
 

“Currently Oxfordshire PCTs are not 
providing adequate medical care for 
children and young people with CFS/ME. 
Parent members of OMEGA have been in 
despair at the inadequacies of provision. Their 
experience is confirmed by research in other 
parts of the country.” (Carter et al 2006) 

 

From SAVE OCCMET, OMEGA’s campaigning 

document to Oxfordshire Primary Care Trust in 

December 2006. 
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Children and Young People with CFS/ME
This is a special themed edition of our 

Newsletter. Did you know that children get 

ME too? Understanding and treatment of ME 

in adults has improved enormously over the 

past 6 years (since the Chief Medical 

Officer’s Report in 2002) but this isn’t yet 

the case for 

children. One 

national charity 

AYME (Association 

of Young People 

with ME) said in 

December 2008 

‘Reports of children 

not being listened 

to, inappropriate 

treatment and 

threats of 

childcare proceedings being triggered by 

misinformed professionals are increasing.’ 

Here we bring you the accounts of the 

experiences of some of our younger 

members and their parents. They describe 

how they coped with the difficulties they 

have had, what worked for them and what 

they need from the education and medical 

systems. They are all different. Our thanks 

to Anstice, Chris, Sam and Zoe for telling us 

about their experiences, and to their 

parents Helen, Pat, Priscilla and Flora for 

their reports and advice. The difficulties 

and the solutions the families found are all 

different, as people are different. Children’s 

needs change as they get older. What we 

learn here is that treatment and education 

should be geared to each individual. 

ME in children is relatively common 

(affecting between 0.1 and 2% of children 

under 18), and is ‘the biggest cause of long 

term sickness absence from school in both 

pupils and staff’ (Dowsett and Colby, 1997). 
Children can become very ill indeed with ME: 

57% become bed-bound. The illness has 

profound effects on the developing brain and 

nervous system of 

children, which 

affects all 

cognitive functions 

and affects their 

school work. 

Indeed 68% are 

too ill to attend 

school. 

OMEGA has for 

years been urging 

the local NHS 

commissioners to improve treatment for 

children. We have a short report from 

OCCMET describing their work with young 

people, and how it might be expanded to 

include children under 14. The PCT needs to 
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be convinced, so we hope you can write to 

them to let them know how important this is. 

We include an article which first appeared in 

the Local Education Authority magazine for 

Special Educational Needs teachers and 

there is a list of some resources.  

Our Getting to Know You column this time 

features Norman Booth, who has done so 

much for OMEGA’s campaigning work. Watch 

out too for advance report of Norman’s most 

recent groundbreaking research work. We 

have details of the next Expert Patient 

Programmes lots of other Notes and News. 

The next OMEGA events are the AGM on 

28th March where our speaker will talk about 

the benefits system and benefits available 

to people with ME. After its success last 

year we also have details about our next 

Spring Tea on 28th April. 

Patricia Wells (Editor for this issue) 

Suitable education for a child with ME 

Our middle child, Christopher, fell ill in 

September of 2005, just after he'd started 

secondary school. Initially he came down 

with a virus and basically never recovered. 

At first we thought this was a repeat of 

problems through years 5 & 6 with chronic, 

sometimes severe, headaches and 

intermittent spells of feeling quite poorly, 

with no energy. But when days dragged into 

weeks and months, and our outgoing and 

academically gifted son struggled to do even 

one lesson in school, we eventually realised 

this illness was in a different league. 

Besides a complete lack of energy, Chris 

initially lost a lot of weight due to constant 

nausea, was consistently feeling chilled, 

became sensitive to bright lights and loud 

noises, and developed on-going sleep 

problems. (But not headaches!) I now realise 

that the earlier 'headache saga' was actually 

the forerunner of the current condition. 

Blood tests revealed an earlier bout of 

glandular fever, well-documented as a 

trigger for CFS/ME. We are grateful for 

early medical intervention and a diagnosis 

within six months of him falling ill. It was a 

relief to be believed that my child was not 

just malingering or not adjusting to a new 

school. This paved the way to getting 

suitable provision in place for his schooling. 

We are now into our fourth year of Chris's 

illness, and I'm pleased to say he is 

improving slowly but steadily. The first year 

was spent coming to terms with the illness 

and learning how to deal with it. During the 

second he stabilised physically, and during 

the third he began to improve, almost 

imperceptibly at first. That he remains 

cheerful and normal in every other way, 

despite being virtually housebound for 3 

years, is a huge blessing. We are also into 

the fourth year of working to get suitable 

provision for his education. 

What follows is a brief summary of what has 

worked for him: 

There are two charities (noted elsewhere) 

that support children with ME and their 

families, and both have been helpful in 

shaping my thinking about how to implement 

suitable education for Christopher, as his 

needs have evolved along with his illness. 

One basic principle is 'longitudinal 

achievement', that the child move ahead in 

one subject and take a GCSE early, which 

reduces 'brain strain' at the end of year 11. 

So we negotiated for Chris to move ahead in 

Maths (his best subject). That has worked 

brilliantly; he is doing an online course from 

Northstar UK, and will sit his IGCSE exam 

this coming summer, a year ahead of his 

peers. 

The other principle is that provision must be 

suitable under section 19(1) of the Education 

Act. But figuring out what is suitable has 

been a huge learning curve, requiring 

adjustments along the way. 

