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Exciting update on the Ashton, Leigh and Wigan NHS CFS/ME Service  
I was pleased to have received on the 10th September an email from Lynne Peters, the Neurosciences Coordinator for 
Ashton, Leigh and Wigan PCT about the new service.  She told me the core team for the service will be a full time 
Occupational Therapist who will also be the team leader, a part time Physiotherapist, a part time therapy assistant and a 
part time admin person.  The team will be based at the STOT unit at Leigh Infirmary where the community neuro team is 
based.  They will have their own telephone number. 
 
On the 16th October I was further updated with the news that the administrator/receptionist and the physiotherapist are in 
post and the occupational therapist is due to start on the 10 November.  They now want to meet up with members of our 
Support Group in mid November to discuss the service and peoples thoughts around it.  Lesley Farrington from our 
Support Group and who lives in the PCT area has offered to be the named contact for the trust.  Lesley has also contacted 
the members of the Wigan and Leigh Group to ask them to join her in the consultations with the service.  If anybody else 
who lives in the area would like to be involved please contact Lesley on 01942 523013 or preferably by email to 
dustybun1@yahoo.co.uk .          Yvonne Leech 
 
STOP PRESS 
We are pleased to tell you that we have been given a £750 grant from Bolton CVS to enable us to have a post 
Christmas celebratory meal/outing.  The money is to enable carers to enjoy a break from their caring role and 
we feel that having a good meal out will be an excellent way to treat them. 
This will be available to all members of the group – carers and sufferers alike, because we know many of you 
care for yourselves and many are not always able to make a meal.  We do hope that such an outing will be well 
supported and as many of you as possible will come along. 
We will probably make the outing a Sunday lunch towards the end of January.  In order to know how many 
people we need to book for, please send back the enclosed invitation to Pam. 
Please do come along and bring your carer if you have one as a special way to say a big thank you. 

*************************************************** ************ 
Don’t forget  the group gets 5% commission on all your purchases from Amazon.co.uk if you follow the 
links from our website, www.mesupportgroup.co.uk .  Click on any Amazon images or the amazon.co.uk link in 
the left-hand-side navigation bar, and then make a purchase within 24 hours and we get money for referring 
you.  Thanks to people making some large purchases we have made quite a lot from this.  You can do all your 
gift shopping on Amazon.co.uk - they sell CD’s, DVD’s, shoes, books, electronics, games, home & garden 
items, kitchen gadgets, jewellery, exercise equipment and more.  There is free shipping when you spend over 
£15 on most items.  This is an easy way to support the group.  Thank you! 

*************************************************** ************ 
Would anyone like  to receive the flyers and newsletter by email instead of post?  Postage is our biggest 
expense so please let me know on 01204 525 955 or email  caroline@mesupportgroup.co.uk if you would like 
email instead of postal contact. 
 

DISCLAIMER :   The observations expressed in our newsletter may not necessarily represent the 
views of the Committee or the Bury/Bolton ME/CFS Support Group. 

All products and treatments featured are for information only. 
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Support Group Information Sheet  
 

A reminder of who is what during 2008/9 with Telephone numbers for contact if required 
 

Support Group Leadership  
The 'Bury/Bolton ME/CFS Support Group' is managed by a Committee of 8 Members: - 

Pam Turner, Margaret Benn, Ann Richards, Caroline Higson, Maria Sale, 
Sheila Myerscough, Stephen Walker, and Kim Finney. 

Support Group Posts  
Group Contact / Welfare & Benefits Advice:  Pam Turner  01204 793846 
Treasurer:        Kim Finney  01204 882826 
Minutes Secretary:     Margaret Benn 0161 761 2723 
Web Master, Membership Secretary, and  Caroline Higson 01204 525955 
Newsletter Distribution:    caroline@mesupportgroup.co.uk  
Newsletter Production:    Tom Nicholson 01204 305042 
        tom@hillcot.demon.co.uk 
Bolton CVS Contact:     Ann Richards  01204 521769 
Medical Sub-Group, Group Representative and Yvonne Leech  0161 764 7822 
Carers Contact: 
Meetings Secretary:     Maria Sale  01204 575613 
Parent’s Contact:      Kim Finney  01204 882826 
Link Up Co-ordinator:    Stephen Walker 01204 842395 
        stewalker@postmaster.co.uk 
Librarian:      Carole Senior  01942 810320 
Door at Meetings:     Sue Forshaw  01204 883506 

 

OUR MEETING DATES FOR WINTER 2008 
Meetings are held at Longsight Methodist Church, Longsight Lane. Harwood, Bolton, usually on the third 
Thursday of each month from 7.30pm until 9pm, except in April, August and December when there is no 
meeting but our newsletter goes out.  We started to meet here formally as a support group in September 1990 
after several years when we met in each others homes.  Simple refreshments are provided. 
 

15th January 2009:  Isobel Dixon of Breathworks .  
This is a community interest company (non-profit) which runs courses to help people suffering from long-term 
health conditions, persistent pain, stress, etc.  Their Pain Management and Living Well programmes are based 
on the Buddhist notion of mindfulness, a moment-to-moment awareness.  Although it comes from the Buddhist 
tradition, mindfulness can be practised by anyone, regardless of their religious or non-religious beliefs. 
 

19th February:  Dr. Andrew Wright , - Who will talk about the latest developments. 
 

19th  March 2009 AGM   
Please try and attend the AGM as it is the most important.  We will try to get the business part over as quickly 
as possible so that we have time for a chat and socialising. 
 

SOCIAL GROUP 
Bury Socials : Sheila has now organised some Bury socials for the first Thursday of every month, (except for 
January when it will be on the 8th), 3pm at The Met, Derby Hall, Market Street, Bury, BL9 0BW.  
http://themet.biz/location/find_the_met.pdf.  
It’s not noisy and they have couches and sell snacks, soft drinks, etc. If you need any more information, please 
phone Sheila on 0161 7970026 after 12 noon (she is happy to phone you back as she is on a free calling plan). 
Our Social Group  have been meeting informally on the first Monday of each month at the Sweet Green 
Tavern in Bolton.  (127 Crook St. – go past the station on Trinity Street, through the lights and it’s on your left.) 
 

Remember that you can ring Pam if you wish to borrow our wheelchair or our light box 
 

PLEASE DO NOT WEAR STRONGLY SCENTED TOILETRIES WHEN YOU ATTEND OUR 
MEETINGS, AS SOME MEMBERS ARE VERY SENSITIVE TO THESE PRODUCTS.  Many thanks. 
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BURY & BOLTON ME/CFS GROUP MEETING 18 TH SEPTEMBER 2008 
LIGHTNING PROCESS, DEREK VERNON 

 
Our speaker for our September meeting was Derek 
Vernon, he has been an ME sufferer for 18 years and 
has given much time and support to the Stockport ME 
Group. 
 
Derek told us that when he first came across L.P. he 
was amazed because he was phoned up by Anita; a 
single mum who has severe ME, as does her son.  
They were so badly affected they needed support from 
carers.  Anita told Derek that she had just returned 
from South Wales and she no longer had ME.  Anita 
had gone to South Wales to combine 3 days of L.P. 
training with a holiday, instead of going to the 
London clinic.  From being totally dependent she was 
now cured of ME, this was in March 2006, after 10 
years of illness.  Derek of course was delighted for 
her but left it at that and “put it on the back burner” 
because over the years of talking and listening to 
people with ME you hear many many things that help 
some people but not others.  They feel the latest 
treatment is wonderful but after 3 or 4 months realise 
it isn’t quite the solution. 
 
Then in September 2006 he heard from a lady called 
Jan, she had been to London to do the L.P. training 
and since then on a walking holiday in the South of 
France after being wheelchair bound for 7 years.  Jan 
subsequently learnt to be a trainer for L.P. based in 
Stockport.  Once again Derek was intrigued because 
as he said ME is not quick and L.P. seemed to be the 
total opposite end of the scale. 
 
The third person Derek told us about was a person 
who had ME and improved but multiple chemical 
sensitivities were now the problem.  Pat also did L.P. 
and got rid of her chemical sensitivity and Derek 
could not understand how something could be 
working and being so effective on such different 
things.  Unfortunately Pat was on a car journey down 
to London when her car broke down and she sat at the 
side of the motorway, out of the car, waiting for the 
breakdown service and because of all the exhaust 
fumes her chemical sensitivity returned and she hasn’t 
been able to get rid of it again. 
 
Derek was fascinated by this because during his time 
as Stockport ME Group Chairman, he had worked 
with the ME nurses that they employed, using a 
Lottery grant, he was always looking for ways to help 
ME patients improve or get better.  Derek’s job had 
been to get training for the ME nurses when they had 

been recruited so he had a very strong interest.  He 
said that he has had ME since 1989 when he was 
severely affected but was fortunate enough to be 
diagnosed within 18 months.  His GP was excellent 
and told him that he had a diagnosis for him but that 
he had “been born too soon”.  They knew what the 
illness was called but they had no understanding of it 
and he asked if Derek found anything out would he let 
him know.  This was honest but not very helpful when 
you are having trouble standing, walking, thinking, 
talking etc.  This interest in what could be done and 
how you could improve had been with Derek 
throughout his illness, he always believed it was 
possible to improve but he had never come across 
anything like L.P.  which he described as a training 
not a therapy.  Training teaches you how to help 
yourself, therapy is something which somebody else 
does to you.  
 
Now Derek was wavering, he knew he couldn’t get 
the information second hand and felt that he had to do 
the course because he wanted to have a personal 
knowledge of how this treatment could get such 
dramatic results for so many severely ill patients.  
 
Derek went to London to be trained by Phil Parker: 
who is an osteopath who has developed L.P. over a 
period of 6 to 7 years.  Although it can be used for 
other conditions, Phil has developed a specific way of 
using L.P. for people who have ME.  At that time 18 
months ago Derek could afford to go to Phil Parker in 
London, but as his prices have now increased he 
would no longer able to afford to go to London clinic 
if it were today that he was going.  Polly, Derek’s 
wife, was suspicious and very sceptical because 
although Derek had tried many things over the years 
and had improved he was still badly affected with 
poor mobility and exhausted after effort; however he 
applied to go to the clinic for training. 
 
If at the end of this evening you have an interest, fine, 
that is the start of investigating more that can actually 
be the start for some of you, of having a full life 
again.  Derek said that, not on the basis of a whim or 
hope but on the basis of his experience of April 28 
2007 when did L.P. and he gained, within those 3 
days, the start of his recovery and then spent the next 
12 months gradually improving his physical 
condition.  You can’t suddenly go from nothing to full 
fitness so it takes time to build up and he has just 
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come back from a holiday where he has been able to 
climb mountains and sail again. 
 
Now he needed to get through Phil Parker’s doors. 
 
The trainers ask a series of questions to ensure that 
you are “ready” for L.P. training because if you are 
not sure or not convinced that you will get better they 
will not take you on the course.  You have to be 
prepared not to be cynical or analytical because if you 
are you won’t benefit.  Derek was asked how 
convinced he was that he would be on the track to 
good health if he did the course, and as he knew 3 
people who had got better he replied 90% but Phil 
Parker said “why are you not 100% sure”.  
 
So Derek said he knew 3 people who had been for 
L.P. training and were well and Phil said “who would 
you like to be like?” and Derek knew a 100% he 
could answer that; from being ill to fully fit in 12 
months.  Phil then told him that if he was prepared to 
do the work he too could achieve this.  So Phil took 
him on.  
 
Now the hard part, getting down to London, so Polly 
and Derek went on the train, Polly didn’t go into the 
training with Derek although some trainers do allow 
partners to join the group, Phil doesn’t.  Next problem 
was that Derek didn’t function in the morning, he 
used to get up around 11.00am but the course was for 
three hours in the morning.  So OK if he was going 
for it, he was going for it, so Polly got him up and 
gave him breakfast, then set him off to the training 
centre; but how would he manage to concentrate for 
three hours?  The course has been specifically 
designed very well and you do manage the three hours 
OK.  
 
Now, what to do for the rest of the day!  Derek and 
Polly went into London and had a lovely afternoon 
looking round and finished up near the river, of 
course, as Derek is a boating enthusiast, and had a trip 
on one of the yellow DUKWS along the Thames.  
Then they went for a meal and he was of course tired 
but normally tired not exhausted.  Then 10.00am next 
morning he went back for day 2.  
 
It does work!  Derek said he was buzzing a bit and 
one of his fellow trainees said “you look alive this 
morning”.  By the end of the three days all six trainees 
had made progress, Derek said it is mind blowing.  
When they were going back to the train Polly said 
“I’ll take the bags” as she usually would but Derek 
was able to take the bags.  For three weeks Polly was 
waiting for the relapse but it didn’t happen.  

Having learnt the process with a skilled trainer you 
have to come back and use it for yourself.  He said 
that you don’t expect to get better by being taught 
something but within three weeks his sleep pattern 
was back to normal.  
 
Derek set his stall out to make steady progress not 
rushing it, he has gone from doing short walks 
regularly, then gradually increasing and now he can 
climb a mountain.  Once Polly had confidence that 
Derek was on the mend, she stopped trying to protect 
him.  
 
Derek reminded us all with ME that we learn to do 
things in a different way and he said that we do 
pacing, which is absolutely essential and does produce 
good results and good improvement.  He said that it 
sounds impossible that L.P. can make such an 
amazing amount of progress but you get the results if 
you do the process and stick to it when you come 
back. 
 
Derek said that we improve with ME but get trapped 
in it, we get stuck at the glass ceiling, if you put the 
effort in you can get through that trapdoor.  16 months 
on and Derek can now say that he is recovered and he 
couldn’t have imagined that when he first set off.  He 
added that if some people were wondering if he really 
did have ME he had been diagnosed by an expert at 
the Royal Free Hospital. 
 
