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My name is Rosemary Winnall.  I am carer 
for my daughter Nikki who has severe M.E., and I am a member of the Worcestershire M.E. Support Group.  I am with Jill Pigott who is carer for her son Mark aged 34 who was diagnosed with M.E. in 1998.  So we both live with M.E. on a daily basis and have personal experience on its effects on people’s lives.  Jill is the Co-ordinator for the Worcestershire ME Support group, and represents the group on the M.E./CFS Herefordshire & Worcestershire Local Multi-Disciplinary 
Team Steering Group.  

How M.E. effects the lives of sufferers

Whatever age, or stage of life, people with M.E. are effected in every way possible.

With children it interrupts education and 
make it difficult to grow up socially.  They haven’t the energy to mix with their friends, so become isolated.  Adults too can become socially isolated.

The list of symptoms experienced by people with M.E. is very long, fatigue being just one of them.  One of the most difficult things to deal with is the fluctuations as people with M.E. can change from minute to minute, day to day.  This makes it extremely difficult to keep to any plans.  By pacing and keeping to a routine, life can become possible, but if 
they just do a little extra, either physically or mentally, a relapse occurs.  People with M.E. have to learn to cope with the symptoms and this is why they try so many complementary therapies and supplements.

Three quarters of people with M.E. have cognitive disturbance, including problems with short term memory loss, and difficulty concentrating.  For many people with M.E. this makes it very difficult to carry out anything that requires mental effort, such 
as shopping, cooking, driving, studying, reading a book.  Even watching television takes up too much energy.

Some people with M.E. are able to do some work, but more often than not it is part time.  But this is only if they have support from their family, and the employment is suitable for the sufferer.

What you believe M.E. to be

M.E. is an organic illness with many symptoms, involving the brain as well as disruption to the hormone and immune systems.  We believe ME causes histological, electrophysiological and immunological abnormalities following a viral infection.  

What help and support M.E. sufferers have in tackling their illness 

A couple of years ago our Group asked what members found helpful and what had been unhelpful.  The replies showed how much money and time is used going from one complementary therapy to another trying to find something that will relieve some of their many symptoms.  They also try various supplements without knowing which would be of benefit to them.  All this is costing people hundreds of pounds, and yet the majority are living on a very reduced income, or benefits.

Dr Mark Roberts is our new Consultant in Infectious Disease with an interest in CFS/ME.  Dr Mark Roberts joined the Worcestershire Acute Hospitals NHS Trust in October 2005, and has an M.E./CFS clinic at Kidderminster Hospital.  He also has a monthly clinic at Hereford Hospital.

In April 2005 the Herefordshire and Worcestershire M.E./CFS Local Multi-Disciplinary Team (LMDT) received £120,000 to enhance the service in the two counties.  This covers the four Primary Care Trusts in Herefordshire and Worcestershire.  
The combined area covers approximately 1300 square miles, and serves a population of about 730,000.  It is estimated that likely prevalence of ME sufferers is between 2,000 and 2,500.  It is felt that we need to have a register of patients.  The local services will then being able to plan their services, and the various government departments will realise how much help is needed.

The original plan was for the LMDT to have two full time occupational therapists, and also 2 part time dieticians, 2 part time psychologists, and 2 part time physiotherapists, all part time posts being one day a week.  The planning stage has been very slow, but eventually in November we had a few people in place with the service being gradually set-up and the new therapists learning about M.E.  We now understand that most of the nutrition, psychology and physio advice will be given via group sessions, in fact one of the Worcestershire members was last month referred to a Weight Management Group session quite irrelevant to the help required for her condition.
We were told that an advert was being placed for another OT last November, but this did not take place due to a NHS headcount reduction.  Peter Luff MP took this up with the South Worcestershire PCT and was told that the Strategic Health Authority required all organisations to effect a headcount reduction between September 2005 and March 2006.  We were promised that this would go ahead soon.

Just last week, at our Local Multi-Disciplinary Team Steering Group meeting we were told that the South Worcestershire PCT is unable to employ a new part time OT as they cannot increase their headcount.  An advert was placed in March for a 20 hour a week OT, and a number of applications received - and then everything came to a halt again.

Also last week we were informed that people with Severe M.E. should ask their GP for a referral to a Community Matron who will be able to give a case management approach.  But, we have been told that these Community Matrons will not have specialist skills.

People with M.E. very rarely visit their GP unless they are concerned about a new symptom.  The LMDT will be seeing newly diagnosed patients -  we believe all people with M.E. should receive regular check-ups with their GP.  