What has worked for Chris is a mixed 

package of provision. Most of year 7 was 

'lost' while we struggled to find what would 
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work. But for years 8 and 9 he had a 

combination of online courses and home 

tuition. In this way he could work well within 

his energy levels, and yet cover four 

subjects fully, much more than would have 

been possible with only a tutor for the 

standard 5 hours per week allotted. Now in 

year 10 we are continuing that combination, 

but with two different online providers, as 

well as adding one lesson a week in school. As 

and when he improves more, he will begin 

attending more lessons in school. 

Some families of sick children go the route 

of home educating their children. This would 

relieve the stress of ongoing meetings with 

school officials, as well as working to get 

agreed on provision implemented. However, 

parents need to be realistic about whether 

this is a good option for them when they are 

also dealing with a child who is chronically 

unwell. Having had some experience with 

home education when our children were small 

(as we then lived overseas), I knew this 

would not work for us at this stage (For a 

comprehensive overview of different issues 

related to education, please see AYME's web 

site.) 

What I have learned: 

1) Getting provision that is suitable requires 

ongoing effort. Even after 3 years of 

experience, this year has been the most 

difficult in term of getting the agreed 

provision implemented, and one core subject 

is still not in place as I write this (although 

it seems likely the issue will be resolved in 

the near future). 

2) Support from a sympathetic consultant is 

essential, as his or her letters are needed 

for provision to be agreed with the school 

and the county. I am also grateful for 

support from Chris's GP, whom we see more 

often than the consultant, and who has even 

attended some of the meetings with school. 

3) To not allow Chris to be pushed into 

something he can't yet manage on a regular 

basis. Suitable provision will also be 

sustainable; unsuitable won't be. There is a 

constant tension with how fast the school 

wants to move, and how slowly recovery 

happens! I know that Chris is willing to do 

things as he feels able, and he has the sense 

not to take on what he doesn't feel he can 

manage, so I have learned to listen to him, 

even as he has learned to listen to his body. 

4) Children with CFS/ME need a 'life' 

besides education. They have precious little 

energy anyway, so as important as schooling 

is, it shouldn't be all they do. An American 

source I found suggests a 3/4 - 1/4 mix 

(education and 'life') as a reasonable goal to 

work for. In Chris's case, what he does 

besides school is attend his church group, 

which gives him social interaction with peers 

in a fun setting; it's taken two years for him 

to feel well enough to attend again, so it 

remains a high priority for him. 

5) While government guidelines recommend 

'a full and balanced' curriculum, one has to 

be realistic about what a child with limited 

energy can accomplish. If they cover the 

three core subjects, anything more is a 

bonus, and should probably include something 

they find really enjoyable. Certainly on-line 

provision has been brilliant for Chris in that 

it is energy efficient, much more so than 

working with a tutor. But it won't work for 

everyone, which brings me back to suitable 

again! 

6) The county is moving towards 'tuition 

centres' for children who are unwell, so 

home tuition will likely be harder to come by 

in future. I think this trend is most 

unfortunate and have many concerns about 

it. I would encourage parents to think 

carefully before agreeing to this as 

provision, and to be willing to make changes 

if it clearly is not working well. For some 

children who are improving, it may be a good 

way in to school, but not for all; once again, 

suitable is the key word! 

Priscilla Kew 
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Zoe’s experiences – a suitable 

education  

We asked Zoe Williams for some points about 
what would have been helpful to her when she 
was first ill at the age of 13, particularly in 
terms of getting suitable education. This is 
what she said. 

The worst thing for me was that for the first 

18 months of my illness the education 

professionals expected me to do more than I 

was well enough for. I feel this led to a 

deterioration in my health and I felt judged, 

misunderstood and under pressure. It was 

always assumed that my health would soon 
improve so I was constantly expected to be 

reaching for the next step forwards, when 

even achieving the current level was too much. 

This is a very common story from young people 
with ME whatever their level of illness. 

The thing that helped the most was being able 

to design my own education, which happened 

for me after 18 months of illness. This made an 

enormous difference to my quality of life, my 

health stabilised, I felt happier and was 

learning in a satisfying way. 

Here are some of the options for a suitable 

educational package; each child needs a set-up 

designed for them. 

Some children with ME get on well with 

computer-based learning, but this wouldn’t 

have suited me as I don’t find the computer 

easy to use. 

For me home tuition was good, and it also eased 

my isolation, but only in half hour sessions – not 
the mammoth and exhausting two and a half 

hour visits which I was initially expected to 

manage. 

Another important option was talking books. 

There are two national postal libraries of 

books on tape available to people with 

disabilities such as ME; Listening Books and 

Calibre. Both are excellent and have thousands 

of books. Using the post made it more 

accessible to me than arranging for people to 

get them from the library. It was easier for 

me to access the spoken word (again this is 

different for different people) and I loved 

listening.  

Learning to touch type has been very useful 

for me, because I find it easier than writing. 

For me the best home tutors were imaginative 

and able to respond to my needs and illness. I 

didn’t get on so well when tutors tried to get 

me to follow the same structure as my peers in 

school. For example, if the aim was to learn 

about Henry VIII, then I was better off 

listening to material, discussing it and perhaps 

being given some revision notes to help me 

retain things, without spending a great deal of 

energy effectively regurgitating information to 
show that I’d learned it.  

It seemed pointless to put in an enormous 

amount of energy to say things that thousands 

had already said! When well I could write 

essays on all kinds of subjects but it felt more 

appropriate to use my limited writing time on 

things no-one else could write, such as 

describing my own experiences. 

