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ME has been the subject of a lot of media attention in recent weeks. The New Scientist June 16th    carried a very sad article about the death of a 32 year old lady from Brighton whose cause of death was the first in the UK be linked to ME.  Ill with severe ME for 6 years, Sophia had at one point in her illness been “sectioned” and forcibly removed from her home to a locked room in a Mental Hospital. Members of our group who went to the Invest in ME London Conference in May heard Sophia’s mother give a very emotive account of her daughters’ illness and subsequent death. (see special Conference report)

The Daily Mail 4th July carried a double page article about a 28 year old lady, Lynn, who has had severe ME for 14 years. Confined to her darkened room Lynn needs to have her medication and food by tube because she cannot swallow and has been unable to speak since 1992. Her mother tells of her anguish as she now realises inappropriate advice at the start of her daughters illness has probably contributed to her chronic ill health. Despite this the young lady stays positive in the hope that things will improve soon.
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Another important newspaper article reported the findings of a research study carried out in the USA which has found evidence of a newly identified “Cryptovirus” in people with ME, MS and some types of Epilepsy. It was only a limited study and there are plans to carry out a larger controlled study. Research such as this is paramount to prevent another death like Sophie and to help improve the lives of others still living with this devastating illness.  

Best wishes. 
- LeslieTate
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Secretary’s Notes
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Dates for your Diary

August 14th: Summer outing to Wallington Hall Northumberland.

August meeting:There is no monthly meeting of the group in August.

September 20th:
 group meeting 7pm - Nookside.

October 18th:

 group meeting 7pm - Nookside.

November 15th: 
 group meeting 7pm - Nookside.

November 29th : 
AGM and Party 7pm - Nookside.

It’s a Celebration!!!! and you are all invited 

We are holding our AGM on Wednesday 29th November at 7.00pm at Nookside, Grindon, Sunderland. But this year is a bit special as we are having a party afterwards to celebrate the retirement of our dear friend and patron Professor Daymond. There will be entertainment by the Jubilee Singers and a buffet supper with lots of time to chat to old and new friends.  The event is free but booking for the party is essential for catering purposes. Please ring Pauline on 0191 4556959 to obtain your ticket.

PS: It is not a secret - we had to tell Professor Daymond to make sure that he was able to come along!!
Summer outings

Trip to Wallington Hall Northumberland on Monday August 14th 10am till 5pm cost £8.00 (includes transport and reduced price entry fee to the house and gardens) Bring your own picnic or eat at the cafe. Ring Pauline on 0191 4556959 to book places by 31st July 2006 please.

Day out at Gibside Chapel Sunday 13th August 1-5pm. Brass in the Park and classic car show. Normal entry charges apply. Bring a picnic and listen to the band or eat in the Gibside café. No booking necessary and you will need to arrange your own transport. You may want to ring Pauline to see if it is on if the weather is bad on the day 0191 4556959
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Fundraising Report 

As a non-funded voluntary organization we are reliant on fundraising and donations to continue to provide group services free to members. We are therefore grateful to members and friends for the following donations:

Penshaw Collecting Box :

£11.90

Lady Divas Concert :

 £310.00

Sunderland Lions:

 £140.00

C. Peacock and Kath Dixon and families:

 £7.08 and £75.00

Community Chest (to fund London Conference):                         
     £500.00

Cartridge Recycling :

£251.00

We are also seeking ways to generate income. If anyone has any ideas for raising funds then please contact Pauline 0191 4556959
- Pauline Donaldson.
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Infoline
Home Care Direct - HCD:
This organisation supports adults and children in England to take control and be in charge of their own support or care at home through direct payments and now individual budgets. With HCD the person would interview and choose their personal carers from either people they know or from placing adverts for existing local professional personal carers. HCD set the pay rates for carers selected based on the hourly direct payment rate from the Local Authority in their area.

