STOMACH VIRUS 'MAY TRIGGER M.E.'
US researchers have produced compelling evidence linking chronic fatigue syndrome to a stomach virus.

The researchers examined 165 patients with chronic fatigue syndrome - also known as M.E. (myalgic encephalitis) - and long-standing gut complaints.  More than 80% of samples were infected with an enterovirus, compared with just seven of 34 samples taken from healthy volunteers.

The study is published in the Journal of Clinical Pathology.

The finding may help explain why many patients with M.E. often have intermittent or persistent gut problems, including indigestion and irritable bowel syndrome.

Viral infections, such as Epstein Barr virus (glandular fever), cytomegalovirus, and parvovirus, are also known to produce many of the symptoms associated M.E. Enteroviruses, which infect the bowel, cause severe but short lasting respiratory and gut infections.

“The findings raise the question of whether antiviral drug therapy would be beneficial” - Dr Charles Shepherd M.E. Association.

There are more than 70 different types, and they head for the central nervous system, heart and muscles.  The researchers found that in a significant proportion of patients the initial enteroviral infection had occurred many years earlier, (up to 20 years earlier.)
Drug possibility

They said: “Although finding a chronic infection of the stomach may not directly prove a similar infection in the brain, muscle or heart, it opens up a new direction in the research for this elusive disease.”

Dr Charles Shepherd, medical adviser to the M.E. Association, said the study would re-open the debate into whether persistent viral infection plays a role in the condition.

He said: “We know from previous research that enteroviruses, the group of viruses being investigated in this study, can trigger ME/CFS in some people.”

“There is also some evidence that enteroviral infection can then persist in various parts of the body including muscle and brain - a finding that could help to explain why muscle and brain symptoms are so characteristic of the illness.”  “The new finding clearly adds weight to this theory.  The findings also raise the question of whether antiviral drug therapy would be beneficial in this particular sub-group of ME/CFS patients.”

From BBC News 24 Thursday, 13 September 2007, 08:02 GMT 09:02 UK

What it doesn't say in the above article was that the majority of the biopsy specimens obtained from patients with gut (intestinal) problems showed evidence of long-term inflammation, explained the authors.  Not many were infected with Helicobacter pylori, which is a common bacterial infection that triggers inflammation –Irene

Jane Colby's book ME - The New Plague (1996) revealed the links between ME and Polio.  Interviews with respected UK and US medical professionals showed that we were making the same mistakes in the treatment of ME patients that we did with Polio.  The resultant potential for damage to future health is described.

Quote from Jane Colby's Book ME- The New Plague(1996) “Outbreaks of ME can be linked with outbreaks of different enteroviruses right back to 1948, when they were first grown in tissue culture and could be identified.  Doctors would often diagnose polio but eventually conclude they were seeing 'an unusual' poliovirus.  Their clinical acumen was spot on, even though they lacked our present technology.”

These facts were disregarded by CFS proponents and also by those who tried to dismiss 'persistent viral infection.'

Jayne's response to this new research was: - “The 'no such thing as persistent viral infection' brigade ought to be busily eating their hats”.  Unfortunately the book is out of print but Jane informed Local ME members she had been thinking of revising it.

Dr Nancy Klimas, (her lecture was included in the New Horizons Literature I sent out last month) shares Chia's optimism and said that the research may have revealed a link that nobody expected.  “It is a powerful study and one that is hard to dismiss because he has looked at so many patients" she said, “I think he is on to something very important here.”

Tiny Virus, Major Fatigue: - In recent years, microorganisms in the gut have been fingered as culprits in other maladies -- the most notable example being the link established between the stomach bacteria Helicobacter pylori and stomach ulcers, which netted Australian scientists Barry Marshall and Robin Warren a Nobel Prize in 2005.

The stomach virus, Chia believes, that is linked to CFS enters the body through the gastrointestinal tract and then moves on to infect other tissues, such as the central nervous system and the heart.  It begins as an acute infection, causing flu like symptoms and stomach aches.  But then it lingers - and in some people, it develops into a chronic infection that causes CFS.

Unlike traditional viruses that infect and kill cells, the enterovirus “has adapted to grow inside of a cell but does not kill it,” said Chia.  The cell protects the virus and allows it to thrive.  So although the body's immune system tries to fight off the virus, it does not succeed.

But the immune system does not give up.  Rather, it continues to try to fight the virus -- a process that stresses the body, causing fatigue and stomach pain.

This most recent study is not the first one to identify a virus as the possible cause of CFS.  When research on CFS began about 20 years ago, scientists believed viruses to be the culprit.  At this time, unfortunately, researchers were either looking at the wrong types of viruses or didn't have the technology to find the right ones.