I feel that I wouldn’t have had this freedom if 

I had been aiming to pass exams. Although 

housebound and very restricted, I could 

possibly, as my educators suggested, have 

taken one GCSE at a time. I decided not to and 

I’ve never regretted that decision. I felt that 

if I’d struggled to take a GCSE I may well have 

got a lower grade than if I’d been well, and the 
certificate would show neither the amount of 

work I’d put in nor my ability. I didn’t feel the 

qualification was worth enough to warrant the 

effort and sacrifices; I felt it was more 

important to aim for a balanced education and 

personal development. If I were to recover 
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tomorrow and apply for a job I think 

prospective employers would probably be more 
interested to hear what I have been doing with 

my life and how I’ve been using my energy and 

wouldn’t put much importance on a few GCSE 

passed a decade ago. 

There is good advice available from Tymes 

Trust and AYME. For children who are well 

enough for some school, Tymes Trust have a 

card for them to carry, to show to teachers 

that they have a genuine need for rest or some 

other concession. 

I think that in order to develop a healthy self-

esteem children need to be ‘set up to succeed’. 

This applies as much to children with ME as to 

healthy children. If a child is happier doing 

just one subject at a time and succeeding at it 
then this is likely to be better than attempting 

several subjects and feeling that they are 

‘failing’. Or, as in my case, it may be better to 

dabble in lots of subjects without the pressure 

of following the curriculum or aiming for 

exams. 

Whatever methods are chosen it needs to be 

achievable and without compromising other 

aspects of a balanced life. A child with ME also 

needs energy to play, socialise and deal with 

problems; they shouldn’t be expected to spend 

all their energy on education. 

Zoe Williams 

Under Pressure- Preface 

I wrote this to describe how I felt as a 

young teenager with M.E. when my illness was 

misunderstood. What a difference it made 

when, eighteen months into the illness, I 

received appropriate education (in my case 

two or three half hour lessons per week at 

home). Although my health was no better my 

quality of life improved dramatically as a 

result. I'd like to see young people having 

access to appropriate support quickly and not 

having to go through these 

misunderstandings. 

Under Pressure 

The original illness has gone away, now 
you are debilitated. You feel ill because you 
haven’t been doing things. 

I'm ill 

I know you're ill 

I can't do more 

I know it's hard to do things. Of course you 
are scared: it's difficult to face the world 
after so long, but you won't get better if you 
don't do more. 

I can't. I'm not scared but it makes me 
worse. 

Your muscles aren't used to it. I know it 
hurts, that’s normal. It's hard but you've got 
to do more. 

I am trying. I'm very ill. I'm getting worse. 

Think positive. You are getting better; you 
have to believe you're getting better. 

I am trying. I can’t do this much, it's too 
much for me. 

It's got to be gradual; increase gradually. 
Come in to school for a short time first, then 
we'll help you build it up. 

I'm not scared of school, really I'm not 

We understand 

You're not listening to me. Nobody is taking 
me seriously. You don't understand. 

Now you have overcome your fear and visit 
school for a short time, next time you can 
come for a bit longer. 

No I can't, I only came in to prove to you 
that I'm not scared. I'm too ill. It was awful, I 
was really ill. 

It's tough getting better. It doesn't happen 
overnight. You have to work towards it 
slowly, pushing those limits back. 

It doesn't work. I can't. 

Think positive. You can do it. You must 
believe. 

It's not my fault. What do I believe? Am I 
being negative? I am trying. I am trying. Am 
I trying? Why am I still ill? Am I just 
debilitated? Am I keeping myself ill? Maybe 
I'm not ill. Perhaps I imagine my pain. Is it 
my fault? Am I ill? 
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Norman (left) with Dr Charles Shepherd at the Invest 

in ME International Conference, May 2008. (Photo by 

Regina Clos and published in ME Essential July 2008). 

Getting to know you: Norman Booth 

1. Where were you born and what brought 
you to Oxfordshire? 
I was born in Toronto and lived in Canada until 

I was 24 when I came to Birmingham Univ. to 

do a graduate degree in physics. Apart from 

my studies I met Sylvia, we were married, and 

then spent several years in Toronto, California 

and Chicago. We then decided to move to 

England and I took a job at Oxford Univ. 

2. How did you get interested in ME and 
OMEGA? 
Sylvia became ill and had to give up her 

teaching job. She was finally diagnosed with 

ME and joined OMEGA. Our son, Matt, was also 

diagnosed with ME when he was 16 years old. 
He was ill for 6 years when he finally became 

well enough to work. He went on to get a BA in 

Photography at Derby Univ. and then an MA at 

the Royal College of Art. He remains well, but 

has to be careful not to get infections or get 

too tired. 

3. What aspect of OMEGA are you most 
interested in? 
At first, just the parties and events organised 

by David Polgreen. It was only when I retired 

11 years ago did I fully appreciate how 

miserable it can be to have ME. Sylvia and I 

helped out in the campaign for a clinic by doing 

the GP survey in SW Oxon. Tony Williams and 

Patricia Wells asked me to help them out in 

meetings with PCT people. At first I was just 
their chauffeur and notes-taker. But then 

when the proposal for a Clinic Team (which is 

now OCCMET) was approved, I became 

secretary of the OMEGA Clinic Group and also 

of the OCCMET Steering Group. Then I was 

also persuaded to become Editor of the 

OMEGA Newsletter. Needless to say, I found 

little time to fulfil my role as Sylvia’s carer. It 

was more like she being my carer while I was 

carer for OMEGA. 