Home Care Direct can support people who need in excess of 10 hours support per 

week and charge £1.95 for their service.
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Useful Websites: [image: image11.jpg]




If you think a medicine is making you ill then you can report it to the Yellow Card Scheme yourself instead of via your doctor. To report side-effects from prescribed and over- the-counter medicines, including complementary remedies, fill in a yellow card report (available from GP surgeries and pharmacies). Call 0801003352 or visit:

www.yellowcard.gov.uk 

Benefit info: Visit the website:

www.benefitsandwork.co.uk. 
This site, which is not part of the Benefits Agency, is useful for help and advice on e.g. Incapacity Benefit Assessments.

Amazon:  If you shop at Amazon why not access it through the link at:

www.afme.org.uk

if you select ‘shop’ in the quick links menu Action For ME will receive commission on everything you spend.  You can also shop on line at:

 UshopUgive.com

and select AfME to benefit from the commission.

Medical Records:

By 2010 all patient medical records will be held on a central computer. That means that they can be accessed wherever you are in England. You will also be able to look at your records. By 2008 a summary will be available on the NHS website:

www.nhs.uk

 Further information on this new service can be found on: 

www.connectingforhealth.nhs.uk

European Health Insurance Card:

If you are travelling in Europe then you need a European Health Insurance Card to access reduced cost (sometimes free) health care.  You can apply for your card 

On-line at:                          www.dh.gov.uk/travellers              (delivery within 7 days)

By Phone: 0845 606 2030 (delivery within 10 days)

By Post: application packs are available at the Post Office.

NB: This is in addition to travel insurance and not instead of it.

MERGE
M.E. Research Group for Education has changed its name to ME Research UK. They believe that this title clearly describes the main aims of the charity which are ‘to commission and fund high quality scientific (biomedical research) investigation into the causes, consequences and treatment of ME/CFS and to “energise ME Research” globally.’

MERGE Standing Order Appeal
This notice is to keep everyone informed of the final outcome of Orla, Ruth and Tom's Standing Order Appeal - an offer to boost any new standing orders to ME Research UK with a one-off payment of £5.

After making contact with many ME support groups up and down Britain, Orla, Ruth and Tom's efforts have blossomed, and 29 new standing orders have been activated thanks to their appeal. 

As they say: "The charity receives no funding from the government and is relying totally on charitable donations to help them fund their research. Getting regular income from standing orders can make it easier for ME Research UK to plan for the future. Biomedical research will help us unravel what is happening physically to people with ME, and the updated list of projects can be seen at 

http://www.meresearch.org.uk/research/projects/index.html

We feel, as people who have been sick for 7, 15 and 17 years, respectively, that the sort of research that ME Research UK funds offers us the best hope for our futures, and is the best antidote to disbelieving doctors and family members. They want to thank everyone who supported this appeal. As promised Orla, Tom and Ruth have now made their donation of £5 for every new standing order set up, or £145 altogether. Our grateful thanks go to them and the 29 new supporters who have heeded their call!

-Dr Neil Abbot, 

ME Research UK,

The Gateway, North Methven St,
Perth PH1 5PP

http://www.meresearch.org.uk
Blue Badge Road Atlas

Vital kit for any Blue Badge holder is The Gowrings Mobility UK Road Atlas - the parking and motoring guide for B1ue Badge Holders'. Covering all of the UK, the atlas incorporates useful information for people such as parking for Blue Badge holders, accessible car parks and petrol stations, tourist information, Shopmobility locations, beaches, toilets and accommodation. To get a copy of the £12 publication please phone Gowrings on 0845 6088020.

Walk Across Wales for ME 
Gwyneth Hopkins, who has recovered from ME after 5 years of ill health that made her bed-bound and then in a wheelchair, has walked across Wales to raise money for [image: image12.png]


ME research (MERGE). She has now been well for 2 ½ years and has taken 1 month leave from work to do the walk. Walking alone and sleeping rough, Gywneth started at Port Talbot on 2nd June and ended at Mount Snowdon only three weeks later. Gwyn met lots of people with M.E. during the walk and raised awareness as   well as funds.
Before she set off, Gwyneth said, “I am doing this partly as a personal challenge because it’s good to be able to walk again and also to raise awareness for M.E.” She also said “I am in touch with, and work with, ME sufferers and they seem very insistent that MERGE is the charity I should raise money for.”

