised that such concerns need to be addressed if standards are to improve.  He went on to say that claimants need to be confident that the additional information they give when they write in with their grounds of appeal, the issues they raise will be fully considered before the appeal goes to a hearing.  There is already a process in place to ‘review’ decisions when an appeal is lodged, but it appears that this is not having a substantial impact on preventing cases going to appeal.

The Welfare Rights Service welcomes these recommendations. Let’s hope the DWP takes them on board this time!

Same sex couples - new rights
 From December 5th same- sex couples will be able to have their relationships legally recognised through civil partnerships.  Though not quite the same as marriage, civil partnerships will give same-sex couples many of the rights and benefits opposite-sex couples already have.

For social security benefits, civil partners will be treated in the same way as spouses.  At the moment same-sex couples are assessed as two single people based on their individual circumstances and income.  These changes are not limited to registered civil partners, however.  Two people of the same sex who are not registered, but who ‘live together as if they are civil partners’ will also be assessed together for means-tested benefits and tax credits.

From December 5th, anyone who is living with a same sex partner as a couple, or starts to do so on or after that date, should contact the offices that deal with their benefits as soon as possible or they may be overpaid.

We’re out and about in the community!

The Welfare Rights Services is happy to announce, following popular demand, that we are now offering 2 more advice sessions from local community venues in South Tyneside.

Boldon Colliery: Advice sessions are running from the Village Hall (next to Asda) on North Road every Wednesday from 10am-12.30pm.
Whitburn: At the Barnes Institute, Front Street on Tuesdays from 10am – 12.30am.

We offer free, impartial advice on welfare benefits, tax credits, employment rights and debt.  

We can help you complete benefit claim forms, do better-off calculations or liaise with the Department for Work & Pensions or the Local Authority on your behalf. No appointment is necessary.  

If you need help or advice call in and see us.  We look forward to seeing you there.

Ask a Welfare Rights Officer:

We can now also give general advice by email.  This service is available to anyone who lives or works in South Tyneside. Visit website : www.southtyneside.info and follow the link for the Welfare Rights Service.

RELATIONSHIP STUDY

InterAction has commissioned an article on how M.E. affects relationships between couples and would love to hear of your experiences if you are in a relationship or have been since you got ill (married or dating/living together; gay or straight). We'd ideally like responses by October 9th. Please email these to Katy Jeffrey at:              katyljeffrey@yahoo.co.uk 

We'd like to hear both from people who are in supportive relationships about how this impacts on your ability to cope with the M.E., and from those who are having, or have had, real problems in their relationship, and how this affected your physical and mental health.

Please let us know if you prefer to remain anonymous. 

In particular we'd welcome tips and advice for other readers about ways to work on any problems in the relationship that are caused, or made worse by, one (or both!) partners being ill with M.E. 

Examples of things you may want to share your experiences of include:

1. problems you've had and how you've tackled these.

2. improving communication with your partner.

3. improving their understanding of M.E.

4. improving your understanding of what it’s like for them as carer/partner to a sick person.

5. finding ways to spend ‘quality time’ together - just the two of you. 

6. seeking outside help with housework/childcare to ease the burden on both of you.

7. relationship counselling.

8. how you managed to leave if a separation seemed the only way forward.

9. how you coped if your partner left you while you were ill with M.E. 

While our contributor can’t reply to individual responses, she will be in touch if she has any further questions to ask anyone.

Many thanks in advance for your feedback.

- Theresa Coe - AfME.
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Thyroid Talk

      by Dr Barry  Durrant-Peatfield

Eleven members of the group went to a talk in Morpeth on ME /CFS and related thyroid/adrenal problems, by Dr. Durrant-Peatfield. Dr. Peatfield is a retired GP who has developed a special interest in Thyroid disorders and Chronic Fatigue, studying thousands of patients over 25 years.

He estimates that there are 3% of the UK population affected ie. ¾ to 1½ million people. That figure is a lot higher in the USA ie. 8-10%.

He calls ME/CFS “Hypo-Metabolic-Disorder” and says that he has not met a person With ME/CFS who has a “normal metabolism.” Everyone has some level of metabolic dysfunction either primary or secondary.

Metabolism is: glucose and oxygen in the cells produce chemical energy for life and being. This process needs enzymes, vitamins and minerals and it is the speed/rate of this process that concerns us as it is important that it is at the correct rate. The Thyroid is in control of this rate.  

