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Serving ME/CFS patients, carers and interested parties in Glamorgan

GREAT NEWS! We have managed to book Dr Charles Shepherd for our AGM/Awareness
event this year.
We encourage you as members to come along at 11am for the AGM as we need a certain number in
attendance to validate the meeting. This is also an invitation for anyone wishing to join the committee
in any capacity.

11am-12pm:

MESiG AGM (members)

1pm-1.40pm:

Dr Charles Shepherd talk

1.40pm:

Break for cuppa and browse stalls

2pm:

Question and Answer time

3pm:

DLA/ PIP Benefit Presentation (Graeme Butterworth)

3.15pm-5pm:

M.E Art Exhibition by Life With Art
Benefit Advisor available all day

Members (that‘s you if you have received this letter) are invited to the AGM which will start promptly
at 11am. General public are invited to attend talk and exhibition, arriving for 12.30pm. Please invite
family, carers, friends, partners, GPs, health workers etc. We have been in discussions with the
Health Minister also some AMs and MPs in order to raise awareness and invite people who would
benefit from more understanding about M.E. Better equipping them to support sufferers.
We enclose a poster of the event. Could you please display in a public place. Possibly a supermarket, doctor surgery, notice board, in your car window, or someone‘s car window who is out and about
a lot. We will be having some stalls and a raffle. If anyone wishes to have a stall on the day please
get in touch.
The venue is near City Centre with its own car park and lifts. This is opposite Sophia Gardens, just
before City Temple church or after if coming from The Westgate pub end. To get into the car park
you will need to drive down Lower Cathedral Rd from pub, turn left and left again. We will put signs
up on the day.

All enquiries contact Chris 02920762347/07825641870 email mesigwales@gmail.com

Saturday 25th May
Portcullis House, 21 Cowbridge Rd East, Cardiff, CF119SR
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Chair Report
By Ken Bailey

Greetings everyone. It has been another busy and eventful year. MESiG has continued to raise
awareness of ME/CFS and Fibromyalgia and is hopefully making strides in changing mind-sets
and perspectives about these conditions.

2012 Events
19th May

AGM/Awareness Event. We had two speakers; Naturopath Emma Jones and
Pilates teacher, Kalbir Kaur Mann.

14th June

Chris and myself (Ken) attended a ‗chairing for success‘ course.

3rd August

A fun day at Llanishen leisure centre where Mesig raised awareness.

13th August

Held our ‗tea in the park‘ event at Roath park.

10th September Dee and Denise attended a course entitled ‗roles and responsibilities of trus
tees‘.

1st October

An article about ME was printed in the Vista Magazine part of VCVS.

4th October

A cheque was presented by VCVS following the successful funding applica
tion for office equipment and furniture.

16th October

Chris attended a 3 hour photography course.

5th November

Miriam attended a social services citizens panel meeting.

5th November

There was a change of venue for support group meetings. We moved from
Ararat Baptist Church and relocated to the Community Shop in Llangranog
Road, Llanishen. Meeting times changed from 2pm in Ararat. New times
are11am and finish at 12:30pm.

30th November Chris and I (Ken) attended a C3CS event in Brunel house.
3rd December

The Christmas party was held at Llanishen Community Shop.

2013 Events
14th February

Fundraising event in Glenwood Church raising £1200 for Carol to get to
Burrswood Hospital.

8th March

Awareness raising day at Sainsbury‘s in Thornhill raised £124.

17th April

MESiG purchased a camera for the group.

I would like to extend my grateful thanks to committee members; Dee, Peter, Miriam, Irene, Janet
for all your hard work and support and in particular Chris whose drive and energy has been an
example to us all.
MESiG is now on Twitter and have a new group e-mail.

@MesigWales

mesigwales@gmail.com
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The Future of our Benefits
By Miriam Wood
We are probably all aware that there are changes happening to Benefits. So much has been
written and said about the changes but it is hard to take it all in and to know what is happening
and what difference the changes will make.
For people already in receipt of Disability Living Allowance (DLA) you may have received a letter
explaining to you that it will be changing to Personal Independence Payment (PIP). It is designed
to help people who have a long-term health condition or disability that is expected to last 12
months or longer. Sadly this length of time applies to most of our Group Members. PIP will have
two parts, a Daily Living component and a Mobility component and each of these will have two
rates, standard and enhanced. It is not taxable and people who are in or out of work can receive
it. You can read about this if you go to www.gov.uk/pip

Remember that like DLA this is not given because someone has an illness or disability but it is
based on an assessment of how the disability affects the person. It will need supporting evidence
from other people who can advise on this (so if you are attending appointments and have useful
reports you need to keep these safe). They say that most people will be asked to attend a face-to
-face consultation with a health professional as part of their claim. It will therefore not be an
automatic transfer from DLA to PIP but it is said that many people will continue to be entitled and
receive PIP and get more, the same or less than they get from DLA. The change will include
everyone aged from 16 to 64 on the 8th April 2013.

PIP is to be introduced in stages over a number of years but if your health condition or disability
changes on or before 7th October 2013 then a new claim will be for PIP. Also when the expiry or
review date for DLA arrives then the claim will need to be made for PIP, but letters will be sent
explaining this directly to the person. Everyone else in receipt of DLA will continue to receive it
until 2015 or later, unless you report a change to the condition that affects you. Young people will
continue to receive DLA if they turn 16 before the 7th October 2013 and will then be contacted in
the same way as other people over the next few years. If they turn 16 after that date they will
need to decide if they want to claim PIP but they will receive a letter explaining it to them with the
full information required. For people who are 65 on or before April 8th 2013 DLA will continue for
as long as their condition stays the same. People who reach 65 after that date will not be
contacted until 2015 or later unless their condition changes or the date of their award ends, then
the application will be for PIP.
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The Future of our Benefits
By Miriam Wood
It is good to know all of this and it makes us more aware of the need to keep good records of our
conditions and how they affect us day by day and to collect the necessary supporting evidence.
There are a number of organisations that assist people to fill in the forms and to advise you about
how to produce supporting information and we would encourage you to use these when the time
arrives. One website that you may find useful is: www.benefitsandwork.co.uk. On it you can see
the PIP forms, what they include and how they are laid out and glean advice on how to fill them
in.
You can also read about the Employment Support Assessment (ESA) and try filling in the form
(ESA 50) to assess the number of points that you might achieve. It is said that almost all current
claimants will be moved off Incapacity Benefit and Income Support and assessed for ESA. There
are two groups into which people can be placed following the assessment: 1) Work related Group
or 2) Support Group.

