Myasthenia Gravis Association
RESEARCH - CARE - EDUCATION

PLANT-A-BULB CAMPAIGN 2007 is just taking off, but we
have not yet nished with the 2006 Campaign because we
need to announce the winners and give out the prizes.

Unfortunately, at the time of going to
press, we have not chosen a winner
for this Region. The competition was
so high and we had so many entries
to choose from that we decided that
we would take the time to get it right,
rather than rush into it for the sake
of meeting the Printer s deadline for
MGA News. However, we do have a
photograph (left) for you - it shows
the MGA Decision Team along with
the local Reporter/Photographer
from Derby Telegraph whittling down
the entries for sending off to Alan
Titchmarsh for a final decision.

Back Row (L) Hannah Brackenbury,
Derby Evening Telegraph and (R)
Alasdair Nimmo (CEO).

Front Row (L) Jackie Thornhill and
(R) Jane Knape from MGA.

The winners of the Scottish 2006 Bulb Campaign is Edenside
Primary School in Kelso, Scotland for their winning display .

Diarmuid Gavin has selected Scoil Mhuire, Ballyboden, Dublin ~ Their prize of £1,000 in gardening vouchers is on the way.

as the winning school for the Irish 2006 Bulb Campaign.
Congratulations to the school and their prize of 11,000 in
gardening vouchers is on the way.
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Hello Everyone,

Following on the great news of the Specialist
Nurses, (which is gaining momentum as | write)
some more fantastic news for you with regards to
Research and MGA Fellowships.

Your Board has agreed to fund research in the
following two areas and is actively looking to fill
two MGA fellowships.

1. The Myasthenia Gravis Association with your
help will as from the 1st April 2007 fund
Professor David Beeson s current research
work into Mutations of MuSK  Interacting
proteins and molecular mechanisms
underlying inherited myasthenias syndrome
for the next three years.

2. In addition to this we will be also supporting
Dr Saiju Jacob with his investigation into
seronegative and ocular myasthenia gravis
over the next three years.

Your Board has also decided to create two MGA
Fellowships to encourage medical graduates to
work on Myasthenias.

We have currently contacted interested
Neurological Departments across the country
to submit written applications for these posts.
At the time of going to print we have received
applications from 5 centres all over the country.

Your medical committee will be identifying the two

successful applications, so watch this space for
further news.

MGA is very grateful to the Mayor of Derby and

to Derby CVS (Council for Voluntary Services) for
allowing us to make public our thanks to Michael and
Anne Godfrey. We had the greatest of pleasure in
putting them forward for this long overdue award and
recognition. Michael Godfrey is a long term sufferer of
MG and both he and his wife Anne have done much
to create public awareness of this disease and to
support fellow sufferers both individually and through
their local Derby Branch. The awards which were
presented by the Mayor of Derby, Councillor Pauline
Latham, had a special focus on disabilities. Groups
received an Oscar-style award which now sits proudly
on MGAs Head Office cabinet. Our Congratulations
and thanks to Michael and Anne.

On a very sad note we have to report that a former
long serving Trustee, Fred Birch passed away in
March. Tributes to Fred can be found on page

9. Our sincerest condolences are sent to Fred s
family and friends. He will be fondly remembered
and sadly missed.

Just to remind you, we have some 8,000 people
on our database, of which 40 (.5%) helped us with
the school talks on MG. So its a plea from me

to ask you all Please help by supporting us and
speaking about MG at schools in your area . Just
speak with your Regional Organiser, ring Jackie or
myself in Derby; the telephone number is 01332
290219. Branches please have a chat about this
at your next meeting. We need your help as we
appear to have a winning formula, let us build on
it. I reckon that if we had just a few more of you
helping us by talking in schools we could achieve
much more awareness so come on join in and help
us raise our profile, create awareness and above
all educate the young about MG.

| hope these fantastic developments make you feel
good. It should do.

Thank you
Alasdair Nimmo
CEO

MGA has teamed up with Read 4 Charity to offer
our supporters a fantastic opportunity. When you
purchase books through their web site
www.read4charity.co.uk/mga 15% of the
price you pay is automatically sent to MGA

as a donation. The web site has a whole

host of different books, and some

great offers and
reductions. You can
order via the web site
or place an order by
phone: telephone
08707 552211. Next
time you are buying
a book, visit the
web site and you
could be making a
donation to MGA

in the process!