4. How much do you learn from going to ME 
conferences? 
I enjoyed being a member of the national 

Patient Involvement Network for the new 

Clinics and participating in conferences and 
training sessions. I have learned a lot more 

about the biomedical aspects of the illness by 

going to the international conferences 

organised by Invest in ME and by ME Research 

UK. Via the Newsletter I try to pass on to 

OMEGA members some of what I’ve learned, 

and to health professionals on the OCCMET 

Advisory Group (OAG) with copies of handouts 

and summary documents. 

5. What are you concentrating on at 
present? 
In the OMEGA Clinic Group and on the OAG I 

am helping to extend OCCMET operations to 

children and young people. I’m also working 

together with Dr Sarah Myhill and biochemist 

Dr John McLaren-Howard and have collated 
and analysed the results of blood tests which 

measure cellular energy production. We 

submitted a paper “Chronic fatigue syndrome 

and mitochondrial dysfunction” to the 

International Journal of Clinical and 

Experimental Medicine at the end of 

November and it has now been published (see 

via http://www.ijcem.com/812001A.html).  

6. What would you like to do next? 
I want to see some real progress in 

understanding the biological nature of ME so 

that sufferers (including Sylvia) will soon have 

much more help. I urge OMEGA members to 

campaign for more biomedical research and I 

will do what I can to help. 
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Helen’s Story 

My daughter was diagnosed with ME 13 years 

ago at the age of 8. Anstice had been ill with 

shingles which seemed to trigger the 

condition, but with hindsight she realises 

that she had been ill with ME for at least a 

year before that, experiencing tiredness, 

nausea, headaches, etc. 

It has taken experiencing two major relapses 

for Anstice to find a way through the 

uncertainties of ME and to find her own way 

of coping with and recovering from the 

illness. She basically waits for her body to 

recover, before moving on a step. In this 

way, she has taken about 4 years to go from 

being bed bound, unable to read, unable to 

feed herself, wash herself, and being 

wheelchair-dependant, to being able to, for 

example, cook a little bit, walk down the 

garden, do 10 minutes school work a day. 

Although Anstice had a speedy diagnosis, and 

very sympathetic attitudes from her GP, 

school teacher and head teacher, 

nevertheless the actual practical help was 

thin on the ground, and she and I steered a 

very lonely course over the years. I found 

out through a leaflet in the doctor's surgery 

about DLA, and applied successfully (a 

wonderful CAB woman helped me fill in the 

form). No help was offered by the school in 

the form of tutors: in the end I home 

schooled her, even though I also have ME. It 

was only after I also suffered a severe ME 

relapse myself that we employed carers 

(which we paid for ourselves) to look after 

Anstice. We were forced by these relapses 

to abandon Anstice's formal education at 

the age of 15. 

Due to so called ‘expert’ advice from various 

sources we made many mistakes, which 

exacerbated Anstice's condition and led to 

two severe "boom-and-bust" driven relapses. 

Such bad advice included: 

1) Get her fit. 

2)  Whatever she feels like, get into school.  

3)  Do not rely on/be too close to, your 

mother.  

4)  If you like doing something, you will be 

all right to do it (i.e. no belief that Anstice 

was physically ill with ME) 

5)  Get back into school. 

Another major problem which Anstice faced 

was that of being a child, and growing to 

maturity with a major, very badly understood 

illness. Between the ages of 8 and 16, it was 

impossible for Anstice to understand what 

she needed to do to cope with an illness 

which included tiredness, headaches and 

nausea which never seemed to go away. We 

as adults did not have an answer and so she 

felt guilty and a fraud, because the advice 

which was given to her only made her feel 

worse. She pushed herself to fulfil the 

expectations of others, and refused to do 

anything which would make her stand out as 

different from her peers.  

A further major problem for her has been 

the role of professionals in the medical and 

psychological services.  As a child, she quite 

naturally respected and trusted adults. 

Unfortunately many people who encouraged 

her to make her own decisions about her 

treatment went against her express wishes 

(effectively I think abusing their power). 

(See her article for her own experience of 

this.) Moreover, the psychological input she 

received took the form of encouraging her 

to see her mother as over-protective and to 

believe that her problems were psychological 

and not physical. Six months later, Anstice 

suffered another relapse. 

The role of her GP has been crucial in helping 

Anstice to recover her faith in herself and 

those around her, and in being able to start 

to recover. For about 12 months he visited 

her at home every week and sat with her, 

listened to her, accepted her, and constantly 

believed that one day, when the time was 

right, she would recover. 

Helen Garfitt 
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My worst experiences of ME 

I was first diagnosed with ME when I was 

8 years old. When I was 15 my grandad 

died, leaving my grandma, with 

Alzheimer's, unable to live alone: she came 

to stay with us for the time being. At the 

same time, my aunt and cousin also came to 

live with us for a while: it was when they 

were staying with us that my aunt, who had 

severe depression, was also diagnosed with 

bipolar disorder. Also staying with us was 

my sister who was suffering from an eating 

disorder. 

It is perhaps not surprising that one 

outcome of all this was that my M.E. 

(manageable up till then) took a severe 

turn for the worse, and I was bed-bound 

for 10 months, at times unable to speak or 

eat solid foods. 

