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SUPPORTING THOSE DIAGNOSED WITH MYASTHENIA GRAVIS

GlaxoSmithKline plc have undertaken to support YOUR

Charity with a large grant.

This money will be spent over the next three years to
provide Specialist MG Nurses at five locations in the UK
and Ireland. Further details inside. We cannot thank them
enough for their generosity and the confidence they have
shown to Myasthenia Gravis Association.

Myasthenia Gravis Association

Picture shows: Alasdair Nimmo (CEO), Lorraine Day (GlaxoSmithKline)
and Peter Finney (Chairman) receiving the cheque.
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MGA BULB
CAMPAIGN 2007

Following on from the success of our
2006 Plant-a-Bulb campaign, Alan
Titchmarsh has agreed to support us
again in 2007. In his actual words...

“Great News - Happy to
support you again”

Although we have some 8,000
people on our database, only 40
(0.5%) helped us with the school
talks. So its a plea from MGA to ask
you all:-

Please help and support us in 2007
by speaking about MG at schools
in your area

Editorial

Awareness & Publications...3

Medicine Matters
Life with Gravis

Diagnostic Roundabout

Talking in schools could achieve
much more awareness. So come on,
join in and help us raise our profile.
Just speak with your Regional
Organiser or call our Derby Office on
01332 290219.

To All MGA Branches:

Please have a chat about this at your
next meeting. We need your help. We
appear to have a winning formula; let
us build onit. If we only had just a few
more of you helping us by creating
awareness, and above all educating
the young about MG, just think of
the difference it would make!
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Editorial...

MESSAGE FROM THE MGA CHAIRMAN

For some time The MGA has funded Specialist
Nurses for MG at the Radcliffe Infirmary, Oxford and
the Walton Centre for Neurology and Neurosurgery,
Liverpool. Experience with these two posts has
demonstrated the power of Specialist Nurses in
providing direct support to myasthenics and in
supporting the consultant neurologists in treating
MG, LEMS and CMS.

The proven effectiveness of these two posts has
encouraged the Trustees to seek funding to increase
the number of Specialist Nurses, so that the
benefits they bring can be enjoyed by myasthenics
throughout UK and Ireland. We are very pleased
to be able to tell you that, thanks to a substantial
grant from GlaxoSmithKline plc, we can now move
this programme forward and we aim to establish an
additional five Specialist Nurses at suitable hospitals
in the British Isles.

We are assisted in this by the decision of the
Walton Trust to fund their Specialist Nurse from
public funds, because they are now convinced that
the post is more than cost-effective in terms of the
provision of services to myasthenics.

We will be working closely with the hospital trusts
to evaluate and demonstrate the cost-effectiveness

of the new posts, to help them make a case for
long-term public funding.

MGA is currently in discussion with a number of
potentially suitable hospital trusts and we expect
the five new nurses to be in their posts within the
next 12 months. They will be a focus for nursing
support for myasthenics and assist the consultants
in their clinical work - not only at their base hospital
- but also at other hospital trusts in their area. They
will provide a direct point of contact and support for
myasthenics and will be expected to work closely
with MGA Regional Organisers and Branches to
promote our objectives of care and education.

The Trustees are grateful to GlaxoSmithKline plc for
enabling us to move this programme forward.

We would also like to thank the MGA staff who
have worked hard to achieve this result and also
Mrs Marjorie Dix MBE, who has trumped even
her previous achievements in fund-raising for
MGA by making the successful first approach to
GlaxoSmithKline plc.

Peter Finney
MGA Chairman

MESSAGE FROM THE CEO

Hello Everyone,

Phew what a hectic couple of months it has just
been and so much fantastic news to share with you
so let s not waste time; here we go...

Specialist Nurse Support

GlaxoSmithKline plc have come up trumps, they are
supporting us with a substantial amount of money
over an agreed period. This will enable us to support
you with a Specialist Nurse near you or only a phone
call/email away. We hope that within the next 12
months or so, with the help from GlaxoSmithKline
we can bring the total to six Specialist Nurses
located across the United Kingdom and Ireland.

Locations that we are currently/hoping to secure or
are in discussions with for you are:

Glasgow (to cover Scotland) hopefully in position
by the end of this year.

Belfast (to cover Ireland North & South) hopefully
in position by the end of this year.

London (to cover London and the South East)
hopefully in position by the end of this year.

Gwent (to cover Wales and the South West)

hopefully in position by the end of this year.