The first is designed to assist people to get back into work and the second is the for those who
are unable to work because of their disability or illness. It is said that some people with the most
serious conditions should be identified just on the basis of a medical certificate and placed
straight into the highest paying group.

On the Benefits and Work website (above) there are two lengthy downloadable guides:
Employment and Support Allowance Claims on Physical Health Grounds and similar for people
applying on Mental Health and Learning Disabilities Grounds. These go into great detail,
explaining the meaning of the sections and boxes in the forms and possible ways of writing the
information according to circumstances, to go with each tick box. You will need to join this site in
order to use it effectively but you can have a look at it and see how you might benefit from it. If
and when you receive an ESA form you will need to work on it as soon as possible and read
carefully about the deadline for completion.

A BENEFIT AND WELFARE ADVISOR WILL BE AVAILABLE 25th
MAY AT MESIG AGM/AWARENESS EVENT.
SEE FRONT PAGE FOR DETAILS.

Pajama Daze
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A website for those with chronic illness and/or fatigue

www.pajamadaze.com The Author in Pajamas - CB Auxer
So our "Pajama Days," those days when we can barely get out of bed, let alone out of our
jammies, become a frequent way of life. We don't have the energy to do what we need to do nor
what we want to do. And sometimes we feel guilty for it. There are people, including children,
who expect things from us; who depend on us. So we push ourselves to do what we can, then
suffer for it afterwards. We hit a wall. We have to accept that we can only do so much, and that is
all we can do. We feel isolated, useless, frustrated, restless, depressed, hopeless.
Chronic illness is a challenge on its own, but when we factor in the fatigue that the daily battle
with disease brings, that challenge balloons into the need to redefine our lifestyle, our work, our
relationships, sometimes even our faith. Most of all, we have to redefine our selves.
If I've learned anything from this journey, it's this - illness is not the end of the world. Actually, it
can be a beginning of a new life, a new era. We may never get our old lives back. But life
changes every day, doesn't it? Do we really want to go backwards? We forge ahead! And we
realize that not all change is bad. We've been offered a time to reassess our abilities, our desires,
our faith and our passions and, while being realistic as well as creative, we sculpt a new life. We
reinvent ourselves.
PAJAMA DAZE is an interactive website to help you cope with the challenges that accompany chronic conditions.
The Goin' Bananas in Pajamas Blog features the experiences I have had with chronic illness, as
well as reflections from our guest bloggers; suggestions for easy and fun activities; reviews of
music, television, books and movies, online sites and courses; relaxation techniques and ways to
improve our well-being; and other tips for the physically- and energy-challenged. (Note: If you are
new to the Goin' Bananas in Pajamas Blog, you may want to start reading by going to the Archive
column to the right of the blog and select August 2012, which takes you to the beginning of the
blogs. Some blogs are sequential so they will make more sense if you read them chronologically.
Or you may go to the Categories column and select topics of interest to you.)
Pajama Jobs is a page full of ideas to kick-start a new career that is more compatible with your
health issues, and ways to make money from home. You'll also find a sub-page there called
Joyful Workers which showcases chronically ill people, unable to work the jobs they had, who
have created new joyful work for themselves. Truly inspiring!
Creative in Our Pajamas! features artistic and literary creations, such as photography, poetry,
handicrafts and more, by fellow Pajama Dazers like yourself!
Pajama Party connects us with others who are facing similar challenges. This section features a
Forum to share personal stories, tips, jokes, support -- whatever is on your mind. It's your space.
Use it! Our Pajama Party Live Video Chat assists you connecting face-to-face with others, giving
you the opportunity to share insights, experiences, and a laugh or ten.

Books
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‘Poetry from the Bed-Life with ME/CFS’
Do you know someone with M.E or Chronic Fatigue Syndrome?
The chances are you do– one out of every 250 people has it. But
do you know what its really like for them? And their families?
Oxfordshire ME Group for Action (OMEGA) have recently
published a poetry book, Poetry from the Bed – Life with ME/CFS,
written by both those with the illness, and their family and friends.
This beautiful collection of original and powerful poems aims to
raise awareness about ME and give members a voice to share
their experiences ‗from the bed‘. Our members have really enjoyed
reading it as they can relate to the poems, and also the public have
told us how much it‘s given them an insight into the condition.
Available on Amazon

‘Why We’re not Benefit Scroungers,’
Aida Aleksia
It provides a bomb-proof argument against the idea of benefit fraud
and a wilful sickness culture, a damning indictment of the processes
used by governments to identify those who should be receiving
help, and sobering tales of ordinary people‘s struggles against the
kind of illness that could strike any one of us.
The book starts with a discussion of the welfare system in relation to
the chronically ill and disabled. Misinformation, rhetoric and
prejudice are addressed and countered by reference to facts,
figures and reports from organisations including the DWP, Joseph
Rowntree Foundation and Citizen‘s Advice Bureau.
The second, and larger, part of the book brings together ten stories
from people with a range of illnesses and disabilities. Their stories
show the many difficulties that chronically ill and disabled people still
face. These include poor education as a direct result of disability or
illness, illnesses made worse by the stress induced by the benefits
system, cost-cutting exercises causing deterioration in health and
the life-changing effects of unexpected illness.
Available on Amazon or can be borrowed from MESiG

