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Specialist MG Nurse

MGA is delighted to inform you that it is able to fund the continuation
of the post for the Specialist MG Nurse at the Walton Neurological
Centre, Liverpool for a further year. This is due in no small part to
you, our supporters.

Thank You

Oxford Medical Conference 2006

What a great turnout and response we have had to
this years Medical Conference at Oxford in April. The
weather was great (of particular bene t to those travelling
long distance) and we had people attending from all over
the UK and also from Ireland.

With no exception, everybody commented on how
well it had been run and how much they had enjoyed it
and learned from it. All the events were well supported
and there were loads of people touring around the
laboratories.

A round-up of the Questions and Answers session
can be found on page 3 onwards - many thanks to
Professor Nick Willcox for providing this. Nick had
also replied individually to all those who had supplied
written questions beforehand. This was a labour of love
on his part and is much appreciated. Details of Dr Jon
Sussman s research activities can be found on Page 7.
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Editorial...

Message from the MGA Chairman

We recently gave the MGA Gold Award for
achievement to Sister Eve Goodger, who will
soon retire after many years dedicated service as
the Specialist Myasthenia Nurse at the Radcliffe
In rmary, Oxford. Eve s work has demonstrated the
value to myasthenics of having a specialist nurse
working in the clinic in support of the consultant
neurologists and other medical specialists. MGA
has been meeting the costs of this post for some
years and it is a high priority for us to ensure that it
continues.

More recently a specialist myasthenic nurse post
has been created at the Walton Neurological Centre,
Liverpool. Ms Kate Fraser has been working with
the specialist medical staff at the Walton Centre,
and several other clinics in the north of England,
for about 18 months. In that time she has proved
the value of this post to myasthenics and to her
medical colleagues - value demonstrated by the
large volume of favourable comments received by
the MGA from branches and individuals in the area.
This work has been funded by donations from a
commercial sponsor, but that funding is no longer
available. Because MGA values the contribution
made by these specialist nurses to the health and
welfare of myasthenics, the Board of MGA has
decided to provide funds for this post for a further
12 months.

We would like to continue to fund the work of these
nurses in the future, and, if possible, create similar
positions in other parts of the UK and Ireland.
Although this is a high priority for MGA, it will be
dif cult if we do not secure funding to support it.
The Board and management of MGA will be doing

Motability

Over 400,000 disabled people currently use the
Motability Schemes but some 1.2 million are
eligible to join but haven t yet taken advantage of
doing so, simply because they may be unaware
that they can. Motability is a national charity
supported by the Dept of Work and Pensions. If
you would like more information then call 01279
632067 or visit their website at www.motability.
co.uk.

their utmost to raise the money needed to secure
these posts, and | know we can count on your
support in doing so.

Peter Finney
MGA Chairman

Gerrard McMahon

Gerrard McMahon, MGAs Head of Regional
Development has now left us to work for another
charity called Turning Point - The UKs leading
social care organisation which provides services for
people affected by alcohol and drug misuse, mental
health problems and those with a learning disability.
He will be responsible for heading up its Community
Fundraising Programme.

Gerrard said | have had a great time working for
the MGA, but | now feel it is time to move on. |
have seen many changes in the past 10 years;
perhaps the most important for me personally was
the doubling of the number of branches in the past
5 years and our successful partnership with Adshel
the media company. | would like to thank all those
who have supported my efforts at generating funds
and raising the pro le of MGA, all the ROs and the
team at Derby. Things will be very different working
for a large charity such as Turning Point, but | will not
forget my time with the MGA and who knows, there
may be joint ventures that we can work on together
in the future.

Ed. Good luck Gerrard. We all wish you every
success for the future.

More Help For Carers

If you are a carer then it is important that you
understand what is and is not available to you.
Carers who are entitled to relevant bene ts such
as Carer s Allowance, Income Support as a carer
or Child Bene t for a child under six, will build
up the State Second Pension automatically. If
you are NOT in this category then you owe it to
yourself to check what is available.

Call 0845 7313233 or visit their website at:
www.thepensionservice.gov.uk
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...Questions & Answers

The Medical Conference 2006

Summary of the MGA Medical

Conference 2006
Compiled by Professor Nick Willcox

The conference started on an ideal foot with a
masterly review by Dr David Hilton-Jones about
the activities of the Muscle and Nerve Centre* at
Oxford, which is funded by the Muscular Dystrophy
Campaign (MDC). A virtual rather than a physical
Centre, it uses the skills of many experts to treat
patients with a wide variety of diseases. These range
from the Muscular Dystrophies (whether starting
in children or adults) to autoimmune conditions
like polymyositis and even alcoholic neuropathies
(mainly in the middle-aged). The experts range
from Neurologists and Genetic Counsellors,
through specialists in EMG and biopsies, to a
Physiotherapist, a Research Nurse and an MDC
Care Advisor .

*David has summarised the parallel work of the
MGA/MDC Myasthenia Centre in the Autumn 2004
Edition of the MGA News.

Our President, Prof John Newsom-Davis, then gave
an exciting talk about the upcoming Thymectomy
Trial. It is already summarised in the last two
editions of MGA News (Winter 2005 and Spring
2006). John then had the happy task of presenting
the MGAs Gold Award to Sister Eve Goodger, who
has been the MGAs very own Research Nurse in
the Oxford Centre since it started. Before that, she
was the chief Plasma Exchanger at the National
Hospital (Queen Square) for almost ten years, so
she has been a key worker for Myasthenics for over
25 years in all. As described in MGA News (Spring
2005), she has also been an extraordinarily good
friend to many patients.

For the Question and Answer session, John
and David were joined by Dr Marguerite Hill (now
at Swansea) and by Ms Jane Stein , the Muscle
and Nerve Centre s Care Advisor who replied about
accessing Bene ts.

NB: We ve added a few extra points in italics that
weren t actually said on the day. The questions fell
into these main groups:-

A - About unusual symptoms in MG;

Q 1: Can we help with cramps, especially in the
calf muscles or hands, but even the eyelids?

A: Cramps are very common in healthy people.
They can be worse if the dose of Mestinonfi is a
bit too high.

Q 2: Can MG cause memory loss?
A: No, because the antibodies dont get into the
brain.

Q 3: Can a tumour or a blood clot in the brain mimic
MG?
A: Yes: especially if speech and/or swallowing are
the main problem, strokes are occasionally the
rst suspects in patients who eventually turn out
to have MG. That is much too rare to justify routine
tests for MG in all stroke patients or routine brain
scans when MG is suspected.

B - About the long-term outlook in MG

Q 4: Does MG tend to remit, to burn out or to get
worse? Can it be a life sentence?

A: MG usually reaches its worst within the rst 5
years or so; some time after that, there is a good
chance that it will gradually subside. After its rst
3 years or so, there is roughly a 1/40 chance of a
remission each year. BUT many patients do need
long-term immuno-suppressants. The good news:
these drugs do not lose their power as time goes
by, and MG rarely shortens life nowadays.

Q 5: How can the damaging autoimmune reaction
last so long?