Dr Peatfield described the ways that the Thyroid can be affected and what can cause it to fail eg: 

1) Failure of control from the pituitary gland leading to a lack of production of thyroxine by the thyroid.

2) Primary failure:
a) Genetic-problems: in the development of the foetus resulting in the baby being born with an inactive/partially inactive thyroid.

b) The Environment: possible deficiencies in iodine, selenium and other substances necessary for enzyme production - although too much iodine can also damage the thyroid.  

c) Autoimmune Disease:  where defence mechanisms, which produce anti-bodies to combat bacterial and foreign body invasion, turn in on the body itself.

d) Glandular Fever: a viral infection that affects the whole body caused by the Epstein Barr Virus. In a proportion of cases the virus progressively damages the thyroid tissue though this may not be obvious for some time. 30% of Dr. Peatfield’s thyroid patients are affected in this way.

e) Major Trauma: a bad accident or life event.

f) Thyroid Trauma: damage to the thyroid from the outside eg. Whiplash - 30% of people who suffer whiplash go on to develop hypothyroidism (underactive thyroid).

g) Surgery:  some surgery can have a lasting effect on the body eg. Cholecystectomy, Hysterectomy and Tonsillectomy.

h) Pregnancy: in a traumatic pregnancy eg. caesarean section or retained placenta, the thyroid may be affected.

i) Treatment for an over active thyroid: ie radio active iodine or the surgical removal of part of the thyroid.

3) Conversion Failure: T4 which is bound to protein in the body has to be converted to pure protein free T3 for use by the body. This process may not work properly. The Brain desperately needs T3 to function efficiently and the commonest cause of depression is due to an underactive thyroid.

4) Receptor Uptake Failure: there are “receptors” in each cell where the thyroid hormone passes into the cell. These may be resistant and take up less than they should.

5) Adrenal Insufficiency: Damaged or overworked adrenals do not work as well as normal and produce less hydrocortisone and cortisol. This affects thyroid production and uptake. (Adrenal Insufficiency produces a number of symptoms of its own and can complicate the picture further).

6) Toxins: Lead, Mercury, PCB’s, Dioxins and Flouride.

7) Drugs: eg Lithium which is thyrotoxic.
Symptoms of an underactive thyroid are so many that the patient may feel like a hypochondriac but it must be remembered that low thyroid can affect the functioning of any or all bodily systems.  The list of symptoms experienced depend upon how long the problem has been going on and the severity of the deficiency.

Whilst not a comprehensive list some of the more common ones are:-

Weight Gain; Lowered Body Temperature; Lack of Energy; Chronic Constipation; Nervous Disorders; Loss of Memory/cognitive problems; Arthralgia; Headaches; Dry Skin with possible eczema and rashes; Deepening and hoarseness of the voice; Infections; Atherosclerosis; Slow Pulse; Muscle Weakness; Fatigue.

Some patients experience a group of these symptoms and feel quite ill yet they have “normal” blood test results and are not given the thyroxine treatment they need. This is because most doctors rely on “evidence -based medicine” eg blood tests and not on listening to the patient.     

There are alternative Tests which can be done to check for an Underactive Thyroid but these are not favoured by most medics. These are:-

Barnes Basal Temperature Test. This requires taking one’s temperature on waking. A reading of 36 degrees or less is virtually diagnostic.

24 Hour Urine tests. This test measures the actually thyroid used by the tissues and excreted in the urine. It is not available in the UK but can be paid for privately in the Netherlands at a cost of £50.

Dr. Peatfield went on to explain the role of the Adrenal glands which sit on top of the kidneys and produce important hormones, two of which are adrenalin and noradrenalin. These are the hormones that allow the body to deal with stress. This is the fight or flight reaction. The production of these hormones is governed by the Pituitary Gland. If there is too little adrenal hormone then the thyroid hormone won’t work properly. Too little adrenal hormone is called “Low Adrenal Reserve.” 

There is a list of signs which the Physician will look for if he suspects Low Adrenal Reserve. One of these is changes in blood pressure on standing up. In a healthy person the top blood pressure reading rises on standing from sitting. In Adrenal weakness/Low Adrenal Reserve, the mechanisms for adjusting blood pressure upward do not work properly so that on standing up the top blood pressure may fall. This is called Postural Hypertension and is a cardinal sign of low adrenal reserve. 