After recovering from this I was referred 

to a psychiatrist. They originally said they 

would go at my own pace, and always listen 

to me, but it didn't feel like that. It was a 

total disaster. 

First of all, she said my relationship with 

my mother was too close (I was 15 at the 

time, and my mother was the only thing 

that got me out of being bed-bound), and 

they tried to force me to separate from 

her, emotionally and psychologically, and 

instead, listen to them.  

I was treated as if my M.E. was 

psychological, and as if I was completely 

recovered (which I wasn't). I was asked 

once why I "refused to let go of my illness, 

and accept that I was better". I was told I 

shouldn't use a wheelchair to help me get 

out and about more as it would make me 

feel "awkward, and different from my 

friends". The psychiatrist seemed to think 

that I didn't allow myself to express my 

emotions enough, and every session she 

would push me and push me (verbally and 

emotionally), until I was so upset I cried, 

or got really frustrated -it was usually 

both - and would then sit and watch me and 

refuse to respond; it was like reacting to a 

blank wall. 

For whatever reason they do this, for me 

it was horrid; every session felt like she 

was ripping open a wound, and slicing a 

knife into it. 

Having said they would listen to me, my 

psychiatrist once asked me if I wanted a 

meeting with my parents and the head of 

the unit; I said I didn't. The next thing I 

knew, I received a letter telling me when 

my meeting was. 

Eventually I managed to get rid of them, 

mainly by pretending I agreed with them, 

and saying I was now completely recovered. 

About a year after I got out of bed, I was 

back again in another relapse, due to 

pushing myself too hard too fast; the 

psychiatrists hadn't helped with that. 

This time I received help from the 

community team; although not nearly as 

bad as the previous people, they still 

didn't seem to be listening. When they 

asked me what sort of help I wanted, I 

said I didn't really know but what I didn't 

want was a physiotherapist (having had one 

before). Lo and behold, what help was I 

offered? A physiotherapist (and nothing 

else). 

Since then I have refused all professional 

help except from my G.P. I've had three of 

those, through moving etc. and they have 

all been very kind, helpful and friendly; 

they listen, they admit that I have more 

experience of M.E. than they have, and 

they are gently encouraging. 

Anstice Garfitt 
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OCCMET and Younger Patients 

Currently OCCMET are working with young 

people from the age of 14 and upwards. Most 

of these referrals we receive from the 

General Paediatricians at the John Radcliffe 

and the Horton hospitals, although 

occasionally some referrals are coming 

through the CAMHS (Child and Adolescent 

Mental Health Services) teams or 

departments such as Neurology. 

The sort of work we do with young people 

and their families very much depends on the 

individual’s needs and priorities. We 

sometimes might look at ways to balance 

different activities in order to help with 

managing energy levels.  Thereafter we 

might use a gradual approach to increasing 

activities and functioning.  Activities can 

include leisure and social as well as physical 

or educational. In some cases it may involve 

liasing with the school about their needs 

whilst at school or negotiating a gradual 

return to school. 

We hope to have help from the 

commissioners to develop the service so that 

we can see children of all ages with CFS/ME 

and we are in the preliminary stages of 

discussions with the PCT. If anyone has any 

comments or evidence to support this bid it 

would be helpful to inform the PCT in 

writing. 

OCCMET 

OMEGA’s Response 

OMEGA will write to Kate Barker, the  

Commissioner for childrens’ services at 

Oxfordshire Primary Care Trust. * 

If you are under 14 with ME, care for a 

young person who is ill, or if you had ME 

when you were younger, please do write to 

the PCT. We have to provide the NHS with 

‘evidence of need’ to encourage them to 

provide better services for children with 

CFS/ME.  

It is best to describe your experiences 

briefly. Point out that OCCMET are only able 

to treat people of 14 years and older and 

that there are many younger children with 

the illness in the County. This is the only 

group for whom there is no specialised 

service.  

There is a National Service Framework, a 

report from the Royal Colleges of GPs and 

Paediatricians and much other information 

and evidence about what children with 

CFS/ME need.  

If you are able to write to the PCT could you 

send a copy to us or let Tessa Keys know on 

01491-838727. If you would like to be part 

of this campaign in any way ring Tessa or 

email us at: 

newsletter.OMEGA@googlemail.com  

subject heading Children and Young People. 

* the relevant PCT official to write to is 

Kate Barker, Children's Commissioner, 

Jubilee House, 5510 John Smith Drive, 

Oxford Business Park South, OX4 2LH 
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Sam MacKenzie is now a student at Abingdon 
and Witney College. She has suffered from 
M.E. for a number of years. Sam and her 
mother Flora kindly met with Voirrey Carr 
and Susie Bagnall in order to help us to 
provide schools with some practical advice on 
supporting pupils with M.E. 

ME: A Student’s Perspective 

Some OMEGA members are in touch with 
the Local Education Authority. This 
article originally appeared in SEN News, 
the magazine for Special Educational 
Needs teachers in Oxfordshire. 

One of the biggest difficulties is the 

sense of becoming cut off from school 

when there is a prolonged absence. It is 

very helpful to have a Key Worker/Main 

contact at school. It is likely that the 

M.E. sufferer will miss out on trips and 

other events. However, it is still 

important to know what is going on, so do 

keep sending school bulletins. A message 

book in which friends can write and thus 

keep up a dialogue is also a good way of 

maintaining contact. It is great to have 

visits from friends-best if they come in 

pairs and for a short time only. 