Getting Better from
CFS/ME
By Nutritionist
No-one knows the cause of
CFS/ME.
Some symptoms can be
helped with medication but
they help only a little and
then that very medication
may carry some undesirable
side-effects which, with a
multi-symptom illness, is not
very helpful after all.
As the medication prescribed caused relief from
some symptoms and the
increase of others, many
CFS/ME people looked for
natural approaches to their
health concerns, and I was
one of them.
I was one of them because
from the outset I was 'Mrs
Healthy and I didn't do ill'
and I was going to cure this
thing. Unfortunately in trying to go the natural route, it
was a ‗natural‘ health therapist who actually let me
down very badly. So I really
did have to sort myself out
my way and because I had
a passion to be well and energetic again I kept on trying. My own qualifications,
experiences and knowledge
helped enormously.
I am now writing a book
about my wellness and what
has helped me to regain a
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Marianne Gutierrez
working, doing, enjoying lifestyle again. A lifestyle not
inter-dispersed and liberally
sprinkled with rest periods or
floppy days but continuous
days of doing, running here
and there; and full sleeping
during the night with no payback the next day!
In my book I speak about 3
aspects that have helped
reduce my symptoms and
the following article concerning the food we eat, forms
part of one aspect in my
wellness from CFS/ME.
I would say I am 80% well. I
will never say I am cured
because without the intervention of 3 aspects I would
be back to full blown CFS/
ME again. This is not a
magic bullet cure. It is a lifestyle change and there are 3
definite aspects to being
healthy.
We as humans are not designed to take nutrients in
isolation.
Nutrients are
those individual components
ie proteins, vitamins, minerals, fats, water and trace
elements that our food
should provide for our body
to be healthy. Humans, as
indeed animals, are designed to eat whole foods of

varying
proportions
and
types, not individual nutrients.
We do not need to know
about individual nutrients, we
need to know about food. We
have been encouraged to
trust the scientists to tell us
which food is good and which
food is bad and while one
cannot group all the scientists
as unreliable, science does
get it wrong and so it does
make it difficult to trust the
information.
Therefore deciding on what
constitutes good food is the
tricky thing these days.
It also means not consuming
individual synthetic chemicals
like mono-sodium glutamate
or other unrelated words that
don't sound like food at all;
that appear on the ingredients' list of products that have
been designated as fit for human consumption; these can
unbalance the body and
make it sick.
I found that avoiding all additives hugely improved my
health status. Some additives actually harm the body
by killing neurons in the
brain. I personally feel that
we need to hold on to all the
neurons we can.

Getting Better from
CFS/ME
By Nutritionist
The additives that do damage to the brain used to be
called Mono-sodium glutamate - MSG, a flavour enhancer. We don't see MSG
on ingredients labels anymore but we do see: Yeast
extract (marmite), yeast flavourings, natural flavourings, hydrolyzed vegetable
protein - all this is MSG - a
flavour enhancer. Another
additive that also causes
neuron death is synthetic
sugar in the form of aspartame and is found in fizzy
drinks,
fruit
squashes,
sweets, chewing gum and
some diabetic products.
The other trouble with these
additives, called excitotoxins, as if killing neurons
wasn't enough, they also
upset the work of calcium.
Calcium is one of the most
abundant minerals in the
body and while we all know
the bones need them, the
nerves, the muscles, the
stomach, the gut and every
tiny cell also needs calcium.
But calcium to work well
within the body needs magnesium, zinc, boron, some
vitamin D and saturated
fats.
Saturated fats have been
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Marianne Gutierrez
shouted from the roof tops
to be very bad for health
and they - a committee
called The McGovern Committee couldn't have been
more wrong.
The McGovern committee
was formed in 1977 by the
Senate Select Committee
on Nutrition and Human
Needs and was led by
Senator George McGovern
and this committee recommended dietary goals for
the American people. The
report was flawed and three
scientific studies proved it
and begged the McGovern
Committee to advise the
country to adopt the traditional methods of cooking
and eating or a rise in cancer, obesity and heart disease would result.
The
McGovern report ignored
this advice and lo and behold 30 years later there is
a cancer, obesity and heart
disease crises.
The McGovern Committee
suggested eating more synthetic foods in the form of
vegetable oils that made
margarines and refined oils,
breads made from unfermented grains and synthetic
fats - triglycerides of fatty

acids (formed from refined
fats that contain trans fats),
synthetic sugars instead of
natural sugar.
So now we need to learn
what natural foods are and
return to those for our
health. We should be eating: Raw whole milk from
grass fed cows that live in
the fields to get the natural
daylight which will then provide DHA for the brain, calcium, magnesium, zinc for
the cells, fats - good lovely
animal fats. If you can't tolerate milk and I can't, then
you must take a calcium,
magnesium and zinc supplement alongside Omega 3
fish oils and eat extra protein foods like eggs and the
animal fats from meat and
cook with pure lard or goose
fat.
By the by, DHA is essential
for the brain - absolutely essential and it is the DHA in
the fish oils that have been
so helpful for me.
The other foods are:
Fresh, locally grown vegetables and fruits without pesticides, herbicides or preservatives.

Getting Better from
CFS/ME
By Nutritionist
Fermented grains - the human gut cannot tolerate raw
or
whole
unfermented
grains very well and the
bran or harsh fibre should
be removed before fermenting.
Animal meat and fats from
animals fed foods they are
designed by nature to eat.
By animals I mean birds
and fish as well.
L-Carnitine (the L means it
is natural as opposed to a
synthetic form) is an amino
acid (protein) that helps with
energy - a beloved word remembered by those with
CFS/ME and very sadly
missed. It is found in animal products but it can be
made by two other amino
acids if you eat the foods it
is found in.
The body MUST have 9 ESSENTIAL
amino
acids.
Amino acids are the building
blocks of life.
Essential
means the body cannot
make them itself. All 9 essential amino acids are only
found in large enough quantities in animal products
which are meat, fish, fowl
(birds ie chicken), eggs and
milk.
Soya is another highly

Page 10

By Marianne Gutierrez
contentious food and should
not be consumed in any
shape or form unless it is
fermented properly first.
Soya interferes with the thyroid gland and how many of
you with CFS/ME have
wondered whether you have
thyroid disease? I know I
did. Soya is in everything cakes, breads, biscuits, the
foods are flooded with it and
it is very doubtful that it has
been fermented first. What
is used to break the soya
down is a nasty chemical
called hexane.
We do not need so many
protein rich foods per day
and sometimes it is good to
fast from it and eat only
vegetables and fruit perhaps once a week to help
cleanse the digestion.
What we do need whether
we have CFS/ME or not is
good
quality
traditional
foods. Fermented grains to
make bread (humans cannot digest grains well and
they should be fermented
first), beef or pork fat to
cook with, butter, seed oils
like Extra Virgin Olive Oil,
eggs, whole milk, meat from
well fed animals fed a natural diet, kindly cared for
animals, home grown

vegetables and fruits.
No individual food is a super
-food, all good quality natural traditional food is super
food.
My book is based upon 3
aspects that should form
part of everyone's daily
lives. It is not rocket science.
Avoiding all additives and taking a calcium,
magnesium and zinc supplement plus Omega 3 fish
oils with DHA should go a
long way to wellness for
most people regardless of
their health or whether they
drink milk or not.