It is so fulfilling to see people who have been trapped 
in this illness and are now back to work and feel that 
they are better.  Hayley, the Stockport young people’s 
group representative is now working part time.  This 
summer she was in Italy as a rep and said she was 
able to do everything the others did and although she 
was tired it was a normal tiredness.  Hayley went to 
Rome and found herself crying in a chapel at the 
Vatican because she was so grateful that she had gone 
through all that and now she could do things the same 
as everyone else. 
 
When asked if L.P. is similar to psychotherapy Derek 
stated very strongly that at L.P. you learn and are 
trained how to get yourself better, it is NOT 
Cognitive Behaviour Therapy, nor is it psychotherapy.  
He said that it is developed from neurolinguistic 
processing (where in your mind you can see 
something that you want your body to do and your 
mind works out how to make it happen), life coaching 
and osteopathy.  Phil Parker accepts that ME is a 
neurological illness which means that it is a physical 
illness and it affects the immune system, the muscles, 
the endocrine system (hormones etc) cardiovascular 
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system and the digestive system.  Phil had been 
working with people with ME and at first he couldn’t 
help them to get completely better.  They improved 
but seemed to get stuck at a certain level and then Phil 
began to realise that they had immune dysfunction 
and an abnormal or dysfunctional stress response.  At 
first Phil believed that all his patients were producing 
too much of the adrenal hormones, as in the fight or 
flight response to stressors, but he later realised some 
patients did not produce enough.  Derek said that the 
illness so wraps you round that you carry stress, you 
have the stress of being ill, and stressors attack you all 
the time.  If you can change the stress response then 
gradually you can do a little more and your 
cardiovascular system begins to work again.  Phil 
developed a way to change the fatigue, how to use 
L.P.; neurolinguistic programming helps your body to 
do things but you have to use it all the time.  You 
gradually retrain your brain and teach it to give a 
different response.  Derek said that L.P. is the most 
powerful tool available to help people and now there 
are practitioners locally; Jan in Stockport and Helen in 
Bury. 
 
Derek asked ARE YOU READY?  He said they want 
everyone that they take on to succeed; he said at first 
he used L.P. very frequently because you use it every 
time you feel ME symptoms coming on but gradually 
he only needed to use it once a day and now only very 
occasionally. 
 
Derek showed us a book called An Introduction to the 
Lightning Process, the Complete Strategy for Success 
by Phil Parker but although it tells you about the 
process it doesn’t say exactly what it is; for this you 
have to go on the course and be trained by an expert. 
 
16 months ago Derek went in hope but now he has 
achieved it. 
 
Questions and Answers  

·  What is the success rate? 
90% (Phil Parker) of 12 people Derek knows 9 have 
achieved either excellent or good results, it is the best 
success rate he knows of any treatment on offer. 
 

·  Can you give an example of the technique? 
I can but I won’t because of the six people who were 
on my course the one who made the least progress 
was a lady whose friend had explained it all in detail 
and then when she went on the course she found it 
difficult to relearn.  It is a carefully structured 
programme and needs to be taught by properly trained 
people; also it is important to have the follow on 
support. 

·  Are you cured because we often have periods 
of remission when we feel the ME has gone 
away? 

Derek doesn’t say he is cured but that he has his full 
life back and doesn’t feel that the ME will return.  He 
now lives life to the full but says of course he isn’t 
what he was 18 years ago but he enjoys his life 
everyday and has freedom of choice to do things. 
 

·  You have had many excellent speakers at 
Stockport Group telling of their research but 
now you are saying this is the best, how do we 
know which way to go?   

Do you mean that this has not been researched and 
tested? (Yes.)  Well then, Prof Findlay at the National 
ME Centre at Romford is very interested in L.P.: it is 
helping patients that he hasn’t been able to help.  He 
is hoping to do a properly controlled, double blind 
study comparing ME patients, some are treated 
conventionally and some trained with L.P.; but this 
will depend on funding. 
 
Derek also mentioned Dr Kerr’s work and the seven 
subsets of patients with ME and said we need to find 
out which people it does help. 
 

·  How much does it cost? 
In London - a lot.  In Stockport by Jan Williams the 
price is around £600, in Bury with Helen James, the 
price is £600 but for bookings before 31st December 
2008 there is £40 discount.  For more info visit  
www.helenjames.com  or ring Helen on 0161 764 7729 
(quote code HJMESO8 for £40 discount) 
For this money you get three training days and some 
practitioners also offer 2 sessions of telephone 
support. 
 

·  Why are people vetted before they go on the 
course?  

Obviously they want people who are likely to succeed 
but also they need to know that you are prepared to 
rethink the illness and how you  look at it; it is good 
for them and good for you. 
 
Derek said he was happy for people to phone him to 
ask their questions and gave his telephone number 
0161 427 2325. 
 
Please note that the committee do not advocate 
any one method of treatment for ME and 
although we know that Derek is a very genuine 
gentleman who was badly affected by ME and is 
now better, we are aware that this treatment 
does not work for everyone - just like many other 
treatments.  It is your choice. 
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DR VANCE SPENCE- SPEAKING AT STOCKPORT ME GROUP  
10th OCTOBER 2008 

A number of us went over to the Stockport meeting to 
listen to the presentation by Dr Vance Spence: he is a 
graduate of London and Dundee Universities and his 
area of expertise is in vascular(blood vessels) services 
and research: he is a senior research fellow at Dundee 
University and has been instrumental in launching 
ME Research UK. 
 
Vance has been chairman of ME Research UK for 
around 8 years.  His charity sponsors research into 
studies to determine the cause of ME and treatments 
which may help. 
 
He said that he would try to refresh what we know 
about ME; or what we don’t know; because the more 
you delve into this illness, the more you realise how 
little you know.  However he was very confident that 
in a very few years time we will know much clearer 
how to accurately diagnose this illness, leading to 
much better treatment; without a clear diagnosis it is 
just a mess.  Vance has the illness himself and works 
from home via broadband. 
 
The charity is registered and is based in Perth (it used 
to be MERGE but people didn’t know what it was 
about).  Funds are used in both Scotland and England 
for biological research into ME.  They have beautiful 
facilities in an excellent building that was built by one 
of the whisky distilleries and they are only charged a 
very minimal rent. 
 
There are 20 people involved in running the charity 
and their focus is on research that will bring a result.  
Researchers apply on line and it is only a 2 page 
application, this is then screened and if it is alright 
they are then asked for more information.  The 
General Medical Council application form is hundreds 
of pages long and takes months to complete.  
Although the GMC has spent at least £3million on 
just five studies, unfortunately they have not been 
studies that address the cause and useful treatment of 
ME. 
 
ME Research UK has an archive of over 7000 papers 
on ME and they are available on request to anyone, 
Vance said that they would be especially useful to 
students rather than trying to get information from 
many different sources. 
 
The charity has 24 groups of friends across the 
country and 14 corporate friends across the world in 
countries from Norway to Australia.  They donate 

mainly because there is no research in their own 
country.  There are 2700 people who donate and who 
receive the Breakthrough Charity Magazine regularly. 
 
Vance then went on to talk more about the illness and 
started by saying that we (sufferers) use the term ME 
and this has become the “lay persons” name for it; 
Doctors and journals use CFS.  Vance says there is a 
lot of misuse of terminology and a lot of questions 
unanswered.  He showed us some pictures from the 
newspapers and one said Kelly Holmes had ME but 
he posed the question “was it an over training 
phenomenon?” in this, at a cursory look although it 
appears to be similar, however going deeper the 
picture is completely different. 
 
The problem when deciding what is and what isn’t 
ME/CFS is that every illness has a severe fatigue e.g. 
malignancy, MS, TB, HIV, we are discussing 
medically unexplained fatigue.  Between 1 to 2 
million people in the UK have unexplained fatigue, 
possibly due to stress etc. however 0.2% (2 per 1000) 
which is the equivalent of approx 100,000 to 200,000 
may have ME/CFS.   There are small surveys which 
show the figure may be as high as between 4 to 9 per 
thousand as it is in the Hebrides, Vance told us that 
also the highest levels of asthma are in the Hebrides 
due to the use of pesticides being high in that area.  
He said Fibromyalgia also complicates the problem 
(although later he said there is now a blood test which 
shows that ME and Fibromyalgia are two different 
entities).  Chronic infections also complicate the 
picture, he said that he has a lot of time for Dr Andy 
Wright and he works hard for ME but Vance does not 
think that Lyme Disease is the answer to the question 
of which infection is causing the problem, although he 
does agree with Andy that Chlamydia Pneumonia 
may be implicated for some patients. 
 
Another problem is that there are several definitions 
of CFS/ME and that the most widely used one, the 
Fukuda definition, Vance does not feel is very helpful.  
He told us of a website: - Welcome to Disapedia, 
http://www.disapedia.com  which says that ME is 
primarily a neurological condition and lists the 
symptoms such as changes in sensory tolerance e.g. 
light, sound etc, visual problems, post exertional 
malaise and muscle weakness, difficulties with 
coordination and speech, severe fatiguability, 
cognitive impairment (not able to think straight or 
find the right word), problems with balance, 
subnormal or poor body temperature control and pain, 
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impaired mobility and disability.  ME is a relapsing 
and remitting illness with new symptoms and 
relapses. 
 
Vance was quite intrigued by the fact that in his area 
there was a very large outbreak in the 1980’s with one 
practice having 112 new patients in a month: but now 
there no new patients.  This is not true for Newcastle 
where there are new patients, so he feels that 
something unusual is going on. 
 
Then he posed the question why is diagnosis so 
important?  He explained that when doing a 
diagnostic test, doctors are looking for a protein that is 
present in those that are ill and which is not present in 
those that are well.  This kind of picture makes 
diagnoses easy for the doctors, but what they get with 
ME is patients who do not have the protein that they 
are looking for but who are still ill.  So he concluded 
that maybe we are going wrong somewhere with the 
tests. 
 
Dr Spence then went on to tell us about some of the 
projects that are being funded by ME Research UK 
and how much they cost, for example there are studies 
looking at gene array, red blood cells, immune cells, 
muscle function, blood vessels and the brain, he said 
that for the mitochondrial tests we need around £2000 
per patient as it requires a sample of deltoid muscle to 
be accurate. 
 
ME Research UK also collaborates with other 
charities and has recently jointly funded a study with 
Jane Colby of Tynes Trust, which was studying 
children with ME. 
 
Dr Basant Puri is continuing his research, this time in 
the area of non-invasive structural and functional 
neuro-imaging, with grants from ME Research UK.  
Dr Julia Newton has an ongoing study into autonomic 
dysfunction and she is trying to understand what is 
happening and to develop treatments that are aimed at 
helping.  Drs. Paul and Rebecca Marshall are doing 
studies with neurological pain, Dr Spence’s speciality 
is looking at the vascular (blood vessel) systems and 
his studies show that there is inflammation; with the 
values he uses the normal is around 1, someone with 
rheumatoid arthritis would have a value of around 25, 
he find in people with ME the value is around 8, so it 
is not greatly raised but it is significant.  He said that 
this can be helped using drugs but the problem is that 
if young people have stiff, inflamed blood vessels 
they may have massive problems as they get older.  
Jonathon Kerr has been doing studies on Gulf War 
Syndrome and feels that it is the same illness as ME 

but Vance Spence doesn’t agree.  He said that the 
soldiers were given toxic drugs and he said that raises 
questions which need answering.  Dr Ellie Stein is 
doing research into the effect of exercise and repeats 
the test after 48 hours to see what is going on.  Dr Jo 
Nijs is doing research into post exertional malaise.  Dr 
John Gow was funded for his study into genes.  Dr 
Khan is researching the role of Vitamin D in ME.  
Vitamin D can be obtained by the action of sunshine 
on the skin or from certain foods, especially oily fish 
such as salmon and herrings.  Vitamin D is important 
for maintenance of organ function e.g. it regulates 
blood calcium by assisting its absorption from food 
and re-absorption in the kidneys, it is essential for a 
strong skeleton and has significant influence on the 
immune system.  Dr Khan is also studying stiffness in 
blood vessels. 
 
In total there are over 20 research projects ongoing at 
present and funded by ME Research UK. 
 
A very interesting study that Dr Spence told us about 
was the effect of exhaustive exercise on plasma 
isoprostanes (these are to do with the lactic acid 
which causes the burning pain in tired muscles.)  The 
study was done using men: - so they did not have to 
make allowances for hormonal changes.  Vance said 
the effect it took was really exhausting.  Readings 
were taken at the start of the exercise, again at 4 hours 
and again at 24 hours to see when lactic acid was 
produced.  He also explained that Omega 3 & 6 fish 
oils help to make prostaglandins which help the red 
blood cells work.  Our bodies produce free radicals 
constantly (wear and tear like rusting is on iron) 
because of the way our metabolism works this raises 
the level of isoprostanes (lactic acid) and then there is 
more pain.  Isoprostanes constrict the blood vessels 
and are high in patients with ME.  So there is more 
acid in ME patients muscle when it is used. 
 
What they found was both interesting and surprising.  
For ME patients their level of isoprostanes at the start 
of the test, was higher than a normal persons level 
after the test (4 hours later); but what was very 
surprising was that ME patients levels dropped at 24 
hours in the same curve as the control person.  What 
they concluded from this is that, of course you are 
sick and in pain before you start but it isn’t exercise 
that is the problem. 
 