If you want to know more about how Gwyneth recovered please see her website 

www.mefatigue.co.uk

To donate money in support of her efforts then log on to 

www.justgiving.com/gwyneth

Free DQ service for those with disabilities

There's a special 195 DQ number available for those for whom using a phonebook may be difficult (e.g. memory loss, ME or physical disability).  Complete a form and get it countersigned by your GP (or another professional familiar with your disability).  Then call 195 from any phone (landline or mobile) for more info.  Text phone users can call 0800 838363.

Full article on directory enquiries at:

http://www.moneysavingexpert.com/cgibin/viewnews.cgi?newsid1110195818,21729,#free

Stakeholder Event

The Stakeholder event and launch of the new ME/CFS Local Multi-Disciplinary Team (LMDT) was held on Wednesday 28th June at the Quality Hotel Boldon. Approximately 90 people attended on the day. There were a number of professionals eg. physiotherapists, occupational therapists, social service staff, as well as patients and carers.

Speakers were:

Patricia Noons of the Department of Health who spoke of the £8.5 million given by the Government and the process of setting up the new services.

Professor Terry Daymond,  Consultant Rheumatologist who told of the recent sad death of a lady from ME and the new Patient Pathway.

Dr Tony Wells, Consultant Psychologist who has been project managing the development of the new service.

Philip Burns, MENE (ME North East) who gave an overview of the organization.

Jennifer Elliott, Chair of the CNCC (Clinical Network Co-ordinating Centre).

Our Vice Chair - Liz Clark, who talked about the work of our group and our long campaign for appropriate ME services.

A fifteen minutes question and answer session followed the speakers and various concerns were raised by members regarding the referral criteria to the new service.

NB: These concerns have subsequently been discussed at length by the group’s management committee and we have sent the following letter to Sunderland Primary Care Trust.

Copy of letter sent to Primary Care Trust

Mr. S. Watson, Commissioning Division, Sunderland  TPCT
.



14th July 2006

 Dear Scott,

 Stakeholder Event
Our group is led by its membership, the majority of which are people with ME/CFS who are likely to use the services of the new LMDT. It is our role as patient representatives to reflect the views and concerns of members.

The membership and Executive Committee of Sunderland and South Tyneside ME/CFS Support Group have asked us, following the Stakeholder Event, to obtain clarification of the following issues:

Medical Input: In Dr. Tony Wells’ presentation under service construction, the physician input is shown as 1 session per week. At a steering group meeting on 20th May 2005, the STCPT agreed that the overall Specialist Medical service would be two half day sessions given to clinical time and one half day session to LMDT meetings. Could you please confirm that the physician input to ME/CFS services will be 3 sessions per week as planned?

Bio-psychosocial Model:

As you know, following the stakeholder event, patients are worried about the adoption of a bio-psychosocial model. Whilst we have given our support to the LMDT and the need for a holistic and rounded approach covering all aspects and consequences of the illness, we have not agreed to the adoption of the bio psychosocial model. We feel that adoption of this model means the LMDT are viewing ME/CFS as a psychological condition rather than a unique medical illness.  The term bio psychosocial model was removed from the final submission of the successful funding bid at our request and we raised our objection to its use at a Steering Group meeting on 15th December 2004. This term has not been used at subsequent Steering Group meetings or on draft and accepted models or patient pathways Could you advise why this model and terminology is now being used?

3. Referral Criteria: The Steering Group has not agreed the pre-requisite of a bio-psychosocial assessment and we should have been involved in determining the referral criteria to the team. The criteria lack clarity and in our opinion will lead to confusion and be distressing to patients. We would like:

· an explanation why this has been included
· clarification on what will be involved in the assessment and how it will be carried out (via questionnaire or in person)?

· to know who will carry out the assessment

· confirmation that patients who refuse this assessment will still have access to                                                                the LMDT.

4. Existing Patients: Our members are concerned that the services provided by the LMDT are focussed toward newly diagnosed sufferers. At the Steering Group meeting on 20th May 2005 and the subsequent shared statement of 27th June 2005, agreed with you, it was confirmed that presently diagnosed and future ME/CFS patients would have access to LMDT resources. Can you confirm that existing ME/CFS patients will have access to the LMDT if required?