A: One key feature of normal immune responses is
their long-term ‘memory’ — which protects us for
decades against a re-infection with the same germ.
‘Memory cells’ normally go dormant when the germ
is cleared: alas, when the target is part of our own
muscles (etc), it goes on re-awakening the memory
all the time, so perpetuating the response.

C - About monitoring changes in MG

Q 6: Are there any blood tests to show whether |
need more or less treatment?

A: Much the best yardstick is how strong you are,
so thats what we use to guide drug dosing. In
practice, the antibody tests aren t very useful.
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Questions & Answers...

D - Possible causes of MG

Q 7: What research has been done on possible
genetic or environmental triggers for MG? Why
aren t more surveys done (eg at Conferences) to
search for them?

A: We still know very little, but there is one risk factor
for MG among the tissue type genes that control
how immune T cells recognise their targets. That
particular gene cluster is commoner (about 70%)
in young-onset MG patients than in healthy people
(about 25%) and it is also commoner in people
with autoimmune diabetes or thyroid disease.

Several teams have looked for footprints of viruses
in MG patients, but found nothing, though they
could very easily be missed. One drug that was
used for rheumatoid arthritis D-penicillamine

clearly can provoke typical MG in some people
(usually with a different tissue type). Dr Hill’s research
suggested that it tricks some immune ‘T cells’ into
attacking something in muscle that looks similar to
them. In the Far East, there are many more very
young children with MG than in Europe — we would
love to know why.

Because people cant always remember things
from a long time ago, getting valid results from
questionnaires is much easier said than done,
though Dr Jon Sussman in Manchester is planning
to try. Also, it is all too easy to skew the results;
doing surveys at Conferences might even introduce
biases (eg, against MG mums too busy to attend).

Q 8: Can MG be inherited? Might other autoimmune
diseases in the family be another risk factor?

A: Its extremely rare for autoimmune MG to strike
twice in the same family. BUT MG patients very
commonly have close blood relatives with other
autoimmune diseases with the same risk factor(s)
(ike diabetes). There are probably other more
general autoimmune genes ; these seem usually to
come from the mother (unlike most bad qualities).

NB: Each of these factors increases the risk only
modestly eg from around 1 in 10,000 to around
1in 2,000 not nearly enough to stop you having
children. Whats more, each time new blood
marries into such families, it should dilute the risks
quite a bit.

E - About treatments: general

Q 9: What are the chances of a complete cure?

A: Alas, there s nothing just round the corner. First
of all, we need to know the cause(s).

Q 10: Any advice about diet?

A: In general, its wise not to get overweight. Also,
dif culties in chewing and swallowing may make it
hard to take a balanced diet. You can get advice
on that from Dieticians, and from them or Speech
Therapists on preparing softer, sloppier meals.

Q 11: Any suggestions about complementary
treatments?

A: Nothing speci c, because there is no published
evidence on any of them in MG. However, if they
are safe and you can afford them, there is no harm
in trying some carefully, to see if they help you. For
example, anything that helps you relax may enable
you to make the most of your weak muscles.

Q 12: In anti-MuSK patients, are there any
alternatives to steroids?

A: We are still feeling our way, because this MG
subgroup is rare  only about 5% of all MG in the
UK and has only been recognised so recently.
Their MG can be hard to control, but it certainly can
respond to steroids +/ azathioprine. If those fail,
there are more drastic immuno-suppressants that
may, in time, turn out to be better. [The MuSK test
is best requested by Neurologists.]

Q 13: If Bird Flu arrives, should | stop taking my
treatment?
A: No, you will probably need all your strength.

- About Mestinonfi

Q14: Can MG affect the water-works ?

A: Not by itself, but Mestinonfi quite often makes
patients want to empty in a hurry.

- About immuno-suppressants:

in general, remember that many of the side-effects
come after long-term use and/or at high doses:-
Q 15: Can the side-effects outweigh the bene ts?
A: For most patients, we can adjust the balance
so that they can lead a reasonably full life without
too many snhags from the treatments. If one drug
causes trouble (eg Azathioprine), there are now
several others that can be tried instead. Some
side-effects can be avoided, eg, with other drugs
to prevent the bone-thinning from steroids.

4
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...Questions & Answers

- Steroids:

Q 16: For someone taking steroids daily, is it easy
to change to every other day?

A: Yes, but only under medical supervision; we
might need to juggle the doses at rst (eg, going
from 20mg daily to 30mg one day and 10mg the
next before 40mg and Omg).

Q 17: If I am in remission, can | give up taking
immune-suppressant drugs?

A: Yes, you can try but only under medical
supervision. It must be done carefully: even if the
dose is low, relapses are common.

Q 18: Can | use steroids as back-up treatment for
asthma?
A: Yes, that should be no problem.

Q 19: If steroids can damage muscle, can they also
affect the heart?

A: In all our experience of muscle damage caused
by steroids, we have never seen any effects on the
heart.

Q 20: If Ocular weakness hasnt improved with
Mestinonfi, steroids and azathioprine, what next?
A: Obviously, we d need to be sure the diagnosis
is right! If it is, you can use ptosis props or Lundie
Loops* to keep your eyes open, but you must
take care to close them regularly to avoid damaging
them. For double vision, you can use an eye-
patch, or a prism in one spectacle lens. If your
ocular weakness is constant from day-to-day and
year-to-year, you could consider having surgery to
correct a squint. Finally, could you just learn to live
with the problem?

*Mr JB Lundie is now at 3, Nant Celyn, Crynant,
Neath, SA10 8PZ.

Q 21: Can steroids cause diabetes?
A: Yes, but it can usually be controlled by diet and
tablets without insulin.

Other immuno-suppressants:

NB: Much of whatwe know especially about rare
snags comes from the longer-term experience in
transplant patients. Do remember things may not
be exactly the same in MG.

- Azathioprine:

Q 22: How does it work?

A: By blocking production of new DNA, it stops
cells from proliferating a key feature of any active
immune response. Alas, the cells that make the

damaging antibodies in MG turn over so slowly
that Azathioprine takes a year or more to cut their
numbers down.

Q 23: What side-effects can it cause?

A: In general, Azathioprine is very safe, BUT a few
people can t break it down well, and are more liable
to the side-effects. The commonest are depression
of the liver or the blood-forming cells (in the bone
marrow): regular blood tests are needed to check
on those. In the long-term, Azathioprine can also
increase the risks of benign skin growths caused by
the warts (papilloma) virus, and of local skin cancers
caused by too much sunshine. Transplant patients
taking it seem very rarely to get lymphomas,
but we re not sure if that happens in MG. In most
patients, the bene ts far outweigh these low risks.

- Mycophenolate mofetil (CellCeptfi)

Q 24: What are its bene ts and problems?

A: It has only come into fashion for MG very
recently, so we need more hard evidence before
we can say anything de nite. If we are lucky, it
may prove to be most useful in people who can't
take Azathioprine, or need something that kicks-in
sooner. It is not considered safe in pregnancy, and
should be stopped 3 - 6 months in advance. Side-
effects include depression of liver, blood-forming
cells or kidneys, stomach ulcers/ bleeding and
possibly a risk of tumours.

- Cyclosporin A

Q 25: Might it help?