Oxford (to cover the Midlands) as some of you
may be aware we have always funded a position
in Oxford and we continue to support this role. |
am pleased to advise you that the John Radcliffe is
currently recruiting for this position. More details to
follow.

Liverpool (current in-post covering the North
West and North East). As you may be aware
this position is filled by Kate Fraser (has recently
given birth to a lovely baby boy) who has helped
to prove that the position benefits both sufferers,
their families and the Walton Centre Trust.

Now then this did not just happen by waving a
magic wand. Our member Mrs Marjorie Dix, MBE
has been at it again with some help from her
Regional Organiser Rita Goldthorp. They wrote off
to GlaxoSmithKline plc requesting funds, completed
the application and hey presto were awarded the full
grant that they had applied for. Thank you Marjorie
and Rita.

Plant a Bulb
So what else has been happening, well some of you
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will remember Plant-a-Bulb sponsored in the UK by
Alan Titchmarsh and B&Q. In Ireland the campaign
was sponsored by Diarmund Gavin and Woodies
DIY.

Well those of you that helped us by going along to
schools to help raise awareness and educate the
children need to give yourselves a great big pat on
the back. Why? well you helped us to:

Educate some 90,000 school children so that
they understand, in simple terms, what the letters
MG stand for. In addition they learnt about; our
Charity, providing support, working together and
last but not least gardening, planting and the

outdoors. Doesn t that make you feel good?

Raise over £52,000 for the Plant-a-Bulb campaign
(and the money is still coming in as you read this).

Create a vast amount of local interest using local
newspapers and associated media, which has
raised our profile in the community.

Find 500 schools to take part in this campaign.

Hope this fantastic information makes you feel
good, it should do.

Thank you
Alasdair Nimmo
CEO

DAISYDAZE AND MGA

Our very first Christmas season working with MGA
was immensely enjoyable and it was our pleasure
to speak to a large number of members and
supporters.

To those of you who we didn t meet; Daisydaze is a
fundraising catalogue company set up last year by
Jan and Phil McLaughlin. Our aim was to improve
on the standards and service MGA had received
from such organisations in the past. We hope we
succeeded but we know we will do better.

Thank you to those of you who took time to order
from the catalogue and the website.

Thank you also for all the feedback and to
individuals such as Phillipa in Jersey (whose credit
card | hope has recovered) and Mrs Green in Wigan
who decided to make the order taking process
so enjoyable! Indeed | was happy to become Mrs

Green s personal courier and meet her in person.

Starting with our Spring catalogue (which will be
launched later this month) we will be introducing
new products such as jewellery and uniquely
flowers.

Every time you or a member of your family or your
friends order flowers 10% of the purchase price
will be donated to MGA. So not only will you be
in the recipients good books but you will also be
feeling good for having donated a gift towards MGA
research.

Thank you,
Jan McLaughlin
Daisydaze

You can visit our website at www.daisydaze.co.uk
Login as mga with password of donation and any
purchases you make will ensure a donation for MGA.

Check out our
bumper catalogue
of great products

including Christmas
cards, created by
Daisydaze

www.daisydaze.co.uk
(Please login rstas mga with
password of donation to ensure
that MGA will bene t from any
purchases you make)

Or Tel: 0161 888 1231
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Medicine Matters...

MYSTERIES IN THYMOMAS

(A Shaggy Dog’s Tale with Odd Twists)

As you may know, about 1 in 10 MG patients have
thymomas, slow growing tumours of the thymus
gland in the chest. Nick Willcox and his colleagues
are still trying to work out
how they might cause MG.

His chapter of accidents also
shows how unpredictable
research can be.

A. The thymus is the seat
of the immunological soul.
Its two main jobs are:- 1. to
generate immune T cells;
once exported to the rest of
the body, these white blood
cells act as the control
freaks of the immune
system. They include millions
of clones, each with distinct
antibody-like receptors on
their surface that specifically
recognise their particular
target (often from a virus);
2. to screen-out any new T
cells that might attack our
own tissues (an inevitable side-effect of the way the
receptors develop).

Normally, Step 1 happens in production plants in
the thymus. Step 2 takes place nearby, in special
holding pens where various possible targets from
the rest of the body - like Insulin - are on display. Any
new T cells liable to attack these targets normally
get wiped out there. Interestingly, that depends on
a special gene called AIRE (Autoimmune Regulator),
which governs the display of some targets. Rare
patients whose AIRE is faulty get a variety of
autoimmune diseases that mostly target hormone-
producing glands or skin (see below); it is called
APS1 (Autoimmune Polyendocrine Syndrome 1).