You probably remember that patients with typical
MG but without the typical antibodies have long
been a challenge to the experts. Here is Nick
Willcox s update.

As you know, the weakness in MG is caused

by immune antibodies that damage the nerve

> muscle triggering system. Normally, when

we decide to move, the chemical transmitter
(acetylcholine; ACh) is released from the nerve
endings; these ignition keys latch into special
locks on the surface of the muscles the ACh
receptors (AChRs) which then trigger them to
contract. The AChRs are tightly packed on the
muscle surface just opposite the nerve endings.
That is mainly thanks to a special clustering system
that is controlled by another protein called MuSK .

In about 80% of typical MG patients, the
antibodies directly attack the AChRs. That recruits
the demolition system called complement that
normally destroys germs, so AChR numbers
fall and the muscles get weak. In the standard
blood test, we measure binding of the patient s
antibodies to tiny amounts of AChR that we
dissolve from muscle cells and then label with a
radioactive snake toxin. What about the 20% (or
so) of negative patients in whom we can t find
these antibodies? They (you?) have provoked a lot
of debate over the last 25 years. Their MG clearly
improves when we wash away the antibodies by
plasma exchange, so Prof Angela Vincent has long
maintained that they must have some antibodies
but directed at other nearby targets. Indeed, in
1984, she showed that these antibodies weakened
muscles without lowering AChR numbers.
However, some of her critics argued instead
that the standard blood test is just not sensitive
enough and misses some false negatives . Now,
thanks to Prof David Beeson s genetic engineering,
she can put more AChR into the test, and finds
that about 5% of patients who used to be
borderline/negative now become clearly positive
(though weakly). So these critics got one piece of
the jigsaw in the right place, but...

That still leaves a lot of negatives . In 2000,
Angela started collaborating with Dr Werner Hoch
(then in Germany), and eventually identified a new
target for the suspected antibodies our new
friend MuSK (Muscle-Specific Kinase). That led
to a new blood test, which gives clear positive or

negative results, just like the one against AChR.
By giving more patients a hard-and-fast diagnosis,
that now saves many doubts and delays. Working
with Angela, Dr John McConville (now in Belfast
see page headed MG Study ) found these new
MuSK antibodies in only about 5% of home-grown
British MG patients. Interestingly, they and our
friends in Rome found about twice as many MuSK
positives among patients with Italian, Greek or
Balkan origins, whereas there seem to be almost
none in Norway and very few in Portugal, China or
Japan. We would love to know the reason(s) for
these striking differences do they involve genes,
diet or infections? The one risk factor found so

far (by our Dutch friends) is equally uncommon all
over Europe (it is a tissue type called HLA-DR14).

Things aren t always what they seem. There are
plenty of other antibodies that seem just to be
markers of a particular patient subgroup (eg,

the other anti-muscle antibodies in patients with
thymomas). So there has been some bitching
(mainly from the USA) about whether the MuSK
antibodies really cause the myasthenia. As these
critics point out, the antibodies belong to the one
subgroup (IgG4) that doesn t normally trigger
destruction by complement, and is even thought
to protect against allergies. However, in some skin
diseases like pemphigus, the antibodies against
skin cells are nearly all IgG4 too, and the experts
are guite convinced that they do cause that
condition. To prove the same with MuSK is much
easier said than done in humans, but Angela s
team is busy.

Even if the critics are right which we doubt the
MuSK antibodies clearly do single-out a distinct
MG subgroup. As Dr Maria Farrugia showed
(before she moved to Glasgow), their MG affects
the limbs less than in typical MG, and the face,
mouth and throat more; even more seriously,
nearly half of the patients have breathing crises
at some stage (versus about 10 - 20% in typical
MG). Surprisingly, some have actual wasting of
their muscles in the long-term  which could be a
combined effect of the years of steroid treatment
plus the MuSK antibodies. Also, most MuSK
patients find that Mestinonfi doesn t really help
them. Though a few have only mild MG, most
end-up needing steroids and other immuno-
suppressants; we feel there is still plenty of scope
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for improving these treatments, and we look
forward to further progress.