A: It is another powerful immuno-suppressant.
Since it nips immune reactions in the bud, it may
be more suitable when they are synchronised (eg,
after a transplant) than in such a gradual process
as MG. But it did seem to work in one early trial in
MG, and it might help patients to cruise on lower
doses of steroids. It can have quite serious side-
effects, eg, on the kidneys, liver, bone marrow,
blood pressure or cholesterol.

- Other treatments

Q 26: Can any drugs help to revitalise thin bones
and not just prevent bone-thinning?

A: Alas, we dont have the ideal drug yet. The
biphosphonates are used mainly for prevention,
but we see some signs that they can increase bone
density. They too must be stopped 3 - 6 months
before any pregnancies.
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Questions & Answers...

Q 27: As statins can weaken muscles, what can
MG patients take for high cholesterol?

A: Effects of statins on muscle are rare, un-
predictable and no worse in MG than in healthy
people (they can be painful). If need be, there is a
different drug with similar effects ezetimibe.

Q 28:. Has there been any research on anti-
depressants in MG?

A: We ve not heard of any. We could well imagine
that a rising mood might make your MG seem less
of a burden.

Q 29: My husband was given Atropine when his
heart stopped after an accident, and it helped him
recover. Its Drug Lea et said it should not be given
to MG patients: how did he get away with it?

A: ThatLea et was wrong. Atropine does not affect
the voluntary muscles that MG weakens but only
the automatic muscles in the guts, bladder, blood
vessels etc. In fact, it is sometimes used in MG
to calm these down if Mestinonfi is making them
over-active.

Q 30: | had a near crisis three days after a general
anaesthetic. How long should MG patients be
monitored after operations?

A: We suspect that crisis may have been
coincidence. MG does make people much
more sensitive to the muscle relaxants used for
deep operations, so you must make sure the
Anaesthetist knows about your MG. But all of
that should wear off by the next day, so we dont
normally recommend close monitoring after about
24 hrs.

E About accessing Bene ts

Q 31: 1 am 87 and almost completely disabled by
my MG; | nd shopping specially challenging. Even
so, Attendance Allowance (AA) has been refused
point-blank.

A: To qualify for AA, you must need frequent
help with personal care (washing, dressing etc):
your mobility is not taken into account, alas. You
could get yourself assessed by Social Services for
other help, eg a Home Carer. If need be, consult
the Citizens Advice Bureau (CAB) as well as Age
Concern and Help the Aged.
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Q 32: My applications for DLA have twice been
turned down. My Council knows | can t get in and
out of the bath, and need a shower, but nothing
has been done. What can | do?

A: If your house belongs to the Council, you, or your
Occupational therapist, need to keep reminding
them: if not, the CAB etc can suggest other ways
for owner-occupiers to get help. It is well worth
getting expert advice and appealing against the DLA
decision the chances of success are surprisingly
high. To get DLA, you must claim before your 65th
birthday.

F About pregnancy

Q 33: Are there concerns about pregnancy in
MG?

A: Yes: before starting a pregnancy, it is wise to
make sure your MG is under good control, and
to get down to the lowest doses of the drugs you
need. While it is now accepted that Mestinonfi,
steroids and azathioprine cause no harm to the
unborn baby, other immuno-suppressants may be
more risky.

*kkkkkkkkkk k%

After lunch, there were Workshops on Treatments
(Dr David Hilton-Jones), Research on the
Myasthenias (Dr Marguerite Hill), Bene ts and
how to access them (by Jane Stein) and on First
Contacts in Branches for new Members (John
Mason). We got extremely good value from all of
these kind friends.

PS. Checklist for anyone asking Questions in
general: it helps us a lot to know the patient’s:-
(a) age; (b) Myasthenia type (which of the known
antibodies do they have) and (c) the main treatments
they are taking for it.

*kkkkkkkkkk k%



...Medicine Matters

*

Neurological
Centres, UK

There are nine
specialist neurological
centres in the UK

Hope Hospital
Manchester

Walton Centre
Liverpool

Hallamshire
Shef eld

Guys Hospital
London

Newcastle General
Newcastle

Southern General
Glasgow

Western General
Edinburgh

Radcliffe In rmary
Oxford

Wessex Neurological Centre
Southampton

*
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The Greater Manchester Myasthenia Clinic
at Hope Hospital, Salford.

Patient care and research activities.

Dr Jon Sussman writes

How did we get here?
For many years, neurologists looked after MG
patients in general neurology or muscle clinics in
the various Neurology Departments across Greater
Manchester. In2001, these were amalgamated onto
asingle site, the Greater Manchester Neuroscience
Centre at Hope Hospital in Salford. Thats where Dr
Mark Roberts and | joined forces soon afterwards
to start a single clinic dedicated to looking after
MG patients from the teens onwards. Since then,
colleagues across the region have referred patients
to usfor help in diagnosis and management. We are
fortunate in having two experts, Dr Andy Marshall
and Dr Hussain Bangash, who carry out nerve
stimulation and single- bre EMG tests to identify
faults in electrical transmission from nerves to
muscles, tests that are often crucial for diagnosis.

Since then, the clinic has expanded; fortunately,
we have the space to see patients on a monthly
basis or between clinics on the wards, so that we
can tailor their supervision to their individual needs.
Whats more, Trainee Specialist Registrars attend
the clinic to learn about MG before becoming
Consultant Neurologists. We are also very lucky
to have the help of Staff Nurse Amanda Woodall
who is developing a special interest in myasthenia.
In 2005, Amanda and Kate Fraser, MG Nurse in
Liverpool, started to run educational Question-and-
Answer sessions about myasthenia which are held
at Hope Hospital. They have been very popular,
despite the quality of the refreshments.

What Research is done here?
The clinic is the focus of much research aimed at
improving the care of MG patients and improving
our understanding of their condition. Here are
some examples:-
(a) To focus on the safety of a Quick-start
Pyridostigmine (Mestinonfi) rdgime, the 246 Study
was run jointly between neurologists in Liverpool,
Birmingham and Manchester.  Mestinonfi was
given at 30 mg twice daily for 2 days, then 30 mg
ve times daily for 4 days, then 60/30/60/30/60
mg per day for 6 days, then 60 mg ve times daily
after that. This rst-line drug acts by blocking the
breakdown of the chemical signaller (ACh) o]
giving it a better chance of triggering weak muscles
through their ACh receptors. The same ACh also
stimulates our automatic muscles and glands in




Medicine Matters...

the guts, bladder etc; since the receptor is completely
different, these functions are not directly affected in
MG. But Mestinonfi can also make the stomach or
bowels over-active, as many of you know too well.
Despite a few side-effects, the Quick-start rdgime
was well tolerated by 87% of patients, so we are now
more con dent in using it when its needed.

