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Chairman’s Report

Please accept my apologies for not seeing you at group meetings recently.  Both Joan and I have struggled with our health since January of this year and have been mostly confined to the house.  In recent weeks Joan has had a bout of pneumonia from which she is now recovering - thankfully. So hopefully we will see you soon.

Try, if you can, to come along to our group meeting in July to meet with representatives from the Primary Care Trust (PCT).  They will be giving a presentation on the new medical service soon to be launched for people with ME/CFS for South of Tyne (Sunderland, South Tyneside and Gateshead).  The LMDT (Local Multi-Disciplinary Team) will consist of a Medical Consultant, Physiotherapist, Occupational Therapist, Psychologist and a Nurse Specialist.  Members of our group have been involved in the Steering group to develop the service and we have gathered your opinions via a questionnaire but now this is your opportunity to have your questions answered and to offer your views directly to the professionals concerned.  This is to be followed by a “Stakeholder Event” for professionals and other interested parties and will be led by the PCT. A provisional date for this event has been set for September 28th.   

We are holding our Annual General Meeting in October this year.  This is in an attempt to avoid the usual holiday season and as Nookside is closed for 2 weeks there will be no monthly meeting in August. As in previous years this will be a short AGM followed by a social evening and buffet supper.  Our full Management Committee is re-elected at the AGM and we welcome nominations for membership of our management committee.  Nomination forms are available by contacting the group help line on 0191 4556959.
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· Leslie Tate
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Nominations

We are inviting nominations to our Management Committee. Nominees must be members of the support group and be nominated and seconded by group members.  At all times 60% of the management committee must be people with ME/CFS or related illnesses.  The term of office is for one year and meetings are usually held 5 or 6 times a year.  For a nomination form or for further details please ring 0191 4556959.  Completed forms must be returned by 31st August and if there are 12 or less nominations then ballot papers will not be sent out.
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Dates for your diary

July 20th:
Group meeting at Nookside 7.00pm - Presentation on new ME/CFS medical service by representatives of Sunderland Primary Care Trust.

August:

No group meeting.

September 21st:
Group meeting at Nookside - 7.00pm.

September 28th:
Stakeholder event on new ME/CFS Medical Service – Nookside - details to be finalised.

October 26th:
Annual General Meeting and Social Evening 7.00pm. Nookside. 

 Wedding Anniversary
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Joan and Leslie Tate celebrated their 58th wedding anniversary in March of this year. They are pictured here having lunch at The Grange Hotel, Fulwell, the actual venue of their wedding reception all those years ago! Congratulations and best wishes to them both and here’s to the next 50 years!!      
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Safety in the home - Fire kills.

If you or someone you know does not have a smoke alarm in their home then they can have one fitted free by contacting the Fire Brigade on 0191 4441170 or 0191 4441182.  They will also exchange your chip pan for a deep fat fryer at no cost too! See also:
www.firekills.gov.uk.

Welfare Rights Advice

Outreach Welfare Rights Project in Sunderland, Old Felstead School, Fordfield Road, Sunderland, SR4 ODA. 
Tel: 0191 514 2930
                               E-mail: outreachwelfarerights@btconnect.com
Free, confidential, independent advice on welfare benefits e.g.:  Pension credits, Income Support, Working/Child Tax Credits, Housing/Council Tax Benefit, Incapacity Benefit, Disability Benefit, Social Fund.

They also offer:-

Benefit calculation to check entitlement is correct; advice on claiming disability benefits and advice on appeals against decisions on welfare benefits;

Regular drop-in centres are at:-

Pennywell Neighbourhood Centre, Portsmouth Road.

Ford Sure Start, Old Felstead School, Fordfield Road.     
Pennywell Community Centre, Portsmouth Road.
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Pallion Action Group, 5 Eastmoor Road.

Eye tests at home

If you have difficulty getting to the Opticians, you can have a free eye test at home. (free test are available for all who qualify for NHS domicilliary optical services). The “Outside Clinic” is the UK’s longest established and largest provider of “at home” eye testing service and uses the very latest in portable testing/diagnostic equipment. They can bring the high street consulting service to you in the comfort of your own home. For further information ring 0500295245.  or    www.outsideclinic.com
Disabled Parking on   www.parkingforbluebadges.com
This website is dedicated to disabled parking issues in London where there are variations in the rules between the London Boroughs. There are easy to read maps showing the locations of blue badge bays and details of the time restrictions etc. Also included are 98% of London Car Parks with information about height restrictions and Disabled access category. 
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 Farmers’ Market
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A farmers’ market is held every second Saturday in the month from 8.30am till 3.30pm in the car park of Hartlepool’s Maritime Experience. The event, run by the Northern Dales Farmers Markets, will sell produce direct from farms e.g. organic home reared meats, vegetables and cakes, cheese, eggs, chutneys, jams, etc. All produce will have been grown, brewed, pickled, smoked or processed by the stallholder. The next market is on July 9th and then fortnightly after that date.

Elizabeth Finn Trust

The trust gives financial help to individuals whose careers have been interrupted or ended through illness, accident or family breakdown; and to pensioners on an inadequate income. They help British or Irish people from 120 occupations e.g. teachers, nurses, managers, senior secretaries, farmers and artists.