Dr Spence also told us about studies being done by Dr 
Julia Newton into postural hypotension in ME 
patients (difficulty when standing).  She has been 
studying the peripheral nervous system (this is in 2 
parts and balances the body e.g. parasympathetic 
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system slows heartbeat but sympathetic system speeds 
the heartbeat etc. for all body functions, thus keeping 
the body in balance).  Her studies have shown that 
there is dysfunction in the peripheral nervous system.  
Dr Newton’s main area of study is with people who 
have liver disease originally but she has found that 
some people with ME have worse problems with the 
dysfunction of their peripheral nervous system than 
those people with severe liver disease.  The more 
dysfunction of this part of the nervous system the 
worse your symptoms of ME.  Julia feels that the 
problem lies within the brain in the central nervous 
system.  There are lesions which are visible on a deep 
MRI scan, they are called globus pallidus lesions, but 
are only visible on a level 3 magnitude scan (normal 
scan is 1.5 which is only half this magnitude).  What 
Julia is trying to find out is why people with liver 
disease (as well as people with ME) should get 
neurological dysfunction. 
 
Dr Spence then told us about some of the research 
into blood in ME patients; he told us that 80% of the 
white cells are neutrophils.  These are part of our 
defence mechanism and they eat up toxins, bacteria 
etc. but with ME patients these neutrophils die off 
early causing low levels and he said that infection is 
the cause. 
 
The charity is trying to get more people to do 
research, sometimes in an area that they are already 
working in but many will not do the research even 

with the offer of funding.  He also told us that he 
recently gave a talk to some doctors and near the end 
of his talk (about his speciality in blood vessels) he 
said he had some interesting facts about patients with 
ME and some of the doctors stood up and walked out; 
he asked “what is it about this illness that causes 
doctors to behave this way?”  He said that after all 
facts are facts. 
 
Dr Spence and the ME Research UK team work very 
hard both to get funding for ME relevant research, but 
also to get understanding of the illness, which also 
affects him badly. 
 
We are so fortunate to have this excellent charity 
funding such useful projects which will bring better 
understanding and, we hope, the possibility of more 
effective treatment. 
 
Dr Spence is going to send us some DVDs of a 
conference and it’s speakers that was held in 
Cambridge earlier this year.  It will be available in the 
library. 
 
The Charity, of course, always welcomes any donation but 
is especially grateful to people who can offer a regular 
donation by direct debit or standing order. 
ME Research UK,  
The Gateway, North Methven Street,  
Perth PH1 5PP, Scotland 
Tel 01738 451234 
www.meresearch.org.uk   email meruk@pkavs.org.uk   

BOOK REVIEW 
The State of Me written by Nasim Marie Jafry .  
A heart-warmingly written debut novel written by 
someone with experience of ME.  It’s 512 pages, but 
the font is large and the lines are spaced quite far 
apart-she obviously has “ME eyes” in mind! 
 
Synopsis:  It s 1983 and 20-year-old university 
student Helen Fleet should be enjoying the best days 
of her life, but while all her friends go on to graduate 
and have careers in London, she is forced to return to 
her parents home, bedridden with vile symptoms that 
doctors can't explain and often don't believe.  She is 
eventually diagnosed with M.E, an illness that she 
must learn to live with over the next decade.  All of 
her relationships are tested and changed by her 
condition, but Helen s story is so much more than an 
account of her suffering.  The State of Me explores 
the loneliness and chaos of one of the most 
misunderstood illnesses of our time, but also 
celebrates the importance of family, friendships, and 
love. 
 

Caroline’s review: This novel is sad and funny at the 
same time, showing us what it’s like to be a twenty-
something woman living in 80s Scotland with a 
mystery illness, based on her own experiences.  It 
starts off in the present day and we go back in time 
and see her ups and downs over the next decade.  Her 
struggle with coming to terms with the illness and her 
new life, not being able to work or go to University 
and her fights with her on/off boyfriend who doesn’t 
understand why one day she can walk a few hundred 
yards and the next she will be unable to reach for the 
glass of water next to her bed.  It gave me an insight 
into how difficult it was like a decade ago when there 
were many misconceptions about what was termed 
“yuppie flu” and doctors weren’t as accepting as they 
are now.  This would be a good book for family and 
friends who are a bit sceptical about ME, just to give 
them a picture of what it’s really like to live with the 
condition, the author describes the symptoms really 
well.  A good read.  Contains some strong language.  I 
also recommend Karma by Holly A Harvey.  
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HELP WHEN YOU ARE IN HOSPITAL MY EXPERIENCE  
PAT MCKENNA  

I was diagnosed with ME 30 years ago.  Over the 
years I have from time to time needed to attend 
Fairfield Hospital with various other medical 
conditions and have often found that the staff did not 
know what ME is.  I have also encountered some 
negative and hurtful comments about my ME which 
has meant that on several occasions I have had to sign 
myself out to aid my recovery. 
 
When you have an underlying neurological condition 
like ME it is important the medical staff take this into 
consideration when deciding on the care that you 
require.  From time to time I suffer full body muscle 
spasms and my legs go and I end up on the floor and 
unable to move.  I live on my own and I have no 
immediate family to care for me.  At home I have to 
rely on a neighbour to help me by doing my shopping 
etc when I am unwell. 
 
On the 18th March 2008 I was given an early morning 
appointment at Fairfield Hospital regarding my 
breathing difficulties.  I was made to wait for over 
half an hour beyond my appointment time.  This was 
very difficult for me as I had been told to fast for the 
appointment, so I was already feeling very weak and 
exhausted from just having got there on the bus.  I 
then discovered, after re-approaching the receptionist 
that the nurse I was meant to see did not even know I 
was waiting.  The nurse then questioned the 
receptionist as to why a ME sufferer had been made to 
wait.  The receptionist replied that ME was an 
“imaginary disease”.  On other occasions recently at 
Fairfield hospital I have also had one Doctor say that 
he “had never heard of ME” and another say that “he 
did not believe in it”. 
 
Initially I took my complaint about my treatment on 
the 18th March to PALS, the Patient Advice and 
Liaison Service at Fairfield Hospital to which I was 
just told “sorry”.  I did not feel that was good enough.  
I therefore decided to raise the matter as a formal 
complaint against the Trust.  I wanted to raise the 
awareness and implications of having ME and for the 
hospital staff to treat ME sufferers with dignity, 
respect and understanding.  I wanted to see the 
hospital implement changes in their training policy to 
include a working knowledge of ME and understand 
the impact it has on people’s lives.  I wanted to see 
service improvement.  I feel that every time I go to 
Fairfield hospital I have to fight to be understood and 
it is very distressing having to explain myself and my 
underlying illness every time.  I wanted to know if the 
Trust complied with the NICE Guidelines for 

CFS/ME and if there was any system in place to 
ensure that is made clear in my medical records that I 
have an underlying condition of ME, so that the staff 
reading them can be made aware. 
 
I was put in touch with ICAS (Independent 
Complaints Advocacy Service) which is run in the 
North West of England by the Carers Federation Ltd.  
They have an office in Stockport, telephone 0845 120 
3735 and a helpful website 
www.carersfederation.co.uk/what-we-do / 
This is a free, independent and confidential service to 
help you make a complaint against the NHS if you 
feel that you have not had the service you expect from 
them.  ICAS then telephoned me and listened to my 
story.  They were excellent and did all the letter 
writing and contacted the Pennine Acute Hospitals 
NHS Trust on my behalf. 
 
After having investigated my complaint I duly 
received a letter from the Chief Executive of the Trust 
which included an unreserved apology for the 
standard of care I had received.  I still did not feel this 
went far enough.  I wanted to know what they were 
actually going to do about it.  Another “sorry” was 
not enough. 
 
I decided to ask for a face to face meeting with a 
director of the Trust.  Pam and Yvonne were willing 
to come along to help me.  So on the 15th August we 
met with Mr. S. Farey Divisional Director, Dr. M. 
Finnegan Consultant  Physician and Divisional 
Director, and Mrs. S. Renwick from the Complaints 
Department.  We all felt it was a very good and open 
meeting.  They were very willing to listen and to try 
and find solutions.  Dr. Finnegan looked at my 
medical notes and said there were many entries that 
demonstrated that Doctors did believe I had ME and 
accepted it as a diagnosis.  However Dr. Finnegan 
agreed that unfortunately there were still a number of 
health professionals who did not recognise ME as a 
disease. 
 
I said that on a few admissions to Fairfield hospital 
staff had been very supportive and willing to listen to 
me and on those occasions my treatment went well.  I 
felt I was the best person to explain what medication I 
could or could not take because of my underlying ME 
but often medical and nursing staff were not willing to 
listen.  On one occasion I had been given adrenaline, 
which is a drug that is contraindicated for someone 
with ME.  Dr. Finnegan confirmed once when I had 
attended for surgery it was clearly documented that I 
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should not be given adrenaline but this information 
did not appear to have been brought forward in my 
notes. 
 
When I asked how could this problem be remedied for 
me and other ME Sufferers Dr. Finnegan explained at 
the front of all medical notes within the Trust there 
was a yellow alert sheet that should be used to record 
any allergies, communication problems, special needs 
etc.  There was nothing entered on my alert sheet so 
Dr. Finnegan updated my notes at the meeting.  This 
gave me hope for when I might need to attend hospital 
again in the future. 
 
I was concerned at the meeting that staff may not 
update the alert sheet correctly or would not even look 
at them, which to me often appears to be the case.  
Both Dr. Finnegan and Mr. Farey agreed that the 
effectiveness of the alert sheet was only as good as the 
member of staff who was using them.  It was agreed 
that perhaps the best way forward for patients with 
ME is to have hand held records.  They felt as patients 
with ME have a variety of symptoms, personal 
records would probably be of more use than the alert 
sheet.  Yvonne agreed to take this forward and would 
seek the support of the national ME charity AFME 
and the Greater Manchester Clinical Network 
Coordinating Centre for CFS/ME to develop one of 
these records.  Yvonne said she would also contact the 
Greater Manchester Neurological Alliance to see if 
they had anything that may help. 
 
We then went on to raise our concerns about the lack 
of referrals from Bury GP’s to the specialist ME clinic 
for people in Bury and Bolton, stressing that patients 
newly diagnosed did not receive a satisfactory service.  
We discussed the absence of specialised beds within 
the Trust, which was one of the recommendations by 
NICE or even a consultant who had an interest in ME.  
Dr. Finnegan assured us if a patient required 
admission for their ME they would be admitted and 
the best care possible provided.  He told us the NICE 
Guidelines for ME are available on the Trust intranet 
and he would expect that all staff, if they were 
unfamiliar with the disease, would refer to them. 
 
We then raised our concern about the lack of training 
about ME for health professionals at Fairfield.  Mr. 
Farey agreed to talk to the University Dean and raise 
the concern locally.  In addition it was agreed that 

awareness of the disease should be raised with staff of 
all grades.  Our Support Group was also invited to set 
up an information stall at any of the sites across the 
Pennine Trust to help raise awareness of the disease.  
Dr. Finnegan felt that doing this would have the 
greatest impact as patients explaining their disease 
and how it affects them is a very powerful message.  
Pam felt ME Awareness Week May 2009 may be a 
good time for this and Pam’s details are being passed 
on to Mrs. Angela Wood, the Patient Partnership 
Manager for the Trust to take this forward. 
 
In response to a question from Yvonne Mr. Farey 
confirmed that the Pennine Trust had been assessed as 
compliant with the Nice Guidelines for ME at the 
previous audit, but he felt that another audit would be 
helpful.  He would raise this with Mrs. A. Edwards, 
the Associate Director Education and Training for the 
Trust and request that she contacted the Greater 
Manchester Clinical Network Co-ordinator, via the 
Support Group, who it was felt would have the tools 
necessary to perform the audit. 
 
We all felt that the meeting had been very useful and 
that care would improve as a result.  They said the 
notes of our meeting would also be passed to Mrs. D. 
Brears, Associate Director of Nursing and Mrs. A. 
Wood, Patient Partnership Manager who would 
perhaps contact us to attend any patient groups or 
conferences. 
 
Since that meeting, on the 5th September, Yvonne and 
I were invited to a day conference for senior health 
managers from around the Pennine Trust at Fairfield 
Hospital titled Taking Inspiration from Patients.  The 
conference was all about how perceptions may 
influence care and what it feels like to receive bad 
service.  The 4 workshops were Communication and 
Attitudes, Dignity and Respect, Adult Learning 
Disabilities and Attitudes to Obesity.  It was very 
interesting and in many ways reinforced what I had 
been trying to achieve. 
 
I would strongly encourage any body who feels that 
they are unhappy with the service they have received 
from a hospital, doctor, dentist, local surgery or any 
other NHS Service to complain about it.  Dr. Finegan 
told us it is only by raising a complaint that the NHS 
has the opportunity to investigate the problem and to 
try and find a solution.   If I can do it, YOU can. 

**************************************** 

I am passing this E Mail to you because it worked for me.  I have found inner peace.  The way to do this is to 
finish what you start.  I looked around the house and found things that I had started and I finished them... the 
vodka the Bailey's, some rose wine, beer, lager, ice-cream, crisps, chocolate, you have no idea how peaceful I 
feel now!!!  
Pass this on to anyone who you may feel needs a bit of peace in their life.!!!!! 
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NEWS IN BRIEF 
Report Of Clinical Network Coordinating Centre Meet ing September 2008  
There was some very welcome good news at this meeting of staff from clinics all over the Greater Manchester area and 
staff from Preston and Morecambe Bay. 
Firstly the Wigan, Ashton and Leigh Clinic, so long awaited, has now appointed their staff of Occupational therapist/team 
leader, part time physiotherapist, part time therapy assistant and clerical support.  There is funding for medical input 
although the doctor has not yet been identified.  Referral to the clinic will be via a consultant for the present.  The clinic 
should be up and running as soon as staff have worked periods of notice etc. 
Next was more good news that money has been made available for Tameside and Glossop to start up a new service, this is 
hoped to be up and running early in the New Year. 
There is also to be a meeting in the Rochdale area to discuss commissioning a service there. 
It is really great news that ME is finally being acknowledged so widely and more clinics are being set up all around the 
area. 
Our own ME clinic has had more funding so we have an extra therapist, more hours for the counsellor and an extra 
session for Dr Wright.  We are very fortunate.  
Lastly the CNCC team are working hard to ensure that in-patient services will be made available in the future and to raise 
awareness of ME to all the GPs and Practice nurses in Greater Manchester. 
 