(b) Mycophenolate mofetil (MMF) (alias Cellcept
fi) is a powerful immuno-suppressive drug. It was
originally used to control rejection of transplants. Like
azathioprine, it slows production of new DNA and
so reduces proliferation of cells a key feature in any
active immune response and many autoimmune
diseases. As you know, Dr Jackie Palace (in Oxford)
showed that azathioprine helped MG patients to
reach lower cruising doses of steroids in the end.
Alas, it can take over 12 months to kick-in , perhaps
because the immune cells turn over more slowly in
MG than after transplantation. In early/ small studies,
MMF seemed to be effective in MG. Whats more, in
Manchester we got the impression that it may start
working sooner than azathioprine. If thatis con rmed,
it might allow earlier tapering of steroid doses, giving
less time for their side-effects to build-up. Since no
one neurologist can treat enough patients to get a
full picture of the pros and cons of any new drug,
we have joined a multi-centre study on MMF. All the
(MG) patients are started on steroids until their MG
has come under control: then some of them are
given MMF and others get dummy tablets (placebo).
The steroid dose is then reduced and recorded (of
course). The key questions are:- is the nal steroid
dose any lower in the patients given MMF; is their
total steroid consumption lower? Since the steroids
are tapered down quite rapidly, we should also be
able to tell whether MMF really does kick-in sooner?
The study results should be available in the early part
of 2007.

(c) As you know from the last two issues of MGA
News, our President, Prof. John Newsom-Davis, is
masterminding another multi-centre trial; we are one
of the 50 centres around the world. The trial aims to
test whether thymectomy really does work in MG.
The operation came into use in the 1940s ie.
long before the current demand for hard evidence
that such treatments really do work  evidence we
still dont have after all these years (believe it or
not). Again, the acid test will be whether it enables
patients to cruise on lower total steroid doses. We
are starting to recruit patients now: the nal results
are expected only after about 8 years. (Some
wag suggested that the Pensions Agency should
use Johns work on the Trial as proof that people

shouldn t retire until they re at least 80).

(d) Perhaps our most exciting research has been
with EN101 (now renamed Monarsen after Mona
Soreq who invented the treatment). The results of our
pilot study were published in MGA News in Autumn
2003 (you can nd it on the MGA website). We also
explained there that Monarsen works by turning off
the gene responsible for breaking down the ACh; if
so, this anti-sense alternative to Mestinonfi should
also soup-up muscle triggering. Indeed, sixteen of the
eighteen patients given Monarsen did seem to bene t
from it, some quite dramatically, and it didnt have
any obvious side-effects. Interestingly, one of them
responded very well to Mestinonfi but not at all to
Monarsen, so we are not simply testing a space age
Mestinonfi. The study wasn t set up to compare the
two drugs, but we did see hints that some patients
found Monarsen mare effective: in theory, it might act
for longer. To allow de nite conclusions, we need
a bigger, more controlled study with different doses
and comparing it directly with Mestinonfi. A second
study is scheduled in Manchester for June 2006,
and we will be recruiting people with generalised
myasthenia, who are taking at least 3 Mestinon
tabletsfi and who have some continuing muscular
weakness, to try to answer some of these questions.
Everyone on the study will be admitted to hospital
overnight to withdraw from Mestinonfi, and to start
on Monarsen. Everyone will be reviewed once a week
for 7 weeks to measure their muscle strength. We
would be happy to recruit people with myasthenia
from outside Greater Manchester who are prepared

to travel.

If you are interested in being
involved, please contact
Dr Sussman at Hope Hospital.
You can make contact by
telephoning 0161 206 4591, or
you can write to Dr Jon Sussman,
Department of Neurology, Hope
Hospital, Stott Lane, Salford,
Greater Manchester M6 8HD.

*
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...Medicine Matters

Butdon tgettoo excited: however promising it looks,
we would still need an even larger study before it
goes on general release. Alas, many promising new
drugs turn out in large trials to have serious though
rare side-effects. All the same, we are very excited to
be involved in this interesting work, though cautious
about predicting the drugs future.

How will the clinic develop in the future?

We would like to offer a specialist service to patients
outside Greater Manchester; also to expand our
Nurse-led educational programme  specially for
those newly diagnosed with MG. We have also
been collecting DNA from patients, and hope to
collaborate with other MG specialists on why certain
people get the condition, and why its severity varies
so much between patients. So, there is plenty to
do. We are just putting the nishing touches to a
study on admissions of MG patients to the intensive
care unit. These seem to be signi cantly fewer now
that drugs like azathioprine and MMF are in wider
use. So, things are getting better for people with MG;
lets make sure we keep that up combining the
efforts of the Patients, the MGA, the Nurses and the
Neurologists.

Meyer John ( Nick ) Lange
Appreciation of his Life
5 Aug 1912 - 27 Nov 2005
MRCS LRCP (London) 1935; FRCS 1947
(Edinburgh); Consultant

Thoracic Surgeon Royal Free Hospital.
You may remember our sad notice of Mr Lange’s death last
winter, where we also promised a fuller appreciation of his life.

| know that many of our readers will be tremendously
grateful to Mr Lange for all the work he did - not only
for the myasthenic community but especially also for
our Charity - both of which stretched over a great
number of years. His patients will remember his quiet
voice and his care beyond the call of duty on the
wards of the New End Hospital in Hampstead and
The Royal Free Hospital in Pond Street. Mr Lange
instilled hope, con dence and courage in the early
days when the outlook was so bleak, and this was an
enormous factor in helping them to ght myasthenia
gravis. It was Mr Langes love for his fellow man,
of course, that rst veered him towards choosing
medicine as a career.

Originally from South Africa, he trained at Guys
Hospital. During the second world war, he deferred
qualifying as a surgeon so that he could volunteer
care for the British servicemen ghting the enemy and
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give comfort and help to the many af icted with the
dreadful wounds of war. Returning from the war, Mr
Lange completed his surgical training and decided
that people suffering from myasthenia gravis needed
that extra special care. He corresponded with his
patients at least twice a year. One was always his
patient and a call to the hospital would provide the
answers to many concerns.

Mr Lange and Professor Simpson were instrumental in
bringing this Charity into being; the rst list of patients
whom the Charity contacted was provided by these
two special gentlemen. Mr Lange was Chairman of
the Charity for many years and his presence at every
meeting, whenever and wherever they were held,
was invaluable. His vast knowledge was immediately
available to all. Also, some of our members will
remember that, when they were having dif culties
in diagnosis and treatment, they could just arrive at
2pm the rst Tuesday in the following month and
see Mr Lange without a prior appointment, provided
that they were able to get a referral from their GP or
consultant.

Mr Lange was always supported by his wife, Joy,
who travelled with him to all Regional Meetings and
AGMs up and down the country. She too became
part of the MG Family . We will always be grateful
for his love, care and support to all who suffered from
myasthenia gravis and especially to the families and
supporters who were never forgotten by him. | am
sure that all who had the good luck to know and love
him will remember him with the greatest gratitude
and affection. A true gentle-man, he will never be far
from our thoughts.

God bless his memory.

Ed. Not surprisingly, we have received several
generous donations in Mr Lange’s memory and
clearly there are many who share the sentiments
expressed above.




For several years | have
complained that at certain
times Mrs Gravis shouts
at me. Not the having a
row kind of shout, but the
poor old buffer is deaf
» kind. Other noises such as
passing vehicles or people
talking at parties are
deafening and drown out other sounds completely.
Musical concerts are agony; Mrs Gravis now makes
these a girl s night out with her friends, whilst | have
a silent night in. My GP arranged a hearing test,
but this only revealed a loss of hearing in the range
of the female voice, which explained Mrs Gravis
claims that at times | didn t answer her when she
spoke. Well thats my story.