B. Thymomas are tumours of the thymic framework
cells. In MG patients they look like production lines
gone crazy, with particularly few/small holding pens.
So thymomas might just export new T cells that
havent been screened properly for autoimmune
mis-behaviour (in Step 2). But why is MG so
common in these patients (over 30% of them) and
other autoimmune diseases so rare (1 in 20 at
most)? This tunnel vision suggests something
much less random - could thymomas instead be
immunising new T cells specifically against muscle
targets? (We ve long known that these patients
often react against many muscle proteins, not just
the vital AChR.)

Twist # 1

In about 1996, | started collaborating with an old
friend, Dr Tony Meager
(photo).

Tony works in the National
Biological Standards Institute
(near Potters Bar). He is
their long-standing expert on
Interferons (IFNs), immune
hormones that help to protect
us against infections, and
can also stir-up in ammatory
reactions.

He is the ideal collaborator.
He is extremely thorough,
careful and systematic.
Testing thousands of blood
samples from hundreds of
patients, he found that - at
diagnosis - about 2/3 of all
MG/ thymoma patients have
(often high) levels of auto
antibodies that neutralise
the actions of the IFN-I family
(all 13 members). Curiously, in spite of also taking
steroids (etc), these patients have surprisingly few
infections: rarely, they can get persistent thrush
around the mouth (caused by yeasts), or have
trouble clearing sinus or chest infections.

Tony found these antibodies regardless of the exact
type of thymoma (quite variable). Their levels did rise
sharply in the rare patients whose thymomas grew
again, suggesting that something in the tumour was
boosting them. They turned out to be very rare in
patients with many other autoimmune diseases or
tumours, or with various infections. We didn t even
find them in young-onset MG patients (before age
40), but, interestingly, they seemed very similar in
about 20% of later-onset patients with no sign of a
thymoma - could they have previously rejected one
lurking in the shadows?

C. Early in 2003, | read about APS1 in a review
from Finland (where it was first noted). Most of
these unlucky patients have autoimmune failure of
the adrenal glands (which stops their natural steroid
production), and of the parathyroids, which normally
help to keep our bones strong. But they usually
begin with persistent thrush infections; APS1 can
start any age from 3-30 (years). It is extremely
variable, often also affecting the skin, the guts and/
or the liver, and occasionally causing diabetes or
thyroid disease.
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Twist # 2

Struck by the parallels with thymoma patients, |
emailed Finland asking if they could send Tony
some samples to test for antibodies against IFNs.
Thinking | was slightly crazy (who doesn t?), they
mentioned that most auto antibodies in APS1 are
usually found only after a delay/only in some of the
patients. Anyway, they kindly sent us samples from
10 patients. A few days later, Tony e-mailed me:-

“l have some interesting and perhaps
exciting news to tell you about the APS1
samples from Finland. All 10 are very strongly

So Bingo! | was so surprised by the results
that | had a little dance around the lab.
I will, of course, be carrying out various
other assays in the coming weeks.”

Such dramas do NOT happen every day, alas.
We soon realised how incredibly lucky we were.
APS1 was first put on the map by Prof Jaakko
Perheentupa in Helsinki. Although recently retired ,
he is still extremely active (like John Newsom-
Davis). Better still, he very kindly shared with us
his fantastic collection of samples; they dated back
up to 30 years, and came from over 80 patients,
whose every detail was well recorded. Tony soon
found broadly similar antibodies:-

- at even higher levels (than in MG) in every APS1
patient he tested;

- already in the first sample from almost every APS1
patient - even by age 3 - and then persisting for
decades;

- even in unusual cases not (yet?) showing the full
APS1 picture, but not in the patients unaffected
parents or siblings (who already have one faulty
AIRE gene); nor in other patients with adrenal
failure alone (or thrush alone, etc).

Evidently, these antibodies are a consistent
feature of the affected APS1 patients (who get
one faulty AIRE gene from each parent). Normally,
any antibody response varies so much from one
person to another that its extremely unusual to
find one that obeys the laws of inheritance (even in
inbred mice). Equally, its very rare to find anything
in 100% of almost any patient group. At the very
least, therefore, these antibodies must be useful
for diagnosis, eg, in non-typical cases. They do not
seem to be either a cause or an effect of the thrush,
which remains a big puzzle.