“When scientists couldn't prove that CFS was linked to viruses, they moved on,” said Klimas.  “In the next seven to eight years, research was heavily focused on hormones and the autonomic nervous system.  However, with the human genome project and all the advances in genetics, there are now new tools available to look for viruses.”

One reason that the virus Chia has implicated in CFS may have been so hard to pin down is the fact that it does not appear in the blood.  In light of this, Chia looked for the viral proteins in the stomach tissue itself.  “We looked for the viral proteins in stomach cells of patients with CFS and of patients without CFS, who served as controls,” Chia said.  “We found tons of patients with CFS who had the viral proteins.”  And although about 20 percent of the control patients also tested positive for the virus, they had only a small amount of it in their tissue.  In contrast, the stomach cells of patients with CFS were swarming with it.

Hope for CFS Sufferers

Many researchers believe that enteroviruses are not the only cause of CFS.

“There are over 15 different pathogens contributing to CFS,” said Kristin Loomis, president and executive director of the HHV-6 Foundation, which funds viral research.  “Enteroviruses are one, HHV-6 is another, and Epstein-Barr virus is a third.”  With so many different viruses, it may seem impossible to tackle the disease.  However, certain antiviral drugs have already been developed that target specific viruses and can be used to treat certain groups of CFS patients.

In one example, doctors at Stanford University School of Medicine are using the antiviral drug valganciclovir to treat CFS -- with promising results so far.  And Chia believes that as long as other scientists in the field confirm his results, drugs to fight enteroviruses will be available within five years.  “However,” Klimas warned, “there are not antiviral drugs to cover all viruses.  ... I think we should look at treatments that make the immune system stronger and less susceptible to viral infection.”

This research is another good reason for following the management guidelines on Post Polio that I sent out to all our members in the special edition – I do believe that many ME sufferers, myself included, will turn out to have a post (non Paralytic) Polio syndrome.  Easter 1978 1 came down with a very severe enteroviral infection, during a visit to Whitby, shortly after I was sent to see a cardiologist because of tachycardia; my resting heart rate was 120.  Several months later, after taking beta-blockers to no effect, I was told the heart rate must be normal for me, all downhill after that, being re-infected with enterovirus in Malta.  After embarking on a rigorous exercise programme I developed a glandular fever episode, developed full blown ME and became bed bound.  This new research on enteroviruses makes the NICE guidelines out of date already as they say do not use antiviral agents for ME or even perform any serological tests unless there is indicative history –nobody bothered to check mine - my views –Irene
Our thanks to the Rotherham CFS/ME group for this article.

Laughter Time

The parrot whose name is Leroy had a bad attitude and an even worse vocabulary.  Every word out of the bird's mouth was rude, obnoxious and laced with profanity.  John tried and tried to change the bird's attitude by consistently saying only polite words, playing soft music and anything else he could think of to "clean up" the bird's vocabulary.

Finally, John was fed up and he yelled at the parrot.  The parrot yelled back.  John shook the parrot and the parrot got angrier and even ruder.
John, in desperation, threw up his hand, grabbed the bird and put him in the freezer.  For a few minutes the parrot squawker and kicker and screamed.  Then suddenly there was total quiet.  Not a peep was heard for over a minute.  Fearing that he'd hurt the parrot, John quickly opened the door to the freezer.
The parrot calmly stepped out onto John's outstretched arms and said, "I believe I may have offended you with my rude language and actions.  I'm sincerely remorseful for my inappropriate transgressions and I fully intend to do everything I can to correct my rude and unforgivable behaviour."
John was stunned at the change in the bird's attitude.  As he was about to ask the parrot what had made such a dramatic change in his behaviour, the bird continued, "May I ask what the chicken did?"
With thanks to Central Lancashire ME/CFS Support Groups

ADVICE FOR STUDENTS WITH ME CONSIDERING APPLYING TO UNI

This advice applies to universities in England although some of the general advice may be useful to students in other parts of the British Isles.  Hilary Tandy. Education Advisor

Am I well enough to apply?  You've worked hard, against the odds, and are to be congratulated for your determination to get to a stage where you can consider applying to university.  But a word of caution - now is the time to be realistic and honest with yourself.  If you are planning to leave home and attend a full-time course at university, you are going to need energy for your studies, your social life, your new friends and the nitty gritty of getting your washing done and feeding yourself.  Of course, there are support systems in place to help you through some of this but you still need to be realistic about your energy levels and degree of illness when coping with independent living.  So, before applying consider:

· Can I cope with a full-time degree and independent living with support?

· In general, what sort of support would I need?