Eaga/Warm Front Heating Grants  
We have mentioned this in previous newsletters, but we thought it would be worth mentioning again with it becoming 
colder and for the benefit of new members. 
If you own your own home or rent it from a private landlord, you may be eligible for a grant of up to £2,700 (or £4,000 if 
oil central heating is involved) under the Warm Front Scheme.  Warm Front Grants are available in England only; other 
schemes operate in Scotland , Wales and Northern Ireland .  
Applicants meeting the following criteria may be eligible for a Warm Front Grant. 
1. Householders aged 60 or over in receipt of one or more of the following benefits:  
Income Support     Council Tax Benefit  
Housing Benefit     Job Seekers Allowance (income-based)  
Pension Credit  
2. Householders with a child under 16, or pregnant women with maternity certificate MAT-B1, in receipt of one or more 
of the following benefits:  
Income Support     Council Tax Benefit  
Housing Benefit     Job Seekers Allowance (income-based)  
Pension Credit  
3. Householders in receipt of one or more of the following benefits:  
Working Tax Credit (with an income of less than £15,460, which must include a disability element)  
Disability Living Allowance  
Child Tax Credit (with an income of less than £15,460)  
Housing Benefit (which must include a disability premium)  
Income Support (which must include a disability premium)  
Council Tax Benefit (which must include a disability premium)  
War Disablement Pension (which must include a mobility supplement or Constant Attendance Allowance)  
Industrial Injuries Disablement Benefit (which must include a mobility supplement or Constant Attendance Allowance) 
Attendance Allowance 
NOTES: 
The term 'Householder' includes the applicant's spouse, or partner, if they are living with the applicant.  If you don’t 
receive any of these benefits, you can call the Benefit Entitlement Check team on freephone 0800 072 9006 to see if you 
may be eligible. 
They can supply and install new central heating systems, draught proofing, cavity wall, hot water tank & loft insulation 
and energy efficient light bulbs free of charge.  All central heating systems, new or existing, are covered against repairs 
and breakdown for 12 months after you are accepted for the scheme.  
You must be a private home-owner or rent your property and be over 18 to qualify, in addition to being in receipt of one 
of the above benefits.  The current waiting list to get your home surveyed for what work is needed stands at about 28 
days.  Our surveyor came within 2 weeks of applying and was well informed and friendly.  The time to get everything 
installed varies on what needs doing, but is generally quite fast. 
Many energy suppliers, such as Scottish Power do similar schemes, but you must pay about 50% of the costs in most 
cases, whereas this is free. 
If you have a query about the Warm Front Scheme, please contact enquiry@eaga.com  or call freephone 0800 316 
2805.  Visit http://www.warmfront.co.uk  for energy saving tips, application forms and more information.  
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Group Meeting 16 th October 2008  
Unfortunately our planned speaker, Karen Martin of Disability Living, was unable to come. She was going to tell us about 
Disability Living which is a charity based in Cheetham Hill in Manchester; and which gives unbiased information about 
mobility aids.  However, nil desperandum, (as they say) so Pam spoke for about ½ hour telling the group about the 
excellent talk given by Vance Spence last Friday at the Stockport Group meeting (see write up in this issue). 
This gave plenty of time for us to chat and give a warm welcome to several new members who joined us this time. 
 
Group Meeting 20 th November 2008  
Our Pre-Xmas social was a quieter affair than usual, but despite the cold weather about twenty brave souls couldn't resist 
the call of the bring and share buffet.  Pam had made a lovely Quorn vegetable chilli and salad rice (which many people 
raved about!)  We also had a curry, sandwiches, biscuits and a gluten/wheat/dairy free Xmas cake.  Some clever people 
brought Tupperware to take home leftovers (obviously seasoned Pre-Xmas supper attendees!)  Many thanks to those who 
joined us.   
If you couldn't see us this time around, we hope you will be able to join us soon! 
 
PLEASE NOTE 
We are very fortunate that one of our members has volunteered to be the librarian but unfortunately we once again 
appear to have quite a lot of books and talking books out on rather long term loan.  Please ensure that if you have 
any books they are returned and if it is not possible to get to a meeting with them just ring Pam and arrangements can be 
made for them to be picked up.  Thank you. 
 
Thanks to the Alpha Hospital Group for their kind d onation.  
 
The Cinema Exhibitors' Association Card  
We have told you about the Cinema Exhibitors’ Association (CEA) card before, but I think it’s such a great scheme, it’s 
worth another mention! 
This card enables a carer to a free ticket when you visit the cinema.  This can be used at Cineworld, Vue (Warner 
Brothers), Apollo, Odeon, UCI cinemas and more across the country, a full list of participating cinemas can be found on 
http://www.ceacard.co.uk/ .  You can also do a search by postcode to find participating ones near you. 
It costs £5 for the card, it lasts 3 years and will enabled a carer to go free whenever you visit the above cinemas.  There is 
no limit on how often you can use the card. 
To apply for the card, you will need to meet one or more of the following criteria: 
a) Be in receipt of the disability living allowance or attendance allowance. 
b) Be a registered blind person. 
The application form is very simple, all it asks for is your name, address and telephone number.  You also need to send a 
copy of your proof of entitlement, one passport sized photo to go on your card, along with a £5.50 processing fee.  
Application forms are available from cinemas across the UK that support this scheme.  Alternatively, download a form to 
print out on www.ceacard.co.uk , call 0151 348 8020 or write to: The Card Network, The Technology Centre, 
Rossmore Business Park, Ellesmere Port, Cheshire, CH65 3EN.  
Once you've sent in your application, it will take about three weeks to get your card.  I’m on my second card now and 
cannot recommend it highly enough!  We combine the CEA card with a Cineworld Unlimited card.  A Cineworld 
Unlimited card entitles you to see as many films as you want for a flat fee of £11.99 a month.  This means my husband 
and I can see as many films as we want for only £11.99 a month for the both of us!  If you like the cinema it’s well worth 
applying.             Caroline 
 
Low Energy Bulbs Can Be A Health Hazard  
The Department of the Environment now tell us that energy-saving light-bulbs contain mercury and are so toxic that if 
you break one you will have to evacuate the room for 15 minutes.  You will not be able to vacuum up the mess because it 
could spread mercury around the house.  And do be careful you don't inhale any toxic dust from the bulbs.  So be very 
careful when installing / removing bulbs.  They must be taken directly to a tip where they can be correctly disposed of. 
 
 Benefit & Work Guides :  We are a member of benefitsandwork.co.uk, who do a lot of guides on claiming 
benefits.  The guides are created by an experienced welfare benefits author and qualified barrister.  We can now send 
these guides to our members, free of charge, via email attachment or post.  You need Adobe Acrobat reader to read the 
email version (free to download).  If you would like some, please phone Caroline on 01204 525 955 or email 
caroline@mesupportgroup.co.uk with your name, address and guides you want.  We have guides on DLA & 
Incapacity/AA benefit, working whilst claiming benefits, discrimination guides and general ones. 
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There is a free video online  which aims to help the friends and family of ME/CFS [including Myalgic 
Encephalomyelitis, Chronic Fatigue Syndrome, and Post Viral Fatigue Syndrome] sufferers understand the illness and 
what their loved ones may be going through. 
http://www.sleepydust.net/me-cfs-chronic-fatigue-sy ndrome-video.html . 
The online video is about 10 minutes long. It is created from the perspective of quite a severely affected sufferer, and 
hopes to enlighten non-sufferers just what it can be like to live with M.E. /Chronic Fatigue Syndrome.  The free 
Sleepydust ME/CFS video also includes very basic information such as Chronic Fatigue Syndrome symptoms.  However, 
due to the nature of the video (and the aim to keep it short), Sleepydust did not include information on Chronic Fatigue 
Syndrome causes or Chronic Fatigue syndrome diagnosis, but they have this information elsewhere on their website.   
The video is very simple yet hard hitting in places, the aim was to draw a picture of the truth without going into too much 
detail.  This proved a difficult task in the end, as there is a fine line between painting a stark and bleak picture, and 
painting an unrealistic, and perhaps almost flippant 'take' on what ME/CFS sufferers go through.   
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Link-Up : Would you like to be in contact with other members of the Bury/Bolton ME/CFS Support Group by 
Telephone?  Why not consider joining the Link Up Contact Service.  It is very user friendly and it is free to all members 
of the Support Group.  Two contact directories are sent out each year, one in the summer and one during the winter.  It is 
a great way to contact people compare experiences and most importantly make new and lasting friendships! 
For further information you can contact Stephen at stewalker@postmaster.co.uk / or call on 01204 842395 (Monday and 
Friday after 6pm). 
If anyone would like to receive the flyers and newsletter by email instead of post, please let me know on 01204 525 955 
or email caroline@mesupportgroup.co.uk. 
Our Yahoo! Chat group can be found at: http://health.groups.yahoo.com/group/Bury_Bolton_ME_CFS_Support_Group/ 
 
VegEPA   Those who are on VegEPA can get it at a discounted rate from http://www.thevegepaformescheme.com/prods-visitor.php� 
 
Library  Together with The State of Me by Nasim Marie Jafry other new additions to our library are; 

·  The Food Bible (revised and updated) by Judith Willis 
·  Vitamins for Dummies by Hobbs and Haas. 
·  The Complete Process by Phil Parker (Lightning Process) 
·  Expert Patient Programme Guidebook by EPP. 

 
Motability  have produced a Rough Guide to Accessible Britain. It has over 100 places to visit, including parking tips 
and navigation.  It has accessibility system for its facilities, as well as location maps.  It is £1.99 for Blue Badge holders 
or £6.99 otherwise. To order a copy go to www.accessibleguide.co.uk, call 0800 953 7070 (8am-8pm) or send your 
name, address and phone number with a cheque payable to “LBF Mailing Limited” to Freepost RRUE-ZRZG-CASS, 
Rough Guide to Accessible Britain, LBF Mailing Ltd, Unit 3 Barratt Industrial Park, Gillender Street, London, E3 3JX.   
 
Disabled Persons Railcard : If you receive Higher Rate Mobility DLA or War Pensioners’ Mobility Supplement 
you may qualify for a Disabled Persons Railcard which means you and an adult companion could get a third off most 
train fares throughout Britain.  Most trains can accommodate wheelchairs within government regulations (700mm wide x 
1200mm long).  Go to www.disabledpersons-railcard.co.uk or call 0845 605 0525. 

 
******************************** 

The shortest distance between two people is a long and happy smile 
 
 

Thanks to Danum 
ME Pathways 
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THE BULLOCK SMITHY HIKE  
Darren Hayward finished the 56 mile Bullock Smithy 
Hike 2008 on Sunday 7th September, 10 minutes 
under his target time of 15 hours!  Well 
done!  This involved fell walking 56 miles in 
under 24 hours in the pouring rain! 
 
Thankfully his saucer-sized blisters healed 
reasonably fast and because of his efforts we 
have raised over an amazing £715!  This is 
fantastic news for our group and we couldn’t 
be more thankful to Darren for choosing 
little ol’ us to fundraise for. 
 
Darren is an osteopath and has helped several 
members of our group.  He currently works from three 
separate practices in Altrincham, Lymm and at Fitness 
First, Whitefield.  Thank you for everyone’s support!  
It should be worth noting that although Darren is an 
experienced hiker, he could not decipher my mumbled 
confusing “ME brain” directions to my house.  I have 
been uninvited off any future hikes he may go on for 
fears we may both end up dead!  I managed to ask 
Darren a few questions about the Hike. 
 
Why did you decide to do the hike in aid 
of our group?  
I’m an osteopath with a specialist interest in M.E. so 
almost each day I help patients with the condition.  I 
witness the day to day struggles they have to cope 
with and know first hand just what a debilitating and 
often misunderstood illness it is.  It’s quite ironic 
really that to many people with ME, my gruelling 56 
mile hike can equate with an ordinary trip to the 
shops!  I wanted to do something to raise awareness 
of both ME and the Bury & Bolton group which I 
have heard offers real support and help to people with 
ME. 
What sort of training did you do?  
For the past few months I’ve been trying to run at 
least 40 miles a week on a mixture of terrains.  I also 
walked, often to work, wearing a weighted jacket 
which caused great mirth from my family.  The 
intensity was stepped up over the last couple of weeks 
so I’d be exercising virtually every day. 
 

What happened on the day?  
On the big day, I was quite heartened by the fact that 

the promised torrential rains and gale 
force winds had decided not to make 
an appearance.  In fact, as we set off at 
12 noon on the Saturday, the weather 
was surprisingly warm and balmy.  
Little did we know that this would 
change dramatically, in fact, it all got 
shall we say, challenging the moment 
we were losing energy and needing 
everything to be on our side!  The hike 
wasn’t without its other obstacles, two 

huge saucer-like blisters at the ten mile mark, 
hypoglycaemia at thirty miles (quickly relieved by oat 
cookies!) and the fact that many of the paths had not 
only turned into streams, some were fully fledged 
rivers! 
 
As it got dark and we trekked up yet another mountain 
I couldn’t help torturing myself with the fact that over 
the entire race, we runners would be climbing around 
8095 feet in total.  Then, as the heavens opened at 
about 8.30pm, with horrendous horizontal rain, I 
added to that torture by thinking about the lucky 
superhumans who always managed to finish in under 
10 hours and would soon be in the dry and the warm, 
soaking their aching feet and drinking hot chocolate. 
 