Fatigue makes work difficult but 

distance learning, use of computer (when 

symptoms permit), scribing, bag carrying, 

time out cards, (when the pupil is too 

tired to continue in a lesson) reduced 

timetable and home tuition are all 

strategies which can be helpful. 

The condition places great strain on the 

sufferer and the family. It is important 

to understand that significant support is 

needed when a pupil returns to school 

after an absence. Circle time is also 

useful as a way of helping other students 

to understand the symptoms. Often, 

exhaustion doesn’t become apparent until 

a day or two after an activity so it is 

easy to underestimate the effect that an 

activity has had on the pupil. Extreme 

tiredness makes the sufferer very easily 

affected by noise and light and this in 

turn can make concentration almost 

impossible. The pupil with M.E. may only 

hear fragments of what is being said in a 

lesson. 

M.E. is a hugely frustrating and worrying 

condition and it is important that all 

staff who deal with a pupil with M.E. are 

fully informed about the condition and 

how it is affecting the pupil and the 

family. 

We thank Sam and her mother for taking 

the time to meet us and would be happy 

to carry future articles from families 

which enable us to reflect the impact 

other disabilities. If you know of 

pupils/parents/staff who might like to 

contribute, please contact Voirrey Carr. 

Voirrey Carr 

Service Manager: Educational Inclusion 

voirrey.carr@ofordshire.gov.uk 
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Some resources for Children and Young People with CFS/ME and their 

parents and teachers  

TYMES Trust (The Young ME Sufferer) 

P.O. Box 4347, Stock, Ingatestone CM4 9TE.  

Tel: 0845 003 9002   : 11am-1pm and 5pm-7pm Weekdays. Leave a message outside these 

hours.  www.tymestrust.org  

The page to link to their publications: http://www.tymestrust.org/tymespublications.htm  

and also http://www.youngactiononline.com/docidx.htm  Advice for teachers and schools. 

Includes many guides for professionals including teachers and SENCOs. 
 

Association of Young People with ME (AYME)  
10 Vermont Place, Tongwell, Milton Keynes MK15 8JA.   
Tel:  08451 232389 Monday - Friday 10am - 2pm 
Supports children and young people with ME/CFS and their parents and carers. 

www.ayme.org.uk Also LINK Associates made up of parents, professionals and older 

AYMErs, see www.aymelink.org.uk  
 

Listening Books, 12 Lant St., London SE1 1QH Tel: 020 7407 9417 

http://www.listening-books.org.uk/   

National postal and internet-based audiobook library service to people across the UK with a 

print impairment. Wide range of material on MP3 CD, internet streaming or cassette tape. 
 

Calibre Audio Library, Aylesbury, Bucks HP22 5XQ Tel: 01296 432 339 

http://www.calibre.org.uk/  Offers a wide choice of books on standard cassettes and MP3 

disks, fiction and non-fiction, for ages. The service is easy to use and is absolutely free. 

http://www.youngcalibre.org.uk/   
 

SmartPass 

The power of audio drama - provides audio education study guides  

http://www.smartpass.co.uk/   
 

AbilityNet is a national charity helping disabled adults and children use computers and the 

internet by adapting and adjusting their technology. 

http://www.abilitynet.org.uk/   
 

CFS-Care 

An email support group for those caring for people with Chronic Fatigue Syndrome, M.E., 

and associated illnesses. All caregivers need support, and this list enables them to share 

their unique problems with others in the same boat. 

http://health.groups.yahoo.com/group/CFS-Care/   
 

25% ME Group  

The 25% ME Group was set up to offer support services to those severely affected by ME, 

and their carers.  Provides a wide range of services to people affected by severe ME many 

of whom are virtually housebound and/or bedbound. 

Tel: 01292 318611  http://www.25megroup.org/  
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National Service Frameworks for Long Term Conditions sets out the generic standards 

which will benefit people with a wide range of chronic illness. The Children’s NSF uses ME 

as the exemplar and sets out standard and a care pathway for children. 

http://www.dh.gov.uk/PolicyAndGuidance/HealthAndSocialCareTopics/HealthAndSocialCar

eArticle/fs/en?CONTENT_ID=4098128&chk=bXJnLS 

 

THE ROYAL COLLEGES REPORT Evidence based guideline for management of CFS/ME in 

children and young people - produced by Royal College of Paediatrics and Child Health, Dec 

2004 can be downloaded from: 

http://www.theoneclickgroup.co.uk/documents/ME-

CFS_docs/Royal%20Colleges%20Report-CFS.doc 

 

Two publications we referred to in the Editorial: 

Dowsett EG, Colby J. Long-term sickness absence due to ME/CFS in UK schools; an 
epidemiological study with medical and educational implications. Chronic Fatigue Syndrome 

1997; 3: 29-42 

 

Carter B. and Martin L. Persistence and Resistance in worlds made uncertain by CFS/ME: 
parents' narratives of encounters with health care professionals. University of Lancaster 

and AYME (2006). Contact bcarter@uclan.ac.uk  

 

Education 

Education law and children with ME/CFS: Section 19(1) of the Education Act 1996 says 

local education authorities should provide suitable education for children who are too ill to 

go to school. ‘Suitable’ is defined in Section 19(6), ‘Special educational needs’ are defined in 

Section 312(2b). Guidelines about the legislation are published by the Department for 