This state of affairs went unexplained for many
years until, during a break at an MGA meeting. |
was sitting talking to a couple of myasthenic friends
and a friendly bof n from Oxford. Everyone seems
to shout at me these days complained Carol,
even cars seem to make more noise . We chatted
further about the problem and it seemed that all
the myasthenics in the group had at one time or
another experience the same thing. Oh, you are
talking about hyperacusis said the bof n, Its a
condition often encountered in myasthenia . This
may be so, but further research indicates that in the
UK it is not commonly considered in connection
with MG.

In basic terms, hyperacusis is a defect in the ears
automatic volume control system. It seems that the
same myasthenic muscle weakness which affects
other voluntary muscles can also affect two small
muscles in the inner ear; the ones which help to
moderate sound levels. Although they seem to
work automatically, they actually belong to the
voluntary group (like the ones we use to breathe).

Totry and nd out more | had a look on the internet.
The RNIDs medical fact sheet says, If you have
hyperacusis you will have an increased sensitivity
to the sounds that most people are able to tolerate.
People with hyperacusis are not all affected by
the same type of sounds ; well that sounds very
familiar. It also says, If you have hyperacusis you
may also have tinnitus. This is the word for noises
that some people hear in the ears or inthe head ,
such as buzzing, ringing, whistling, hissing and
other sounds . Yes, got that too, even when sober.

Finally | read, If you have hyperacusis you are likely
to have normal hearing: however, you may have
dif culty understanding speech in noisy places,
such as a train station. | am only too familiar with
that and also frustrated by it, as is Mrs Grauvis.

Using three different search engines (for the bene t
of those like Mrs Gravis who will have nothing to
do with nasty computers, these are the gismos
that ferret out where information is located on the
web) and found that the UK sources offered did
not make detailed reference to hyperacusis and
MG, using the American US based sites | found
much more. In fact there some doctors suggest
audiotympanometric tests, the posh name for
hearing tests, as a diagnostic tool for MG.

Why is it not widely considered in the UK? Perhaps
it is something that patients fail to mention, putting
it down to other things like the poor old buffer
is deaf . Also, although it is very distressing, it is
not potentially life-threatening in the way that
myasthenic weakness of the respiratory or mouth
and throat muscles can be.

What is the remedy for hyperacusis? | suspect that
if your hyperacusis is due to MG, then the answer
is good control of your MG. If the Stapedius, along
with Tensor Tympani, which is a muscle of the
middle ear, are strong, then there should be an
improvement. The RNID warn against the use of
earplugs or earmuffs saying that in the long term it
could make the problem worse. Bang goes another
excuse for not hearing Mrs Gravis.

If you have experienced hyperacusis, please let me
know, care of MGA HQ or you can email me direct
at gravis@mga-charity.org.

To my friend in Ireland whom | met at the Oxford
conference, thank you for your kind words and |
am still that man in our village that has the missing
grabits and not myasthenia gravis.

May 2006

References:

RNID - www.rnid.org.uk

Morioka WT, Neff PA, Boisseranc TE, Hartman PW,
Cantrell RW.

Arch Otolaryngol. 1976 Apr;102(4):211-3.
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On The Diagnostic Roundabout

Readers may recall that we invited people to write in
and let us know of how their diagnosis occurred. We
have had a number of very interesting replies but far too
many to include in any one single edition of the MGA
News. Therefore it is intended to include one reply in
each edition.

Dear Sir,

| am most interested in the list on Page 4 of the current
[Winter 05] edition of the Newsletter. It seems to me
that it would be most valuable if a list of the examples of
mis-diagnosis of MG were to be kept prominent and in
front of everyone involved.

The seven items you list are surely only a beginning! My
diagnosis was delayed for months because of the sort
of unfamiliarity with MG symptoms you describe. Over
a period of months two doctors and a very experienced
practice nurse assured me that what | had was Bells
Palsy and that it would clear up by itself. When this
did not happen my wife insisted on something being
done; when | eventually reached a consultant as an
outpatient, the consultant took one look at me and
within minutes had me in a bed in a neurological ward.

Treatment started that same evening and has continued
ever since.

| think it is likely that many other MG patients have lost
precious time because of the resemblance of some MG
symptoms and those of Bell s Palsy.

Yours sincerely

Eric Lomax

(Age nearly 87)

(Ed. You are quite right Eric with your suggestion and
this is why we are constantly battling with our Awareness
Campaign, not just lobbying Government for nance and
support, but also holding meetings and conferences for
the medical profession such as that in Belfast. However,
there is a practical side to this. If every GP kept a list
of misdiagnoses in front of him/her for EVERY disease
then how would that really help. | would suggest that
after an initial read it would hardly be looked at again. |
may be wrong, but | think it is far better to EDUCATE
and keep MG forward in their consciousness and this is
what we here at MGA strive to do each and every day
on your behalf. Thank you for your feedback.)

“You Me and Myasthenia Gravis -
Third Edition (ISBN 0-9693955-2-3) 194pp” Book reviewed by Gravis

Deborah Cavel-Greant is a Canadian author and
journalist who became interested in MG when it
was thought that she had the condition. In fact it
was later shown that she had the inherited condition
Hypokalaemic Periodic Paralysis (another of Dr Mary
Walkers interests, by the way). First published in
1988, this third edition has been revised to bring the
reader the latest information on MG and its treatment.
The medical editor is Michael Nicolle, MD FRCPC, D.
Phil, Associate Professor in Neurology, the University
of Western Ontario, London, Ontario, Canada, and
Director of the MG Clinic and EMG laboratory at the
London Health Sciences Centre, Ontario Canada.

The book is well laid-out and readable, and provides
something for everyone whether you are looking for a
detailed medical explanation or a simple guide to coping
with MG. Re ecting the Authors own background, it
is strong on the underlying science, especially for the
inherited myasthenias, even describing the rst known
family with one of these syndromes. On the other
hand, it is slightly short on MG with thymoma and on
anything historical (eg, no mention of Mary Walker),
and it has no index.

The book is particularly good from the Patients point
of view, and for women/mothers. With the help of
myasthenic patients, who shared their stories with her,

there is a wide range of handy hints and ways of living
round MG. There is even a recipe for a fruit smoothie,
ideal when you are having swallowing problems and
need a healthy food.

Of particular help to the newly diagnosed is the chapter,
Whatdoldonow? Itdealswithreactions, both personal
and family; ways of coping and equally importantly what
not to do. There is a deep understanding of how it feels
to have MG, | particularly empathise with the words, It
is sometimes disheartening for the myasthenic to hear,
But you look so welll No one wants to look sick, but
somehow it s hard not to feel defensive when it s subtly
implied that you couldn t possibly be as sick as you let
on. Because myasthenics do tend to look better than
they feel, its easy for others to assume that they are
capable of more than they are.

You Me and Myasthenia Gravis is a valuable handbook
for patients learning to adjust to and manage MG. It is
available from the publisher via the internet, the address
is - www.youmeandmg.com. The price, mailed to the
UK, is $19.99 + $12.50 postage. You can also order
by post by sending a cheque or money order to:
KU:REH Press P.O. Box 34031 Unit P55, 1610 37th St
SW Calgary, Alberta Canada T3C 3WO0

If you have any problems getting a copy please let
Support at Derby know.