This is a shortened
version, the full article
and bibliography can be
found on the website:
www.mariannegutierrez.com
Marianne will be coming to
our support group meeting
June 3rd to give a talk about
nutrition
See Events for
Diary pg 16

Christmas Party 2012
It was only our second
meeting at the Community
Shop in Llangrannog Road,
Llanishen - and our first
Christmas Party there, and
it turned out to be a very
happy occasion indeed with
a particularly warm atmosphere.
Christalla and the others had
worked hard to clear most of
the central displays to the rear
of the shop, and set up several of the new circular tables
with festive clothes, plates,
cups and crackers. With a tree
already decorated and Christmas Fare including a tub for
everyone to put their presents,
and the Raffle prizes set up, It
all looked really inviting.

A long table was prepared in
the back room for a large buffet. A couple of the committee
had arranged to bring savouries, cakes and desserts etc,
and previously at the November Support meeting, various
members had kindly volunteered to bring some food too.
By the time that everyone had
arrived, the table was groaning
with the quantity and variety,
and I thought that we would be
taking a lot home with us. But
indeed most of it disappeared
almost as quickly as it had arrived! We all found our friends
and gathered in groups at the
tables to enjoy the food and a
good old gossip, catching up
on all the news.
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Everyone brought a present
to put in the tub as usual and
later each had a dip to exclamations of surprise or delight. We had a particularly
prolonged Raffle this time,
which was good fun. Besides the raffle prizes, there
were presents left over in the
tub, so Chris added these to
the raffle and so the numbers
were called for quite a while
and hopefully everyone went
home happy.
By Dee Penny

A Big Thank You to everyone who contributed food or prizes
which added greatly to everyone's pleasure.
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Earlobe Zapper to ease
Chronic Pain
Daily Mail, Tuesday, April 2nd, 2013
COULD electrical stimulation of the ear lobes ease fibromyalgia pain? The condition, which
causes unexplained pain and fatigue, is thought to be triggered by a malfunction in the way the
brain processes pain signals.
Now researchers at the University of Virginia have looked at whether cranial electrical stimulation
will help. Here, low-level electric currents are transmitted though the head via electrodes attached
to the earlobes.
In the study, patients used the at-home device for 60 minutes a day for eight weeks- those using
the active device had a greater drop in pain, fatigue, and sleep disturbance. The theory is that the
treatment affects levels of chemical messengers in the brain, which dulls pain signals. It is also
being investigated in trials for depression.

New Evidence of
Biological cause of M.E.
The Times pg 18, Tuesday, April 23rd, 2013
Scientists have found compelling new evidence of an underlying biological cause of the fatigue
suffered by people with M.E., the launch of the new UK CFS/ME Research Collaborative heard.
Prof Julia Newton of Newcastle University said her team‘s study had revealed abnormalities in
the muscle cells of M.E. patients.

Successful Funding for
MESiG Office
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By Chris Bailey

Mesig were successful in receiving a grant of £700 for office
furniture. This was through the Vale Centre For Voluntary
Services (VCVS) Kick Start 3 grants panel.
On 4th October 2012 Christalla and Denise attended the
VCVS AGM and presentation day in Barry.
Mesig were one of many groups to benefit from Kickstart 3
grants.
Huge thank you to them from Mesig. Office now up and
running at 75 Llanon Road, Llanishen, Cardiff.
Christalla is extremely grateful especially for very comfy office chair to work from and easier to
access paperwork.

Membership Renewal:
Due for May 2013-2014
Hi all, it is that time of year again where I need to ask you for
your money. Thank you to those who are a step ahead and
have already paid.
As you know your committee is made up of people personally
affected in some way by M.E and are all volunteers. Donating
their time and energy for the cause.
Our funds come from the membership fee to keep us up and
running. We have been extremely blessed recently with grants
for specific items but those funds can only be spent on specifics.
We have also started to offer home visits and this incurs extra costs which most of us are funding
ourselves.
This said if anyone cannot afford membership we do offer a fee waiver as we are about supporting people not about making money.
Membership is £10 made payable to ‗mesig‘ and returned to 75 Llanon Rd, Llanishen, Cardiff,
CF145AH.
Please fill in membership renewal form and return in envelope provided.
We trust you are happy with the service we provide. We welcome any feedback and invite you to
send in articles, stories, anything you feel relevant.
Your membership secretary, Christalla Bailey

Welfare News Service
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Letters: Atos In £2k Disability Discrimination Settlement
I‘m a 20+ years moderate to severely affected ME sufferer.
Atos Healthcare have paid out £2,000 + costs (in the process of being finalised) in an out-of-court
settlement of a disability discrimination claim arising from an Employment & Support Allowance
Work Capability Assessment (WCA) in August 2011. As far as I have been able to find out it is
one of the first Equality Act discrimination claims from a benefit claimant that Atos have faced.
I made it clear in the ESA50 form, which is sent out as the first stage of the assessment, that I
needed to be able to travel door-to-door in a car or taxi to avoid the assessment having a
significant impact on my health because of severe post exertional fatigue and pain.
I was sent to a WCA appointment at the Atos Bradford site, which is in the city centre pedestrian
zone, with no disabled parking or drop-off point. The nearest drop-off point is 60m away if you
disregard parking, waiting and loading restrictions.
I was amazed when Atos told me in a letter that the ESA50 form – which has a section which
specifically asks claimants about their access needs – ―is not viewed in detail by the
administrative staff, save to link it to the appropriate file on receipt of the completed
questionnaire‖, and that I should have telephoned to tell them again about my access needs.
All Atos needed to do was refer me to their Halifax or Leeds sites both of which, I have
since discovered, are more accessible than Bradford.
It is unacceptable that a government-funded assessment which sick and disabled people,
many with mobility problems, have no option about attending takes place in an
inaccessible location without disabled parking or a drop off point near the door.
To specifically ask about access needs in the ESA50 form, and then not have adequate
processes in place to respond properly to those access needs leaves me totally
astounded.
Atos tried to argue that they were not bound by the Equality Act when delivering WCAs, and so
did not need to make reasonable adjustments for disabled people, and also tried to claim that I
was not disabled, as defined by the Equality Act 2010.
An expert medical report, ordered by the Court, concluded that there was ―no doubt‖ that the
impact on my condition [as a result] of the events of 9 August 2011 were ―significant‖, and that
―certainly several steps could have been taken to avoid the exacerbation of symptoms‖.
At the WCA I was award 0 points and assessed as fit for work, [the] DWP rubber stamped that
advice. It went to appeal where I was placed in support group after a 5 minute hearing – after
waiting months on reduced benefit.

