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Hello everyone...

Thank you to every one who has contributed to the
House of Commons Lobbying Campaign .

Success! As a result of your efforts we (your President
Professor John Newsom-Davis, Chairman Mr Peter
Finney, Jim Dobbin MP and myself), have secured a
meeting with Ivan Lewis - Parliamentary under Secretary
of State, Health. We will be meeting Ivan on thel2th
October 2006 and raising the issues that you have
helped us campaign on.

Ivan Lewis Parliamentary under Secretary of State for
Health and Member of Parliament for Bury South

So with this encouraging result | would like to ask you all
to pick up those pens, Il'in the enclosed cards and start
lobbying your MP so that we can pursue the matters
that deeply concern us and need Government support.

We need to be campaigning on two main fronts
Firstly, by a direct approach by you, our members.
Write to your individual MP, this will raise the pro le of the
illness. In addition we feel this will support the campaign
to the Minister of Health and enhance the overall
awareness. Secondly, to ask your MP to champion the
following questions;

Question to Prime Minister or Leader of the House

To ask the Prime Minister or Leader of the House if he
will make a statement on the disease Myasthenia Gravis
and how the Government can support those who are
diagnosed with Myasthenia Gravis.

To ask Secretary of State for Health by written letter

If he will make a statement on Government support for
those who are diagnosed with Myasthenia Gravis and
their families.

If he will make a statement on hospital waiting times for
patients diagnosed with Myasthenia Gravis.

What plans does he have to raise the numbers of
consultants and nurses quali ed to diagnose and treat
Myasthenia Gravis.

What plans does he have to increase awareness about
Myasthenia Gravis amongst the medical profession?

If he will make a statement on Blue Badge entitlement
for those diagnosed with Myasthenia Gravis.

To ask the Secretary of State for Works and Pensions if
he will make a statement on bene t entitlement for those
diagnosed with Myasthenia Gravis.

What you can do now
Write to your respective MP using one or more of the
above questions.

A sample letter is available with this copy of MGA News
and is accessible from our website www.mga-charity.
org (click on Lobbying your MP in the left menu)

Send the enclosed postcard to your MP, asking the
question of the Prime Minister or elected leader of the
House

If he will make a statement on the disease
Myasthenia Gravis and how the Government
can support those who are diagnosed with
Myasthenia Gravis

On another front, our national Plant a Bulb campaign
for 2006 is well under way. To date we have 457 (386 UK
and 71 Ireland) schools taking part in the UK & Ireland.
This represents some 70,000 children who will hear the
words Myasthenia Gravis ; probably for the rst time
and hopefully learn and understand what they mean.
Also, we are able to support these schools with volunteer
speakers who are going to talk at schools on the subject
of MG. Thank you to all those of you who have stepped
forward. | need to acknowledge the support we have had
from The Linbury Trust and Mr Phil Rossall in supporting
some of our volunteer speakers with training that will
help them when speaking at schools. | have written to
both Alan Titchmarsh and Diarmuid Gavin to see if they
will select the winning schools in the competition.
Finally our publications team has been hard at it; Vol 4
General Information for Myasthenic Patients will soon be
with us. Well done to them.

Good luck and thank you for your support.

Alasdair Nimmo, CEO

Mr Donald Booy

The South Wales Branch was very saddened to
learn of the death of their ex treasurer, Donald who
along with his wife were keen supporters of MGA
and did a lot of work to support local members.
Sadly Donald developed Alzheimers disease and
together with his wife had to move into a nursing
home where he subsequently died.

Mrs Marion Fidler
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Education Training Day - London 8th July 2006

We had a great turnout for the Education Training Day
held at Queen Square, London in July where the day
was hosted by Mr Phil Rossall (ex RO for London).

Phil is also an ex-teacher and brought his many skills
to bear on putting across the information in an amusing
and entertaining fashion. He also had yours truly (Editor)
standing on the stage acting the role of an 8 year old kid
- dif cult to remember so far back in time! Must be all
of 20 years ago.

The delegates were given essential information that will
help and assist them when going out into the World at
large and schools in particular and putting the message
across.

MGA are very grateful to the Lindbury Trust for sponsoring
and funding this event. We hope that we will be able to
do something similar next year.

John Spencer

It is with great regret that we announce the death
of John Spencer. Many of our readers will know
the history and background to John and his ght
against MG. Sadly, he lost the battle to cancer in
the end. John will always be remembered here at
MGA and for his courageous parachute jump last
August. Our thoughts go to Jean and his family.