11
MGA NEWS - Summer 2006



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,

| saw your article about the
30th Anniversary and | am
attaching a short poem | have
written to sum up what having
MG and belonging to the MGA
has meant to me. It may or may
not be suitable for publication,
please see what you think!
Kind regards, Denise Langley
Chessington, Surrey

(Ed. It is very good, Denise
and we have published it right
here.)

MGA - Strong Against MG

Did you dream you d get an iliness of which you d never heard?
One named so bizarrely that you couldn t spell the word?
Not listed by insurers well, it s really too obscure .

As your GP says, You re pretty rare and Sorry, there s no cure .

Your lips can t smile, your eyelids droop, your speech is thick and slurred.
Your doctor has no reasons as to why your case occurred.
Some days you wade through treacle as you struggle to get t
And your dinner clogs your mouth up when you try to swallow it.

But given medication, good advice and friends support,
You Il nd you start to laugh again, and do more than you d thought.

You learn to nd the positives, keep MG in its place,

Dear Editor,

First may | congratulate the
MG Committee and all the
supporters of the Association
for their 30 years of dedicated
support of the myasthenic
community.

The history of MGA going back
to 1976 is not quite correct, the
Association started then as The British Association
of Myasthenics . It began when Mr Geoff Buckley
approached the Lancashire Branch of Myasthenics,
already set up by Mrs Dorothy Clark of Lytham under
the umbrella of the Muscular Dystrophy Group. Mr
Buckley s idea was that an independent organisation
was needed, purely for us myasthenics. The name
of Myasthenia Gravis Association came somewhat
later.

With Geoff Buckley as advisor, John Spencer as
Chairman, Mary Malone as Treasurer and myself as
Hon. Secretary, we set off in pursuit of registering
B.A.M. with both the Charity Commission and the
Lancashire County Council. It took several months
of back and forth correspondence from me before
receiving the news that our Association had become
an of cial charity. That was in December of 1976.
Much credit for the birth and success of the MGA
goes to Geoff Buckley, but lets not forget the others
of us who were there at the beginning, i.e. Ina Wilney
(Wildney), Cynthia Buckley, Audrey Blackburn and

Grin wildly in your heart when there s no smile upon your face.

So make the most of stronger days, and build in times to rest,
Use MGA s experience and nd out what works best.
And when your head feels heavy and begins to droop a touch,
Just tell yourself, your neck s not weak, your brain just weighs too much!

Denise Langley

the ones already mentioned, apart from myself and
Dorothy Clark all non-myasthenics; a fact that made
their efforts more commendable.

| am sorry to read of the death of Mr Lange. |
remember when we met him at the Royal Free
Hospital in London, but more particularly | remember
Geoff, John Spencer and myself being summoned
to Preston County Hall by the Lancashire County
Council Social Services Department to meet with
their representatives, also Mr Paul Walker and Mr
Lange from the Muscular Dystrophy Group, to explain
why we felt that there was a need for an independent
organisation for myasthenics. It is now quite obvious
that we did that successfully.

| wish the Association well for the next 30 years and
beyond.

Albert Blackburn

A founder member of the former B.A.M.

(Ed. Thank you Albert. | would imagine your letter
and the names you mention will bring back memaories
to lots of people.)
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Dear Friends and Members,

After working for 38 years underground | was made
redundant at the age of 54. | was looking forward to
a nice relaxing and enjoyable retirement. | had just
bought a new car and | had my redundancy money
in the bank. Then bang! My wife and | were having
a cup of tea and a sandwich when she realised
something was wrong. | hadnt eaten anything. |
found that | could not bite or swallow - this was the
start of my MG.

After seeing a doctor and making endless trips to the
hospital, | was being treated for everything exactly as
it said in your newsletter. After about 14 months |
was sent to Morriston Hospital to see more doctors.
| gave blood and had x-rays taken of the back of my
neck. The doctor informed me that within 3 weeks he
could diagnose my condition and true to his words, he
did. He said the trouble was to do with my muscles
but he couldn t understand why the treatment | had
received hadn t worked. By this time, | was in a right
sorry state. | had gone from almost 12 stone down to
8 stone. Being of a stubborn nature, | wasn t going to
let this disease beat me. | started walking a lot more
to make my muscles work but this was not the right
thing to do as | later found out.

One day my wife was watching a program on TV
about MG. Clutching at straws by this time, she took
down the address and sent off for an Information
Pack. The booklets were full of helpful information
and advice. Things to do and not to do; rest, not
exercise, give up smoking and alcohol, etc. | stopped
smoking and drinking when | was 76 years old - quite
a hard task having smoked 20 a day for the best part
of 60 years.

I have been very lucky and fortunate to have such
an understanding, caring and loving wife. Without
her support and help regarding medication, it would
have been unbearable. To all new sufferers, dont
take this illness for granted. Respect it or you will end
up worse off.

Arthur James Boast, West Glamorgan.

Dear Editor,

My mother, Joyce Scott aged 74 years died 21/1/06.
She had lived with MG for over 40 years.

Myasthenia was once a disease that no one seemed
to have heard of. However, when my mother
moved into a Nursing Home the staff were aware of
the disease because of The Bus Stop Campaign.
They learnt more about the disease because of the
information supplied by MGA. Thank you. | would
urge people to support the work of MGA. It really
does make a difference.

Yours faithfully, Joy Brain (Mrs)

(Ed. Thanks Joy. The Bus Stop Campaign was a

great success and helped us enormously with our
task of creating awareness and it certainly helped in
your mother’s case).

Dear Sir,

| am a keen gardener and a bit clumsy and when
| stumbled more than once off the rockeries, | put
it down to just one of those things. However, the
double vision appeared and when | started to see
eight weeds instead of four things became alarming.
| visited the doctor and explained the symptoms but
he couldnt nd anything untoward. | saw him every
few months until eventually | was sent for an MRI scan
and saw an ENT specialist. This all came back clear
and | was diagnosed with depression. | was then put
on Seroxat for the next ve years.

| was fortunate to visit a new doctor the day my
eyelids dropped and she recognised the symptoms
immediately and contacted a neurologist whilst | was
in the surgery. This con rmed her initial diagnosis.
| have read over the past four years, either on the
Internet or in MGA News about the symptoms and
medication but there is nothing | experienced which
made me aware that some neurologists do not
understand the condition fully. Just when you think
the battle is over you are told that legs which have to
be dragged along, facial numbness, hands that can t
hold a newspaper and extreme tiredness are all part
of another condition!

Over the next few months my condition deteriorated
and even my doctor became frustrated and upset
with the specialist. She decided to write a letter to Dr
Hilton-Jones at the Radcliffe Hospital.

The response was wonderful - he would see me
immediately and so started our trips to Oxford. The
purpose of this letter is not to bore you with my highs
and lows but to bring an awareness of having the
correct specialist to help with your condition.

| have just been listening to the new medical guide
by Dr Hilton-Jones, talking about EMG. This is
where the nerve is stimulated and the response is
calculated. As my blood sample was inconclusive,
he then requested that | take the EMG tests where
the results were positive. This had not even come
into the equation with my rst specialist and as we
know, all the other symptoms | had experienced are
part of MG.