There are a number of tests that are carried out to check the Adrenals though some tests are of no real value. Dr. Peatfield says the 24hr urine test to measure the breakdown products of cortisone and that of the thyroid is useful. It this test is conclusive it is important to support the Adrenals before treating the thyroid. Many people could be suffering from undiagnosed and untreated Hypothyroidism and Low Adrenal Reserve.

Dr. Peatfield said that it is possible to improve Thyroid and Adrenal function by good nutrition and appropriate supplements. He also uses Natural Thyroid hormone from pigs-Armour Thyroid- and Adrenal Gland Extracts.

His book “The Great Thyroid Scandal and How to survive it” is available from Barons Down Publishing Ltd, Barons Down, Whitehill Road, Meopham, Kent DA3 0NY for £14.94 incl p&p.

 Thyroid Study
Are you the 1 in 4?

Thyroid Patient Advocacy -UK (TPA-UK) has recently put together the largest hypothyroid patient survey ever to be carried out in the UK for sufferers of the disease. It is hoped the results of the survey will raise  awareness of this debilitating illness, which can strike at any age and affects 1 in 4 of us, mainly women.

Symptoms include unexpected weight gain, hair loss on both head and body, infertility, extreme tiredness, mood swings, loss of libido, coldness, high cholesterol, memory loss, depression and dementia among many others. Because of the wide variety of symptoms experienced, the patient may be wrongly diagnosed, or thought to have other illnesses such as ME, Fibromyalgia (FM), menopause etc.

Some common and often undiagnosed symptoms and dangerous consequences of low thyroid include: serious mental problems; seizures; heart disease; diabetes including misdiagnosis and complications; constipation resulting in colon cancer; all female problems (due to high amounts of dangerous forms of oestrogen) including: tumours, fibroids, ovarian cysts, PMS, endometriosis, breast cancer, miscarriage, heavy periods and cramps, bladder problems leading to infections, and others....


If you wish to take part in the patients' hypothyroid survey, please contact hypothyroidpatientsurvey@tpa-uk.org.uk with your name and postal address, or telephone NSM Research direct on 01865 310073. Alternatively, you may wish to complete this survey on-line on our website www.tpa-uk.org.uk, where you will find more information about the condition.

-Sheila Turner
Thyroid Patient Advocate.

Research Study

Final year Pharmacy Students have once again carried out two studies of aspects of ME/CFS. This time the studies were very specific, centred round Procaine Infusions and Immuno-Gammaglobulin Injections therefore there were only a small number of suitable participants.  Both students have now written short reports of the studies

Procaine Infusion Study

Hi to everyone at the ME/CFS support group.  I would like to share with you the results of my project on ME/CFS.  The report assessed the effectiveness of procaine in alleviating the symptoms of the condition.  From the results of the questionnaires that were sent out to various members of the group currently on procaine treatment, it was found that the drug improved the symptom of pain to the greatest extent.  This is due to the fact that procaine, which is a local anaesthetic, acts by blocking pain impulse conductions to the brain which in turn leads to an increase in the pain threshold of tender points around the body thereby blocking the chronic pain felt.

 From the results of the questionnaire it was also found that people reported an improvement in symptoms such as fluid balance, temperature regulation and sleep disorder.  The mechanism through which procaine alleviates these symptoms is thought to be related to the pain reduction which improves factors such as length of sleeping time and appetite.  These factors increase general health thereby inadvertently causing an improvement in various other symptoms of the disorder.

Finally, I would like to thank Pauline Donaldson and the members of the support group for being so welcoming and especially those members who took the time out to complete the questionnaires sent to them.

 - Thank-you 

Aysha Manir

Immuno-Gamma Globulin-IgG Injections

Often patients with ME/CFS present with immune system abnormalities and/or a persistent virus.  The former may allow the other and similarly the latter may be the cause of the former.  Working on this theory some groups have looked at various treatments based on correcting the immune abnormalities, one of which is giving immunoglobulins (Ig) to the patient, more specifically immunoglobulin gamma (IgG) which is responsible for providing the body with ‘antibodies’ to a broad range of ‘antigens’.  Antibodies could be described as the ‘antidote’ to antigens which are the part of a virus that trigger the immune response causing the symptoms of infection.

IgG is naturally occurring in the body and is produced as part of the immune response to a virus.  However, in patients with ME/CFS there is a notable deficiency of the specific IgG subclass meaning the ability of the body to ‘fight off’ infection is reduced allowing the symptoms of ME/CFS to occur.