Welfare News Service
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Letters: Atos In £2k Disability Discrimination Settlement
Most of the claim/court process I handled myself, The Equality & Human Rights Commission
become involved as my legal representatives a couple of months before the settlement was
agreed.
My complaint could have been settled earlier on with a proper apology and a commitment
from Atos to make the necessary changes to procedures to take into account the
individual access needs of claimants.
Sadly, the culture at Atos appear such that they are unwilling to admit mistakes and learn
from them. Throughout the process Atos refused repeatedly to commit to make
appropriate changes.
I have recently received another ESA50 form to start the whole process again – about 10 months
after the appeal decision.
Receiving the ESA50 without warning this morning was a sickening blow leaving me
oscillating between utter despair and extreme anger.
How am I supposed to stand any chance of keeping my health stable, let alone managing to
improve it, if the DWP are constantly harassing me and thousands of others like me with their
revolving door approach to reassessment? This will be my THIRD time through this in 5 years.
In 2008 I went through the same charade of Atos assessment, fit for work, appeal, wait for
months, full Incapacity Benefit restored and backdated.
So this will be my third time through the revolving door assessment scam within 5 or 6 years.
More profit for Atos and to hell with the health of claimants.
Mr David Johnson
Note To Journalists: David has informed us that he may be willing to discuss his case but is unable to
travel. Please contact us should you wish to be put in touch.
Equality & Human Rights Commission Press Office: 0161 829 8102 (out of hours mobile 07767 272 818)
or email media@equalityhumanrights.com for comments/quotes.

For the full article visit:
welfarenewsservice.com/atos-in-2k-disability
-discrimination-settlement#.UWgN_oI89q6

Events For Your Diary
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Tea In The Park
Event!
Thursday 14th August 2.00pm
We meet up in August in Roath Park café terrace,
for a cuppa and chat.

All are welcome.

Do come join us

Pilates Course for people with M.E!
Mesig have successfully obtained funding from The Millennium Stadium Charitable Trust in order
to run 8 sessions of Pilates classes for people with M.E/Fibromyalgia.
You may remember a lady called Kalbir Kaur Mann who attended our previous awareness event.
Kalbir has a special interest in helping people with chronic conditions to exercise at a safe level.
Kalbir has found that Pilates has helped her with M.S. which is why she has trained as a Pilates
instructor. Kalbir gave a demonstration and talk and several members expressed an interest in
classes.
We are planning to run the sessions September 4th Wednesdays at 23pm with time for cuppa after, in Bethel church, Llangranog Rd,
Llanishen, Cardiff, CF145BL.
There will be limited places and sessions are free to members.

Please contact Chris if interested
07825641970 / 02920762347,
christallaconstantinou@talktalk.net.

Talk about Nutrition
Marianne Guttierrez will be coming to our support group meeting to talk about
Nutrition. Community Shop, Llangrannog Road, LLanishen, CF145BP

Monday 3rd June,11-12.30pm

Charity Head ShaveBald Move for M.E!
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This May 6th-12th is M.E. awareness week and Hampshire resident, 30
year old Amy Hanson, has made the bold decision to shave her head to raise money for two UK
M.E. charities!

Invest in ME;
Are a charity planning to start the first M.E biomedical research and treatment centre in the U.K. Raising more funds will allow the bio-medical research to begin. The
25% M.E. Group are a support group for severe M.E. sufferers. Their advocacy service gives great support and practical advice. However they have just one worker
and a long waiting list. Raising more funds would allow the charity to expand the
service. Both charities are run by volunteers, many of whom have M.E. themselves.

Amy says;
"I have suffered from this horrid illness M.E. for over a decade and am mostly housebound and
often bed bound. Every year I try and do something in my own little way to raise funds for charity,
but when you have severe M.E. you are quite limited in what you can do! In the past I've done a
sponsored silence and sponsored screen free weekend, as well as giving up Birthday and Christmas money to raise awareness and money for M.E. However, each time that I do, I am very
aware that it is only those in the M.E. community or their immediate friends and family who donate. Very rarely does the news travel to the general public. I realised it was going to take something a bit bigger to do this and given that my body won’t allow me to bungee jump or parachute
jump... sadly, I have made the bold or should I say bald decision to shave my hair off to raise
money for charity!! Very drastic I know, especially as a female, however I hope this small sacrifice will show my dedication to the causes I hold dear, as well as the desperate longing to see my
friends and myself recover from this horrific illness that is destroying our lives."
[ME/CFS patients] feels effectively the same every day as an AIDS patient feels two
months before death; the only difference is that the symptoms can go on for never-ending
decades." —Prof. Mark Loveless, Head of the AIDS and ME/CFS Clinic at Oregon Health Sciences University.
People donating to the ‗The Big Shave 2013‘ have the option to choose which (of the two charities) to donate to. Several other M.E. sufferers around the country are joining in by shaving their
heads. Updates will be posted on the website and social networking sites leading up to the big
event.

For more info please go to- www.thebigshave2013.org
Email- thebigshave2013@gmail.com

International M.E.
Awareness Day
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Old Palace Yard, opposite Houses of Parliament, London SW1*

Please join us at 2.30 for 3pm on Sunday 12th May
JOIN OUR EVENT: “ALL FALL DOWN FOR M.E.”
At 3pm we will all ‗fall down & lie silent & still for 2 minutes, to represent the brain/body collapse &
pain our loved ones have to suffer day in day out, year in year out with no end in sight, just to
survive with this devastating disease.
All Fall Down for M.E. will be filmed to get as much media coverage as possible. Please join us, if only for
the symbolic two-minute‘ collapse: we need large numbers to make an impact.
A cross-charity event organised by parents of children with M.E. London M.E. Support Groups.
*For map & more info please visit www.me-alivingdeath.org.uk

M.E.-it could be YOU or your child. Biomedical Research Urgently
Needed


1/4 million children and adults with M.E. in the UK. 17 million worldwide from all social and
ethnic backgrounds. More than twice the number with Multiple Sclerosis. 25% largely
housebound or bedbound; some near-paralysed and tube fed, too weak to chew or swallow.
People struck down in the prime of their lives, rendered unable to study, work, socialise or
achieve even simple tasks.