Towards the end when we’d completed 55.5 miles we 
masochists decided to run the last half mile â€“ just so 
we could finish in under 14 hours 50 minutes.  And 
we did.  14 hours 48 minutes!  I wondered just how 
many hours or days it would take for my feet to 
forgive me! 
 

Tell us about yourself  
I live in Altrincham with my wife and two daughters.  
Throughout the week, I currently work from three 
separate practices in Altrincham, Lymm and at Fitness 
First, Whitefield.  
 
He is contactable for any of these practices on 0161 
766 6900 or his website is: 
http://www.manchester-osteopath.co.uk/

 

******************************** 
It pays to be careful around old people  
A tour bus driver is driving with a bus load of seniors when he is tapped on the shoulder by a 
little old lady. She offers him a handful of peanuts which he gratefully munches up.  After 
about fifteen minutes, she taps him on the shoulder again and she hands him another handful 
of peanuts.  She repeats this gesture about five more times.  When she is about to hand him another batch, he asks the 
little old lady "Why don't you eat the peanuts yourself?"  "We can't chew them because we've no teeth", she replied.  The 
puzzled- driver asks "Why do you buy them then?"  The old lady replied "We just love the chocolate around them"! 
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INVEST IN M.E. 
The Invest in M.E. conference which took place on 23 May was dedicated to the memory of Dr John Richardson, a former general 
practitioner from Newcastle who devoted his life to the treatment of M.E., writes Kimberley Hogarth.  The theme was sub-grouping 
treatments for M.E. 
This annual conference provided a platform for 
speakers to share their biomedical research and 
experience, gain a greater understanding of other 
studies and respond to questions and challenges 
regarding their work.  Attendees ranged from health 
professionals and researchers, to charity workers and 
people with M.E. 
 

Thirteen countries were represented, proving that 
M.E. has no international barriers.  The best of 
biomedical research was presented by researchers on 
both sides of the Atlantic.  Included in the conference 
pack for each delegate was an overview of the 
Canadian Consensus Document A Clinical Case 
Definition and Guidelines for Medical Practitioners. 
 

The day began with an overview of what was to 
come, by Emeritus Professor Malcolm Hooper, 
Sunderland University.  He championed the 
conference for providing hope for those who are 
affected by M.E. and for informing healthcare 
professionals about the complexities of the illness, in 
order to provide better grounds for treatment. 
 

Five forms of fatigue  
Dr Leonard Jason, Professor of Clinical and 
Community Psychology, DePaul University, Chicago 
gave the first presentation of the morning in which he 
talked about the issues and controversies surrounding 
case definitions of M.E. including diagnostic 
reliability.  Currently, the Fukuda et al (1994) CFS 
definition is used by many scientists throughout the 
world, a definition that Dr Jason described as having a 
lot of problems.  He talked about differentiating 
between patients with depression and those with M.E. 
by asking them what they'd like to do if they were 
healthy.  People with M.E. would come up with many 
things they'd like to do, whereas people living with 
depression would not. 
 

From examining fatigue in people with M.E. 
compared to healthy people, Dr Jason's team found 
that healthy subjects did not experience different 
types of fatigue, whereas people with M.E. did.  
Likening this to Eskimos having hundreds of words 
for 'snow' his team have produced five terms to 
describe the fatigue that someone with M.E. might 
experience: 
�  post-exertional fatigue 
�  wired fatigue 
�  brain fog fatigue 
�  flu-like fatigue 
�  energy fatigue 

Post-exertional fatigue involved abnormal exhaustion 
and malaise following a bout of physical activity.  
Wired fatigue was the over-stimulation of the mind or 
body without the available energy to act out the 
excited mental or physiological state.  Brain fog 
fatigue represented the exhaustion or interruption 
related to everyday cognitive processes, such as 
memory recall, speech or information processing.  
Flu-like fatigue was the tiredness that is associated 
with physical symptoms commonly seen in cases of 
influenza (e.g. headaches, nausea, muscle aches, 
sleepiness, dizziness, etc).  Energy fatigue referred to 
a lack of energy resources needed for daily 
functioning. 
 

Gene expression  
The next speaker was Dr Jonathan Kerr, Senior 
Lecturer, Department of Cellular and Molecular 
Medicine, St George's University, London who spoke 
about gene expression in M.E. as a means of sub-
typing.  Readers may have seen that Dr Kerr's 
research attracted a lot of publicity in the run up to the 
New horizons conference at which he also spoke.  It 
was also described in his You and yours interview, 
published in the last issue of this magazine 
(InterAction 64, p 11). 
 

Dr Kerr and his team set out to determine the precise 
abnormalities of gene expression that occur in the 
blood of M.E. patients.  They did this by analysing 
gene expression in peripheral blood from 25 M.E. 
patients and 50 normal blood donors.  The team found 
that differential expression was confirmed for 88 
genes and by the clustering of QPCR (quantitative 
polymerase chain reaction) data from the M.E. 
patients, seven sub-types were revealed with distinct 
differences.  He said his team's aim is to determine 
what these sub-types represent and to reveal any 
possibilities for treatment. 
 

Infectious disease specialist, Dr Martin Lerner from 
Michigan, talked of his 20-year journey in 
understanding and treating M.E.  Introducing his 
Energy Index (EI) point score, Dr Lerner described it 
as "a simple reliable metric, easily evaluating the 
functional capacity at each M.E. patient-physician 
visit." The EI is displayed in the examining room and 
is openly used to evaluate the patient's capacity.  As 
the capacity increases so will the EI, showing an 
improvement in M.E. symptoms. 
Concluding the morning sessions, Dr Julia Newton, 
Senior Lecturer, Institute of Cellular Medicine, 
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Newcastle University gave a fascinating overview of 
her work.  She has been studying autonomic nervous 
system responses to standing in people with M.E. and 
the prevalence of autonomic dysfunction in M.E. as a 
way of developing diagnostic criteria. 
 

Dr Newton has found that 89% of patients with M.E. 
experienced symptoms on standing (orthostatic 
intolerance) and that the degree of autonomic nervous 
system symptoms often correlate with fatigue 
severity.  Accepting that literature relating to 
abnormalities of the vascular system is complex and 
contradictory, Dr Newton concluded that there are 
several strands of research that point to this 
abnormality as being common in M.E. 
 

Enteroviruses  
After lunch we heard from Dr John Chia, another 
infectious disease specialist, this time from California.  
He talked about the role of chronic enteroviruses (EV) 
in M.E.  Recent data by Dr Chia and his son Andrew, 
who also attended the conference, has suggested that 
EV infections could be a major trigger for M.E.  They 
found that the relative frequency of RNA detection in 
M.E. patients correlated with the severity of the 
symptoms and that 82% of affected people involved 
in their study had high levels of EV in their digestive 
systems.  Dr Chia talked about Andrew's experience 
of M.E. and his vital contribution to the work. 
 

Dr Irving Spurr, a GP from Weardale who has run 
M.E. clinics for over 20 years, presented his 
experience of the illness and its treatment within the 
UK.  He talked about enteroviruses not being 
destroyed by chlorination, being spread via the water 
cycle.  He said that in order to achieve a peaceful co-
existence, the factors to be addressed when M.E. is at 

its acute stage include early diagnosis, appropriate 
graded activity, immune regulation, stress reduction 
(such as home tuition or benefits payment) and toxin-
free food and drink. 
 

Case studies of diagnosis and treatments for M.E. 
were next presented by Dr Jean Monro, Medical 
Director, Breakspear Hospital.  She talked us through 
case histories of four patients from Breakspear, giving 
details of their symptoms, the medical investigations 
that took place, the treatments administered and the 
progress obtained.  Dr Monro also went into detail 
about the factors to consider in fatigue states – food, 
gastrointestinal function, oxygen and cellular 
integrity. 
 

Next up was Dr Judy Mikovits, Research Director, 
Whittemore Peterson Institute, Nevada.  She drew 
similarities between M.E. and cancer as both are 
heterogeneous illnesses.  She also presented findings 
of her team's recent work involving sub-grouping.  Dr 
Mikovits said that the central problem regarding the 
management of patients is that there are no 
biomarkers for sub-grouping patients in terms of 
distinct immune responses, neurological abnormalities 
and virus infections.  Dr Mikovits and her team's 
current research programme is using the latest 
technologies to define viral and host parameters that 
correlate with distinct disease phenotypes. 
 

Professor Malcolm Hooper concluded proceedings by 
summarising the conference.  New and ongoing 
research is needed to truly understand M.E. and to 
treat it appropriately.  There are a number of 
treatments already available but care needs to be taken 
to make sure treatments are tailored to suit each 
patient.       With thanks to Interaction for this article 

 

Before CFS, and After.... 
Then: Long hair. 
Now: Longing for hair.  
Then: Health Food. 
Now: I need all the preservatives I can get.  
Then: Acid rock. 
Now: Acid reflux.  
Then: You loved the sensation of a roller 
coaster. 
Now: You get the same sensation from a 
rocking chair.  
Then: You loved picking up babies to hold. 
Now: You don't remember where you left 
them.  
Then: Your mind wandered far and wide in 
finding answers. 
Now: Your mind still wanders, but 
sometimes it forgets to come back.  
Then: Seeds and stems. 
Now: Roughage.  
Then: You popped into joints for a quick 
one. 
Now: Popping joints and popping pills.  

Then: Exercised regularly. 
Now: You lie down until the thought goes 
away.  
Then: Dreamed of accomplishing things. 
Now: Dreaming is often ALL I accomplish.  
Then: Knew all the answers. 
Now: Can't remember the questions.  
Then: Hoping for a BMW. 
Now: Hoping for a BM.  
Then: Getting out to a new, hip joint. 
Now: Getting a new hip joint.  
Then: Longed for the day when I got my 
head together. 
Now: Now that it is, my body's fallen apart.  
Then: Freedom of the Press. 
Now: No-iron clothes.  
Then: A thin person struggling to get out. 
Now: Sedated with a few pieces of 
chocolate cake.  
Then: See it all, do it all. 
Now: Can't remember what I was about to 
do.  

Then: Dance all night. 
Now: Sleep for a week.  
Then: Talk for hours on the phone. 
Now: Attempt to talk on the remote 
control.  
Then: Blow out all the birthday candles 
with one breath. 
Now: Need to be reminded to breathe.  
Then: Walk-in closets. 
Now: You get lost in your closet.  
Then: Cook a meal that takes hours to 
prepare. 
Now: Takes you an hour to make minute 
rice.  
Then: You wonder if you may need glasses 
someday. 
Now: You put your glasses on your 
forehead, and then can't find them.  

 
From http://www.geocities.com/cfsdays/ 

with our thanks 
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EMPLOYMENT SUPPORT ALLOWANCE  with thanks to the Disability Alliance. 
Employment and Support Allowance (ESA) is a new benefit that will replace Incapacity Benefit (IB) and 
Income Support (IS) paid on the grounds of ill-health or disability.  The introduction of ESA forms part of 
Government's welfare reform plans contained in the Welfare Reform Act.  Regulations setting out how ESA 
will work were published in March 2008, with the introduction of ESA proposed for 27th October 2008.  ESA 
will replace both IB and IS which are paid on the basis of incapacity.  ESA will have a new structure that has 
both a contributory element and a means-tested element.  The test of entitlement to the contributory element 
will be similar to that currently used for IB, i.e. sufficient national insurance contributions paid.  The test of 
entitlement for the means-tested element will be similar to that currently used for IS i.e. an income-based 
assessment.  There are no age or dependent additions.  Many ESA claimants will receive less benefit than they 
would with IB currently.  IB and IS claimants who transfer to ESA will not experience a drop in their income 
on transfer.  For those migrating from Statutory Sick Pay (SSP), and new claimants who also receive Disability 
Living Allowance, this appears particularly harsh.  It is also possible that such claimants could receive less 
benefit, due to the difference in rates between SSP and assessment phase ESA, and the lack, in ESA, of an 
equivalent to the Disability Premium which exists for some current benefits. 
Group First 13 weeks 

assessment 
phase 

Addition after 
13 weeks 

Sanction 
For the first 4 
weeks after default 

Sanction 
after first four 
weeks of default 

Over 25 £ 60.50 N/A N/A N/A 
Work-related activity 
group 

£ 60.50 £ 25.00 £12.50 
reduction 

All extra payment 
stopped 

Support group £ 60.50 £ 29.00 N/A N/A 
 
First work-focused interview.  During the 8th week of a claim, all ESA claimants will experience a 
work-focused interview.  A Jobcentre Plus personal adviser will meet the claimant to discuss their ESA 
entitlement, their aspirations for work, the steps that could be taken to help them to take up a job and the 
support that is available.  This interview can be deferred if a decision is taken that a claimant is so sick or 
disabled that the interview would be of no assistance to them, or is not appropriate e.g. for terminally ill 
claimants.  Otherwise, attendance at the interview will be mandatory and ESA payments can be reduced or 
'sanctioned', if a claimant fails to attend or participate in this interview without good cause.  There will be a 
Work capability assessment.  In addition to the basic tests of entitlement, ESA claimants will have to undergo a 
Work Capability Assessment (WCA) within the 13-week assessment phase. 
 
1) Limited capability for work assessment  will be carried out by a DWP 'health care assessor' who 
will assess physical and mental health 'descriptors'.  A score of 0, 6, 9 or 15 points is assigned to each 
descriptor.  If the total score is 15 points or more, then, as with the existing PCA, the claim will be accepted.  
This part of the assessment is based on the current PCA, used to assess entitlement to IB and IS.  However, the 
structure of the new WCA has been radically revised. 
 