MGA Pearl is the lovely ower shown on the left - it
was named especially for MGAs 30th Anniversary
and is available directly from Winchester Growers.
Why not be one of the rst in the UK to grow this

ower? Priced at £4.99 for 5 bulbs MGA will receive
£1 from each order. The offer is available from:

Mike Mann, Winchester Growers
Varfell Farm, Long Rock
Penzance TR20 8AQ

CHRISTMAS IS COMING...

so how about doing something to help MGA during
the season of goodwill to all men? There are many

ways to raise funds e.g. Carol Singing, Xmas Rafpes

at work or ofyce, Fun/Quiz Nights at your local pub/

club, Collections at shopping centres, Bag Packing at

supermarkets, Donations instead of cards/gifts.
The list is endless so please let us know if we can
help you to help us.

Victor George Bunting
Victor passed way on the 11th August 2006.

Vic was Secretary of the Gloucestershire Branch
for many years and like John Spencer was well
known to the staff here at Derby. We will all miss
his input and kindness.
Our thoughts go to his wife Brenda and his family.
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Medicine Matters...

Recent progress in
congenital myasthenias:

old friends and
new ndings

Nick Willcox writes

As most of you know, Prof David Beeson,
together with our President John Newsom-
Davis and Dr Jackie Palace (at Oxford),
are world authorities on these uncommon
inherited myasthenias. You will also remember
that inherited faults occur almost randomly
and can affect any of our genes. Very often,
in such diseases as the muscular dystrophies,
identifying the exact fault helps to explain subtle
differences between subsets of patients, eg, in
the age at onset, the severity, the most suitable
treatment and the outcome.

With loyal support from the MGA and MDC over
the last 20 years, David has identi ed the exact
faults in around two thirds of our congenital
myasthenia patients (and has recently set up
a diagnostic service for routine testing). Many
of these mutations affect your old friend the
acetyl-choline receptor (AChR), the target of
the immune attack in typical MG patients.

As David and the rival team at the Mayo Clinic
(USA) nd, some of these experiments of
nature help to explain both what goes wrong,
eg, in the Slow Channel Syndrome, and how
things work normally. Others will surely teach
us further lessons. For example, with David,
Dr Georgina Burke recently identi ed another
patient subgroup with faults in a nearby

scaffolding protein called Rapsyn. Curiously,
the myasthenia is obvious at birth in some of
these patients, whereas, in others, it only starts
in the 20s or even 40s and is much milder
even though the faults seem identical. Do the
lucky ones have some other special modifying
gene(s) that protect them? The answer to that
might hold clues to better treatments for the
unlucky ones.

A lucky break in another subset

We are in a phase where many research
groups are using the human genome map to
track down interesting new genes that haven t
previously been recognised. One such team in
Tokyo (with Prof Yuji Yamanashi) has focussed
on a family of Dok proteins; they noticed
that one of them (Dok-7) is turned on only at
the nerve->muscle junction. Because of his
expertise on muscle, they got in touch with
a Neurologist, Dr Masakatsu Motomura. He
is an old friend of the Oxford teams; working
here with Dr Bethan Lang about 10 years ago,
Masa helped to develop the excellent blood
test she still uses for diagnosing the LEMS.

Masa soon con rmed that the Dok-7 protein
really is present at the junction. It is entirely
inside the muscle cells, so it seemed an unlikely
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target for the mystery (immune) antibodies in
the puzzling antibody-negative MG patients.
Instead, he suggested that it just might be
affected in some of the inherited myasthenias.
So, in the summer of last year, he asked
David to try to check that out in his panel of
DNA samples from around 50 un-mapped
patients.

With Hayley Spearman (funded by MDC/MGA)
and Susan Maxwell, David soon began to nd
faults in the Dok-7 gene; together, they now
account for around 25 of those 50 patients,
including some very old friends known to us
(and maybe to you) since the 1970s.