· Should I stay at home and apply to my local university?

· Should I consider a part-time degree course?

· Should I apply this year and defer my place for a year?

· Should I have a gap year and apply next year?

Spend some time considering these options - it could make all the difference.

Look at universities early.

 The word 'early' means looking at universities well before your application form should be completed.  Now is the time to gather information to help you with your choice.  Choose two or three universities that have courses which interest you.  The UCAS website www.ucas.com will help with the initial search.  Send for prospectuses or have a look in your library or your Connexions office where they keep a selection.  UCAS also runs road shows where different universities are represented.  The dates and locations for these can be found on the UCAS website in the students' area under conventions and exhibitions.

Having chosen a potential course or courses, make arrangements to visit the university.  Universities all have open days but these get crowded and noisy.  Far better to visit on a day when it is business as usual and you can be shown round by a student who will give you honest answers.  Make an appointment to talk to the Admissions Tutor or Course Co-ordinator and the Support Service.  Now is the opportunity to ask all the questions that help make your decision about whether this course and/or uni is for you - and now it's time to be honest about your ME.  The uni can't discriminate against you because of your disability.

Questions to ask:

1) what about the location?

2) tell me about academic life.

3) what about the practical support?

Location questions:

· Is the university on a campus or based in buildings around a town?

· If not on a campus, how practical is it getting from place to place?

· If it is a campus, how big is it?  Can you walk round it?  Is it wheelchair friendly?

· Where would your lectures be?  Stairs?  Lifts?

· How far from the accommodation blocks are the lecture rooms?

· Is the accommodation a bus ride away?

· Where is the library / cafeteria / launderette / student union etc?

· Where is the doctor's surgery?

· Does all socialising involve a long journey into town?

· Where is the disabled parking?

· Am I too far from home?

· Do I get a good feeling about this place?

Academic questions 

(Admissions Tutor should be able to answer these):

· How long are the terms?

· How much lecture / tutor contact time is involved with the course?  Each course will be different.)

· Does the course involve whole days of studio time?  Or does this course involve a lot of self study?

· Are there long practical sessions involving a lot of standing / sitting on lab stools?

· How many units of study are there each term?

· How much written work / essays will you have to produce?

· How many exams are there for this course?

· Or is this a coursework - only course which comes without exams?

· How would you go about getting extensions to deadlines if you were having a relapse?

· What happens if you can't make some of the lectures?

· How would your exam concessions (arranged during your DSA assessment) be carried out?

· Will there be an interview for your course?

· How much are the tuition fees?

Practical Support:

(the Support Service should be able to answer these):

· Can you be guaranteed a place in halls?

· Can they guarantee a room with disabled facilities?

· Where are these rooms?

· Can you stay in halls for the duration of the degree?

· What practical support can you expect to have for both your academic and social needs?  Support worker?

· What is the rent?

Disability Discrimination Act

New sections of this Act, were introduced in September 2002 which prevent discrimination against disabled people when accessing their education.  The principal is that disabled people should have the same opportunities as non-disabled people.  ME classes as a disability.  This means a university cannot refuse you admission just because you have ME.  They are obliged to carry out two duties:

· Making reasonable adjustments so you are not put at a disadvantage

· Not to treat a disabled person less favourably than other students.

Provided you can demonstrate the right academic ability to complete your course, the university cannot refuse you on the grounds of your illness.  However, it is still right for students to be realistic about their physical ability to live and study independently with appropriate support.
The two core duties above continue to apply once a disabled student is registered on a course. Additionally, there is a duty on institutions to modify their buildings so that there is good access for disabled students and wheelchair users.
For further information the Disability Rights Commission website is www.drc.org.uk
Filling in application forms

The biggest question:  'Do I tell them about my ME on the application form?  YES - Now is the time to turn all your experience into something positive by saying perhaps:

•
The illness has made you a more mature person

•
You have empathy with other disabled students

•
You have had to battle through your illness to achieve your qualifications

•
Having missed out on some of your education, you now appreciate its worth

•
You're motivated as a result of your experiences

•
Include any involvement with AYME as a volunteer

To tell the university from the start about your illness opens up the discussion and makes it easier to put support systems in place.
Financial information
Student loans and grants are applied for through your Local Authority.  Once you have an offer of a university place they will contact you to see whether you wish to apply for loans or grants.

Student Loans for Tuition Fees

This loan can be applied to cover your university tuition fees.  It is paid directly to the university during your course but is repayable once you start earning over £15,000 and will be taken directly from your salary each month.