IgG replacement therapy has been successfully used in other immune conditions on the basis of a general correction of the immune abnormalities - perhaps by ‘boosting’ this system.  In terms of treating ME/CFS in this way, evidence is mixed with Kerr et al., 2003 finding benefit in a case study of three patients; Lloyd et al., 1990 observing an improvement in a ‘responsive’ group of patients; Peterson et al., 1990 concluding IgG therapy was ‘unlikely to be of benefit in the treatment of patients with ME/CFS’; and Lloyd et al., 1997 deciding that, over the ME/CFS population studied, IgG failed to provide benefit, but adding that this therapy should be re-evaluated if a specific sub group of ME/CFS patients with genuine viral onsets could be identified.

As part of my university project, I aimed to determine how available, affordable and effective IgG was in treating ME/CFS according to patients and prescribers (Professor T. Daymond and Dr. I. Spurr).  I predicted that patients who could remember suffering infection prior to their ME/CFS symptoms would experience a more favourable outcome from treatment with IgG.

I noted a 57.3% reduction of individual symptoms with no reported side effects.  One of the patients, who could not identify an infection prior to onset of ME/CFS symptoms, experienced considerably less benefit than the others, confirming the possibility of sub groups of patients.  

In terms of affordability, patients were unable to receive the treatment on the NHS so patients were funding their own treatment at £20 per 5ml.  In terms of accessibility GPs may be unwilling to prescribe privately and patients were travelling up to 20 miles to receive IgG therapy.  The apparent willingness of these patients to overcome such problems indicates the benefit they felt from this treatment.  However, not all patients could receive the prescribed dose of 5ml (subcuvia) weekly, some reducing to fortnightly or once monthly with noticeably ill effects.

It is clear from this project and the literature that IgG treatment of ME/CFS is a life long process, although Dr. I. Spurr suggested that if the condition were ‘caught’ early enough and treated immediately it could be cured within three months using a regimen of IgG, rest and Vitamin C and choline.  

What needs to be done now, in my opinion, is:

a) To ensure early diagnosis of the condition with better diagnostic techniques and more support for GPs 

b) The undertaking of large, well-designed clinical trials to identify sub groups of ME/CFS patients who can then be targeted with specific treatments.

Unfortunately, this project was too small from which to draw definite conclusions with regard to treatment of ME/CFS with IgG.  

Thank you to all the members of the ME/CFS support group who gave their time to this project and to Prof. T. Daymond and Dr. I. Spurr for their input.
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The Work of Professor Basanti Puri  
- Book Review by Shirley Trickett
Chronic Fatigue Syndrome-A Natural Way to treat ME. 

Published by Hammersmith 2005 ISBN 1-905140-00-2

This is an excellent book in which the writer has the communication skills to make it readable for ME sufferers and also includes enough information on the research behind it to engage the interest of health professionals. It is available from good bookstores and can be ordered from local libraries.

Professor Puri is a Consultant at the MRI Unit, Imaging Sciences Dept, Hammersmith Hospital, London and the Head of the Lipid Neuroscience Groups, Imperial College, London.

Professor Puri’s book describes how he has found evidence of reversible brain changes in ME sufferers. Ventricles (chambers) in the brain on MRI scans are larger in ME patients than normal. These revert to normal size after 3 months on a nutritional supplement which will be described later. He has also found a clear difference in brain chemistry in such patients. 

High levels of the chemical choline have been found in the occipital cortex (the base of the brain) The reason for this transpired to be a problem with the turnover of Omega-3 and Omega-6 fatty acids in the membranes of the cells of that part of the brain. He had already found these changes in depressed patients.

Omega Fatty Acids:

Although fatty acids are found in food, it has long been known that supplementation with Evening Primrose Oil and Fish Oils have been of benefit in a wide range of conditions. It seems that for the ME patient a special formulary is necessary. Fatty acids supplements generally on sale could be ineffective for them, because they contain omega 3 (DHA). DHA has been found to make ME patients worse. This is explained in Professor Puri’s book.

Editors Note- This article is an excerpt of a lengthier piece of work produced by Shirley. Lack of space does not permit a reproduction of the article in its entirety. For a complete copy ring Pauline on 0191 4556959. 

A Letter to Mr David Blunkett  

Date: Monday,  10.10.05
Mr. David Blunkett, MP.,
House of Commons,
Dear Mr Blunkett,

You were nearly responsible for me crashing my car this morning whilst driving to my local hospital for an appointment whilst listening to Radio 4. You were quoted as stating that ‘people on incapacity benefit should stop sitting at home watching daytime TV & get out and do a job’.