Clarification of the above will enable our group to distribute accurate information to members who were unable to attend the stakeholder’s event, whilst giving peace of mind to those who joined us on the day.

A quick response would be appreciated by the end of July because the event will be discussed at the next monthly meeting of the Sunderland and South Tyneside ME/CFS support group.

                                                     Yours sincerely,

       A. Tate.

(For and on behalf of Executive Members of Sunderland and South Tyneside ME/CFS Support Group)

Cc to:

L. Tate, Chair of Sunderland and South Tyneside ME/CFS Support Group

Louise Wilson, CNCC

Chair of ME North East

Prof. Daymond.

Dr. Tony Wells.

Norman Wilson.

Volunteers Wanted
An Investigation into ME/CFS in Children & Young People.

Dr. Gwen Kennedy, Vascular Diseases Research Unit, the Institute of Cardiovascular Disease, Ninewells Hospital & Medical School, Dundee DD1 9SY 
G.y.kennedy@dundee.ac.uk

The unit at University of Dundee is undertaking a study into children & young people with ME/CFS. The study involves a one-off visit (of approx 3 hours) to the Vascular Diseases Research Unit, where a set of investigations in children and healthy controls would be carried out. These investigations have been successfully carried out in adults and will be repeated this time in children.  The investigations include a medical history, a thorough clinical examination, completing a couple of questionnaires including quality of life questionnaires, a blood sample (for various blood vessel 
& inflammation research measurements, which is approximately 3 tablespoons worth) and the activity of the small blood vessels which will be tested on the skin of the forearm. Apart from the blood test all tests are non-invasive.  We need to recruit 25 children with ME/CFS (aged between 9 and 18 years) and 25 healthy children who do not have ME/CFS to help us in our research in this condition (also aged between 9 and 18 years).  If you are aged between 9 and 18 years, or if you have a child with ME/CFS in that age group, and you may be interested in participating in this unique opportunity please contact the unit by letter. We will be in contact with you thereafter.  Because our tests are novel we require healthy children to also
be recruited to enable us to compare the test results. If you or your child can think of any healthy child between 9 and 18 who would be willing to have the same tests we would be grateful for their contact details. This may be a friend, class mate, cousin,  brother or sister etc. Any costs (e.g. petrol, bus or train fares etc) incurred travelling to the hospital for a study visit will be reimbursed to any participants and their parent/guardian. If you are travelling a distance we can organise overnight accommodation which you will again be reimbursed for.

To receive an initial assessment form by post, please contact Dr. Gwen Kennedy,  Vascular Diseases Research Unit, the Institute of Cardiovascular Disease, Ninewells Hospital & Medical School, Dundee DD1 9SY.

Email:                                   g.y.kennedy@dundee.ac.uk

The study is funded by ME Research UK (MERGE) and its supporters, by The Young ME Sufferers Trust (Tymes Trust), and by Search ME.

First official death from chronic fatigue syndrome

Chronic fatigue syndrome has been given as an official cause of death in the UK- it has occasionally  been recorded on death certificates in the US and Australia but it is far from being accepted as an organic illness. 

On Tuesday, coroner Veronica Hamilton-Deeley of Brighton and Hove Coroner’s Court, UK, recorded the cause of death of a 32-year-old woman as acute aneuric renal failure (failure to produce urine) due to dehydration as a result of CFS. The deceased woman, Sophia Mirza, had suffered from CFS for six years.

CFS, which is also known as myalgic encephalomyelitis (ME), has a variety of devastating symptoms ranging from extreme weakness, inability to concentrate and persistent headache. Sufferers can have the disease for years, but its cause remains controversial, with fiercely opposing views from psychiatrists on one side and biologically minded physicians on the other.

The coroner's verdict is a breakthrough for those who argue that CFS is a physical condition, possibly with its roots in the immune system. Dominic O'Donovan, a Neuropathologist at Old church Hospital in Romford, UK, who gave evidence at the inquest, said that Sophia's spinal cord showed inflammation caused by dorsal root ganglionitis - a clear physical manifestation of the disease.