We still have to account for a hard core of 10%
or so of antibody-negatives. One final clue comes
from the thymus. As you know, it is the factory
that produces and exports T cells; these control
freaks of the immune system decide which B
cells will start to make what antibodies. In typical
young MG patients, it nearly always includes
lymph gland-like invasions, apparently a sign that
the T and B cell responses against the AChR

are getting started there. By contrast, Dr Isabel
Leite in our team finds that it is almost completely
normal in patients with MuSK antibodies: how
that response gets turned on is another puzzle.
Intriguingly, in at least half of the hard core of
apparent negatives , Isabel finds invasions very
similar to those in typical MG. What s more, she is,
after all, beginning to find antibodies in that same
half.

But that s a story for next time...

The Wessex Neurological Centre provides a
dedicated 24-hour neurosurgical and neurological
assessment, investigation and treatment service.
From its location at Southampton General Hospital
it serves a population of 3 million people across

central Southern England and the Channel Islands.

As one of the largest neurosciences centres in
the country, it treats around 4,000 inpatients and
13,000 outpatients each year. As part of its work
the Centre cares for myasthenics in its catchment
area, amongst whom | am one. It was at the end
of a routine clinic visit last July that Dr Ashwin
Pinto, one of the consultants, asked me if the
MGA might be able to help the Centre raise funds
for a Plasmapharesis machine. | asked for more
details and was put in touch with Dr Andy Eynon,
Director of the Centre s Intensive Care Unit. Put
simply, Plasmapharesis is a technique which takes
blood from the patient, washes out the rogue
antibodies which are produced by patients with

Professor Angela Vincent

MG and returns the cleaned blood to the patient.
With these antibodies removed the myasthenic
weakness is very much reduced. The alternative
to Plasmapharesis is Ivig. Dr Eynon highlighted
the current world wide shortage of Ivig plasma.
He and his colleagues are also of the opinion

that for some patients, plasmapharesis is the
optimum treatment. Although other departments
at Southampton General Hospital have
Plasmapharesis machines, these are in constant
use and not available to the Neuro Centre. As a
result, patients needing this treatment were being
sent to other hospitals as far away as Oxford.
Transfers of this kind carry an increased risk of
spreading infection and puts unnecessary stress
on already very sick patients and their families.
The plan is to try and use the machine on patients
at an early stage to avoid the need for treatment in
the Intensive Care Unit. This will save the patients
from unnecessary stress and make best use of
the Centre s resources. The request for help was
for a one off capital purchase; Dr Eynon had
funding and suitably experienced staff to run the
machine. The Board considered his request and
felt that it was such a worthwhile project that MGA
would make a grant of the full £12,500 required.

| was delighted when the Board asked me to
make arrangements and to present the cheque.
Representatives of our Hampshire, Isle of Wight
and Dorset Branches were invited to be present,



together with MGA Chairman Peter Finney and morning at the hospital filming interviews with Dr
our RO s Rita Goldthorp and Steve Saunders. The  Eynon and myself. They stayed and filmed the

Trust very kindly laid on a buffet lunch at which actual presentation, after which David approached
we were joined by consultants, members of the me and said, Can you stay in Southampton a bit
nursing staff and senior managers. Sarah Cole, the longer? Sally Taylor would like you to come into
Trust s Director of Communications put together the Studio and talk to her live on South Today .

an excellent press release, using the story of What could | say, but yes? When | met Sally just
my own self diagnosis in 1994, made after | had before going on air she said, While they run the
seen an episode of the Australian medical soap, introductory video tape (VT), | will come across
The Flying Doctors. This caught the attention from the news desk and join you, then we will just
of the local press and gained valuable publicity have a chat . The introductory VT was compiled
for both the hospital and the MGA. Most of the from the days filming, together with a very good
local papers carried the story, with requests for explanation of MG given by David Fenton. After
interviews coming in for three weeks after the the presentation | heard at least two doctors
presentation. | also recorded interviews for most asking Andy when they could start booking in

of the local radio stations along the South Coast. their MG patients for a course of Plasmapharesis.
It also attracted interest from BBC South, whose Rodney says, With such a large catchment area, |
health correspondent, David Fenton, spent the can t see the machine lying idle .