Education and Skills. Available from DfES 0845 6022260 or from 

www.dfes.gov.uk/sickchildren  

 

Some online programmes for secondary education members have used: 

 

Northstar UK -- set up by a Christian charity to support families in remote parts of the 

world so children work independently work submitted by email. Guidance from a tutor as 

needed. NSUK offers the widest range of courses of the three programmes listed here, 

and at the lowest cost, since it is not interactive. www.northstaruk.org  

 

Nisai Virtual Academy -- set up with one of the ME charities; children are grouped into 

virtual classes by ability levels. Children who are unwell are mostly put into afternoon 

sessions, which may suit some children with ME. www.nisai.com  

 

Accipio -- A third provider, works much like Nisai.  Members have not had direct 

experience with this programme, but we understand Oxfordshire is using this to some 

extent. www.accipio-learning.com 
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Notices and News 

ME Connect helpline 
Advice or information is available from the 

ME Connect helpline: 0870 444 1836. It is 

open every day of the year from 10am to 

noon, 2 – 4pm, and 7 – 9pm. Or online at: 
www.meassociation.org.uk  

Work focussed interviews 

We received request from Action for M.E. 

It is particularly relevant to our AGM 

speaker on Benefits. Patricia de Wolfe is 

helping to update her local M.E. group's 

guide, and would welcome feedback about 

work-focused interviews. She would like to 

know if anyone in the course of applying 

for, or following an award of incapacity 

benefit. If so she asks: 

- Did you feel your 'personal adviser' was 

well-informed about M.E., or was at least 

prepared to listen when you explained? 

- If you felt you were too ill to consider 

working, did you feel pressurised? What 

kind of questions were you asked? 

- If you were thinking of moving towards 

work, did you get any practical help or 

useful advice? 

If anyone from OMEGA would like to 

respond, Patricia can be contacted at 

patricia@dewo.demon.co.uk 

Judicial Review of the NICE process 

for the CFS/ME Guidelines 
Last time we reported on the High Court 

hearing on Judicial Review of the NICE 

process for the CFS/ME Guidelines. We 

now gather that: "Full hearing - which is 

likely to last 2 to 3 days and will again take 

place in the High Court in London - is now 

listed for 11-12 February 2009. Members 

of the public will be able to attend the 

hearing. Further information will be placed 

on the MEA website." From ME Essential 
Nov 2008 issue. We also hear that Jane 

Colby of Tymes Trust has assisted with 

evidence for this case. 

Norman Booth’s paper published 

Campaigning member Norman Booth 

reports that the paper he has written: 

together with Dr Sarah Myhill and 

biochemist Dr John McLaren Howard, 

"Chronic Fatigue Syndrome and 

Mitochondrial Dysfunction" has been 

accepted for verbal presentation at the 

Biennial International Association for 

CFS/ME Conference which will be held in 

Reno, Nevada 12-15 March 2009. Norman 

will be going and will give the talk. There 

are only 2 other UK speakers listed: gene 

expression expert Dr Jonathan Kerr and 

paediatrician Dr Esther Crawley. Details 

and programme are at www.iacfsme.org 

Norman’s paper is now published in Int J 

Clin & Exp Med This is an open-access 

journal, so you can read the article, 

download it, print it out, or even send it to 

your GP (if this is appropriate) or anyone 

else you think might be interested. 

http://www.ijcem.com/files/IJCEM812001.pdf 

Congratulations Norman! 

Situations Vacant 

(See too the subs form and notice 

enclosed for help wanted for OMEGA 

jobs.) 

WANTED: someone to help lady with ME 

and bladder problems during flare-ups, 

general help and support needed. Small 

payment. If you can help please phone 

01865 779031. 

WANTED: Someone technical to help 

reassemble video, TV, DVD and PVR aftr 

house move. If you can help please phone 

01865 779031. 
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Directions to Exeter Hall: From Oxford, take the Banbury Road North until you reach the 

Kidlington roundabout. Continue into Kidlington along the Oxford Road (with Sainsbury’s on your 

right). Go past the police station, through traffic lights, and Exeter Hall is on your left, after 

Yarnton Road. Parking at the hall or roads opposite. Plenty of disabled parking near the hall. 

Expert Patient Programme 

Here are details of the self-management 

courses to be held in Oxfordshire soon. 

Many people have found these helpful. For 

further information Contact: Jo Langley   

Telephone: 01225 731324  

Didcot 19 February 2009 - 26 March 2009 

Venue: The Small Hall, Didcot Civic Hall, 

Britwell Road, Didcot, OX11 7JN. 

Witney 24 February 2009 - 31 March 2009 

Venue: Athanaeum Room, Corn Exchange, 

Market Square, Witney,OX28 6AB. 

Kidlington, 30 March 2009 - 18 May 2009 

Venue: The Small Hall, Exeter Hall, Oxford 

Road, Kidlington, OX5 1AB. 

Also see www.expertpatients.co.uk 

OMEGA A.G.M. 

Saturday 28 March 2009, 2pm - 4pm 

Exeter Hall, Oxford Rd., Kidlington OX5 

1AB. 

Benefits and ME Sufferers 

We will have a short AGM and then a talk 

from Judy Gay of Oxford Citizens Advice 

Bureau.  

Have you wondered what benefits you might 

be entitled to? 

Are you concerned about recent news of 

proposed reforms to the benefits system? 