Student Loans for Living Costs

All students, regardless of income, can apply for 75% of the maximum loan.  It is up to you how much of this you borrow.  For students on a low income (which includes the income of parents), the second part of the loan will be assessed on a sliding scale.  The more income you and your parents have, the less of the second part of the loan will be granted.

Disabled Students Allowance

DSAs are paid to disabled students who need extra help.  When applying to your local authority for your Student Loan, there will be a question about whether you want to apply for DSAs.  If you do, you will be asked to provide evidence of your disability.  You'll also need to attend an assessment centre.  Don't be worried about this as it is there to help you receive the right support and is usually a very positive experience.  Recommendations will be made for money, support and equipment to help you access your course.  These recommendations may be for a computer, software, extra photocopying and book money, someone to take lecture notes for you, someone to push your wheelchair to lectures, concessions for your exams and so on.  Your Local Authority [LA] will sort out how you receive it all.  DSAs are also available to part-time students providing they are studying at least 50% of the course.

Maintenance Grant

This grant is available for students on a low income and a partial grant can be available to students on a higher income.  This grant does not have to be repaid.

Special Support Grant
This grant was introduced in September 2006 and is for students on a low income who are receiving or may receive means-tested benefits such as Income Support and Housing Benefit.  Again, your [LA] will be able to give you more detail.
The following are claimed from agencies other than the [LA]:

Bursaries and Scholarships

Each university now has its own bursary and scholarship scheme.  The amounts may vary according to the course you are on, your grades at A Level or your eligibility for the Maintenance Grant.

Social Security Benefits

If you have been receiving benefits from the Benefits Agency before attending university, they may reassess your entitlement once you start studying full-time.  The Disabled Advice Line for Benefits helpline is 0800 882200

Social Services

Your local Social Services can provide a pot of money for you to pay for someone to help you with things other than accessing your academic course.  This might include washing, dressing, laundry, shopping, cooking, etc.  Many unis have post graduate students who take on the role of Support Worker and are glad of the extra funds.

Direct Payments

Direct Payments come from your local Social Services by monthly payments allowing you to employ people of your choice in the way you decide.  An assessment has to be carried out by Social Services who will come to your home and decide how many hours of care you need each week.  Once they have decided how much money you require, they will carry out a financial assessment to decide whether or not you can afford a contribution.
The sooner you get assessed the better as you will need to advertise and interview potential employees before the University year begins.  It is a good way to access University and a whole new life which may otherwise be out of your reach.
[Further info on ayme website]  Article taken with thanks from ‘Cheers’ the AYME newsletter

OCCUPATIONAL ASSESSMENTS
What is Occupational Therapy?
Occupational Therapy (OT) helps people live more productive and enjoyable lives.  It is a way of helping individuals to do desired activities and thereby become more independent.

So, what is meant by “occupation”?

Occupation means any way in which you use your time, for instance:

Personal care – e.g. getting dressed, cleaning your teeth, shopping, washing. 

Productivity – e.g. paid or unpaid work, housework, studying.
Leisure – e.g. social life, sports, games, hobbies.

Could Occupational Therapy help me or my family?

Yes, if you or any family member is unable to do everyday tasks because of physical health or mental health problems. OT can offer practical, problem-solving help, focussing on your individual needs & circumstances.

Occupational Therapists work with people of all ages – though specific OT’s are likely to specialise in working with particular age groups (e.g. children or older people) or types of conditions (e.g. neurological conditions such as Multiple Sclerosis, Parkinson’s Disease, or Stroke).  OT’s may work in Hospital with inpatients, or in outpatient clinics; or may be based in the community, often in local health centres or social services offices. 
How can the Community Occupational Therapy Assessment Service help you?

If you are an adult with a disability, or are having problems with everyday tasks, OT’S can assess you & your situation and help you to identify ways to overcome these difficulties.
The Community Occupational Therapy (OT) Staff have knowledge of specialist equipment & ways of adapting any home environment.  They can help to improve your personal abilities or those of your carer. Where appropriate, advice can be given about different ways of doing something or on other services available to help you.  The Community OT works closely with other agencies, such as Social Workers, Home Care services, Community Rehabilitation Teams, etc.  They will refer to those other agencies as needed – provided that the client gives consent for them to do so.
How are referrals to the Community OT Assessment Service made?

All referrals are received to the Community OT Assessment Service via a district social services office.

You or your carer can refer, and so can someone acting on your behalf with your permission.  Alternatively, referrals for a Community OT assessment can come through the GP, District Nurse or other Health/Social Care Professional.

Hospital-based services often request the involvement of a Community Occupational Therapist (OT), where longer-term needs following a hospital discharge are anticipated.