Dr Andy Eynon (left) receiving South Today live on air
the cheque from Rodney (right) Sally Taylor talking to Rodney

Dr David Hilton-Jones (Oxford) writes: Because of new
information from Aventis about this antibiotic, our warning
of 2003 now needs to be stronger. Telithromycin
(Ketek ) is the first of a group of antibiotics called
ketolides. In April 2007, the manufacturers informed
health professionals that it should NOT be used in ANY
myasthenia patient. There have been several reports
that it can worsen myasthenia, sometimes within hours,
apparently causing breathing crises and even death.
Even if the myasthenia is well controlled, Telithromycin
(Ketek ) should still be avoided. Doctors will need to
use another antibiotic instead. Some other drugs worsen
myasthenia mainly when it is poorly controlled, but
Telithromycin (Ketek ) should be avoided altogether.




Following my
adventures at the
beginning of this year,

| soon had a follow-up
appointment with the
Neurologist. He had
already mentioned

that he felt that the

» Cell-Cept which | had
been taking since
2004, was not giving
me the control that | should have. | was still on

far too high a dose of steroids. He suggested

that | should change to Methotrexate, which he
was sure would in my case be more effective. It

is a powerful immuno-suppressant, and is used

a lot for rheumatoid arthritis. To start with, Cell-
Cept had seemed very promising and unlike
Azathioprine, | tolerated it well, but | had to agree
with the doctor and we decided that | would make
the change. As with all changes of medication,
there is a chance of the MG becoming worse
whilst one drug fades out and the replacement
takes over, so | was admitted to the Neuro ward
in order that they could keep an eye on me whilst
the change was made. Reporting to the ward |
found myself amongst old friends, most of the
staff who had cared for me on previous stays were
still there. | always find this very comforting, but

it does have its drawbacks. The senior sister in
charge of the ward has actually known me for a
long time. She was junior sister on the ward in the
early 1990s when | was admitted for the first time.
She knows me too well, so | have to behave. Mrs
Gravis of course thinks that this is a good thing.
The upside was that, knowing it would keep me
quiet, | was allowed to take my laptop in with me.
The Cell-Cept must have been doing something
for me, because within five days of ceasing to
take it, the MG worsened. The methotrexate had
not had time to take over, so to help stabilise

me it was decided that | should have a course of
Ivig. | had a course of it two years ago, it helped,
but was not dramatically effective. This time was
different, the day after the first session, | began

to feel the difference, after two days | began to
feel as if | was Lazarus being called forth from the
tomb, the difference was that dramatic. In the end
| felt as strong as | have done for three or four
years. | know that the effects of Ivig are short-
lived, six to eight weeks, but it is giving me time
for the methotrexate to take effect. My tame Boffin
tells me that different batches of lvig seem to have
varying degrees of effectiveness, possibly due to
the varying make-up of the plasma from different
donors.

Whatever the reason, | am grateful to them. |
have been warned that there is an international
shortage of Ivlg and that if | need a further boost,
| may have to have a course of plasmapheresis.
This involves being connected up to a machine
which takes blood from the patient, washes out
those hostile MG antibodies and returns the
essential bits like the red and white cells. In my
mind it is a similar process to kidney dialysis. |
had a course of this in the very early days of my
MG and it certainly got me back on my feet. The
week following the Ivlg treatment, Mrs Gravis
was allowed to come and fetch me home. | was
still not perfect, a state which Mrs Gravis says

is not possible in my case, but | have gradually
been picking up. The MG seems to be retreating
up through my body and is making a last stand

in my mouth. This is frustrating, in that it affects
my speech and eating. Mrs Gravis doesn t know
whether to be pleased or not. It means that | can t
rabbit on, but also means that she can t always
understand what | am saying when she needs to
communicate. Because of the eating problem,

to start with | was on a pureed diet. When | tell
people this, they recoil in horror. How can you
bear to eat it , they say. | have learned that they
envisage the food all being put into the blender,
producing a khaki gruel. It s not like that at all.
Both the hospital kitchens and Mrs Gravis puree
everything separately and the result, when the
different parts are put on the plate, is not unlike
nouvelle cuisine. It certainly tastes good. | find
that even my pet hate, broccoli, is quite nice, now
that s something Mrs Gravis never thought she
would hear me say. In order to avoid any infection
and there seems to be what the doctors describe
as, Theres alot of it about , going the rounds, |
am confined to the great indoors. | do have regular
visitors; being on methotrexate, | have a weekly
visit from the phlebotomist. As well as taking

the blood samples, she brings me up-to-date
with what s going on in our community. Over all,
the main thing that | have to do is pace myself,
something | am not good at. That means stress
and stress is bad for MG, oh dear what shall | do!