Grants can be given towards household and disability equipment and might be available to help with the cost of repairs and replacements e.g. leaky roof or broken boiler. Many applicants qualify for a weekly allowance of up to £20, which can be added to the basic level of Income Support without affecting benefit entitlement.

For further Information contact The Elizabeth Finn Trust  on 0800413220.

http://www.elizabethfinntrust.org.uk/ [image: image10.png]
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It’s a Girl !!!

One of our long standing members, Rachel Marshall (nee Dixon), has had a baby girl. She was born on the 1st of June and weighed in at a respectable 7lb5½ oz. Baby Katie is a welcome addition to the Marshall family who already have a 3-year-old son called Sam. Congratulations to proud dad Jeff and well done to Rachel.

The Shaw Trust - one member’s experience.

As people with CFS/ME, the prospect of returning to work is one we all hope to achieve some day, however, as much as we long to do it, taking that step can be very daunting. Not only do we have to be sure that our health will allow us to work, but there are many pitfalls and hurdles that we must overcome involving the benefits of those who have been claiming incapacity benefit for more than 26 weeks. Do not fear - help is out there. I am sure most of you have heard of The Shaw Trust. It is an organisation that works alongside the benefits office as an employment broker. They offer several different services to people. The services are to be found in various places you are likely to frequent, such as the doctors, the hospital and the benefit offices, as well as libraries. I picked up one of these leaflets some time last year, (on one of my many visits to the doctor), when the prospect of work still seemed a long way off. I kept it for the day I would be ready for work, as I was sure it would come, eventually!  That day came in January this year. My health had been improving and I was confident that I would be able to think about some type of work. I retrieved the leaflet and took the step of telephoning the number on it.  I will admit to being quite anxious at that point, as I didn’t know what to expect. Would they make me work immediately or would my benefits be stopped because I had shown an interest in working? The adviser I met put my mind at ease. She explained that there were several different routes they could help me with, and more importantly, they would move at my pace. There was no pressure to find a job just because I had contacted them. We set up a meeting with one of the advisors for two weeks time. During that time I had many worries and questions, which I wrote down ready to clarify at my meeting.

When the time came I went along with my husband, (I always think it’s handy to take someone else they seem to think of better questions than me, as I try hard to take everything in but don’t always manage!) and met the advisor. She took down  details of my age, illness, health problems, employment history and any qualifications I had that would help. As I was determined I would return to work I had already decided how I wanted to do it, so the session was pretty much lead by myself, the advisor simply pointed me in the right direction and told me what I could do legally without affecting my benefits.  I had decided I needed to ‘try’ working again to see if I could actually do it, so she put me in contact with a work placement officer. However, she could equally have set me up with some kind of re-training programme had that been the way we agreed I should go.

The only criticism I have of the process is that it took five weeks to get a meeting with the placement officer set up. I met with the adviser again and discussed what I wanted to do and she set up the necessary meetings with a placement employer. I was lucky as my old employer agreed to allow me to do my placement there, but the officer would have found me somewhere suitable. We set out the hours I was able to do without affecting my benefits. You can do up to 16 hours per week, and can combine it with permitted work. The placement employer agrees to pay you and you can be paid as long as you earn under a certain amount each week. Initially the placements are for six weeks, but can be extended for up to thirteen weeks if you feel it is necessary.  There is no obligation for you to find a job after the placement has ended if you, the employer and placement officer agree you are not ready for work.  Before you begin your placement, the officer will go to the placement site and carry out a health and safety check as well as informing the employer of any health problems they have to take into account.

After all the checks had been done, I began my placement on 11th April.  The placement officer came out twice to see me and my employer to check everything was ok. So you are not left alone to get on, the Trust tries very hard to make sure you are happy and comfortable with all that is happening.

After my six weeks was up I felt that I was ready to return to work on a part time basis. So when I had found a job and had a start date, which the Shaw Trust can help you with, I had another meeting with my adviser. She helped my complete all the necessary forms and advised me if I was entitled to receive any other benefits or tax credits. One of the reasons I feel it was a good idea to go through the Shaw Trust is that they will support you in taking part in the ‘52 week linking rule’. This means that your benefits are protected, so that if within 52 weeks of returning to work, you have to go on the sick with the same illness you will return straight to the benefits you were on before you began work. They will also advise you of any grants you are entitled to (although they are called grants they do not expect any of the money back). The grants vary depending on your circumstances, but initially I was allowed £200 start up from them, £100 from the benefits agency and £40 per week as I was working over 16 hours a week but earning less that £15,000 per year. They even sent me to Dorothy Perkins to choose an outfit for my first day at work on them!! If I am still in employment after 13 weeks they will give me another £100 as a “well done! bonus”.

I am now into my second week of ‘proper work’ and am feeling good. However, I have not been left alone just because I am back at work, an adviser will ring me once a week for four weeks and then periodically after that to make sure I am ok and see if there is anything I need. I feel confident in my work as I know they are just a phone call away should I need anything. For me, this has been an invaluable service as it has given me the confidence and safety net to return to work. I hope that if you have need for such a service, you will also have such a positive experience.

-  Clare Allen.

The Shaw Trust can be contacted on:        

                 Tel: 0800 085 1001     or     E-mail: www.shaw-trust.org.uk
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ARE YOU A CARER?

Good News! 