People with M.E. in Worcestershire and Herefordshire will be able to receive a diagnosis from Dr Mark Roberts.  The 
LMDT will then give advice on management strategies.  We feel that blood tests are required to find deficiencies and these should also be carried out at the M.E. clinics.  The supplements to rectify any deficiencies should then be available from their GP.

Living with Severe ME.

We probably all know someone who has mild or moderate ME, but the severe sufferer is usually unseen, alone at home, often bedbound and in great pain for years and unable easily to make their plight widely known.

My daughter is now 22.  Before being diagnosed with ME 5 years ago, she was an enthusiastic mountaineer, black run skier and she had spent the previous summer working with children in a squatter camp in Cape Town South Africa.  She had also walked the length of Wales across the mountains to raise money for Great Ormond Street Hospital, and she had a university education in front of her.

Her health collapsed during A levels. For most of the last two years she has been bed bound lying in a darkened room, unable to see visitors, talk on the phone, watch television or concentrate for more than a few minutes.  She has severe fatigue and can only sit up in bed for a few minutes at a time.  She is always in pain and usually has nausea, muscle spasms and unusual body temperature control. Last winter she had her worst relapse ever, leaving her in terrible pain that was almost unbearable to see, and she was unable to speak for some days.  She became almost unconscious with the pain, had difficulty in breathing, and was at times paralyzed leaving her unable to move or help herself in any way.  She thought she was going to die. 

She cannot seem to tolerate medication 
and has developed a wide range of allergies. She has very low tolerance to noise, light, touch, movement and smell and this is why hospitalisation is only a very last resort for these severe sufferers, as any extra stress on the senses can push the body into further decline. Complete paralysis, seizures and fits are experienced by some.

We recently came very close to Nicky being tube-fed as she became unable to swallow easily and was too weak to hold a spoon. 
I had to try to feed her myself. Even in her better times her hands can be so painful and sensitive that sometimes we have to wrap her cutlery in cotton wool to lessen the pain. 

There are many implications for carers and 
I have had to give up my job as a teacher to look after my daughter full time.  My husband and I can take no holidays together and any excursions away from home are dependent on Nicky’s state of health and her mealtimes.

We do hope that more money can be invested into research into the cause of 
ME and that a cure may be found soon to improve quality of life for all sufferers. In the meantime, when plans are made to set up a service to help ME sufferers, I do hope that these severe ME patients and their families are not forgotten.

We would like all workers in this field to be better informed about Severe ME.  The sort of help currently available through occupational therapy, physiotherapy and counselling which Nikki experienced when she was mildly affected with ME, is just not relevant to a severely ill sufferer. The graded-exercise that was recommended actually resulted in further deterioration of her condition. 

We would love to have a Support Worker who understood severe ME and knew how to help and encourage sufferers and carers.  We would like this worker to visit us at home on 
a regular basis to support us in our care of our daughter, to encourage us, to give us up-to-date information about current ME thinking, research and treatments, and to advise about aids for caring.  We would like a doctor or nurse to give Nikki regular physical check-ups to check that nothing else is going wrong. 

What future scientific research needs to be undertaken in the M.E. field in our opinion
In our opinion the top priority is to discover a diagnosis test.  This would tell the GPs, Benefit doctors, etc whether people have M.E.

There are many people under the umbrella of M.E./CFS - a diagnostic test would then lead to correct treatment for all people with M.E., and also lead to people with fatigue for other reasons being treated suitably.

Biomedical research is needed into the neurological abnormalities that are happening in people with ME.

We need to know if, and how, complementary therapies can help, particularly the value of dietary and nutritional approaches.

Our Group joined MERGE’s ‘Group Friends of MERGE’ scheme as we support their aim for a biomedical breakthrough in the investigation, diagnosis and treatment of ME/CFS.  Our members continually write to their MPs asking for the Government to support biomedical research.

We are very grateful to Dr Richard Taylor, Vice Chair of the Group on Scientific Research into M.E. who met people with M.E. at a special meeting in Kidderminster last month and heard their concerns about research and the local health services.

We are appreciative of the new clinics which are vital for the newly diagnosed but there is still nothing for the long term chronic and severely ill, their future is in the research coming up with a pharmaceutical product to give them some quality of life.
The Worcestershire M.E. Support Group welcomes the Gibson Inquiry 
and hopes this will bring benefit to the many ME sufferers across the country
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