D. Back to thymomas These striking parallels
must hold precious clues to how autoimmune
responses get started. We suspect some key
common process in the thymus in APS1 and in
thymomas in MG. Whilst we can t trace any suitable
samples from APS1, we have, of course, looked
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hard in thymomas. We find plenty of IFN-producing
cell types there, but, so far, no heavily smoking guns
that would finally incriminate any one of them.

Twist # 3

Our good friends Alex Marx and Philipp Str bel in
Germany are thymoma experts. Remarkably, they
find that 95% of thymomas* completely fail to make
any AIRE. In spite of that, these patients very rarely
develop any of the diseases so typical of APS1 -
or the corresponding antibodies, apart from those
against the IFNs. (*The other 5% show no obvious
differences in their autoimmune side-effects.)

My hunch is that an abnormal thymus or thymoma
is liable to immunise against the self targets that its
framework cells produce. In APS1, these cells come
from the holding pens and seem biased towards
hormone-producing and skin targets, whereas, in
thymomas, they come from the production plant
and seem to have muscle leanings. By contrast, the
IFNs are made by other cells that serve the targets
up to the T cells in either setting, and switch them
on very strongly. Time should tell us more.

WARNING; Getting to Oxford MG Clinics / Wards
- update on last issue s information.

In mid-Jan 2007, the old Radcliffe Infirmary (in the
middle of Oxford) closed completely.

All Neurology has moved up to the John Radcliffe
(JR) Hospital West Wing in Headington. The West
Wing is a brand new grey glass block at the
lower end of that site (next to the blue Childrens
Hospital).

Headington is the suburb in NE Oxford just where
the A40 arrives from London / Junction 8 off the
M40. The JR is also well signposted from Junction
9 via the A34 and northern ring road. Parking at the
JR is no joke, but there is some disabled parking
underneath the West Wing.

Better news about buses:

There are now regular shuttles to and from the
Park-n-Rides:-
from NW Oxford (Water Eaton) ie; coming from
Junction 9 / A44 / Kidlington direction.

from S Oxford (Red Bridge) ie; coming in from
Abingdon.

Only at morning and evening peak times:-NE
Oxford ie; coming from Junction 8 / London.

The JR is still served by two Buses from the train
station / town centre:-

No. 13 comes via Marston (the X13 actually starts
from Abingdon).

No. 14 bus comes via Summertown.




At two o clock in the
morning there was a
polite knock on my
bedroom door and Mrs
Gravis accompanied by
three firemen entered.
No | was not on some
exotic, illegal substance;
vy the firemen from our
local retained station
had come to put me
on oxygen pending the arrival of the ambulance.
They now have a trained paramedic and turnout
to urgent calls where the ambulance, because of
the rural area that we live in, may take time getting
to a call. Over Christmas and the New Year | had
contracted what turned out to be a nasty chest
infection. | thought that | was getting over it, but as
Mrs Gravis is ever ready to remind me, | am always
too optimistic and the MG flared up to emphasise
the fact. It rapidly started to affect my respiratory
muscles and | became short of breath. Mrs Gravis
phoned the Neuro Centre who care for me, but
there was no room at the Inn . Something to do
with bed closures, resulting from improvements in
the NHS. Mrs Gravis was advised to use the GP Out
of Hours Service, which she did. | must confess to
having had reservations about our GP Out of Hours
Service, but | have to give them full marks for the
way that they responded. Mrs Gravis explained that
| had MG and was immediately asked all the right
questions, right down to what my vital capacity
was. This is the amount of air that you can draw
into your lungs, the lower the reading the more
compromised the patients breathing has become.
It is measured using a gizmo called a spirometer.
The Gravis household does not have one, so that
question had to go un-answered. Mrs Gravis was
told that an Ambulance was on its way and to please
unlock the door and put on the outside light. As
she was doing this, much to her surprise, the Fire
Engine arrived with the paramedic and the oxygen.
Ten minutes later the ambulance arrived. Helped
by the Firemen, the Ambulance crew soon had me
on the trolley, down our long garden path and into
the ambulance. Twenty minutes later | was being
assessed in the A and E department of our District
Hospital. All my vital signs were checked and | was
transferred to the medical admissions ward, where |
was monitored until the next morning. | was dozing
quietly, when | heard my name called. | looked up
to find that amongst the consultants doing a ward
round, was a familiar face, the respiratory consultant
who manages my sleep apnoea and had arranged
for me to have a CPAP; he is also well versed in
MG. Before | knew what had happened he had
taken charge of me and | was on his ward, being
sorted out. The chest infection stood no chance
now that he was on the job; the MG was going to