Sunderland Carers’ Centre has agreed to include ME/CFS in its 2005/2006 Business Plan. This means Mav Cuthbertson from the Carers’ Centre will be giving some of her time to linking with ME/CFS Carers.

Some Carers find it hard to use Carers’ Services because they do not want to give the impression that they aren’t coping. This isn’t what the Carers’ Centre is about. The staff, such as Mav, are there to share information and ideas and provide enjoyable activities, as well as a listening ear, whether you are a young carer or older. You will find a form to complete with this Newsletter from Sunderland Carers. Do fill it in, or ring Mav. Written responses and calls will be confidential.

Many of you in our Survey asked for services around the task of being a carer whether you are helping someone with ME/CFS, or care for others whilst having ME/CFS yourself. Some of our Members tell us they have contacted the Centre and wished they had done so sooner.  Do use this well-established Service – it is for you. Give it a go !

- Jean Lovie.

Sunderland Carers’ Centre Tel. No:-  0191-5673232.

NB If you live outside of Sunderland, you will be guided to your local Carer Services.  

Note: As a person with ME/CFS, I am reliant on members of my family every day and have not really thought of them as my “carers” as they are unpaid. I was surprised therefore to read the following information:

Carers give the essential care that people need and at £44.35 per week (the basic carers’ allowance) or 168 hours at 26 pence an hour, they save the Government £34 billion a year. The majority of these 24-hour carers have given up their lives and their own income and careers to care for a loved one, willingly, but it does not stop the impact on the family home and finances as well as the inability to save for their own retirement and the impact on their own health and well being.

[image: image16.wmf]- Pauline Donaldson
Fundraising Report
We are grateful for the following donations received since April: Anonymous - £10 
and B. Robson - £5.

Fundraising Receipts:

Cartridge recycling


£305.75 
Gift Aid on sponsored events

£402.49 
Rotary Prize Draw 


£416. 00

[image: image17.wmf]The Sunderland Rotary Club Prize Draw was held on May 17th 2005. Unfortunately we did not sell any winning tickets this time but we raised valuable cash for group funds.  Of the total tickets sold £416 was returned for group funds (20% was retained by the Rotary Club for their own charity and admin). This draw is held once every 2 years and we are one of only 11 groups that have taken part in all three and the amount we raised was the third highest of all. So well done and thank you so much! Particular thanks go to Tom Forsyth who once again co-ordinated ticket sales on our behalf    -    Thanks Tom! 

Prize list:

10122 - J. Healey -  £500.


23320 - S. Pink - TVD/Video.

20161 - E. Holcroft - £250 Carpet Voucher.
29856 - E. Simms - Port. 

12165 - R. Knowles - Biscuits.

06301 - Mr. Rogers - Boots Voucher.

26535 - W. Adamson - Vodka. 

19342 - M. Appleby - Brandy.

28595 - E. Rochester - Wine. 

10622 - A. T. Cosgrove - Teddy Bear.

00719 - W. Thompson - Wine.

20101 - A. Hutchinson- Wine.

06316 - Mr. Seaman - M&S Voucher. 
24060 - J. Jones - Voucher for meal at the Pulman Lodge.

28901 - M. Forster - Day Pass for the Marriott Leisure Centre.

23063 - T. Pearcy - £50 Voucher for Paint and Wallpaper from F. Williamson. 

  ABOUT YOU
As you will know to send you a newsletter, our Group has a record of your name and address and in some instances your telephone number where you have given this to us. This information is carefully stored with safeguards built in and is only accessed by one Committee Member, Mrs. Pauline Donaldson. This is rightly so, to protect your information. You can ask at anytime to see your particulars and indeed have a right to do so.

Recently for service planning purposes, we have been asked how many of us are in the various age bands, say under 18, 18-45, 45-65, 65 upwards. Age affects which parts of Social Services and Health Sector we may access. This has led us as a Group to question if we should be asking members if they would object to indicating which age bands they will admit to being in. If you have any thoughts about this please contact us.   No changes will be made without notification.

- Your Committee.
Social Care Services Update!

Since the last Newsletter, some Members of your Committee have met further with Social Services representatives in Sunderland, South Tyneside and Gateshead. Work on two leaflets is progressing, listing the up to date telephone numbers and addresses where you will be able to contact your local Social Services and Welfare Rights Services. We hope to have these ready in July. We are keeping the format simple so that they can be altered and reproduced as office locations and telephone numbers change.

 You may have seen in the press that the Department of Health has been issuing a major Green Paper which finally will give Social Services greater flexibility regarding how your needs could be met. The Paper asks of Social Services that they explore further ways of providing more flexible and tailored care. You can ask to discuss with a Social Worker and Community based Occupational Therapist, possible ways of maintaining your independence and energies by designing help around you and your circumstances. Some times quite small innovative measures can make all the difference when you are tired. You can ask for an Assessment and you will develop your own Care Plan with a Social Worker. Our Survey showed how many of us have day to day difficulties coping because of illness but don’t make contact with Social Services or Carer Centres for probably a range of reasons. Do give it a try!

 If you have difficulties contacting people ring our own Helpline-01914556959 and assistance will be given to find out where to go . You will not have to discuss your affairs if you use our Helpline in this way.