2) Limited capability for work-related activity will be carried out at the same time.  This looks at 
whether it is reasonable for the claimant to undertake any work-related activity.  If a claimant demonstrates that 
any one of 46 descriptors applies to them, they will be put into the 'support group', and will not be expected to 
engage in work related activity, although they can volunteer to do so.  Those in the 'work-related activity group' 
will have to undertake a variety of work-related activities as a condition of continued entitlement to ESA. 
Support group:  These people do not have to undertake further work-related activities but may volunteer to 
do so.  They receive a higher rate of ESA and are not subject to conditionality or sanctions. 
Work-related activity group:  These people will have to participate in a work-focused health-related 
assessment, as well as further work-focused interviews.  If a claimant in the 'Work-related activity group' has 
failed to attend or participate in the range of work-related activities without good cause, the extra work-related 
element of their ESA payment may be sanctioned. 
 
3. Work-focused health-related assessment  (WFHRA) will be carried out by a health-care 
professional approved by the Secretary of State.  It seems likely that this will be carried out immediately after 
the two capability assessments, as noted above.  This provides additional information about the claimant's 
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residual functional capacity, i.e. what the claimant can do despite their disabling condition, as well as 
information about any health interventions that would improve their functional capacity.  This includes 
adaptations that might be necessary to support a person going back to work.  The advice from the WFHRA, in 
the form of a 'capability report', will be made available to the claimant and their personal adviser to be used 
when they have passed the assessment phase and are undertaking further work-focused interviews.  A failure to 
participate in the WFHRA, without good cause, can attract sanctions to ESA payments, except for 'support 
group' claimants who volunteer to participate in a WFHRA. 
 
Further work-focused interviews:  Those placed in the 'work-related activity group' will undergo five 
further monthly work focused interviews after the 13-week assessment phase has passed.  During these 
interviews, a personal adviser will try to help the claimant back to work.  At this stage, the personal advisers 
will usually be employed by a contracted private or voluntary sector organisation.  The capability report 
produced from the WFHRA will be used to inform actions recommended during the work-focused interviews.  
The Personal Adviser will draw up an Action Plan outlining activities that the claimant could consider 
undertaking to move closer to the labour market.  They can also give direction about what can and cannot be 
accepted as work-related activity.  This will be optional initially, but in the longer term, the Government intends 
to make compliance mandatory, with regards to the directions and undertaking some kind of work-related 
activity.  From the introduction of ESA, attendance and participation at the interviews is mandatory, with the 
risk of sanctions being imposed for failure to attend or participate without good cause.  ESA claimants can ask 
for an interview to be deferred or waived but this is at the discretion of their personal adviser. 
 
Work-related activity.  The Government has stated that no claimant will be forced to undertake any work-
related activity resulting from their work-focused interview or Action Plan.  However, there is a longer-term 
intention to review this situation, and there will be powers to make claimants in the 'Work -related activity 
group' undertake some form of work-related activity.  Work-related activity can include work tasters, managing 
health and work issues, improving employability, job search assistance and stabilising life styles. 
 
Sanctions  can only be applied to the additional elements of ESA after the 13-weeks, so an ESA claimant will 
always retain entitlement to the basic or `assessment phase' rate of ESA, provided they satisfy the other basic 
entitlement criteria of having a limited capability for work.  A sanction will initially halve the additional 
element for 4 weeks, then stop it thereafter, and it will only be restored on compliance.  There will be an appeal 
process and safeguards, the details of which have not yet been clarified.  Private and voluntary sector 
contractors will be a key element in the system.  Their involvement will be centred mainly on employment 
rehabilitation i.e. helping and encouraging ESA claimants to undertake work-related activity. 
 

Existing IB/IS claimants will move to ESA over time.  The most recent IB and IS claimants will move 
over to the new ESA system first, as well as those with dependent children.  An analysis of current IB claimants 
suggests that there could be approximately 850,000 claimants who would receive this transitional protection at 
current rates of payment.  Further, there are some 550,000 current IB claimants who have been receiving IB for 
more than 5 years.  It would appear that these people could remain on the 'old' system for sometime to come, 
until their review is due. 
 
The ESA 50 Form Reviewed 
During the first weeks of an ESA claim, a Work Capability Assessment will be actioned.  The claimant will 
receive an ESA 50 form to fill out.  It appears that the ESA 50 will be a 'plug in replacement' for the IB50  
Almost all of our group members will have encountered the IB50 form with its perils and pitfalls.  The main 
complaint was that the questions asked for definite answers—which for ME/CFS are never clear-cut and always 
variable.  This has caused many members confusion, benefit refusals, appeals and tribunals.  Always the 
questions had to be broadly interpreted and the nearest answer given, which in almost all cases could never be 
100% true.  The ESA form does has one advantage—in almost all the questions there is a 'varies' option.  The 
mental health section rather than just being a blank box now has choices, and now also even has a 'varies' 
option.  The ESA 50 will be scored, as with the IB50, and a score of 15 will grant the claim.  Although the 
DWP say that as far as possible they will not call claimants for a medical examination, with the new system as 
with the old, it will be inevitable for ME/CFS patients.  They will certainly contact doctors, and other health 
professionals for further evidence.  It is also highly likely that claimant will face a medical examination, and be 
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assessed by a DWP doctor using a variation of the LIMA system, and possibly also an ESA85 report.  A 
specimen ESA50 can be downloaded from: http://www.disabilityalliance.org/esa50.pdf 
 
Our advice is that anyone with an IB50 or ESA50 form to fill out should seek the assistance of a welfare 
rights advisor, and not attempt to do the forms themselves.  The DWP have will have their own way of 
scoring possibly via the LIMA system. 
 
The new ESA50 and old IB50 points system compared.  
The physical descriptors are reduced, and the low scoring points are abandoned, scoring 6, 9, or 15.  The health 
descriptors are reduced and are now scored as physical.  The 1 or 2 scoring is abandoned.  These are also 
directly listed in the ESA50 and directly asked, rather than just a blank box as in the IB50. 
 

ESA 50, 
The physical descriptors 

Walking. 
 

•Standing and sitting. 
 

•Bending or kneeling. 
•Reaching. 

Picking up and moving things. 
 

•Manual dexterity. 
•Speech. 
•Hearing. 
•Vision. 

•Continence. 
•Remaining conscious. 
The mental descriptors 

•Learning or comprehension 
in the completion of tasks. 

 
 

•Awareness of hazard. 
 
 

 
•Memory and concentration. 

•Execution of tasks. 
 

•Initiating and sustaining 
personal action. 

•Coping with change. 
•Getting about. 

 
•Coping with social situations. 

 
 

•Propriety of behaviour with 
other people. 

•Dealing with other people. 
 

 (no equivalent ) 
 
 
 
 
 

IB 50 
Some merged, reduced from 14 to 11 

Walking on level ground. 
Walking up and down stairs. 

Sitting in an upright chair with a back 
Standing without the support.  Rising from an upright armless chair 

Bending and kneeling. 
Reaching 

Lifting and carrying by the use of upper body and arms 
 

Manual dexterity 
Speech 
Hearing 

Vision in normal daylight or bright electric light 
Continence; other than enuresis 
Remaining conscious during day 

Some discarded, some new, some merged, reduced from 24 to 10 
Frequently finds there are so many things to do that he gives up because of fatigue, 

apathy or disinterest 
Cannot answer the telephone and reliably take a message 

Often sits for hours doing nothing. 
Agitation, confusion or forgetfulness has resulted in potentially dangerous situation 

Overlooks or forgets the risk posed by hazards due to poor concentration 
Cannot concentrate to read a magazine article or follow a radio or television 

programme. 
Sleep problems interfere with his daytime activities. 

Avoids carrying out routine activities because he is convinced they will prove too 
tiring or stressful 

Cannot look after himself without help from others 
 

Is unable to cope with changes in daily routine 
Is too frightened to go out alone 

Prefers to be left alone for 6 hours or more each day 
Needs encouragement to get up and dress 

Mental problems impair ability to communicate with other people 
Cannot use a telephone book or other directory to find a number 

Gets upset by ordinary events and it results in disruptive behavioural problems 
Is frequently distressed at some time of day due to fluctuation of mood. 

Mental problems impair ability to communicate with other people 
Frequently feels scared or panicky for no obvious reason 

Gets irritated by things that would not have bothered him before he became ill 
Is scared or anxious that work would bring back or worsen his illness 

Mental stress was a factor in making him stop work 
Needs alcohol before midday 

Mental condition prevents him from undertaking leisure activities previously enjoyed 
Thanks to Danum ME 
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JOINING THE SKI SET 
A sheer drop of several hundred metres on my left 
hand side just a few centimetres away, a red run ahead 
of me where I can only see the curve of snow before it 
dips sharply away.  How did I manage to arrive in this 
position? 
 
Our skiing holiday had been arranged so that Lois and 
I could help with our grandchildren, getting the two 
youngest to their ski instructors while the older lads 
and their happy parents went off to their respective ski 
schools.  I had never been on a ski slope before 
regarding it as something I might have done many 
years ago but never had the opportunity.  I had 
envisaged on this holiday getting only as far as being 
an observer on the slopes. 
 
However when booking the children in to their ski 
school there was 
an opportunity 
to book an 
invalid ski chair, 
with ski 
instructor for a 
two hour 
session at the 
end of week for 
seventy euros; 
so it got booked 
on the basis that 
I would no 
longer be the 
only one never 
to have 
experienced the 
thrill of skiing.  
The week 
passed in a blur 
of getting the children ready for skiing, collecting 
them and peeling off the ski clothes, hearing them 
start to like skiing more as the week progressed and as 
they became more proficient.  Lois and I also had a 
trip up to the ski resort of Avoriaz higher up where 
the skiers ski down the snow covered streets while we 
explored it in a horse and trap. 
 
The moment came.  We went up in the gondola to the 
snow covered slopes and waited, (rather 
apprehensively in my case) well wrapped up in the 
warm sunshine.  The instructor arrived with my 
chariot, a cleverly constructed sledge on skis that 
allowed me to be in a standing, sitting or a lying down 
position when skiing, the instructor using the skis to 
guide the sledge.  The instructor himself was 
surprised that I would not learn to ski normally so I 

tried explaining about ME albeit with some difficulty 
as our language skills were both average.  I was 
strapped in and told to keep my arms in at all times. 
 
We gently went down to the first ski lift which was 
halted for us, I was stood up in the sledge, the ski 
chair positioned behind me and I simply sat down on 
the chair, the chair bar was shut on us and up we 
went.  The reverse happened to get off the ski lift; it 
stopped, I was stood up and moved, then put in the 
skiing position and moved off towards the start of a 
slope.  Unfortunately ahead of us was a skier, flat on 
his back obviously in some pain and unable to get up, 
not the best experience to start skiing.  My instructor 
went to his aid and with help got him upright so he 
was able to go down for any medical help needed. 
 

After a gentle ski 
down a short slope 
we went on another 
ski lift and went 
higher up.  This time 
the ski run was 
steeper and we went 
faster although we 
did move from side 
to side of the run 
before finishing the 
run straight and fast.  
I was then told that 
as I looked fitter than 
most people he took 
that we would use 
some different runs.  
We went higher on 
the ski chairs, the 
scenery was superb, 

yes I have the photographs to show with tiny villages 
way below us or Mont Blanc in the distance as well 
the scene mentioned at the beginning. 
 
I can only say I thoroughly enjoyed the experience but 
realised that I had to put my total faith in the 
instructor!  I now understand why people love skiing 
although I didn’t have the freedom of movement I’m 
sure they have but I did have some of the speed on the 
snow, the exhilaration, the chill at speed, the scenery - 
just wonderful. 
 
This facility Sit Ski is available and can be used by 
anyone although it is little advertised.  You will need 
to wear the correct clothing, not forgetting the sun 
cream and tinted goggles for ‘Le Look’. 

Tom 



 22 

GET:  OPEN TO INTERPRETATION?  
InterAction looks at some of the concerns which have been voiced about graded exercise, hears from someone 
who made GET work for her and revisits BBC Radio 4's Case notes programme on M.E. in children, which 
discussed another individualised graded exercise technique. 
When we asked our survey respondents if they had 
tried graded activity or graded exercise therapy (GET) 
over the last three years, 45% of those who said they 
had tried it had found it helpful while 34% reported 
that it made them worse. 
 
The ME Association and Tymes Trust responded with 
a statement which said: "When patients are made 
worse by GET (which is based on the flawed concept 
of deconditioning) this is not merely due to a problem 
with the way in which the therapy is delivered.  Post-
exertional malaise is a key diagnostic criterion for 
M.E./CFS.  Put simply, the illness worsens as a result 
of physical and mental effort.  Advocating progressive 
exertion is to show a worrying lack of knowledge 
about the nature of the illness itself." 
 
Are they right and should GET be stricken from the 
NHS?  What about the 45% who have benefited? 
 
In the December 2006 issue of InterAction, Professor 
Tony Pinching, wrote: "This is an area where it can be 
hard to separate facts from polemic."  Several studies 
on mild to moderate M.E. patients had shown that 
GET can be beneficial, he said, while the effect on 
people with moderate to severe M.E. had yet to be 
studied.  "The relevance of formal exercise to 
someone who struggles with the basic activities of 
daily living is doubtful, so most therapists would 
focus on activity rather than exercise." 
 
The National Institute for Health and Clinical 
Excellence (NICE) points out that there are important 
differences between GET and a general exercise 
programme: "GET is a structured, mutually developed 
and monitored programme that plans gradual 
increments of exercise or physical activity... in 
contrast to a general exercise programme involving 
simply 'going to the gym' or 'just walking a bit more' 
or perhaps 'swimming a few lengths every day'." 
What makes GET different?  
In particular, says NICE, "What makes GET different 
from a general exercise programme is the delivery by 
and liaison with a trained professional (such as a 
physiotherapist), activity analysis before starting the 
programme, and mutually agreed starting points and 
progression. 
 