M.E. is a real, physical illness, defined as a neurological condition by the World Health
Organisation since 1969. Biomedical research worldwide has shown many abnormalities in
the brain and central nervous system, immune system, endocrine system, cardiovascular
system and muscle energy metabolism. M.E can cause death, although rarely. Far more
research is needed if we are to start ending the suffering. Prof Julia Newton, Newcastle Uni
(2011): ―The abnormalities that we’re finding couldn't possibly be faked. They are absolutely
real abnormalities of quite dramatic accumulation of acid, and problems with the way
people’s hearts work and the way their brains work”.



Collapse after activity usually hidden from all but close family. Symptoms fluctuate from
hour to hour, day to day. Sufferers may look well and be able to function for a short time, but
consequently have to ‗pay‘ afterwards with days, weeks or longer housebound or bedbound,
witnessed only by close family.

Website: www.me-alivingdeath.org.uk

Valentine’s Day
Fundraiser/Awareness
Event
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14th February 2013 Glenwood Church, Llanederyn.
A spectacular night of music and dance - A Zumba based evening inspired by Christian music.
Dance performances and entertainment were arranged to raise money for one of our members
who suffers from M.E and currently needs to go to Burrswood, a Christian Hospital for treatment.
Awareness was also raised for M.E, and Human trafficking and modern day slavery, by Chris and
Karen, between performances in the form of a speech.
There was a good turnout and Miriam and Les were at the ready to sell the tickets and collect the
money. Much enthusiasm was shown to all the performers - from Dai Hankey (Pastor and
Rapper) to Kim Bruce singer, Luther Vaughan and Maddock Davies who sold some of their lovely
CD's. Ricardo, Hannah, Irene and Kaiya recently joined to perform well together. Jessica Rees,
soprano who sang beautifully and Richard Cann who is X army and has sung in the West End
with the Drifters and Leslie Garrett.
A Big Thank you to them all for volunteering their talents to make a very enjoyable evening for
everyone, for such a good cause.
A chance was given to the audience to perform the Zumba, in between the professionals, when
Irene got up on stage and they all followed her demonstration with gusto, even for a second time!
Chris has missed her vocation and made an excellent compere. She managed to auction off
donated goods to swell the funds.
£1,236.50 was collected on the night, with money still coming in. So a very worthwhile evening
indeed!
A big thank you also to Irene Davies (Chris daughter) who helped Chris with the organising and
used her skills as a zumba/dance teacher in leading the routines for people to follow, making
them such fun.
Big thank you to all the volunteers who came forward to help on the night. Couldn‘t have done it
without you. Also special thanks to Marjorie and Glenwood Church.
Burrswood hospital in Kent are excepting one M.E patient a month. Our member has been
allocated a place but needs £3000 which the NHS won‘t fund. This member is in a desperate
situation and it was placed on Chris‘ heart to help her.

Thank you to all who have and still are contributing. Peoples kindness has
been overwhelming.

Dr Charles Shepherd
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Author of ‘Living with M.E.’
Will be coming to our M.E. Awareness
Day Event
Saturday 25th May 2013
(See front page for details)
It was in the late Seventies that Charles Shepherd became ill with myalgic encephalomyelitis, or
ME as it is better known. It was an era, he recalls, when the condition was still dismissed as
―hysterical nonsense‖ by most clinicians. Working as a young doctor at Cirencester Hospital, he
had contracted a severe case of chickenpox from a patient with shingles. ―I‘d been perfectly fit
and healthy. The infection had resolved but I felt mentally and physically knackered and kept
having to take more and more time off,‖ he recalls.
As medical adviser to the ME Association, Shepherd has spent the past two decades vigorously
fighting the ―all in the mind‖ attitude which, he says, is still common among the medical profession. He is convinced that this complex disorder, which has puzzled scientists for decades, has
biological rather than psychological origins

A brief bio of Dr Charles Shepherd:


Hon Medical Adviser to The M.E. Association



Has had personal experience of M.E.



Member of the Chief Medical Officer‘s Working Group on M.E./CFS



Member of the Medical Research Council Expert Group on M.E./CFS Research



Member of a Steering Group that is setting up the UK M.E./CFS Research Collaborative



Supervises research, including the blood sample Biobank, that is funded by the MEA
Ramsay Research Fund



Member of the DWP Fluctuating Conditions Group that is trying to make the criteria for ESA
more fair and effective for people with fluctuating medical conditions



Research interests include the role of vaccines as trigger factors for M.E./CFS and muscle/
mitochondrial abnormalities in M.E./CFS



Author of ‗Living with ME‘ and numerous contributions to the medical literature

Funded ME/CFS support
Programme launched at Burrswood
Hospital: Kent
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NHS sources say CFS/ME affects about
250,000 people in Britain today yet NHS provision is extremely limited for those who are severely affected, with few services offering home
visits and designated hospital beds being almost non-existent. Burrswood Hospital, near
Tunbridge Wells, has been awarded a substantial grant to enable people with Chronic Fatigue
Syndrome/ Myalgic Encephalomyelitis (CFS/
ME) to receive treatment.
Over the last decade Burrswood Hospital has
seen many patients with CFS/ME and unexplained fatigue. As a result of that experience
they have developed a programme for the inpatient management of individuals with CFS/
ME.
In a recent development, patients now have the
chance to take part in a research project that is
being funded by the Guild of Health
(www.gohealth.co.uk). The cost of the research
is being funded by the Guild of Health, and patients who meet the eligibility criteria for the research may be invited to participate. Patients
can expect the same care and treatment from
their stay at Burrswood irrespective of whether
they participate in the research or not. The research project is being undertaken jointly between the University of Kent and Burrswood
The Guild of health have also provided a substantial grant to assist in the funding of patients
with CFS/ME to stay at Burrswood. The grant
of £91,000 will contribute towards the cost of
treatment and care at Burrswood Hospital for
one patient each month over a two year period,
starting immediately.