Our Group Committee has been meeting with senior Social Services Managers locally to see how our social care needs can be better addressed within the new planned ME/CFS Service. These meetings are to continue and you will be updated shortly. The Survey results have proved invaluable in explaining to the above Managers what many of us face on a daily basis. If you have any further ideas how we can, as a Group, build closer links with Social Services, please ring the Helpline and share your thoughts. We should say that the Managers we have met, have taken time to listen and wish to help further. This networking we think will lead to more Social Workers who know more about ME/CFS, but it will take time. As a Group, we too have to understand how the Services work and the dilemmas they face. Watch this space and please give your ideas and comments to your Committee, via the Helpline 0191 4556959.
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 Early Day Motion calls for ME research

Action for ME led the way in supporting Early Day Motion 260 tabled by David Taylor MP at the House of Commons which has so far been supported by 82 other MPs.

It is important for as many people as possible to write to their MPs asking them to kindly sign the EDM and perhaps saying how you have been effected and for how long, etc.  Even those MPs that are known supporters still have to be reminded about the plight of those with ME/CFS and the need for improved local specialist services and state-funded research, etc.

Please write to your Member of Parliament today at the House of Commons, London SW1A 0AA asking him or her to sign EDM 260:-

‘Early Day Motion No. 260 - Scientific Research into M.E. 

“That this House recognises 2005 as the 50th anniversary of the first description in medical literature of the illness ME and is concerned By the subsequent lack of scientific research into the illness during that time, which has been the cause of distress to the quarter million M.E. sufferers in the U.K; reminds the government of the study ‘M.E: Cost to the Nation’ that put the annual economic cost of M.E. at £3.5bn; is dismayed to learn that one of the few scientific studies into the causes of this illness, carried out at Glasgow University, is under threat from lack of funds and calls upon the government to provide the necessary funds to secure and promote this and other studies into the cause and treatment of M.E.”.

Research Study Results

The abstract of a MERGE-funded study showing an association between clinical symptoms and isoprostane levels in the blood has just become available on-line, and is given below and at:

http://www.meresearch.org.uk/research/sponsored/oxidative_stress.html. 

Publication of the full scientific paper is impending, and a comprehensive "Comment by MERGE" will be provided when publication occurs.

Title: Oxidative stress levels are raised in chronic fatigue syndrome and are associated with clinical symptoms.

Authors: Gwen Kennedy, Vance A. Spence, Margaret McLaren, Alexander Hill, Christine Underwood and Jill J.F. Belch.

Journal: Free Radical Biology & Medicine.

Institution: Vascular Diseases Research Unit, The  Institute of Cardiovascular 
Research, Dundee, UK.

Support: The study was funded by the charity ME Research Group for Education and support (MERGE - charity number 1080201), Perth, UK. Further support was also received from the Sir John Fisher Foundation (Educational Grant). 

Abstract: The aetiology of chronic fatigue syndrome (CFS) is unknown; however, recent evidence suggests that excessive  free radical (FR) generation may be involved. This study investigated for the first time levels of 8-iso-prostaglandin-F2a-isoprostanes alongside other plasma markers of oxidative stress in CFS patients and control subjects.
Forty-seven patients (18 males, 29 females, mean age 48 [19-63] years)
who fulfilled the Centres for Disease Control classification for CFS and 34 healthy volunteers (13 males, 21 females, 46 [1963] years) were enrolled in the study. The CFS patients were divided into two groups; one group had previously defined cardiovascular (CV) risk factors of obesity and hypertension (group 1) and the second were normotensive and nonobese (group 2). 

Patients had significantly increased levels of isoprostanes (group 1, P= 0.007; group 2, P = 0.03, unpaired t test compared to controls) and oxidised low-density lipoproteins (group 2, P = 0.02) indicative of a FR attack on lipids. CFS patients also had significantly lower high-density lipoproteins (group 1, P = 0.011; group 2, P = 0.005). CFS symptoms correlated with isoprostane levels, but only in group 2 low CV risk CFS patients (isoprostanes correlated with; total symptom score P = 0.005;
joint pain P = 0.002; postexertional malaise P = 0.027, Pearson). 

This is the first time that raised levels of the gold standard measure of in vivo oxidative stress (isoprostanes) and their association with CFS symptoms have been reported. 

- Dr Neil Abbot. Director of Operations MERGE

ME Research Group for Education and Support (Charity no. 1080201) The Gateway, North Methven St, Perth PH1 5PP, UK.
You can now help us ENERGISE ME RESEARCH while you shop on the internet:

http://www.meresearch.org.uk/friends/shopping.html
Borreliosis/Lyme &  ME/CFS in the UK

Introduction

Many people in the UK with ME/CFS who are now being tested privately are finding they are infected with bacteria from the Borrelia species that cause borreliosis or Lyme disease. It wouldn't be surprising if a very significant percentage of those currently with a diagnosis of ME/CFS are actually infected with Borrelia or similar bacteria. An email group poll showed that 80% of those with a diagnosis of borreliosis or Lyme disease had a previous diagnosis of ME/CFS.
Borreloisis and Lyme Disease:

 Borrelia is the name of a group of  bacteria, of which there are many species, over 300 I believe, some of which are pathogenic. Borreliosis is the  name of the disease caused by infection with these bacteria.  Lyme disease has a narrower definition and can only be caused by 3 strains of Borrelia so it can exclude many people with long term illness caused by the bacteria. The terminology used to define infections caused by Borrelia are not clearly defined. Lyme disease and borreliosis are often wrongly used interchangably in the literature and sometimes the terms Lyme borreliosis and neuroborreliosis are used. Although the term borreliosis would be far more appropriate,  it is seldom used in the UK which is why I often refer to the term borreliois/Lyme.