take longer. Being on a medical ward was a new
experience for me; all my other hospital stays have
been on neurology wards. They dont see many
myasthenics and everyone wanted to know more,
so | asked Mrs Gravis to get me some Volume 5s
from MGA HQ and put them on top of my bedside
locker. When anyone showed interest | gave them
a copy. The registrar put a copy with my notes as
a reference. She was another friendly face, familiar
with my history; she had been an SHO in the Neuro
Centre which sorted me out in 2004. Mrs Gravis
never ceases to marvel at the way that however
often | fall in the manure, | seem to come out smelling
of roses. Regular readers of my adventures will
know that | always make a point of having copies of
Volume 5 with me when being assessed or looked
after by health professionals. The important thing is
not to push it, leave them where they can be seen
and let them ask for a copy. When | was discharged,
| left the remaining copies with the Ward Sister, who
seemed very pleased with them. When | went back
for a follow up clinic, | paid a visit to the ward and
left some copies of the Winter MGA News. | am
home again, breathing well and slowly getting on
top of the MG. Before anyone starts to complain
that | am writing a horror story, let me repeat what
a consultant told me. The majority of myasthenics
are well controlled and will never experience the
kind of relapses that | seem to experience. As Mrs
Gravis will have it, | seem to attract these kind of
adventures, if its going to happen, it will happen
to me. Perhaps she is right, but it has given me a
wonderful knowledge of Myasthenia Gravis and the
various ways of managing it.

February 2007

Note from Gravis:

"Mythanks to everyone who has
emailed or written to me. As you
will see from this edition | have
been out of action. | will try to
respond as soon as | get a bit of

puff. Anyone interested in sleep
apnoea and the CPAP system
will find it in the January 1999

Edition of Life With Grauvis.

This can be found on the MGA
77

web site
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Dear Sirs,

In my case the first signs were difficulty in eating
and swallowing foods, diagnosed by my GP as
an obstruction on the oesophagus. | was referred
to a Thoracic Surgeon who then arranged for
an operation under General Anaesthetic for an
endoscope. This had no beneficial effect at all, so
| returned to the waiting list and the whole process
was repeated again. | now had some speech
defects so then | was referred to the ENT Dept
and had an EMI Scan plus a test with instruments
connected to wires passed down my throat but
no abnormality was found. | also saw a Specialist
for gastric problems who suggested a fault in the
valves of my stomach area but could not offer any
treatment. Finally, | was sent to the Neurology Dept.
Here the Doctor said that he suspected the cause
of my problem and asked me to face him and try
to smile which caused him to remark that | had a
myasthenic smile. He arranged a 3 day admission
for tests during which he made films on video for
training purposes. | had to carry on conversing with
the other patients until my voice completely closed
down, then had an injection which caused an instant
improvement, | could speak well and then | ate a full
lunch with no difficulty. This proved the diagnosis
of MG so | started on Mestinon and Pro-Banthine
which did help somewhat, but at a later date was
given azathioprine which has proved excellent in
my case. These events must have taken place at
between 2 to 3 years in all.

Yours faithfully,
Stanley Cook, Plymouth

Dear Editor,

It all started about 12 years ago in late 1993, early
1994. | had a good job, wonderful husband and 2

children and liked to keep fit and healthy. Being an
athlete since childhood | was hoping to get myself
fit enough to take part in the London Marathon,
however during my training my legs started to give
way and | felt extremely tired. Running became
impossible and during the day | had to hide myself
away at work to take cat naps to see me through.
Sometimes the tiredness made me feel physically
sick, it was time to see my GP. He referred me to a
neurologist, who after many tests, suggested that
it may be MS because | also had some numbness
in my left leg but said only time would tell. | asked
him why my left eye was drooping, he said | was
stressed and depressed which | wasn t. | was just
frustrated at the not knowing what was wrong with
me . My eye still drooped and | felt miserable. On
my next visit to the consultant | told him | would
rather not see him again because he made me feel
that it was all in my head . | tried so hard to be well,
| even saw a hypnotherapist in case it was my fault
that | couldn t talk. My husband and | decided to
move to Ireland and take life a little slower, whilst
the fresher air was welcome | still had a weak
voice, swallowing problems and my weakness was
still there. | continued to work but was having so
much time off that | realised | needed the help of the
medical professionals. | was very nervous at my first
visit to my consultant in Ireland but he promised to
have a diagnosis for me and he did within 6 months
of my first meeting with him. | had been admitted
to hospital for another chest infection and saw an
ENT Specialist who asked me had | been tested
for MG? | had further tests and the final diagnosis
was Myasthenia Gravis. | now take Mestinon and
Prednisolone daily which are wonderful. | now have
my life back which | give my greatest thanks to a
great team here in Ireland.