I have worked for 24 consecutive years as a schoolteacher/college lecturer, working very, very hard and paying taxes and behaving as a model citizen (and also supporting Labour actively, including delivering leaflets for Labour in a Tory area).

I have since then developed a series of medical conditions of which the most serious is ME/CFS which deprives me of the energy to function normally & live a normal life.

I was sacked because of my incapacity & inability to do the job to which I have been devoted for my entire life. In the same week, about five & a half months ago, the incapacity benefit I was correctly being paid was cancelled. This was due to me completing the 64 page application form with an optimistic view of my health problems due to my natural disposition & a medical that was by any standards pathetic - it simply did not examine my serious health problems (no understanding of the medical condition ME/CFS was shown) & it came up with the utterly unbelievable view that I was not entitled to I.B. & consequently my income for the last 5 ½ months has been ZERO.  I repeat, NOTHING. ie  £0.

(I thought, incorrectly, that we had a welfare state).  Thank you for this gross failure in the system*.

*In my recent experience there is no system ie. it does not achieve what it sets out to do. My case is classic. A more deserving case could hardly be imagined & the system has totally failed me.

As there is a review of I.B. I would be pleased to contribute my views as a highly interested individual I would also, Mr Blunkett, like to ensure that you are aware that your statement has insulted me in the most crass, simplistic and deeply offensive manner.

I am utterly dismayed & deeply appalled by your comments.  Some sort of explanation / apology would be extremely appreciated,

 

Yours Very sincerely,

 Mr. Philip H. Taylor BSc(Hons), PGCE(distinction) ,CBiol, MIBiol

That’s all for now folks – Take Care.
A LECTURE/DISCUSSION IS TO BE HELD ON 

THURSDAY 17Th NOVEMBER 2005

 “Unravelling the mysteries of ME/CFS”
A brief background to the illness, an update on research findings

 together with current and planned investigative projects.

 at

 THE MURRAY LIBRARY LECTURE THEATRE

UNIVERSITY OF SUNDERLAND

CHESTER ROAD

 SUNDERLAND

 6.30PM.

 Key speaker

Professor Malcolm Hooper

Emeritus Professor of Medicinal Chemistry

Together with other members of the ME/CFS Community.

Admission is free and refreshments will be served in the foyer before the lecture.

This is a “not to be missed” event for people with ME/CFS, their carers, families and also for professionals.

 For further information on the event and to book a place please contact Pauline on 

0191 4556959

STOP PRESS
1) Dr Vance Spence of MERGE (Myalgic Encephalomyelitis Research Group For Education and Support) is to be a key note speaker at our ME Lecture on November 17th Sunderland University Library Theatre. (see back page of newsletter)

2) Our pre Xmas lunch/get together is on November 30th at 12.30 Ragamuffins Restaurant (first floor, above the Waterfront Pub) Mile Dam South Shields. Ring Pauline to reserve a place 0191 4556959 

Chairman’s Report


Firstly, I would like to take this opportunity to invite you all to our second Annual General Meeting as an independent group.  We are changing the style of previous AGMs in that we are making it into a social evening.  It is to be held on Wednesday 7th August 7.00 p.m. at Nookside Centre, Grindon Sunderland.  


We will be starting with a very short meeting followed by an interlude of live folk music and a poetry reading.  To finish we will have a buffet supper.  The bar will be open for those that are able to drink. All members are welcome and feel free to bring a friend or relative along.  It will be a fitting celebration of another productive and successful year.


Our membership is evergrowing and we are trying to keep up with the extra work involved.  I am grateful to my fellow committee members for their ongoing help and support. We are indebted to Brian Slee for volunteering to act as group secretary until the AGM. 


The launch of our website has been delayed by circumstances beyond our control.  Please keep checking as hopefully it will not be too long before we are “on line”.


Our project to buy a laptop computer that members can borrow to allow contact by email with other members is going well.  We received a very generous donation of £250 from Sunderland Lions towards it, bringing the total raised so far to £350.


Finally can I thank you all for your continued interest in the group.


- Leslie Tate.
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Disclaimer:  The views expressed in this newsletter are not necessarily those of the Committee, or the Support Group as a whole.  Treatments are not recommended, although contributors may express an opinion, give information and/or recount their experiences.
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