Lyme disease was first recognised in the USA in 1975, when an outbreak occurred in  Lyme, Connecticut, USA . The Borrelia bacteria were only discovered in 1982 which is one of the reasons why many people, including doctors, don't know much about it. Some people who have borreliosis/Lyme have co-infections with other tick-borne pathogens such as babesia, erlichia or bartonella, and these cause illness too.  Babesia are malarial-like protozoa which infect red blood cells, while the others are bacteria.

More about Borrelia:

Borrelia bacteria are very large spirochaetes with a long thin spiral type shape and are  similar to those causing syphilis.  They can exist in several different forms including a dormant cyst, a motile spirochete and intracellular cell wall deficient forms. The spirochaete is  able to change to a different form when a threat occurs (e.g. from the immune system or antibiotics) making it very difficult to eradicate. Borrelia can rapidly invade every type of tissue and every system in the body causing havoc in the host. Many symptoms are caused by Borrelia as it causes the immune system to produce cytokines (chemical messengers that help to regulate the immune response) and it produces many biotoxins, mainly neurotoxins, which are attracted to many areas of the body such as the central nervous system, peripheral nerves, muscles, joints, lungs  etc.

A main source of Borrelia infection is by a tick bite from an infected tick.  Just one bite is all you need from an infected tick – this is only the size of a pinhead and may go unnoticed by the victim. If you read the literature on Lyme, it often refers to the 
American Deer Tick as being the source of infection, but in the UK the main vector is the Sheep Tick.  Its small creatures like mice and birds which are natural reservoirs for the infections in the UK and it is they who provide the first meal for the newly hatched baby ticks. However, any animal could have ticks which carry Borrelia, including pets. Migrating birds can carry all sorts of bugs and 
infected ticks from other countries such as Africa.. 

It is not just ticks that can transmit the infection.  Any biting insect such as mosquitos and fleas are now believed to be able to carry and transmit Borrelia too. It is possible that Borrelia bacteria can sometimes be transmitted from mother to baby via the placenta, in breast milk, between sexual partners, and also by blood transfusions, though this is not yet widely accepted and more evidence is required. Borrelia has been isolated  in human body fluids such as semen, tears and urine, unpasteurized cow's milk and even found in African dust.

There are 3 strains of Borrelia defined as causing Lyme disease, but there are also other strains which are pathogenic. In the USA it is Borrelia burgdorferi sensu stricto which causes Lyme disease, while in the UK and Europe it is B. burgdorferi ss, B. garinii or B. afzelii. B garinii is thought to  cause more neurological symptoms than B. burgdorferi ss and B. afzelii is thought to cause more cutaneous symptoms.

Ticks in the UK are infected with Borrelia

Many UK doctors don't know that you can get infected with Borrelia from ticks in the UK. The Natural History Museum tested many of its UK specimen ticks (PCR testing) and found between 8 and 97% were infected depending on the species of the tick. Some of the specimens were 100 years old.  Another study from Swansea showed 30% of ticks in woods in South Wales were infected with Borrelia and 7% with a co-infection erlichosis. It can only take one tiny tick bite from an infected tick for a human to become infected – a bite that goes totally unnoticed more often than not.

Symptoms

Some people get a bull's eye rash after a tick bite,  which is a classic symptom of Lyme disease, but not everyone does. The symptoms of borreliosis/Lyme can be the same as ME/CFS, e.g. painful joints and muscles, brain fog, memory problems, headaches, flu-like, neurological symptoms, stiff neck, numbness, tingling, extreme fatigue, fibromyalgia, sleep problems, neurally mediated hypotension, noise or light sensitivity and many more. Like ME/CFS, there is a vast array of symptoms, but not everyone gets all of them.  Borreliosis/Lyme can also mimic other diseases such as multiple sclerosis, lupus and motor neurone disease. 

Some people get symptoms of borreliosis/Lyme within a few days or weeks of a tick bite, but for some it is much longer, even years.  The symptoms can be cyclical and they are often worse in women around the time of menstruation. As with ME/CFS some of the symptoms may vary from one day to the next in an unpredictable fashion.  Some people get the illness more mildly or more severely than others. If it is left untreated some people may go on to develop long term or life-long severe debilitating illness.   Some people can go into remission after a period of time, only for the disease to recurr at a later stage – this is because the bacteria can change into a 
dormant cyst form and then change back again into the spirochaete form when the time is right, for example when  the person is stressed or immunosuppressed.