Mrs Carol Beirne
County Roscommon

FOR WOMEN ONLY

We ran an article in the Winter Newsletter
about the Shewee and what a response
we received! This feminine portable
urinating device comes in the shape of a
funnel. It provides women with a simple,
private and hygienic method of urinating
whilst standing up and without removing
clothes.

If you would like to make a purchase then
please send a cheque made payable to
Caroline Fraser for £6.00 to Head Office
in Derby (to include pé&p) with £1.00
going to MGA for every one sold.

Please mark your cheque on the reverse
Shewee/MGA and thank you.
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Feedback...

Letters are published as-is without any
recommendation as to their suitability or accuracy.
The opinions expressed are entirely those of the contributor.

Care should be taken if following any advice or suggestions presented and it is
strongly recommended that the advice of your GP or Consultant is taken in all cases.
Please Note: MGA reserve the right to open any letters which are sent to MGA to be

forwarded on. This is to prevent the recipient being upset by receiving unsuitable mail.

Email Addresses are withheld to prevent Spam. Please send email enquiries to

mg@mga-charity.org and we will forward them on.

Dear Editor,

In answer to Rachel Jolly, Woodbridge, Suffolk,
How rare it could be for two people to become
friends and both having MG? . | was diagnosed 2
years ago with MG and one of my clients who is 81
years of age said she had the same as me. We were
completely surprised that we both had the same
disease and are able to talk to one another about it.
Her MG is well controlled, whereas | am still in the
process of finding what medication is best for me.
| am often off work due to weakness and tiredness
but have managed to return on reduced duties. My
client gives me hope as she has just gone through
a hip replacement and is doing well. She loves to
speak to me about MG and often says she tells all
the people she meets that she has a friend who has
MG the same as her. (How s that for awareness of
MG). We both live in the same area and have known
each other for 10 years. | just felt | had to share this
with you. | really enjoy your newsletter, where | live
it can seem a million miles away from any help and
advice. Reading your newsletters encourages me a
lot, keep up the good work.

Morag Pickthall, Drumnadrochit, Inverness.

Dear MGA,

Our wedding was a great day and it was nice to
be able to do something for you in the process,
we set up a website on Justgiving.com which was
great because it was really
convenient for everyone |
and it was nice to see the |
donations coming in. We
raised over £2800 on the
site and about another
£300 in donations outside
that which we forwarded
to our local Branch.

Thanks
Dave Barber, Preston

Dear Friends,

Many thanks for your letter informing me that | had
won £100 in the Christmas 2006 Lottery Draw. Your
letter arrived two days before my 84th Birthday on
Christmas Eve and was even more special because
it was the first time | had won such a prize in all
those years. My wife and | will enjoy a good night
out on the strength of my win.

Thanks again, Fred Carroll, Escrick, York

Dear Editor,

| am a myasthenic and a member of St. Marys
Ladies Group at my church in Loughborough. We
have just held our first meeting of the New Year
which was a church service with the three ladies
groups from our sister church of Emmanuel. | had
requested that our collection should be given to
MGA and | have pleasure in enclosing a cheque for
£91.

Yours sincerely, Gwyneth Legg, Loughborough

Hi all readers!

Our son Aidan is 5 years old. In 2004 he was
struck down with MG with no prior warning it just
happened since then he has been on a terrific and
often horrific journey to reach where we are today.
Aidan has shown amazing strength of character
and in doing so has achieved so much, along with
the help and understanding
of his best friend and
older brother Glen who
he adores. We are so very
proud of them we wanted
to take this opportunity
to share with you this
accolade of achievement
which Aidan received in
November 2006. We live
in Runcorn in Cheshire
and the local radio station
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(Wire FM) stage the local hero awards every year.
There are different categories that a person can be
nominated under. Aidan and the rest of the family
were formally invited to attend the ceremony at the
Halton Stadium so that Aidan could receive The
Young Person of the Year Award . For us, as his
parents, it was one of the most proud moments in
our lives to see Aidan get this award as we think he
is so deserving, as are all sufferers of MG. It was
S0 nice to see it actually being recognised in the
public eye and to create a better understanding of
this often debilitating disease that so many more
people suffer with in silence, often without even
being diagnosed.