Overactive immune response

CFS specialist Jonathan Kerr of St George's, University of London, says he's not surprised that inflammation in the spinal cord has been found in someone 
with the disease, as it is known to be associated with it. He says that the 
immune system tends to be over-activated in people with CFS and this may 
underlie the inflammation of the neurological tissue.

'People have been reluctant to subscribe to the biological side because of the power of the psychiatric lobby,' says Kerr. 'Doctors are sceptical about the existence of CFS and there is controversy about its underlying cause.'

Abhijit Chaudhuri, a consultant neurologist at the Essex Centre of Neurological Science who worked with O'Donovan on Sophia's case, says the changes to her spinal cord may have resulted in symptoms of chronic fatigue.  'Sophia's case sheds light on CFS because there were changes in her dorsal ganglia - the gatekeepers to sensation in the brain - and we know that fatigue depends on sensory perception,' he says. 'What we need to understand is what happens that makes fatigue more persistent, without there being an obvious systemic disturbance.'

Rigorous inquest

The inquest was rigorous, Chaudhuri says, and considered all other potential causes of death consistent with the post-mortem results, such as sleep apnoea and drug use, and rejected them.

The verdict was welcomed by Sophia's mother, Criona Wilson, who had to fight for recognition that her daughter was physically - rather than mentally - ill.  
Sophia was sectioned for two weeks under the Mental Health Act in 2003.

'I'm extremely pleased that CFS/ME was identified on the death certificate as one of the primary causes of Sophia's death,' she says, 'because this can be used to reinforce the need for biomedical research into the disease.

(The “Invest in M.E. website carries the story of Sophias' death as told by her mother, Criona Wilson).

 www.investinme.org.

Group on Scientific Research into Myalgic Encephalomyelitis – (GSRME)

Oral Hearing 2 was held on Wednesday 10th of May 2006, 3.30pm - 5.00pm.  
Room T, Portcullis House.

The Agenda for the meeting was as follows:-

* Welcome and Opening of 2nd Oral Hearing - Dr. Ian Gibson MP, Chair of GSRME.

* Presentation 1: Development of the NICE guidelines on the diagnosis and management of Chronic Fatigue Syndrome/Myalgic Encephalomyelitis (CFS/ME).

Dr. Mercia Page, Associate Director for the NICE Guidelines Programme, and Professor Richard Baker, Chair of the NICE CFS/ME Guideline Development  Group and Director, Clinical Governance R&D Unit, Leicester.

*   Presentation 2: The Clinical and Scientific Basis of Myalgic Encephalomyelitis / 

Chronic Fatigue Syndrome.

Dr. Byron Hyde, Chairman of the Nightingale Research Foundation.

*   Presentation 3: The Canadian Consensus on 'Myalgic Encephalomyelitis/Chronic Fatigue Syndrome including Clinical Case Definition, Diagnostic and Treatment Protocols'.

Dr. Bruce Carruthers, Consultant in Internal Medicine and Principal Author of the Canadian Guidelines.

*   Concluding Remarks:    Dr. Ian Gibson MP, Chair of GSRME.
Vance Spence’s Presentation to the Gibson Inquiry.
Dr. Vance Spence also gave a  presentation to the Gibson Inquiry on 7th June which is now up on the ME Research UK website:

http://www.meresearch.org.uk/archive/gibsonpres.html

"Dr Spence's presentation was called "ME/CFS scientific research: CMO report and beyond", and contained evidence on the lack of progress since the Chief Medical Officer's report of 2002, specific reasons for lack of progress (including problems with case definition, the influence of the bio-psychosocial model of the illness and the undervaluing of biomedical research.)


M.E. Questions in the House

Mr. Davey:

To ask the Secretary of State for Health what steps the Department is taking to ensure effective medical education in the diagnosis and treatment of Myalgic (a) Encephalomyelitis and (b) Encephalopathy.    

[71469]

Ms Rosie Winterton:

Medical schools develop their own undergraduate medical curriculum in the light of recommendations from the General Medical Council’s Education Committee, which has the statutory responsibility to determine the extent of knowledge and skill required for the granting of primary medical qualifications in the United Kingdom (UK). The Department does not provide direction on the content of medical school courses. Medical schools are autonomous bodies and Ministers are precluded by legislation from intervening in their internal affairs, including curriculum content.