The literature about Lyme disease often refers to early stage disease and late stage disease (often called late Lyme).  The early stage symptoms may have fewer symptoms such as flu-like, malaise, headaches, joint and muscle pain and/or fatigue and with or without a bull's eye rash. This rash is called localized erythema migrans and may occur a few days before the other symptoms. Its not very 
clear cut though and some people may get many more symptoms early on including neurological ones. The spirochaete has been shown to enter the central nervous system within 12 hours of entering the blood stream.  If the illness is left untreated it can progress and become a chronic multisystem disease within a few weeks or months.  Some people, however,  may just develop the symptoms of this late stage without having or recognising an early stage.  For example, some may only have mild early stage  symptoms and just think it's a cold or a bout of flu, without  realising what it really is. All too often the early stage, which is so much easier to treat, goes unrecognised and untreated, as some people do not get a rash or do not notice the tick bite.  In fact even if a tick bite is reported to a doctor in the UK, the doctor may well not realise its importance.  Some people may go into remission after the early stage, even if it is left untreated, and maybe just forget about it.  The illness, however, can recur in its chronic late form weeks, months or maybe even years later.  It's the late stage of the disease that all too often goes undiagnosed in the UK as standard NHS tests are usually negative by this time and it's often the symptoms of this chronic stage that can be misdiagnosed as ME/CFS.

Its quite possible that those who are chronically infected with borreliosis/Lyme also have collateral conditions, which may give additional symptoms.

1. Evidence has shown that the hypothalamic-pituitary  link is malfunctioning causing pituitary suppression.  Pituitary and endocrine abnormalities could be quite common.

2. It is possible that the cellular hormone receptors may be blocked.  For example thyroid receptors could be  blocked resulting in symptoms of subclinical hypothyroidism.  This implies that blood testing  may not pick up the hypothyroidism as there will be more thyroid hormone in the blood and less in the cells due to the receptor blockade.

3. Magnesium deficiency is also often present which can give rise to several symptoms. 

4.  Deficiency in vitamin B12 could also be present. 

Diagnosis and testing

In the early 1990s the United States Center for Disease Control (CDC) set up a  definition of Lyme/borreliosis for an epidemiological study into this disease.

These narrow rigid criteria have been followed throughout the world ever since.  More recently the CDC revised these guidelines, which now clearly state that these criteria are not intended for diagnostic purposes and that patients must be primarily diagnosed by clinical symptoms.  Despite this, the new advice seems to have gone unheeded resulting in many cases going undiagnosed, especially late/chronic ones

The original outdated guidelines are still rigidly adhered to in the UK. Most UK doctors, including Infectious Diseases specialists, are unaware that:-

· The illness can spread by factors other than ticks. This is not indicated in the new guidelines as it is not widely accepted yet.

· Ticks in the UK can carry and transmit Borrelia.

· Different strains of Borrelia which are defined as causing Lyme disease can give different disease expressions.  One of the common strains in the UK, B. garinii,  tends to cause more neurological symptoms, while another common strain found in the UK, B. afzelii, tends to cause more cutaneous symptoms, when compared with B. burgdorferi ss which tends to cause more arthritic symptoms. Although this is mentioned briefly in the CDC guidelines, much of the literature about Lyme disease refers to symptoms caused by  B burgdorferi ss which is commonly found in the USA.

· There are more strains of Borrelia that can cause illness than those defined to cause Lyme disease.

· The illness should be diagnosed by clinical evidence rather than by tests alone since these are not reliable enough.

· If a bull's eye rash occurs, treatment should start immediately without testing, as tests may be negative in the very early stages.

· An active infection can exist when there is a negative serology test.

· There can still be an active infection when symptoms persist or recur after antibiotic treatment.

Most NHS doctors do not understand the pathophysiology of borreliosis/Lyme and seem unaware of its extremely diverse symptoms. The illness is fairly new in the medical world and so is poorly described in medical textbooks.

In some Eastern European countries where it is endemic, they diagnose Borreliosis/Lyme by symptoms but in the UK doctors won't normally do that, in fact most wouldn't even know what to look for. NHS doctors in the UK rely on highly unreliable two-tier antibody tests to diagnose borreliosis/Lyme. First they do the Elisa test and if that is negative the patient is deemed not to be infected – end of story.  If the patient is fortunate enough to get a positive Elisa test a Western Blot test is then carried out – this is just as unreliable as the first test and excludes even more infected 
patients! Some people may be positive for the Western Blot but not the Elisa, but they would never be tested. Apparently the UK Western Blot tests don't test for every strain of Borrelia, even all those pathogenic strains found in the UK let alone those contracted overseas, but many doctors, even Infectious Diseases specialists, don't realise this. The UK tests may pick up some cases but would miss many many more – maybe more than 90% are missed. There are many people who have been found negative with NHS tests and positive by other private testing. 

The above indicates that there could be many misdiagnosed cases of borreliosis/Lyme in the UK, especially chronic ones. All too often people with chronic active infection are fobbed off as having post-Lyme disease or ME/CFS.

Antibody tests for borreliosis/Lyme are highly unreliable for a number of reasons some of the main ones being:-

1.
Borrelia infections cause malfunctioning of the immune system. Co-infections only add to this. 

2.
The infection can go into cyst form which reduces the immune response.

3.
The infection can go into intracellular cell wall deficient form which cannot be detected by antibodies as there is no cell wall. 

4.
The antibodies are in immune complexes, and so cannot be detected by the test.

5.
The spirochaetes can be encapsulated  in host tissue (lymphocytic cell walls) and thus hide from the immune system.  I've seen them described as wolves in sheep's clothing. 

6.
The spirochaetes are deep in the host tissue, especially tissue with a very poor blood supply. 

7.
Recent infection - before the immune response has taken hold. 

8.
The disease is in the late stage.  Those who are chronically infected very often 

have negative antibody tests.