"A general exercise programme is not evidence 
based... and can do patients more harm than good.  
Unsuccessful general exercise programmes, perhaps 

undertaken independently by the patient, or under 
brief advice from professionals not adequately trained 
in the use of GET, are often begun at a high, 
unachievable level, with an inappropriately rapid rate 
of progression, or without adequate professional 
supervision or support.  An unstructured and poorly 
monitored or progressed exercise programme can 
cause significant symptom exacerbation, and can 
arguably make CFS/M.E. worse." 
 
Jane from Gloucestershire is a classic example.  In 
2004 she was referred to a local gym by her GP, to 
take part in a class for people with a variety of health 
problems.  The gym instructor took everyone's blood 
pressure and weighed them but there was little or no 
understanding of M.E.  The instructor said 
participants could stop and rest at any time during the 
class but the exercise was completely inappropriate. 
 
"I found the session tiring and exhausting and I was 
forced to rest for the remainder of the day.  The 
following day I could hardly move but I forced myself 
to try again.  I thought it might just be me."  She 
lasted three weeks.  "My GP said it was worth a try.  
He wanted to help but didn't have an in-depth 
understanding of M.E.  At that stage I was clutching 
at anything and I was disappointed when it didn't 
work." 
 
In the end Jane found that the best approach was to 
restrict herself in what she does.  "Pacing," she said.  
"Having small walks in the garden with my husband." 
 
This year, in our most recent survey, of the 722 who 
said that they had tried GET, 467 (65%) had been 
treated by a GP or NHS specialist or therapist and 255 
(35%) indicated that their treatment had been 
managed by someone else.  Who that someone else 
was ranged from NHS nurses to private consultants 
including occupational therapists, physiotherapists, an 
osteopath, neurologist and psychologist.  A nutritional 
therapist, dietician and a counsellor were also 
mentioned.  Some respondents said they were self 
taught or that they had been advised by relatives or 
other informal contacts. 
Too ill to travel  
Angelina, who lives in Lancashire, was too ill to 
travel to a specialist clinic so she was referred to a 
local physiotherapist who "had no understanding of 
M.E. or what exercises were suitable."  The 
physiotherapist did not undertake an initial assessment 
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of Angelina's health and rather than agree realistic 
goals she "imposed her own opinions on what she 
thought was best and even contacted my care worker 
to try to reduce the help I got at home, in an attempt to 
make me do things I was incapable of doing, such as 
cooking and cleaning."  Angelina, who is bedbound, 
said it set her back months. 
 
Adrian, from the West Midlands, saw a 
physiotherapist who was a rehabilitation specialist.  
He was given an initial assessment and he found GET 
useful "as long as it is on your own terms and you 
pace yourself.  Don't over-exert yourself and know 
your own limits.  The idea is to increase your 
stamina." 
 
Wendy, from Liverpool, didn't find GET helpful, "But 
at the time it was hard to follow a routine as both my 
daughters were suffering from M.E. as well."  Her 
daughter tried GET in conjunction with physiotherapy 
and found it helpful, "but it is hard to determine which 
method helped." 
 
For experienced M.E. specialists, such as Professor 
Pinching, no one treatment holds the answer to M.E. 
in any case: a flexible, individual and holistic 
approach is essential.  Our survey showed that the 
number of specialists who discuss GET with their 
patients is low compared to the number who discuss 
pacing. 
Patient-centredness  
Louisa Tee believes that it was her own research into 
the NICE guideline, and the willingness of her CBT 
therapist to listen, that helped her to gain control of 
her symptoms. 
 
She became ill in October 2005 after her boyfriend 
brought a mild flu-like virus back from a trip to 
Trinidad and Tobago.  He managed to shake it off but 
Louisa couldn't.  "He was fitter than me and I'd 
already had glandular fever, perhaps that's why." 
 
At the time, Louisa was studying classical singing at 
Trinity College of Music and determined to keep 
going.  "I'd have to hold on to a piano or piece of 
scenery as I was singing.  I had to really push through 
the fatigue."  Ten months and many doctors later, she 
was diagnosed with CFS.  "Even then I didn't get a 
proper explanation.  He just said, 'Don't get too tired, 
don't let your batteries run out.'  The trouble was I was 
tired all the time. 
 
"I had to give up the course.  I tried to keep working 
but by the end of the year I couldn't do anything.  I 
had to leave London and go to live with my parents in 
Kent.  My mum had to cut up food for me, I was 28. 

"I can't stress enough how fast this came on, how 
physical this was, not psychological – apart from the 
despair at what was happening.  I lost everything in a 
year.  Before, I could run 10km.  I had my singing, 
my friends, my life in London, my career. 
 
"The doctor said there was a waiting list of a year to 
see a CBT therapist but I didn't want to wait so my 
parents helped and I went private.  The CBT therapist 
I saw had knowledge of CFS but wasn't an expert.  
We worked on a mixture of GET, CBT and pacing.  I 
read up on the NICE guideline and between us we 
worked out a very rigid timetable to grade up my 
activity. 
 
"I would get up at the same time, 8.30am, shower, 
have breakfast and rest for 30 minutes.  Then I would 
do five minutes of physical movement, the most I 
could do at the time – walking in the garden or 
stretching my muscles, whatever I was capable of 
doing easily.  Then another 30 minute rest.  Then five 
minutes of mental activity e.g. on the computer and 
another 30 minute rest.  Then five minutes of 
'receptive' activity such as listening to music or 
watching TV before another half hour rest.  I would 
take an hour for lunch, which my parents made for 
me, pottering not resting, taking time off from the 
regime." 
Relax during rest  
It was important to relax during rest time.  "My body 
needed rest but my mind thought I should be going 
faster, doing more.  Meditation tapes helped." 
 
The afternoon was scheduled in a similar way, until a 
five minute period of movement around 5pm, 30 
minutes of rest then an hour for dinner, more rest, 
short calls to friends – very short at first, not much 
more than a hello - and then the build up to a bath at 
9.30pm and quiet time, without anything stimulating 
like a book or TV, until bed at 10.30pm. 
 
"It was incredibly frustrating, sticking to such a rigid 
timetable but after four to six weeks I felt more 
comfortable with what I was doing and I increased the 
activity periods by two minutes, from five minutes to 
seven. 
Difficult at first  
"At first it was very difficult.  I felt more tired in my 
rests but not that I would relapse.  I persevered and 
over eight months I gradually increased to 15 minutes 
for movement activity like walking, more for talking 
on the phone or watching TV. 
 
"When I was walking I had a little stop watch and I 
made sure that by the time it was time to stop, I was 
lying down." 
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There was a setback when her therapist suggested that 
she increase her activity slots by five minutes one 
week.  "I was so desperate to do more that I did it – 
but it was a one-off mistake." 
 
By increasing gradually, setting targets she could 
reach easily, she came to feel that she was in control 
of 98% of her symptoms.  "They were not controlling 
me anymore. 
 
"Being able to leave the confines of my parents' 
garden, to walk on the common behind their house 
and back within my allotted time, was an amazing 
feeling, an amazing achievement." 
 
Louisa feels that it is important to have regular 
contact with a professional, a non-family member 
with whom you can discuss your symptoms and your 
frustrations. 
 
Seeing the therapist regularly was: "A bit like going to 
Weight Watchers.  You discuss what has happened 
over the week and the therapist says 'You have done 
really well, why don't you try another minute of 
activity this week.' 
 
"Getting better became my job." 
 

She also followed strict sleep hygiene rules, going to 
bed at the same time, not reading in bed, doing 
nothing apart from sleep.  "If I couldn't sleep after 20 
minutes, I would go into another room and read until 
my eyes felt heavy and then I would go back to bed.  
If I still couldn't sleep, I would repeat the process.  

Whatever happened, I would get up at 8.30am." 
 
The sleep hygiene was hard but within a week she 
noticed a difference.  "I was going to sleep.  I was 
waking tired but I could cope. 
 
"What graded exercise, pacing, CBT and sleep 
hygiene have done for me is that two years on, I have 
moved back to London and I am back on my course.  
OK, I am only doing one singing lesson a week but I 
am doing it.  Admittedly I am confining myself to the 
house but I have integrated the lesson into my activity 
and rest pattern.  I am not leading a normal life but 
compared to the way I was two years ago, this is 
great. 
Gently does it  
"It's all about physical rehabilitation.  You have to do 
what is easy, gently –and it has to be completely 
relative to your situation.  If you are severely affected 
it's about sitting up in bed, increasing the time in tiny 
little increments, not doing too much and giving your 
body huge shocks. 
 
"I wanted to push myself.  If I hadn't had someone 
bossing me around on a timetable I would have done 
too much.  It has to be someone who has experience 
of M.E. because someone else can mess you up and 
put you off trying the treatment again. 
 
"Although my CBT therapist wasn't completely 
familiar with the NICE guideline, she listened to me, 
worked with me slowly and we had great results." 

Thanks to Interaction

 

RCGP AGREES TO STOP CLASSIFYING CFS AS A MENTAL HEA LTH 
DISORDER. 

 

The ME Association is pleased to announce that we have 
been informed by the Royal College of General 
Practitioners (RCGP) that they will now remove their 
classification of CFS as a mental health disorder.  This 
follows a prolonged exchange of correspondence with the 
MEA on this issue and the fact that it was also raised in 
House of Lords questions to Lord Darzi in June, and at the 
All Party Parliamentary Group meeting in July.  This is an 
important precedent in that it will now be very difficult for 
anyone in a position of authority to claim that CFS (or ME 
or CFS) can be classified or officially listed as a mental 
health disorder.  The MEA will still be meeting the RCGP 
to discuss the wider issue of diagnosis and management of 
the illness in primary care.  Thanks to both the Countess of 
Mar for securing time in the House of Lords for questions 
on ME/CFS to Lord Darzi in June and to Baroness Howe 
for asking about the RCGP classification.   
 
The relevant part of the email from Ruth Palmer, Director 

of Professional Development and Standards at the RCGP, 
states: 
 
Dear Dr Shepherd (Medical Director of the MEA) 
I am pleased to inform you that the Curriculum 
Development Group and Postgraduate Training Board have 
now debated the views expressed about the reference to 
CFS/ME in the Mental Health statement and have agreed 
to remove the reference from the statement.  It was not felt 
necessary to insert a specific reference to CFS/ME 
elsewhere in the curriculum, e.g. under Neurological 
Problems, because the curriculum takes a largely generic 
approach and does not specify every possible condition.  
We remain happy to have a meeting with you and I am 
sorry that it has taken so long to arrange this. 
Yours sincerely 
Ruth Palmer 
http://www.meassociation.org.uk/content/view/427/70   
    Thanks to Danum ME  
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MEDIA ON MOOD 
There was a great deal of media discussion earlier 
this year about talking therapies and, in a separate 
story, about the effectiveness or otherwise of Selective 
Serotonin Re-uptake Inhibitors or SSR1s, also known 
as 'new generation' anti-depressants.  Professor 
Anthony Pinching comments. 
For people who have disorders of mood, such as 
anxiety and depression, recent announcements, 
publications and the media reports that followed them, 
must have been puzzling and even worrying. 
 

Although M.E. is not, in my view, primarily a 
psychological disorder, we know that 60% of patients 
have significant levels of anxiety or depression, 
alongside or as a result of the illness (see InterAction 
62, p 34).  So these issues are relevant. 
 

Furthermore, we know that some patients can be 
helped in adjusting to the impact of the illness and in 
adopting different ways of functioning despite illness, 
with the help of therapists who work psychologically. 
 

The government has announced a plan to increase the 
number and availability of psychological therapists 
(by 2010/11, 3,600 new therapists will be trained and 
employed at an annual cost of £170 million per year).  
For anyone who has tried to access such therapies, 
this must be good news.  Many patients benefit from 
'talking therapies' and accessibility is usually a 
problem because need exceeds capacity. 
 

I recall a young man with M.E. whom I saw soon 
after starting the Cornwall service.  He had wanted 
and needed help with adjusting to his illness and its 
impact on his life.  He had been referred to three 
services with psychologists but each time, after a long 
wait, he was told by the therapists that he fell outside 
their criteria, even though they agreed he could have 
benefited from their skills. 
 

By the time he arrived to our service, he had come to 
terms with his illness himself! But he could have got 
there more readily and less painfully if therapists had 
been available to provide for his needs. 
 

The second news item was about a study on SSRI 
anti-depressants, conducted by the University of Hull.  
In essence, it questioned whether the data that had led 
to drugs such as Prozac (fluoxetine) being licensed in 
the USA were sufficient to justify doing so.  They 
looked at some unpublished studies, although their 
approach excluded studies published after licensure.  
Inevitably the media rather simplified the story, and 
may have worried people who are currently taking 
such treatments. 
 

The report (Initial severity and antidepressant 
benefits: a meta-analysis of data submitted to the 
FDA, published in PLoS Medicine) did not say that 
they didn't work.  It said that the studies had not 
shown them to be as likely to be as effective as had 
been supposed, especially in mild depression. 
 

They certainly work for some people and have 
transformed lives.  Other people have side effects that 
outweigh any advantages.  And they just don't seem to 
help some people at all. 
 

We know that talking therapies can be effective in 
treating mood disorders, but the simultaneous 
publicity implied that there was a sudden lurch from 
pills to psychotherapy.  In reality, clinicians and 
patients will assess the role of such treatments on the 
basis of all the evidence and its relevance to the 
individual, considering either, neither or both. 
 