The funding will be allocated via a means
tested bursary which would cover up to 60% of
the cost of a 14 night stay on a Care and Counselling package. It is not necessary for patients
to participate in the research project in order to
benefit from the funding.
The outcomes achieved will further inform clinicians on helpful therapeutic approaches for
many people with this condition. Dr Paul Worthley, Senior Resident Physician at the nonsurgical hospital in Kent, explained that currently there is limited evidence available to
guide best practice for CFS/ME patients.
Burrswood has a long track record in caring for
people with CFS/ME and has frequently seen
people returned to health again. One young
woman, a former solicitor, told her story of being brought back to a near normal life after
years of a ―twilight existence‖. She is convinced
that Burrswood‘s whole person approach will
offer hope and healing to many. Her written account is a work in progress.
As part of its commitment to working with CFS/
ME patients, Burrswood Hospital is also working in conjunction with the ME Trust
www.metrust.org.uk whose aim is to significantly change the lives of those suffering from
CFS/ME.
Anyone interested in taking part in the project
should contact Burrswood Admissions Department on 01892 865988.

www.burrswood.org.uk/news_events/
news/mecfs_support_programme

Mecuperate
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Living with myalgic encephalomyalitis / chronic fatigue syndrome is debilitating, but MEcuperate
offers support to enable people to LIVE despite this illness. From tips to managing ME / CFS,
(and recipes to ensure healthy eating) to beginners guides to hobbies that can be done from your
own home.



ManagingME

Handy tips for managing ME /
chronic fatigue syndrome including
relaxation, pacing and using your energy.


Recipes

Browse through healthy and ‗free from‘ recipe ideas and tips to eat well with ME /
chronic fatigue syndrome.


Forums

Discuss, ask questions, find support
in our forums for ME / chronic fatigue
syndrome , nutrition and different hobbies.


Gallery

Post photos of your hobbies and inspire others with ME / chronic fatigue
syndrome.
MEcuperate was set up by Jennifer Barber. Diagnosed with ME/ Chronic Fatigue Syndrome in
2007 she was practicallly bed bound. Now housebound, she has found that a faith, pacing,
healthy eating, a hobby and laughter have helped her to cope with living with chronic illness.
MEcuperate was set up to help others live despite chronic illness too, and to encourage, uplift
and support one another.

www.mecuperate.co.uk

Life With Art
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ME: „A Diagnosis of Exclusion‟ & „Unpredictable Patterns‟ by Juliet
Chenery-Robson
ME/CFS, often referred to as the ‗disease of a thousand names‘, affects over 250,000 people in
the UK and many thousands more worldwide. In 2004 my daughter was diagnosed with the
illness at the age of 13, sparking my interest and leading to my current Phd on the subject.
My Phd entitled ‗Mimesis 3: Visualising the Invisible Illness ME‟ focuses on the visual representation of ME. It considers how photographic practice might articulate aspects of ME, an illness
that is not only ‗invisible‘ but has been challenged and questioned in terms of the existence in
many quarters. Despite having been accepted as a neurological illness by the World Health
Organisation (WHO), ME remains misunderstood by many health professionals, with many still
believing it is ―all in the mind‖.

Finding ways to represent the invisible, by working with ME sufferers within their homes to
develop a visual interpretation of their illness, will hopefully help to eliminate the prejudices
surrounding this illness. Being a complex disease with no visible signs of illness, but rather a
collection of symptoms, photography cannot be used simply to record ME, but rather has to be
thought of in terms of metaphor.
My PhD includes questionnaire responses from volunteers suffering from ME, photographic
portraits in their home environment, their rooms, possessions and images from their family
albums, head & shoulder portraits, SenseCam images, Google map images of ME outbreaks
worldwide and notes from volunteer‘s notebooks. I am also continuing to document hospital and
university research labs and researchers studying ME symptoms. Through my detailed research,
investigation and photographic works I hope to help make this devastating illness visible to an
often disbelieving audience.
‗ME: A Diagnosis of Exclusion’ & ‘Unpredictable Patterns’ photographic exhibition is
currently touring Charity Arts Centres.

www.lifewithart.co.uk
This Art display is available to view at the AGM 25th May in
Portcullis House, 21 Cowbridge Rd East.
See front page of newsletter for details.
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Awareness Event
8th March 2013 Sainsbury‟s Thornhill, Cardiff
By Peter Baxter
This event, organised by MESiG took place on March 8th. Thanks to Sainsburys store for
allowing us to have use of their foyer area for the day. The display was manned by various
members of the committee during the day. We had the benefit of promotional materials including
banners and posters providing information about ME and MESiG. Leaflets containing more
information were also on hand. During the day we collected £124.
It was very interesting to meet people. Some had little or no knowledge of ME and it was good to
chat with them and explain the nature of the illness. Other people had direct experience, being
affected themselves or having a friend or relative with the illness. Everyone we spoke to was
made aware of the monthly support group meetings, held at Llanishen Community Shop,
Llangrannog Road, Cardiff CF14 5BL. The meetings are from 11am –12.30pm. The support
group can be a great help for ME sufferers and their carers as they are among people who are
well aware of the problems the illness can cause.
Those people who were aware of the illness told quite similar stories of problems with diagnosis,
medical care and welfare benefits. There were a number of people who had positive comments
about their care and medical treatment but they were in the minority.
It was evident how much things need to change and the need for a dedicated clinic in Wales.
Hopefully, we can continue to provide these awareness days in other venues. It was a very
positive experience to meet with members of the public and raise awareness.