9. Recent treatment with various drugs including antibiotics and anti-inflammatories. 

10.
Factors which cause immunosuppression.

11.
Lab techniques.

12.
The lab does not test for the strain.  The UK Western Blot does not test for every pathological strain, even all those found in the UK let alone those found abroad.

The only decent tests you can do at the moment are private. These are costly and  include:-

1.
The Bowens test in the USA,

  http://www.bowen.org 

 This is an antigen test, ie. they actually look for the Borrelia rather than anti-bodies to it and they also  test for co-infections at no extra cost.

2. 
The Igenex tests in the  USA,
http://www.igenex.com .

Igenex do a Western Blot test that may sometimes give a false negative as it looks for antibodies but it is far better than the UK Western Blot and may sometimes help convince doctors that you have borreliosis/Lyme, though not all will believe it. They also do PCR tests.

3.
There is also private blood microscopy to test for Borrelia-type bacteria done in the UK. I think there is a considerable waiting list for this.

4.
Someone in the UK is trying to set up PCR tests (looking for DNA 
fragments of Borrelia) and cultures - these will be a while yet - private again I'm afraid. It is very very difficult to culture Borrelia, which is why it isn't detected by NHS bacterial culture tests.

5.
There is also the Acarus vet's lab in the UK which can test humans for babesia, a co-infection, as some pets are diagnosed with this.

Testing is important so you know what infections you've got, so you can at least begin to get  doctors to believe you have a treatable disease. However, if tests are negative the illness should not be ruled out if you have the symptoms. The CDC state that "there is no reliable test for Lyme disease at this time”.
Information on  borreliosis/Lyme

Details of tests and information on borreliosis/Lyme can be found on the links/files on the Eurolyme and Infections groups. 

http://health.groups.yahoo.com/group/Eurolyme
for patients and professionals.

http://health.groups.yahoo.com/group/ME-CFS-FMS_infections
Other useful sources of information on borreliosis/Lyme are:-

http://www.lymenet.org  
- this site is actually recommended to UK doctors.

http://www.ilads.org 

- for health professionals.

Treatments

Details of possible treatments are all in the files of Eurolyme. " Diagnostic  Hints and Treatment Guidelines for Lyme and Other Tick Borne Illnesses" by Dr J. Burrascano is a good starting point.  There are various antibiotic treatments for borreliosis/Lyme, what suits one may not suit another. The illness is much easier to treat in the 
early stages, the longer a person has had the illness the harder it is to treat. It may not be completely curable in long term chronic cases, but there are a growing number of people much much improved after treatment with long courses of antibiotics.  Some people are lucky and can get their GPs to prescribe the antibiotics, but many have problems and have to pay privately.   All too often, especially when prescribed by NHS doctors including infectious disease specialists, the antibiotics are given for too short a time or too low a dose to eradicate the bacteria fully. Some people who have babesiosis as a co-infection (similar to malaria) need an expensive anti-malarial drug costing approximately £700 a month for several months and the NHS are refusing treatment on the grounds of cost. A consultant was willing to prescribe drugs privately to one person with Lyme disease, but not on the NHS.

At the moment there are a few of us on Samento (TAO free cats claw), an immune modulating herb, including myself.  Apparently some of us are doing well on Samento, and some are not, but its early days yet. Some people need to take the herb for quite a long time before symptoms start to improve.  More information on Samento can be found on http://www.samento.com.ec (which also has some information on borreliosis/ Lyme) or http://www.samento-faq.eu.kz 

The Marshall Protocol is fairly new, so its early days yet, but it has potential. There is a website: http://www.marshallprotocol.com  For this protocol benicar, known as Olmesartan or Olmetec in the UK, is given in high doses to suppress inflammation which allows antibiotics to work better and be given in lower doses. Some people 
with CFS are being helped by this and again some are not. There was an article on http://www.immunesupport.com  not so long ago. Some are getting benicar on the NHS some are not, it depends on the doctor.  "Lyme Disease (Borreliosis).  A Plague of Ignorance Regarding the Ignorance of a Plague" by Scott Taylor which can be 
found in the Eurolyme files also covers this protocol.

Discussion

Many people get bitten by ticks in the UK, therefore the studies showing that many ticks in the UK are infected with Borrelia, together with the possibility that Borrelia may be passed on from person to person imply that every year in the UK there could be thousands of cases of borreliosis/Lyme, a treatable disease with similar symptoms to ME/CFS and for which the NHS has very inadequate testing and diagnostic techniques.

The problem in the UK is that most NHS doctors will usually only go by highly unreliable UK NHS tests. Even if you get a positive result from a reputable private test, most NHS doctors will just ignore this, although a few may go by it. Even if you have a positive result from a UK test, its quite possible you won't be prescribed antibiotics by an NHS doctor for a sufficient length of time to completely treat it.  There are many reasons why antibody tests may not give a positive result. They don't rely just on antibody tests to diagnose other infections such as syphilis and TB, so why should they for borreliosis/Lyme? They don't mind treating those with 
antibiotics, why not this infection?

Borrelia bacteria are prevalent in temperate climate zones and borreliosis/Lyme is known to be endemic in some other European countries and also other parts of the world.  The UK has a temperate climate, so surely it is quite possible that it is endemic here.  After all, ticks, insects, birds and animals do not understand geographical boundaries.  Also many people go on holiday abroad, and now the pet passport has been introduced pets go abroad  too.