If medication is helping you, then statistical analysis 
of some previous research is interesting, but not very 
relevant.  If medication didn't suit you, or you decided 
that it wasn't your thing, the news doesn't change that; 
but maybe you feel more confident in saying that you 
don't want to try them (again).  If you haven't needed 
to consider anti-depressants before, but develop mood 
problems, you and your doctors can weigh up the pros 
and cons together.  I don't think this study will make a 
big change in that process, but it may shape it at the 
edges. 
 

Of course, these studies and announcements were on 
the treatment of depression and anxiety in general, not 
specifically on people with M.E.  But they have 
relevance because they are amongst the tools that are 
needed some of the time by some people with M.E.  
We use these anti-depressant medications not only for 
depression and anxiety but also for some sleep 
problems and some cognitive problems.  If people 
with M.E. need a therapist trained in psychological 
methods to help with adjusting to their illness or its 
effect on them and their interactions with others, then 
increased availability of such therapists is 
encouraging.  For those people with M.E. who don't 
want or need them, nothing changes. 
 

(NB. I have neither funding from, nor consultancy role, 
with any pharmaceutical company, and have not for over 
five years.  I have no financial interests or other conflicts 
of interest regarding psychological therapies.  I am a 
clinician who offers available and appropriate treatments to 
patients on the basis of my knowledge and experience, but 
only if they wish to try them – AP) 

Thanks to InterAction 



 26 

ME CLINIC UPDATE 
Pam and Yvonne attended a meeting with Bury/Bolton clinic staff and managers on Tuesday 18th November; 
we were both impressed by the enthusiasm of the staff and the brilliant way they and their managers work to 
develop the service.  They are always happy to develop ideas and want the best possible service for their 
patients. 
One of the new developments coming up in the New Year will be a stress management course to be led by Gill 
Walsh of the Clinical Network Co-ordinating Centre.  This will be for patients known to the clinic team, but if 
you want more information Pam hopes to have some leaflets about this service and one of these will also be up 
on the website. 
We were both very happy to hear that waiting times for referral to the clinic and for treatment are well within 
government guidelines, and of course the team are trying to improve all the time. 
We are so very fortunate with our excellent clinic staff and managers. 
Gill Walsh can be contacted at Silk House, Holyoak St., Manchester, M40 1HA.  Tel. 0161 219 9420. 

************************** 
Three ME/CFS patients were discussing the travails of brain fog. 
One said, "Sometimes I catch myself with a jar of mayonnaise in my hand in front of the refrigerator and can't remember 
whether I need to put it away, or start making a sandwich." 
The second chimed in, "Yes, sometimes I find myself on the landing of the stairs and can't remember whether I was on 
my way up or on my way down." 
The third one responded, "Well, I'm glad I don't have those sort of problems, knock on wood," as she rapped her knuckles 
on the table. 
"That must be the door, I'll get it!"        With thanks to Phoenix 

************************** 

RECIPES 
Oat Bread  
180g ground oat flakes (use a food processor) 1 tbsp baking powder 
240g flour (gluten/wheat free kind works too) 500ml of milk (can use milk alternatives like soya)  
3 tbsp maple syrup   2 tbsp oil  1 tsp salt 
 
Preheat oven to 230ºC/450ºF and oil a loaf tin.  Mix the oat flakes, flour baking powder and salt.  Add oil, 
maple syrup and milk and stir until mixed.  Pour into loaf pan and bake for about 30 minutes until a fork comes 
out clean.  This is really nice if served warm with hummus. (See recipe below). 
 
Red Pepper Hummus  
1 can of chick peas (240g drained)   30g light tahini 
60g red pepper     40ml lemon juice 
30 ml of water      1 small clove of chopped garlic (or more if you dare) 
 
Chop red pepper and blend in a food processor for a few seconds.  Add chickpeas, tahini, lemon juice and 
garlic.  Blend for about 20 seconds and add small amounts of water bit by bit, blend until smooth but not too 
runny.  Can add more tahini if you want it creamier.  Nice served warmed with pitta bread or salad.  Perfect on 
Ryvitas or oat cakes! 
 
Daddy Cake (or Nut Cake for Christmas)  
So called as it was the only time my grandmother allowed her husband into the kitchen, so it is easy to make! 
3oz Plain Flour  3eggs   5oz soft brown sugar 
Whisk well to form batter 
8oz brazil nuts   6oz walnuts  3oz almonds   3oz stoned dates 
3oz raisins   3oz chopped figs 3oz mixed candied peel zest from a lemon 
6oz mixed colour glace cherries   teaspoon vanilla essence pinch of salt 
cloves if required 
Chop nuts roughly, leaving some whole.  Add to batter and mix thoroughly.  Line and grease ring mould or 8 
inch cake tin (with mould in centre to make a ring of cake.)  Pour in mixture and bake for two hours at 160ºC.  
Dust with icing sugar if you like it.  Keeps about one month. 
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POETRY CORNER DECEMBER 08 
1. No matter what misfortunes come, 
 What chores you have today. 
 What losses, trials, ills and spills, 
 May somehow come your way. 
 In spite of all you must deplore, 
 Let this be understood, 
 If you’ve the mind, you still will find, 
 There’s always something good 

Anon    
Margaret Ingall 
 Dear Lord, please hear our song of praise 
 For all the crisp and wintry days, 
 For starry nights and sapphire downs, 
 For icicles and frosty morns, 
 For blue tits bright and robins bold, 
 For brilliant skies of blue and gold, 
 For glowing hearths and tabby cats, 
 For friends and fun and fireside chats, 
 For all these things we give you praise, 
 We thank you Lord for winter days. 
 
Kathleen Gillum 
 Let us cast aside the hurts 
 That rankle in the heart. 
 Let’s try to mend old quarrels 
 And make another start. 
 Forgiving the old grudges, 
 And bitter words once said, 
 Decide to fill our life with love 
 And happiness instead 
 
 Harbouring resentment will 
 Destroy our peace of mind, 
 We find our views distorted 
 Unloving and unkind. 
 Forgiveness is the gentle balm 
 That comes like fresh spring rain, 
 Blessing all within its reach  
 When we begin again. 
 
2. Tea by Rudyard Kipling 
 We had a kettle; we let it leak: 
 Our not repairing it made it worse. 
 We haven’t had any tea for a week….. 
 The bottom is out of the universe. 
 
3. Forgotten Verse 
 Epigram by Lord Byron (1788-1824) 
 If, for silver or for gold, 
 You could melt ten thousand pimples 
 Into half a dozen dimples 
 Then your face we might behold, 
 Looking doubtless, much more snugly; 
 Yet even then t’would be d****d ugly. 
 

 October’s party by George Cooper (1838-1927) 
 October gave a party; 
 The leaves by hundreds came- 
 The Chestnuts, Oaks, and Maples, 
 And leaves of every name. 
 The Sunshine spread a carpet, 
 And everything was grand, 
 Miss Weather led the dancing, 
 Professor Wind the band. 
 

 The Chestnuts came in yellow, 
 The Oaks in crimson dressed; 
 The lovely Misses Maple 
 In scarlet looked their best; 
 All balanced to their partners, 
 And gaily fluttered by; 
 The sight was like a rainbow 
 New fallen from the sky. 
 
 Then, in the rustic hollow, 
 At hide-and-seek they played, 
 The party closed at sundown, 
 And everybody stayed. 
 Professor Wind played louder; 
 They flew along the ground; 
 And then the party ended 
 In jolly “hands around”. 
 
Phyllis’s Age by Matthew Prior (1664-1721) 
 How old may Phyllis be, you ask, 
 Whose beauty thus all hearts engages? 
 To answer is no easy task; 
 For she has really two ages. 
 
 Stiff in brocard, and pinch’d in stays, 
 Her patches, paint and jewels on; 
 All day let envy view her face; 
 And Phyllis is but twenty-one. 
 
 Paint, patches, jewels laid aside, 
 At night astronomers agree, 
 The evening has the day belied; 
 And Phyllis is some forty-three. 
 
Sanskrit Proverb by Kalidasa 
 Look to This Day 
 For it is life, 
 The very life of life. 
 In its brief course lie all 
 The realities and verities of existence, 
 The bliss of growth, 
 The splendour of action, 
 The glory of power…. 
 
 For yesterday is but a dream, 
 And tomorrow is only a vision, 
 But today, well lived, 
 Makes every yesterday a dream of happiness 
 And every tomorrow a vision of hope. 
 Look well, therefore, to this day. 
 
4. Thoughts for the day 
a. Three Things to remember 
 Remember that not getting what you want sometimes can be 
 a wonderful stroke of luck. 
 

 Remember that the longer you carry a grudge, the heavier it 
 gets. 
 

 Remember that life’s treasures are people, not things. 
 

b. Always keep your words sweet in case you have to eat them. 
 

 Don’t put both your feet in your mouth at the same time 
 otherwise you won’t have a leg to stand on. 
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SOME CONTACT NUMBERS AND ADDRESSES YOU MAY FIND USE FUL 
 

Benefits Agency Information Officer  (Bolton).  01204  367000  (Bury) : 0161 762 2000 
Bolton Primary Care Trust  : 01204 907724 
Bury Primary Care Trust  : 0161 762 3100 
Citizen's Advice Bureau  Bury :  0161 761 5355   Bolton 01204 900200(/213 Housebound) 
Disabled Living  : 0161 832 3678 
DIAL Disability Information and Advice Line: equipment and gadgets and where to get them 0161 703 8887 
Bolton Community Voluntary Services : 01204 546010 Carers Support (Bolton) : 01204 363056 
Bury Council for Voluntary Services   :0161 764 2161  
Bury Carer Services : 0161 253 6008 and Bury Carer Assessment  ; 0161 253 7190.  
Bolton Market Place - Wheelchair Service  : 01204 361100 
Shopmobility, Trafford Centre  : 0161 749 1728 
Basic Neurocare Centre , 554 Eccles New Road, Salford, M5 2AL.  0161 707 6441 
Ring & Ride  Bolton : 01204 388500  Bury : 0161 764 1999 
Welfare Rights Advice Line : 01204 380460 
Benefits Helpline : 0800 882200. Completing Forms : 0800 44 11 44 
The Disability Rights Commission www.drc-gb.org   
Job Centre Plus http://www.jobcentreplus.gov.uk/JCP/Customers/Disabled/  
Access to Work http://www.jobcentreplus.gov.uk/JCP/Customers/HelpForDisabledPeople/AccesstoWork/ 
General government guidance on entitlements http://www.direct.gov.uk/DisabledPeople   
 

ACTION FOR ME ,  3rd floor, Canningford House, 38 Victoria Street, Bristol.  BS1 6BY.  
Tel 0845 123 2380 (or 0117 9279551).  e-mail admin@afme.org.uk   for general enquiries   
Welfare Rights Helpline  01749 330136   9am to 1pm Mon Tues Thurs  9am to 12.30 Fri 
e-mail pauline@afme.org.uk   Telephone support - advice and information for anyone affected by ME 
(including non-members) 0845 1232314 11am to 1pm Mon to Fri 
Web site www.afme.org.uk Young people with ME www.a4me.org.uk    
 

ME ASSOCIATION, 7 Apollo Office Court, Radclive Road, Gawcott, Bucks.  MK18 4DF  01280 818968.  
Information Line: 0870 444 1836 (10am to 12noon, 2pm-4pm and 7pm to 9pm – every day)  
www.meassociation.org.uk/   
 

M.E.R.G.E. MERGE is the Myalgic Encephalomyelitis Research Group for Education and Support  
http://www.meresearch.org.uk/  
 

BRAME (Blue Ribbon for the Awareness of ME) 30, Winner Avenue, Winterton on Sea, Great Yarmouth, 
Norfolk.  NR29 4BA. Tel/Fax  01493 393717. The BRAME campaign was launched to create a greater 
awareness and understanding that ME is a very real and debilitating illness. �www.brame.org  
 

CHRONIC FATIGUE SYNDROME RESEARCH FOUNDATION , 2, The Briars, Sarrat, Rickmansworth, Herts.  
WD3 6AU.  01923 268641.  This charity (formerly the Persistent Virus Disease Research Foundation) was 
established to concentrate entirely on research into ME and on informing the medical profession of any new 
findings. 
 

NATIONAL ME SUPPORT CENTRE , Disabled Services Centre, Harold Wood Hospital, Romford, Essex, RM3 
9AR.  01708 378050 
 

The 25% ME GROUP, Simon Lawrence, 4, Douglas Court, Beach Road, Barassie, Troon, Ayrshire, KA10 
6SQ ME Group for the Severely Affected ME sufferer.  e-mail enquiries@25megroup.org  
 

CHROME (Case History Research on ME), 3 Britannia Road, London SW6 2HJ.  This charity was set up to 
identify as many severely affected ME sufferers as possible in the UK and monitor the course of their illness 
over 10 years. The study will supplement medical research into the condition. 
 

TYMES TRUST-(The Young ME Sufferers Trust)  P.O. Box 4347, Stock, Ingatestone, CM4 9TE, 
www.tymestrust.org   Advice line 0845 003 9002 (Mon-Fri 11-1 or 5pm-7pm). 
 

ME PUBLICITY CAMPAIGN , Russ Bassett. 7, Ridgefield, Watford, Herts. WD1 3TU.  01923 226253 
Campaigning organisation dedicated to enhancing the rights and profile of the ME/CFS sufferer. 
 

AYME (Association for Young people with ME) Box 605, Milton Keynes MK2 2XD.  08451 23 23 89. 
 

RIME Research Into Myalgic Encephalomyelitis 10 Carters Hill Close Mottingham London SE9 4RS 
THE NATIONAL ME CENTRE  www.nmec.org.uk/  lists many contacts. 