May 2007

Note: Many MG patients on Cell-Cept are doing
very well. As with all things myasthenic, each
person s experience is different.



Dear Sir/Madam,

My first symptoms of my MG were chronic
fatigue and difficulty in focusing particularly when
concentrating ( i.e. driving ). The car park at work
was a third of a mile away and | remember finding
the walk exhausting. | would regularly take a 15
minute catnap in the ladies toilet due to being so
tired. Another symptom came on at the same time
which has now been diagnosed as stress urinary
incontinence. | am waiting physiotherapy for this
but as it is a muscle weakness and appeared at
exactly the same time as the fatigue and ocular
problems | strongly believe it is MG related. | am
35 years of age and it is apparently not unusual
at my age. Within a month of this | had no way
of keeping my eyes open, my jaw and mouth
muscles stopped working leading to slurred
speech, choking and difficulty in swallowing. My
neck muscles were next followed on by breathing
difficulties at which point | was finally admitted

to hospital and diagnosed. | hope this is of some
help.

Regards,
Tina Lees, Coventry.

Dear Editor,

Back in 1997 an eye test meant a prescription for
glasses, after one week | could not get on with
them. The optician was amazed when | went back
because the re-test revealed that the test results
for my left and right eyes had swapped over. He
wrote a letter to my GP and | saw a consultant

at my local hospital. He found nothing wrong

and suggested that | could use ready specs for
reading. Was this the start of MG? During 1997

to 1999 | found it increasingly difficult to walk

in a straight line and felt that people must think

I m drunk. Was this to do with MG? Work was
increasing in stress level and | couldn t cope, |

felt my performance as a Company Director was
being affected so | took voluntary redundancy and
retired in late 1999. All was fairly well but | noticed
| could only tackle physical jobs in short bursts
otherwise | was exhausted. This continued until
spring 2003 when at our 40th wedding anniversary
dinner | couldn t speak, chew or swallow. | had
one drink and had all the characteristics of being
extremely drunk.

However this passed off with rest, the same thing
happened again on another social occasion.
About 2 months later | started waking up with

the most raging thirst and extremely dry mouth,
my GP was consulted and he was very puzzled

by the symptoms as | still had speech and eating
problems, he arranged for me to be admitted

to hospital the next day. | was x-rayed and had
my vital signs checked, it was found | had high
blood pressure and the conclusion was that | had
suffered a series of mini strokes. | was discharged
after three days during which time my left eye
drooped. My GP then wrote to the Neurology
Dept. | was seen by a visiting Neurologist from

a London Hospital, after a thorough examination
of my face, arms and legs he arranged for a one
hour notice for a bed in his London hospital. It was
now late summer 2003. | had CT, MRI scans and
lastly EMG testing. The single fibre tests around
my face were acceptable but the pulsed muscle
testing of my limbs was hard to bear. Later on
they told me that | had Myasthenia Gravis, never
heard of it the family said. | was given a leaflet
about the MGA and later discharged into the

care of the out-patients department and visiting
neurologist. Having registered with the MGA |
found out about the 2004 Medical Conference.
What a splendid event | Meeting the Doctors,
Clinicians and Researchers and most welcome
other myasthenics and their experiences. | wasn t
able to eat the lunch of course but | did manage to
speak to one of the presenters about my condition
and was asked if | was anti-body positive or
negative? | didn t know because | wasn t told.
Being at Oxford convinced me there was more
specialist help available. | decided to take action
myself. My GP arranged a private consultation
with a senior doctor from the MG Centre in Oxford
and what a difference. To be told that remission
was possible. Mestinon has to be stopped, large
doses of steroids and immo-suppressents would
be started as well as a course of IVIG. | felt so
much better. | feel stronger on steroid days and
weak on the others but | do have reasons to be
thankful to the MG Centre and all its staff for the
help and support to date. | hope that my condition
can continue to be improved.

(A Home Counties Myasthenic.)

A DATE FOR YOUR DIARY
The annual AGM of the Myasthenia Gravis Association
will be on Saturday 22nd September 2007.
This will take place at 2.30pm in Derby at Head Office.