Dr Hilton-Jones talks about nding the balance of
correct medication and life can return to normal, even
if some part of the day MG decides to visit you. With
his wonderful kindness and help he recommended a
doctor near me who trained at the Radcliffe Hospital
and is extremely caring.

It is a struggle to nd the correct specialist especially
when you are feeling so ill and | dont have any
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answers to this situation except to say that if you get
any negative feedback from your specialist, then try
and contact other MG sufferers in your area for advice
and help and see if they can suggest a specialist that
fully understands MG

Many thanks to all the MG professionals and all
contributors for bringing out such an excellent and
informative video on MG, which is being distributed
to medical practitioners and opticians throughout the
country.

Bev Cundle, Leeds

Dear Sirs,
InDecemberlhad atornretinarepaired underageneral
anaesthetic. | spoke to the anaesthetist and made
him fully aware that | was a myasthenic. Following
the operation | was given the normal post-operative
care. Two days later | was discharged, but on day
three | suffered severe muscle weakness. Fortunately
my diaphragm was only partially affected.
When | recovered | did some research on the Internet
and one article in particular stated that people with
a neuromuscular illness, MS and MG are particularly
mentioned, are liable to have a crisis from 1 to 3
days after a general anaesthetic. Unfortunately | did
not print out the article and | have not been able to
nd it again. | also found on the MGA site that the
commonly used eye drops prescribed in the treatment
of Glaucoma are liable to cause muscle weakness in
Myasthenics. | had been taking it for over 2 years. |
stopped taking the drops and after a period of time,
my MG improved. | was able, over time, to reduce
my steroids from 50mg down to 10mg on alternate
days. | also take Cyclosporine which has its own list
of incompatible drugs.
The information | found persuaded me to make
a Survival Bible which | indexed and put into a
spring binder. This | could show to Doctors and
Nurses. The cover has my details including NOK
and consulting neurologist plus a warning that many
drugs can adversely affect myasthenics. Within it are
8 sections.
Emergency treatment of MG
Medications that | currently use + medical history.
Medical Information for Professionals.
What drugs should be avoided.
Side effects of some medicine used to treat MG.
Myasthenia and anaesthetics.
Medications used to control MG.
Current level of my myasthenia. This allows me
to describe my condition accurately.
The value of this Bible was proven recently when |
had a pacemaker installed under a local anaesthetic.
Following the operation | experienced severe muscle
weakness. | was told that the Pyridostigmine would

N~ WNE

not be provided for a further 2 days. The Bible
persuaded the doctor to administer itimmediately and
we all know what a relief it is when this drug swings
into action. Then | was prescribed an antibiotic that
the Bible stated was liable to cause kidney damage
if used in conjunction with the Cyclosporin that |
take.

It is not that the medical profession is incompetent
but MG is a rare illness and many of them will never
see a myasthenic, so it is incumbent on us to help
them and ourselves.

The purpose of my letter is to ask your help in obtaining
information on the post operative procedures
necessary for myasthenics following a general
anaesthetic. | have enclosed an article published by
the MS campaign. It cites the need for HDU care but
does not say why.

| would like to express my appreciation of the support
given by all persons in Derby.

Yours truly, Gerry Coward, High Wycombe.

(Ed. Thanks Gerry. | will send a copy of your letter on
to Oxford and see if they can come up with anything
on these procedures. This “Bible” sounds like an
excellent idea. It really is important that all patients,
regardless of the disease, take an active part in
understanding what is wrong with them and then
ensuring that medical staff are made aware of any
implications. Help others to help you!)

Dear Editor,
| have been encouraged by my consultant to write to
you about a remission of ptosis that | have experienced
following a cataract operation. | was at rst reluctant
to write to you as | didn t want to give false hope to
felow-myasthenics, but he wonders whether others
might have similar experience from which we might all
learn and ultimately bene t.
I won t bore you with my myasthenic history but suf ce
to say that | was diagnosed in 1955 at the age of 14.
| am now 64 and have spent a lifetime with double
vision, very little ocular movement and bilateral ptosis.
| have only ever used one eye and ignore the image
from the other. Of course, as chance would have it,
the ptosis was worse in the good eye. | must say
that it was never as severe as those three folk in your
advertising campaign but suf cient to need propping
up for fty years with a nger and an elbow on a desk
or the arm of a chair.
Just over a year ago, | had a cataract operation on
the good eye and was surprised to nd myself quite
wide-eyed afterwards. | was taking post-operative
eye-drops which contained a steroid constituent and
| wondered whether that might be the explanation.
But the remission continued after the eye-drops were
nished and to this day, a year later, | remain wide-
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eyed.

| would like to think that there is a clue here that
might lead to a cure for ptosis if any of your readers
can report anything similar. What a blessing that
would be!

Yours sincerely, Malcolm Young

Trowbridge, Wiltshire

Dear Max,
It was great to meet you and others from Derby
at the Oxford Meeting, that so far have only been
names on an Email. | hope that you will nd room
for the information on Questors which arranged a
collection on behalf of MGA.

Questors, the biggest Amateur Dramatic Society
in Britain, wish to make a memorial to Renata Nash,
one of their Founder Members who died recently,
and decided that a 12-hour programme of events
featuring the activities such as training workshops,
in which she was keenly interested in would be
suitable. The event was held on 14th April, running
from noon until midnight.

One of their members, Rachel Power took on this
event and it just happened that she was taking
music lessons from an MGA member. She was
so concerned when she heard about MG that she
persuaded the Committee to give MGA permission
to take up a collection during the event and include
information about MG in the programme. The
result was a collection of almost £300 to the Ealing

Branch. We are very grateful for the Questors
Committee for allowing us this opportunity and to
all those who gave generously.

If you would like a good night out, then have a look
at their website at www.questors.org.uk for their
programme of events.

Yours sincerely, Peter Faithfull

(Ed. Peter had a bad fall at the Conference, tripping
up a kerb stone. | hope you are fully recovered
now, Peter. It was very nice to have met you. NB.
| was looking to practice my First Aid on him, but
he was whisked away just in the nick of time by the
ambulance staff. You had a lucky escape there,

Peter! It is only a small step from First Aid to open
heart surgery!).

Dear MGA,

| am writing with regards to dietand MG, in particular
with steroids. | was speaking to a lady who told
me that although she has generalised MG, she
has continually refused steroids and stuck with the
Mestinon. She also has rheumatoid arthritis and
has always refused steroids for this long-standing
condition because a relative had blown-up
weight-wise due to steroids and had developed

osteoporosis. As | used to be a specialist occupational
therapist in Rheumatology, | could only point out that
there are new medications/breakthroughs to protect
against osteoporosis which were not available in those
days.

| do think the medical profession could give clear
guidance to advise people considering steroids, that if
they exert some control then they can help themselves
- | dare say the NHS cannot afford all the extra work this
would impose on the dieticians. Possibly women are
more reluctant to consider steroids then men - | know |
refused them for at least a year for fear of getting fat and
unrecognisable.