When John and Jackie started putting names
to those mutations, they began to realise that
they were picking out a subgroup with limb-
girdle myasthenia ie affecting movements
around the shoulders and hips more than
the eyes, face or throat. They organised 2 or
3 reunions in the clinic where they reviewed
as many of these particular patients as they
could. That told them that, unlike in many other
inherited myasthenias, their weakness is usually
not obvious at birth; typically, the rst signs are
dif culties in walking and/or unexpected falls
from the age of 2-5 years. The recessive
inheritance means that the patient s parents are
not usually affected; also that the faulty genes
have something missing rather than anything
actively harmful (like Slow Channels are). In
fact, there is an excellent description of the
very rst family to be reported (in the 1960s),
on pages 146-153 of You, Me and Myasthenia
Gravis by Deborah Cavel-Greant (the book we
reviewed in the Summer Edition).

What s going wrong in these patients?

When the nerve->muscle junction is rst put
together in developing babies, the nerve
endings send signals across that tell the
muscle to form an endplate . Acting with our
new friend MuSK, Dok-7 helps to switch on the
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scaffolding protein Rapsyn that then assembles
the AChRs into densely packed clusters. David
thinks that the faulty Dok-7 just doesn t attract
enough AChRs to the endplates, which never
reach the correct size and don't trigger the
muscles ef ciently.

What use is it all?

Thisnew nding willobviously help in diagnosing
more congenital myasthenia patients. In some
other subgroups, similar progress has, in
turn, pointed patients towards more suitable
treatments. For example, many of them nd
Mestinonfi a big help, but, in some others, it
can actually make things worse, especially in
those with Slow Channels, who may bene t
from Prozacfi instead. Most Dok-7 patients
seem not to respond very well to long-term
Mestinonfi. Further studies are needed to
understand exactly what is going wrong at the
nerve->muscle junction and so nd more clues
about which other drugs to try.

This exciting progress has now been published
in a glamorous American Journal called
Science , quite a feather in David s hat.
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A very big thank you to
everyone who responded
to my article in the
Summer 2006 edition of
MGA News, | seem to
have Struck a Chord .
Here are extracts from
, 5 of them, with personal
details removed to
protect the innocent;
| have also had to edit them to t the space available for
the MGA News.

1. Hello | am aged 57 and have had M.G. for 9 years.
After reading Life with Gravis, bingo | have the same
problem as you!! | am always telling my hubby not to
shout, | can hear next doors T.V. and | cant stand a
clock that ticks, | have a constant whistling and hissing in
my ears, so now | assume | suffer with this Hyperacusis,
so what can be done to help us ?? Anything or do we
just have to live with this, or is it a spin-off from our M.G.
or a silent symptom, which we could forget to mention.

2. After reading the MGA magazine today, my husband
wants to say that he has had the same symptoms
as you describe. While working in a factory he was
in a crowd but unable to understand what people
were saying to him although he is not deaf. This was
before he was diagnosed with MG. During this time
he also had tinnitus. We thought this had come after
ying on a plane with a cold. My husband had a very
quick onset with MG. He nished working one Friday
night with a cold and on Sunday had double vision. By
mid-week he had seen an eye doctor in the casualty
department at a local hospital who mentioned MG. But
by Sunday (one week) he could not speak or eat. On
the Monday he was admitted to hospital awaiting a
neurologist to con rm. This was done mid-week. From
then on he was on medication. Within 10 weeks he
had a thymectomy which was malignant, so after radio-
therapy things have improved a lot.

3. The reason for my e-mail is rstly to say that | also
have hyperacusis (why are so many medical conditions
given tongue twisting names?) and to a lesser extent
tinnitus. | showed your article to my wife but she still
believes that my dif culty in hearing her is just an act of
de ance.lam partially deaf having worked for many years
in the compressed air industry. | rst contracted MG in
1997 (diagnosed in 1999). | then spent some 3 months
in hospital. For some 4 years | was on high doses of

medication and have had IVIG. For the past three years
| have increasingly been troubled by hyperacusis. At rst
it was only really a problem for a few hours on my down
days; but for the past year | seem to have a problem
most of the time, even though my MG is generally less
severe. | am going to have hearing aids tted. Hopefully
these will enhance the hearing in the ranges that are
most affected.