Dear Editor,

Thank you for your letter informing me that | had
won £50 in the MG Spring 2007 Lottery Draw,
please may | request that you keep my prize for
further research into MG.

With kind regards and thanks for all you do for us
Myasthenics.

Rev lan Friars, Suffolk.
(Ed. Thank you, this is very much appreciated)

Dear MG Friends,

Britta Gartner, (TV Actress from London, starred
in Pulling and films Mr Lonely and Hunter) a
Myasthenia Gravis supporter took part in the
abseil at The Union Jack Club, Waterloo. For her
Birthday party she asked her friends for donations
instead of Birthday presents.

With kind regards
Helga Baumgartner,
London.

Pictures are of Britta getting ready to abseil and
nearing the end of her mission!

Dear Editor,

As a myasthenic since 2002 | am very grateful
to MGA, particularly for the MGA news which is
always informative and encouraging.

At the onset of myasthenia at the age of 70

years | had the classic symptoms of difficulty in
swallowing and lack of eyelid control. As a public
speaker my duties were curtailed due to my voice
trailing off after approximately 5 or 10 minutes

of speaking. My Doctor diagnosed a mini stroke
which was confirmed by a fellow Doctor. After 4
weeks my condition deteriorated so | was seen by
another Doctor who arranged an early consultation
with a Professor of Neurology in Newcastle, within
minutes he diagnosed MG. He explained the
causes and effects of my condition and prescribed
60mg of pyrodistigmine to be taken 5 times a day,
plus 15mg of prednisolone to be taken every other
day. After one month my condition was much
improved. | continue to take this medication and

| have a consultation with my Neurologist at 6
monthly intervals, who is not only eminent in his
field but also a great carer and encourager. | will
always be grateful to the Doctor who introduced
me to him which resulted in an early diagnosis
and treatment. | suffered a setback in June of

last year when it was necessary for me to have
two operations which entailed a 10 week stay in
hospital. | was in postoperative intensive care, but
thanks to the expert advice of my neurologist and
the skill of the medical staff | came through. Thank
you MGA, you will always have my support.

John Wood,
Newcastle-upon-Tyne

MGA’s GOLD
RAG DOLL AWARD

In our Winter 2006 MGA News we
incorrectly published that Mrs M.

McPherson of Aberdeenshire was

awarded the Silver Rag Doll Award.

Mrs McPherson was in fact presented
with the Gold Rag Doll Award for
outstanding service to Myasthenics and
MGA. We would like to apologise to Mrs
McPherson for this printing error.



Sadly we heard on Saturday 31st March that Fred
passed away in the early hours of the morning, his
son telephoned to say that Fred had developed a

tumour on the brain but was not in pain.

Geoff and | first met Edna and Fred in 1974, their
joint enthusiasm for the Charity and their desire

to help as much as possible had to be seen to

be believed. They first worked for Lancashire and
then founded the Merseyside Branch, working as
Chairman and Secretary for many years. Fred also
served on the National Council latterly as Vice
Chairman but he was always accompanied and
supported by Edna. Their home was taken over by
collecting items for sales and raffles, their energy
and enthusiasm was never lacking whether it be
travelling long distances for meetings or standing
with collecting boxes in summer or winter outside
supermarkets or street corners. We became great
friends over the years, Edna and Fred were always
there with smiles and encouragement even when
we were facing difficult times. Geoff and | were
invited to Fred s 80th Birthday and we met his two
sons David and Brian along with their families.
They were indeed very proud of their family and
justly so, they loved them all dearly. We are
grateful for their friendship, on very rare occasions
Fred related some of his wartime experiences,
Fred was a Prisoner of War for some four years in
Italy and one can only guess at the strain of that
life on a young couple. However, Edna and Fred
could always be relied upon to be the life and soul
of the party. The National Meeting weekend at The
Cliffs Hotel in Blackpool a few years ago was quite
unforgettable for the fun we all shared, particularly
on the Saturday evening.

Fred and Edna Birch hold a very special place

in many MGA hearts; they will always be
remembered as friends, but also as two people
who were instrumental in establishing the Charity
for Myasthenics some 31 years ago.