Judy has 20 years experience of working in 

benefits and is currently an adviser for 

Sobell House, Citizens Advice and Maggie's 

Centre. She will talk about the benefits that 

could be available to people with ME and is 

happy to take questions on any issues people 

may have. 

Exeter Hall is where we have had Jan’s 

meditation classes.  
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OMEGA Spring Tea 

Tuesday 28th April, 2:30, Café MOMA, 30 

Pembroke Street (near M&S food hall and 

Westgate Centre). 

Café MOMA is in the basement of the Museum 

of Modern Art. Access is by stairs or lift. 

(Take the lift up to the lobby, walk to the next 

lift and then go down to the café. Wheelchair 
access.) 

The café is normally quiet in the afternoons. A 

table has been reserved but it would help to 

know approximate numbers so we can make 

sure the table is large enough. Please contact 

me the week before if you are coming. (Let me 

know if you are happy with low seating at a 

large table or if you need upright seats at a 

higher table.) Once there, order and pay for 

your own food and drink. 

If you need help with transport, please contact 

me well in advance and I will do my best to 

arrange this. If you are able to provide 

transport, please contact me. 

There is some disabled parking near MOMA or 

members may like to borrow a scooter or 

wheelchair free from the nearby Shopmobility 
depot. Follow the signs to Shopmobility at the 

entrance to the Westgate multi-story car 

park. Parking for users is free. Just ring 

01865.248737 to check availability and book a 

vehicle. 
Diane Drayson,  

14 Stonhouse Crescent, Radley, OX14 3AG 

dianedrayson@yahoo.co.uk or 01235 520104 

OMEGA meditation  

Room wanted 2 hours a month 

OMEGA meditation group is looking for a 

new home. We plan to meet once a month 

usually on a Friday morning between 11am 

and 1pm. We are looking for somewhere 

that could accommodate about 6 people 

either sitting comfortably or lying on the 

floor. 

Do you live in or near North Oxford or 

the Ring Road? If so we should love to 

hear from you. We’d like a room where 

people haven’t smoked and there are no 

strong fumes. We are very quiet, ideally 

would like the use of a kettle and can 

bring our own refreshments and cups. 

We would leave the room as we found it 

and give you a contribution towards 

heating and lighting. 

If you think you might be able to help, 

please email: 
omega.meditation@phonecoop.coop 
or ring Jan on 01865.718274. 

OMEGA meditation group is now meeting 

monthly on Friday 27th February, 

Wednesday 25th March, Friday 24th 

April. If you’d like to join or know more 

please contact Jan. 
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Diary Dates 

OMEGA Newsletter production team: Diane Drayson, Lesh Lender, Jan Seed, Nathan Smith, 

Patricia Wells, Pat Williams. Next copy deadline is 21st March 2009. To receive your newsletter 

by email, please write to: newsletter.OMEGA@googlemail.com with ‘email newsletter request’ in 

the subject line. 

Contacting OCCMET: New number: 01295 819191, or e-mail to: 

occmet.administrator@oxfordshirepct.nhs.uk 
Oxfordshire ME Group for Action (OMEGA). General Enquiries to Lesh Lender at: 4 Bursill 

Close, Oxford OX3 8EW, Tel. 01865 766310, E-mail: leshl@talktalk.net 

OMEGA A.G.M. and speaker Judy Gay of Oxford Citizens Advice Bureau - Benefits: 

Saturday 28 March 2009 Exeter Hall, Kidlington 2pm - 4pm (for Details see p. 14) 

Omega Spring Tea: Tuesday 28th April, 2:30, Café MOMA, 30 Pembroke Street (near M&S 

food hall and Westgate Centre) 

Meditation Group: meets Friday 27th February, Wednesday 25th March, Friday 24th April.  For 

venue write to omega.meditation@phonecoop.coop or ring Jan on 01865.718274 

SW Oxon Social, Waterfront Café, Benson, Monday March 23rd , 12midday to 2pm. (Ring 

Tessa Keys 01491 838727 for details.) 

Oxford area Social gathering. Four Pillars Hotel, Sandford-on-Thames, FIRST MONDAY of 

EVERY MONTH. (Second Monday of the month if it is a bank holiday.) On bus route from 

Oxford. Phone Diane Drayson on 01235 520104 or Lesh Lender on 01865 766310. 

Wantage and Grove ME/CFS Support Group, WAGS, meet at the Cornerstone Coffee Shop 

in Grove. Contact Dorothy Hillbeck at 01235 765329 for dates and times 

OMEGA Volunteers 

Newsletter Editor   

Chairperson Patricia Wells 01865 554648 

Treasurer Lewis Booth 01869 350188 

Meetings Co-ordinators Lewis and Barbara Booth 01869 350188 

Membership Secretary Lesh Lender 01865 766310 

Publicity Pauline Hammond 01865 718865 

Publicity Diane Drayson 01235 520104 

Clinic Group Contact Norman Booth 01235 833486 

OMEGA rep. for OCCMET Janet Proudman 01865 723764 

Banbury Contact Karen Finn 01295 272119 

Bicester Contact Nicola Williams 01869 247714 

Witney and ‘Invest in ME’ Contact Flora McKenzie 01993 774834 

South Oxfordshire ME/CFS Support 

Group 

Tessa Keys 01491 838727 

Action for ME support line (open to all): Monday to Friday 11 am to 1 pm 0845 1232314, and 

also 6.30 to 8.30 pm Mondays (except Bank Holidays). 