The content and standard of postgraduate medical training is the responsibility 
of the postgraduate medical education and training board, which is the competent authority for postgraduate medical training in the UK.

NICE Guidelines for ME/CFS.

Many Members will already know that National Guidelines are being written to assist Doctors and other NHS Staff to better diagnose and more consistently treat people with ME/CFS.

As part of this process, a Carer of one of our Members with ME/CFS received a list of pre-set questions covering specific treatments for Children and Adults with ME/CFS. eg. Should People with moderate ME/ CFS have access to a Wheelchair? 

Other questions focussed on specific medication; complementary therapies; symptoms and at what intervals people with possible or known ME/CFS should be referred to a Specialist ME/CFS Clinic.
Your Committee would like to thank the 20 Members who shared their thoughts on some of the questions asked. There was a high level of uniformity in the answers. An individual response was prepared and sent back to the Royal College of General Practitioners. The opinions of the 20 Members gave added authority to the return document. 

There was space, albeit limited, to add any further points. The importance of obtaining as accurate an early diagnosis as possible and the inclusion in care of review clinics as part of the LMDT’s work were emphasized. This was as well as the relevance of listening to and working with People with ME/CFS. Shared participation in decision making should underpin all care. We will wait for further information on the NICE Guidelines with interest.       
       19/6/06.

Life pHorce 

Life pHorce is a company run by Mark Tough. Mark has a scientific background with a degree in both Physics and Chemistry. He is a “Practitioner of world class naturopathic tools and techniques” that he uses to determine the state of health of clients.

The success of Life pHorce is based on determining where the individual is out of balance and making some simple adjustments to diet. One of the keys of this is identifying your correct fuel... a petrol engine doesn't run well on diesel... and then fine tuning the running of your body’s metabolism.

Once this is done, long standing issues can begin to disappear - digestion problems, weight loss issues, poor energy levels...determining causes of imbalance specific to the individual not the symptoms generic to the masses.

Mark Tough  came along to our monthly meeting to talk about his work with people who have various health problems. He practises “Alternative medicine with a scientific approach” He uses “Live Blood Analysis” and “Metabolic Typing.”

Live Blood Analysis is a comparatively new technique in the UK. It involves taking a single living drop of blood from the finger-tip which is then placed under a powerful microscope. The image is then displayed on a screen for both the practitioner and patient to view.  Blood transports oxygen, nutrients and other life-giving agents throughout the body to maintain health. It is also the medium for detoxification, delivering cellular waste to the liver and kidneys for elimination from the body. Blood can therefore serve as a predictor of health and provide an indication of illness well before symptoms appear.

This method of analysis is different from the usual laboratory tests that quantify the levels of certain components in a sample of blood. Live blood screening gives an indication as to the QUALITY of an individual’s blood – an important foundation of preventative health care showing the effects that diet, lifestyle and stress can have on our well-being.  Studying the shape and functioning of blood cells and plasma with a microscope can show signs of:

•
Poor digestion/poor food combining. 

•
Weakened immune system.

•        Vitamin deficiencies. 

•
Bowel and Liver toxicity. 

•        Dehydration.

•        Stress. 

•
Increased cholesterol & crystal formations. 

•        Poor circulation. 

•
Heavy metal accumulation. 

•
Presence of parasites / fungi / bacteria.

And much more …………. 

The Benefits:

Live blood screening is both educational and motivational. Clients are able to see a live picture of their own blood and their treatment progress can be visually monitored over a period of time. With changes to diet and lifestyle, improvements in the condition of the blood can sometimes be seen within a short space of time and usually within weeks. This creates a powerful incentive for patients to be more proactive in improving their health, taking responsibility for their own progress by continuing with the recommended lifestyle changes.

Metabolic Typing identifies the correct food for your metabolic type. Then by making changes to your diet to include the right foods you can improve your wellbeing.  If you are interested in further information on this then Mark can be contacted at:

0191 4913665

or

www.lifepHorce.com

Email:                                     lifepHorce@btinternet.com


That’s All Goodnight Folks!








