Should you be looking to make a referral yourself, you need to speak to a Customer Services Advisor in your local social services District Office.  You can expect them to ask you a number of questions, to get the relevant information required as a starting point for the referral.  If all the necessary information can be obtained at this point, it is easier to decide whether the referral should come to O.T service or elsewhere, and it is easier to ensure the most appropriate response from O.T service.
What happens after a referral is made to the O.T Service?

There is always high demand for the service, so usually there is a waiting list for Community OT assessment.

All referrals received are checked by a Senior OT in the department and given a priority (“prioritised”).  
They will contact you by letter to outline what they understand to be the reason for the referral, and to give an idea of the likely waiting time for an assessment.  Please note, this is the anticipated wait, and cannot always be assured.  Every effort is made to see clients as soon as practicable.  They have to prioritise the workload to ensure that the most urgent cases are seen first.

As soon as the case can be dealt with (“allocated”), a member of the Community OT staff will make contact (usually with you, unless an alternative is indicated), to arrange a mutually convenient date & time of appointment for the initial OT assessment.  This is usually in your own home. 
What will the Community OT do on a home visit?

The Community OT staff member will carry out an initial assessment - usually at your home.  The assessment will involve discussion of the problems reported; details of your medical condition; how these are related; and how they affect your life.  It is common to request that the actual difficulty be demonstrated.

The OT will discuss possible solutions, which could include adapting your lifestyle, providing specific equipment, or referring you to other agencies such as the Community Rehabilitation Team or the Council’s Housing Adaptations Agency.

Further visits may be required to assess you with equipment before a decision is made regarding the most appropriate option.

At the end of each visit, the OT will complete a Summary of Assessment form, a copy of which will be left with the client as a record.

What Will Happen After the Community OT Assessment Visit?

If specialist equipment that the local authority can provide is required, they will contact their equipment services department with the results of their assessment and request that the equipment is provided for you.  The Local Authority Social Services Department govern whether you are eligible for specialist equipment.  Some of this specialist equipment is available from the local store (from stock).  Other types of equipment will require specific funding approval before they can order it for you.  There is no charge for the specialist equipment, or for its maintenance.  They will check that you or your carer can use the equipment safely and that it meets your needs as expected.

If the assessment has identified that essential adaptations are needed to your home, they will report and discuss these with the local authority adaptations agency.  In some circumstances, they may need to do a joint site visit with technical officers from the adaptations agency.  If your home is rented, your landlord will also need to be involved.  The criteria for being eligible for adaptations to your home are decided by the local authority social services department.

Where adaptations to your home are needed, a financial assessment of you will be required to decide whether or not you will have to make a contribution towards the cost.  This is confidential and is dealt with by the Disabled Facilities Grants Officers at the local authority and not by the OT.  In such cases, they will make a referral to the grants office via the adaptations agency.  In certain circumstances, the most appropriate solution may mean re-housing to an alternative, possibly already-adapted property.

They have a responsibility to assist in coordinating each of these processes, and to make suitable representation of you needs throughout these stages.

What will be expected of you?

Prior to your first community OT visit, it may be helpful to you and for them to identify any areas that you perceive to have difficulties with.  People benefit more from the service if they are open and honest with the OT regarding their needs.  Any information given to the OT will be treated as confidential; and would only be revealed to relevant others with your approval.

You may also be required to undergo a physical assessment or functional assessment during the visit; and possibly to trial various items of equipment that the OT considers to be suitable for meeting your needs.  They will discuss any implications of equipment provision and adaptation processes with you so that you are fully included in identifying the most appropriate and acceptable option available.

Useful Website Links

www.calderdale.gov.uk 
www.dialuk.org.uk 

www.dlcc.org.uk 

www.carersuk.org.uk 

Link to Community Occupational Therapy in Huddersfield 

Link to main Occupational Therapy Web page  

25% ME Group, Severely Affected Advocacy Service,

21 Church Street, Troon, Ayrshire, KA10 6HT  
Group Tel: 01292 318611

Advocacy Helpline/Fax: 01292 312369  Group Website: www.25megroup.org

Laughter Time

Have you ever wondered?

Why do people pay to go up tall buildings and then put money in binoculars to look at things on the ground?
How is it that we put man on the moon before we figured out it would be a good idea to put wheels on luggage?
What disease did cured ham actually have? 

Why are you IN a movie, but you're ON TV?
Why do toasters always have a setting that burns the toast to a horrible crisp, which no decent human being would eat?

Why does a round pizza come in a square box?
How important does a person have to be before they are considered assassinated instead of just murdered?
A friend is one who knows you and loves you just the same!!

With thanks to Central Lancashire ME/CFS Support Groups
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