Love and strength to all!
Caroline, Garry, Glen and Aidan

Dear Sirs,

Please find enclosed cheques totalling £1,718.00
raised by Personnel Plus in a sponsored bike ride
around Rutland Water.

My daughter Sally is the Manager of the Coalville
Branch. Personnel Plus is quite a small company
and this was a magnificent effort. The enclosed
photograph shows the staff from Personnel Plus on
their bikes.

Yours faithfully,
Beth Elston, Leicester

Dear Editor,

| am 14 years old and suffer with MG. When | started
to read the MGA magazine | really wanted to do my
bit to help, so with the help of my family, friends
and teachers we organised a contest involving the
whole school. | would like to thank everyone at ADT
College in Putney who helped to organise a Name
the Baby contest; special thanks go to Ms Lett,
Ms Jefferies, Kelly, Paige, Jodie, Julianne, Andrew,
Shona, Emily, Jade, Katie and Kahina, over the
period of two weeks we raised £130 which we hope
will help you in your research work.

Rianna Davis, London

...Feedback

Dear MGA,

Picture shows a cheque being presented by Carol
Jones on behalf of the Greenfield Baptist Church
following a sponsored walk. Total raised was
£1,247.30. Out thanks go to the congregation who
all took part.

Patricia Clark,
Llanelli

Dear Editor,
Re: How rare is this? (Autumn 2006)

Not as rare as you might think! | was diagnosed in
1973 and 20 years ago | was out riding alone in the
North Norfolk countryside when | chanced across
another horseman also named John. It was winter
and as my horse was living out in a rented field he
invited me to keep my horse in his spare stable.
This led to a firm friendship with many early 6.00am
rides before work. Time has moved on and we are
still family friends in our 70s. Then surprisingly,
John was diagnosed with MG around 4 years ago.

Yours truly,
John Bacon,
Spixwoth, Norwich

WBNA CONFERENCE

The West Berkshire Neurological Alliance is
holding their annual conference on Wednesday
18th April 2007 at the Courtyard Marriott Hotel,
Padworth, near Reading. The conference is a
very useful event with a host of expert speakers
so for more details please contact Dr Fred
Davidson on 01635 202605.

email: mg@mga-charity.org web: www.mga-charity.org




Feedback...

David Savage (pictured)
joined 1,700 bikers riding
53.31 miles through some of
Nottinghamshires prettiest
villages to Newark upon Trent
and back. David had a time
of 3 hours 35 minutes and
48 seconds at an average
speed of 14.8 mph and
finished in the top 200!

David said | cannot tell you
how chuffed | am, all the
more because | will reach my
target of £250 for MGA .

CONGRATULATIONS TO
JANE AND ROBERT

CARDIFF BRANCH

We would like to take this opportunity to thank
The Village Inn football team and The Village
Inn public house for their recent Race Night
evening. They spent a long time advertising and
setting up this event and were rewarded by a
full house! Everyone had a really enjoyable and
fun night. The awareness of MG was helped
with the use of plenty of posters and leaflets as
well as people asking lots of questions. We are
also grateful for the £168 that was raised and
look forward to other events they have planned.
The Village Inn has also agreed to keep an MGA
Charity box for us.

Jane Ball

WILTSHIRE BRANCH

Jane and Robert were married in The Magnolia
Chapel, Little Chapel of the Flowers in Las Vegas
last September. Jane is our Assistant Office and
Support Manager at Head Office in Derby and Rob
is a volunteer helper for the Charity whenever he is
released from house duties and doggy walks. All our
best wishes and blessings for the future to you both.

Salisbury District Council were delighted to accept
MGAs offer of free narcissus bulbs to plant in a
public area in return for a small plaque to be erected
with our name and telephone helpline number. Our
photograph shows members of the Wiltshire Branch
at the planting of the bulbs in the grounds of The
Arts Centre in Salisbury.

Rita Goldthorp

Bulb Planting for MGA. Salisbury District Council

tel: 01332 290219 fax: 01332 293641