It is good to see the Strathclyde Branch back on the
map with a group in place again. Your efforts are much
appreciated.

Best Wishes, Louise McCann, Glasgow

(Ed. Louise attached an article on diets, but unfortunately,
far too long to reproduce but see Qus 15 - 21 and 26,

pp 6-7)

We started this Feedback Section with a poem, so
now we will end with another...

Dear Max,

| am enclosing, as you so sensibly suggested, a short
poem to commemorate the 30th Anniversary of the
MGA. My late sister, Mrs Ivy Hagden, had MG, hence
my interest in the latest developments - via the MGA
News.

Yours sincerely, Hilda Herington

An Odd Ode for the MGA News

Thirty years is a lot of years
No person would ever doubt it
The MGA News
Is a God-Sent News
What would we do without it?
Hilda Herington

New RO For London and South East

Steve Saunders joins us on 5th June as Regional
Organiser for the South East & London, (Steve will
also support in the short term those Branches in
the North of London). Steve has previously worked
for Age Concern, British Heart Foundation, The
Anthony Nolan Trust, and retail organisations such as
Superdrug. Steve is based in East Sussex and can be
contacted at:

Tel no 01273 581087
Email steve.saunders@mga-charity.org
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Around the Regions...

-d..ﬂ.

Picture shows Marian Meer, Treasurer of Birmingham and
District Branch presenting a cheque for £5,000 to CEO,
Alasdair Nimmo at the Medical Conference in April 06.

Pension Credit, is it worth claiming?

This information is intended as a guide to enable you to
obtain further details about your own situation from the
Department of Work and Pensions.

There are approximately one and a half million people over
the age of 60 in the UK who are not claiming their pension
credit. This may be because they are unaware of their
entitlement or simply do not understand how the system
works. These guidelines are intended to help you to make
a self assessment of your own situation.

EXAMPLE A

Miss A. lives alone. She has MG and is 70 years old. As an
ex-nurse she has a small pension together with her old age
pension and some savings. She therefore feels that she
cannot claim any other bene ts. The Government states
that a single person living alone should have £114.00 per
week to live on.

Miss A. receives the basic retirement pension of ...£84.25

A small pension from her nursing career of ............ £20.00
This gives her a total weekly income of................ £104.25
This gure is £9.75 below the Governments

recommendation, but what about having to declare
those savings? The rst £6,000 is discounted. Thereafter
savings are calculated at £1 per £500. So if Miss A. has
£10,000 in savings, the amount that would be added
to her income would be £8.00 per week. So is it worth
claiming the remaining £1.75 per week from pension
credit? Yes. Once you are receiving pension credit you
will then automatically be entitled to housing bene t
either receiving the majority of your rent, the interest on
your mortgage or community charges for your sheltered
housing. You also have your council tax paid for you.

We also need to look at the fact that Miss A. has Myasthenia.
Is she entitled to claim Attendance Allowance? Don't let
the fact that you live alone put you off making a claim for
this bene t as it alters the amount that you need to live on
considerably. Let us look again at the same calculations
now that Miss A. receives attendance allowance:

New RO For Scotland

Laura Ferguson joins us on 30th May as Regional
Organiser for Scotland.

Laura has previously worked for the Scottish
Huntingtons Association, Daily Record & Sunday Malil,
and other newspapers.

Laura is based in Glasgow and can be contacted at;

Tel no 0141 333 9993
Email: laura.ferguson@mga-charity.org

Basic level required weekly ...........ccccovviierennnnnen. £114.00
Plus extra needs for disability..............cccceeeinunnnnen. £46.95

Miss A. now needs £130.95 per week to live on. The
attendance allowance of £41.65 (daytime rate) that she
receives is not counted as income therefore her pension
credit becomes £18.70. The actual cashinhand becomes
£137.60 with housing costs and council tax costs being
paid on top of this.

Worth claiming or checking if you can claim? The additional
income would help with any taxis, housework, shopping or
heating in the winter.

The basic amount to live on for a married couple is £174.00
so if a couple receive only the basic state pension of £84.25
plus adult dependent £50.50 (134.75) they should make a
claim.

If however their situation is, as is so often the case, where
one tends to look after the other, then the rates can
change.

EXAMPLE B

Mr. and Mrs. B. live in sheltered housing. Mr. B has MG
and Mrs. B has severe arthritis. They are able to care for
one another as Mr. B can still drive and takes Mrs. B to the
hospital etc. and helps with the cooking as Mrs. B cannot
lift pans.

Their Government allowance is.............ccccvvvveeen.. £174.05
They each claim AA. .. £ 93.50
They each claim carers allowance......................... £52.70

The weekly income they need now rises to £320.25.
Calculate this against the actual income received and
many couples will nd that they can claim pension credit,
housing bene t and council tax bene t.

| trust these examples will help some people.

Rita Goldthorp (Regional Organiser)
5th June 2006
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The Ronnie Whelan
Celebrity Golf Classic
& Gala Dinner (in aid of
the Myasthenia Gravis
Assoc & the Marie Keating Foundation)
was held in the K-Club on May 25th.
Celebrities included Ronnie Whelan,
Mick McCarthy, Kenny Dalglish, Steve
Staunton, Jim Corr, Shane Byrne, Keith
Duffy, Niall Quinn, Ronan Keating s family
and many more!

Photo shows Gillian Carroll (has MG), Elizabeth
Whelan (Ronnie’s daughter - has MG), myself
& Ronnie Whelan.

Patrick Reade and friends crossing the nish line of the BUPA great run in

Phoenix Park, Dublin in April and raised much needed funds for MGA - thank you!

STARS TURN OUT TO SUPPORT MGA

Steve Staunton,
Karen Clancy, Linda
Keating (Marie
Keating Foundation)
& Ronnie Whelan

at the launch of

the Ronnie Whelan
Celebrity Golf Classic
in the K Club. (left)

Sunday May 21st saw a Leeds MG 10k Challenge and 6k
fun run and walk take place with around 200 participants
who all got Free souvenir MG Challenge T shirts in

exchange for getting a little damp on the day!

The event was organised by Martin and Suzanne
Wolstencroft whose ve year old son Josef has MG and
was supported by the LEEDS Branch. Sponsored by
ARC Inspirations Ltd, the event was a massive success.
We will be announcing the amount raised in Autumns
MGA News. Guest star runner on the day was Tracey

Morris-Olympic marathon runner.

Picture shows (left to right) Kevin Sin eld Captain Leeds Rhinos, Pippa,
Suzanne and Josef Wolstencroft, MG Specialist Nurse Kate Fraser,
Leeds United and England Legend Norman Hunter, who also presented
the prizes, Martin Wolstencroft, Leeds Rhinos mascot, Claire Hunter
Secretary of Leeds Branch and Regional Organiser Steve Annable.

Paudie Clancy,
Kenny Dalglish
and Karen Clancy

Karen Clancy and Marie & Tom Dumbrell from
Dublin. Tom & Marie raf ed the signed Dublin
Jersey and raised over 42000 for MGA. The
jersey was won by PJT Insurances, Swords,

Co. Dublin.
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