Two CFS research studies done by MERGE showing vascular abnormalities and increased neutrophil apoptosis also support the theory that those with ME/CFS could have an ongoing infection.

Private testing in those with ME/CFS can also pick up treatable infections, other than those caused by Borrelia and its common co-infections, that are not picked up by standard NHS testing.  For example infections caused by my coplasma, rickettsia, protozoa, onchocerca and many more. 

What we need is for research to be done to show that those with ME/CFS have an infection - NOW. People should not be having to pay for their own treatments and tests. Once it is proven many people with ME/CFS have an infection, hopefully all the psychobabble stuff will fall out the window.

- October 2004
 The author has had ME for several years and has been recently diagnosed as having borreliosis.

Action for ME
AfME's telephone number 0845 123 2380, which we use for all AfME enquiries, (ie. those with prepaid phone packages) it's now 0117 927 9551; fax: 0117 927 9552.

The PRIME project team are delighted to announce that today we have switched on the new PRIME website. The site has an improved design and clearer information about the project. Quite a bit of information has been added, so we would appreciate receiving your feedback. It is now possible to sign yourself up to the “e Community” and join in with on line discussions. 

Please take a look!
http://www.prime-cfs.org < http://www.prime-cfs.org/>

Nikki’s Story

I was diagnosed with CFS in the year 2000 and went on to become bedbound
with multiple chemical sensitivities and almost total food intolerance. I was shocked to realise how little information and support there is for these conditions so, as I recovered, I began writing my own website: www.chemicalfree.co.uk.
Chemical Free was launched last month to provide free information to anyone affected by chemical sensitivity or multiple food intolerance, with the aim of making life more livable. The UK support group will be launched in July.

Some sufferers find it impossible to use a computer, so information will also be available soon as a booklet and on audio CD. For more details, readers can send an SAE to Chemical Free, 29 Kipling Close, Hitchin, Herts, SG4 0DU.

· Nicki Greenham
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Ray-vers
The Young People’s Section

Further education

Are you interested in further education or going to college?  As you may remember one of the items highlighted in our survey was the difficulty some members have had in returning to further education or starting college after becoming ill with ME/CFS. We have been looking into this. We have learnt that some of the staff at local colleges with a remit to ensure people with health issues access courses and manage their work have also noticed the problems experienced by some people with ME/CFS. In some instances people have dropped out of college. In others the staff have not been sure how to help them but have wanted to try.

To explore this further we would like to ask if any members would like to attend a short informal meeting, arranged by our group, to meet with two people to discuss what colleges can do to help. Equally, in this two way process, we will be able to explain our difficulties and issues to see what needs to be followed up and what could be done to help. It might be about ensuring that college services have up to date information about ME/CFS and help course recruiters to have a clearer picture of the difficulties that can arise for students with ME/CFS in a college setting. We want to start small and see what happens. It is about exchanging information at this stage.

As this will not appeal to all members, it is planned that if there is sufficient interest to hold a special one-off meeting in the autumn outside of the normal monthly meetings.  If you would like to know more then ring the help line on 0191 4556959.

Direct payments

SCOPE has been funded by the Dept of Education and Skills to carry out a project to increase awareness of direct payments among young disabled people aged 16-17 and parents of disabled children. They have produced two information packs:
1) In the driving seat: A guide to direct payments for parents of disabled children.  Written with a group of parents who are already receiving direct payments it contains useful practical advice on direct payments, what they are, how to get them and where to go for help.
2) My money, My way: A young person’s guide to direct payment. All about direct payments, how to access them and about how a personal assistant can help you to live independently.

To get a copy ring of either information pack ring 020 7619 7342 or e-mail publications@scope.org.uk or download a copy from:

http://www.scope.org.uk/issues/directpayments
They are also available on audio compact disc and as Easy words and pictures.

A parent’s guide to Direct Payments: This guide gives lots of useful information and takes parents through the process of recruiting and employing someone to support and care for your child.  For a free copy ring Contact a Family on 0191 213 6300.

Contact a Family has a supply of this booklet, which has been produced by the Dept of Health and The Council for Disabled Children.
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Kids Out:

Is a registered national charity that provides fun and happiness for disadvantaged and special needs children across the UK.  The children they help come from a variety of backgrounds and can have learning difficulties or a physical disability. Whatever the circumstances, children deserve fun and laughter in their lives.

Kids out offer funds to help provide toys, play equipment and financial assistance towards fun days out, holidays and respite breaks for both parents and children. For more info ring 01525 385252 or email:    kidsout@kidsout.org.uk
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- From the Young Sufferers’ Trust.


Holiday Insurance
A recent article in the Sunday Times suggested the following Insurance Companies who cover people with pre-existing medical conditions:
AllClear:

Tel:   0870 7779339

www.allcleartravel.co.uk
Free Spirit: 

Tel:   0845 2305000

www.free-spirit.com
MediCover:

Tel:   0870 7353600

www.medi-cover.co.uk
Medi Travelcover:
 Tel:   01252 782392

www.meditravelcover.com
Age Concern:

Tel:   0845 6012234

www.ageconcern.org.uk
Saga Holidays:
Tel:   0800 0565464

www.saga.co.uk




That’s all for now folks – Good night!
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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