Prayer Time
A few of us meet fortnightly 10.30am on a Thursday.
We pray specifically for people battling M.E.
If you are interested in joining us or have a prayer
request, please contact Chris email:

mesigwales@gmail.com

Contact and Support
ME Association

Brame

7 Apollo Office Court,

30 Wimmer Avenue

Radclive Road,

Winterton-on-sea

Gawcott,

Great Yarmouth

Buckinghamshire

Norfolk

MK18 4DF

NR29 4BA

Tel: 01280 827070 9.30am - 3pm

UK Tel/Fax: 01493393717

Email: administration@meassociation.org.uk

Email: info@brame.org
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Website : www.meassociation.org.uk

ME Connect
Helpline 08445765326
10am-12pm, 2pm-4pm, 7pm-9pm weekdays
meconnect@meassociation.org.uk

Action for M.E.
PO Box 2778
Bristol
BS1 9DJ
Membership/general: 0845 123 2380 /
0117 9279551
Mon - Fri: 9am - 5pm
Www.a4me.org.uk
Welfare rights helpline: 0845 122 8648

25% ME Group
21 Church Street
Troon

STIFF (UK)

Ayrshire KA10 6HT
Tel: Office 01292 318611
Advocacy line: 01415702938
Website: www.25megroup.org

PO Box 1484
Newcastle-under-Lyme
Staffordshire, ST5 7UZ
Tel: 01782 562366

National ME Centre
Disablement Services Centre.
Harold Wood Hospital
Gubbins Lane

(Multiple Chemical Sensitivity)
Gordon D McHenry
UK Co-ordinator

Harold Wood

Global Campaign for recognition of MCS

Romford
Essex, RM3 0BE

MCS Matters

Tel: 01708 378050

Website : www.nmecent@aol.com

Tel Helpline: 01446 794 700
Tues & Thurs 2-4 and 6-7pm (manned
when able)

Contact and Support continued
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Fibromyalgia Association
Head Office FMA UK
Studio 3013, Mile End Hill
12 Seedhill Rd, Paisley, PA11JS
Helpline
Tel: 0844 887 2444 (10am - 4pm Mon - Fri)
Email: fmauk@hotmail.com

The Young ME Sufferers Trust
PO Box 4347
Stock
Ingatestone
CM4 9TE

Welsh Association of ME & CFS Support
(WAMES)

Tel: 0845 003 9002
Website: www.tymestrust.org

Tel: 029 20515061
Email: helpline‘wames.org.uk
Website: www.wames.org.uk

Useful Telephone Numbers

C.L.I.P-

A range of useful information leaflets can
be obtained from any of the groups.

Coping and Living in Pain, support group.

Benefits:

Tel: Richard Goss, 01443 757378

Citizens Advice Bureau

Gloria Edmunds, 029 20530593

Tel: See telephone directory for nearest
office

Steve Sweetman, 02920214339
Email: pain.help@ntlworld.com

Association of Young People
With ME (AYME)
10 Vermont Place
Tongwell
Milton Keynes
MK15 8JA

Website: www.citizensadvice.org.uk
Dial UK (Disability Information and Advice
Line services)
Tel: 01302 310 123
Website: www.dialuk.info/index.asp
Benefits Helpline
Tel: 0800 88 22 00
Social Care:
Assessment Centre

Email: info@ayme.org.uk

Will help with occupational therapy and
evaluations

Tel: 08451 23 23 89

Tel: 029 2052 0984

10am-2pm Mon-Fri

Occupational Therapy:

Website: www.ayme.org.uk

Tel: 029 2076 7404

Contact and Support continued
Travel
National Rail Enquiries
Tel: 0845 748 4950
Disabled assistance
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Carers Line
Tel: 0808 808 7777
The Samaritans

Advance notice is required by the train operator.

24 hour confidential and emotional support
helpline and email service for anyone in
crisis.

Bus and Coach:

Tel: 0845 90 90 90

National Express

Email: Jo@samaritans.org

Tel: 0871781878
Travel Line
Tel : 0871 2002233
VEST: for help with local lifts and transport
for the disabled - Ring 029 20490325 and
ask for an information pack.
Welfare and Benefits Advisor
Graeme Butterworth
Tel: 02920368888
Email: graeme@diversecymru.org.uk

Benefits advice and Support
If you are having problems with your benefits, need some advice or your benefit entitlement checked, you might like to get in
touch with one of the three listed below.
The Law Centre
41-42 Clifton Street
Adamsdown
Cardiff CF241LS

Website: www.diversecymru.org.uk

TEL: 029 20498117

3rd Floor, Alexandra House

EMAIL: cardiff.lawcentre@dial.pipex.com

307-315 Cowbridge Rd East

Speakeasy Advice Centre

Cardiff, CF51JD

166 Richmond Road
Cardiff, CF24 3BX

Welsh Association of ME & CFS
Support (WAMES Young People)
Michelle Penny
Tel: 029 20515061
Email: michelle@wames.org.uk
Website: www.wames.org.uk
(Carers-same as above but contact
Sylvia Penny—same tel no.
Email: Sylvia@wames.org.uk)

TEL: 029 20453111
Riverside Advice
41a Lower Cathedral Road.
Cardiff
TEL: 029 20341577
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M.E.S.I.G Committee Members
Ken Bailey (Chair)
Tel: 07825702171
Email: kenbailey@talktalk.net
…………………………………………….
Chris Bailey (Vice Chair & Membership secretary)
Tel: 029 20762347
Email: christallaconstantinou@talktalk.net

Please send us anything you wish
us to submit in next newsletter:
poem, recipe, personal story,
question etc.
or email
mesigwales@gmail.com
Irenedavies01@hotmail.com

…………………………………………….
Dee Penny (Treasurer)
Tel: 02920842499
Email: deirdrepenny@yahoo.co.uk
…………………………………………….
Miriam Wood (Political Liaison Officer)
Tel: 07826520959
Email: miriam_melody2000@yahoo.com
…………………………………………….
Irene Davies (Newsletter Editor)
Tel: 07891712344
Email: irenedavies01@hotmail.com
……………………………………………..
Linda Tatham (Website Facilitator)
Tel: 07967514172
Email: lindatat@btinternet.com

M.E.S.I.G
(M.E. Support In Glamorgan)
75 Llanon Rd
Llanishen
Cardiff
CF145AH
Tel :02920762347
www.mesupportinglamorgan.co.uk
Email: mesigwales@gmail.com
Twitter @MesigWales

………………………………………………
Peter Baxter
Tel: 07831886699
Email: peterbaxter91@yahoo.com

Disclaimer: The views expressed in
this newsletter are not necessarily
those of the editor or The Glamorgan Group. Individuals may express
opinions. We do not recommend
any particular treatments.