Cynthia Buckley,
Derby

Our daughter was first diagnosed with Myasthenia
Gravis in 1981 when she was twenty one, we
knew nothing of the illness and we were unable

to find any information on it anywhere. In 1982 by
chance we heard a talk on Radio Merseyside by a
Mr Fred Birch who himself had MG and everything
we learnt about the illness and how to cope with
it came from that talk. We contacted Fred and his
wife Edna who were Chairman and Secretary of
the Merseyside Branch.

We instantly joined the Branch and spent many
happy years raising funds for the organisation

and awareness of the illness. Fred and Edna
attended every event and function, travelling miles
in all weathers. Their enthusiasm was infectious
especially at the jumble sales held in Crosby where
we all had many a good laugh selling goods, as
Fred made us into the type of happy workers
which were usually only seen in 1950 s musicals!
For many years we held a stall at Warrington
Disability Day and Fred was always a familiar

face amongst the punters even when Edna was
pushing him in a wheelchair. Fred did so much for
Myasthenia Gravis patients, always helping with
information about the illness. He organised many
talks with neurologists in Liverpool, they were a
great help to sufferers who were very unsure about
what the future held for them.

Fred will always be remembered as an inspiration
for the sheer hard work that he put in for the
Myasthenia Gravis Association for many, many
years.

Muriel and Fred Parry,
Cheshire

BRANCH RETURNS

The Trustees and CEO wish to pass on their sincere thanks to all the Branches
for sending their year end accounts to Derby so promptly and in time for the audit
this month. Your hard work is very much appreciated.

Thank Youl!




led by Dr John McConville who has recently been
appointed as a Neurology Consultant in The Ulster
Hospital Dundonald. He has a special interest

in Myasthenia and Muscle Disorders and spent
three years in Oxford working with the Myasthenia
Group (see Medical Matters pages). Dr Aisling
Fitzpatrick is a Neurology Registrar in Belfast

A new study of myasthenia and congenital and will be the main Researcher, funded by an
myasthenic syndromes in Northern Ireland is Ulster Hospital Research Fellowship. Professors
due to start in the coming months. The goal of Vincent and Beeson (Oxford) will be involved in
the study is to identify and describe all cases of some aspects of the study. Funding has also
myasthenia gravis and congenital myasthenic been granted by the Association Fran aise
syndromes in the population of Northern Ireland Contre les Myopathies, a French muscle disease
(1.7 million people). Because new types of research charity. We want to invite everyone with
myasthenia gravis (caused by antibodies) and myasthenia to take part. For the study to be
congenital myasthenic syndromes (caused by successful it is vital that we identify all cases. We
inherited genetic problems) have been identified intend to contact all potential candidates for their
in recent years, we plan to specifically look for permission to look through their notes. In this way

these conditions which may have been overlooked ~We €an confirm their diagnosis and get details
or misdiagnosed in the past. We hope to provide  about their symptoms.

the most up-to-date and accurate information It would be really helpful if any Northern Ireland

on how common these conditions are and how residents with a diagnosis of Myasthenia could
they present. This type of study can be very contact the research group with their details so
useful for medical staff to better recognise typical that they can be included in the database. E-mail
and unusual presentations of these disorders. to john.mcconville@royalhospitals.n-i.nhs.uk, or
Data is also invaluable to health care planners in post to Dr John McConville, Myasthenia Research,
determining how to provide appropriate health Ulster Hospital Dundonald, Belfast BT16 1RH.
services this should be useful not just in The research should take one to two years to
Northern Ireland, but also in the rest of the United complete and we intend to communicate the
Kingdom and in Eire. A new research group has results to participants via the MGA.

been set up to do the study. The research will be

‘U can help us...

Karen Clancy RO for
Ireland unfortunately
couldn t make the
team photograph.
Karen (pictured
above) is expecting
her baby in July.

Back row L to R Steve Annable, RO Lancashire and Yorkshire, Max Sherman, Office Manager, Chris Matthews, DNA Computing,
Anna Smith, RO Midlands and Anglia, Andrew Brown, RO North, Shona Kendrick, RO Northern Ireland. Middle row L to R Jackie
Thornhill, Events Co-ordinator, Jamie Caple, Support Assistant, Maria Martin, RO London, Steve Saunders, RO South East. Front
row L to R Laura Ferguson, RO Scotland, Rita Goldthorp, RO South West, Jane Knape, Assistant Office and Support Manager,
Joy Elliott, Accounts Assistant and Alasdair Nimmo, Chief Executive Officer.