4. Hello Mr Missing Grabits . | was interested in your
latest piece in MGA News. | am a 55-year-old overweight
female who has had MG since early childhood. About 4
years ago we discovered my younger sister also has the
condition, so it is now considered (after investigation by
Professor Newsom-Davis team) we have the congenital
form of the disorder. My symptoms affect most of my
voluntary muscles except the biceps and, surprisingly,
the eyes. | mafairly jolly sort who likes to laugh in the face
of adversity - sometimes rather desperately! However - |
now recognise the symptoms of hyperacusis which you
so helpfully describe in your article. Although | can hear
a pin drop 200 metres away through triple-glazing, |
have always had trouble discerning speech where there
is background noise. | can never make out what people
are saying to me at a party, what people are singing
(e.g., in a concert), or chanting (at a football match), or if
they do not move their lips much when speaking. Also,
especially in my younger days, | seem to be overly
sensitive to loud noises - gun re, screeching tyres or
shouting presenters on TV, etc, despite having an
overly loud voice myselfl Noises from outside the home
seem especially intrusive, although the irritation has
diminished over the years, and thankfully the sound of
children shouting has never bothered me. Strangely, my
husband s stentorian snoring has never been a problem
either - | tell myself | m just glad he s there. Until reading
your article, | assumed | was a rather neurotic bod, and
put it down to general lack of tolerance on my part; |
never considered that it was part of the MG package,
and haven t let it spoil my life - | just tend to listen to
Radio 4 rather than watch noisy TV. Thanks ever so for
raising awareness of this aspect - | feel a bit less of a
crank now.

5. I was discussing this condition with my neurologist a
few months ago and was delighted to see your reference
to it. I, for my sins, am the coordinator of the local MG
support group and on making a few enquiries | found at
least 3 of us with this problem! My husband is hard of
hearing so there is often a difference of opinion over the
TV control!
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...On The Diagnostic Roundabout

Now Gravis two penn orth and an answer to some of the
general points. First of all, please remember that although
| run my pieces by the experts, | am not a doctor. My
understanding is that if your MG is under good control,
as with all myasthenic symptoms, hyperacusis should
not be a problem. One of my pet bof ns agrees that
good control of the MG ought to help, and suspects
that Neurologists arent much aware of the problem
either they may not go looking for trouble.

You will be more aware of it when you are tired or your
MG is worse. MG is not the only cause of hyperacusis.

Myasthenia Gravis Association
" RESEARCH - CARE EDUCATION

As with all medical problems, if it is bothering you, talk
to your GP or Consultant. The responses | have had
would indicate that patients rarely connect their hearing
problems with MG and so dont mention it to their
doctor. Perhaps more of us should do so, but please
don t quote me as an authority or Mrs Gravis will have
my guts for garters.

| should still like to hear from anyone else with the
problem. Please write to me at MGA HQ, or e-mail me
at gravis@mga-charity.org.

On the Diagnostic Roundabout

Hello, my name is Val.

I was of cially diagnosed with MG in Feb 2004. Twelve
months before this | was experiencing muscle twitching
in my face, especially around my eyes. This gradually
eased onlyto bereplaced byfacialnumbness. Sixmonths
earlier | had a throat virus and was having problems
speaking. Initially this was an intermittent problem, but,
as the MG progressed, my speech became worse. |
sounded very nasal and my speech was slurred. The
more | tried to speak properly the worse it got, this was
very embarrassing especially at meetings at work or
while talking on the telephone. Stress really aggravated
the problem. With the speech problem came dif culty
in chewing and eating food. Food actually fell out
of my mouth and uids came out of my nose. | saw
different GPs who suggested it was probably a virus.
My husband had to accompany me to the surgery and
talk on my behalf because my speech was dif cult to
understand. Although | have great respect for GPs |
was beginning to despair. | was a person who only went
to see a doctor if | had to, which was not often. By now
| was on sick leave and waiting to see a specialist, which
was several weeks away. My condition deteriorated,
my eyelids started to droop, my facial expressions
seemed frozen, | couldnt smile, etc. My whole body
felt weak, swallowing was a problem, my neck muscles
wouldn t support my neck. After collapsing at home,
my son called the emergency doctor and | was lucky
that she knew a friend who had MG. | was then fast-
tracked to see a neurologist who con rmed by a visual
examination that | had generalised MG. By now | was
very poorly and admitted to hospital for treatment. After
two hospital stays totalling six weeks | was discharged.
Despite being on appropriate medications my MG is not
well controlled. At the moment | don t feel well enough
to work and consider myself to be a shadow of my
former self. Prior to the MG | was very t and active, but
| consider myself lucky to have a loving and supportive
family and give my thanks to all the professionals of the
health service, especially my consultant, Dr Stewart.

Val Bullock,
St. Austell

(Ed. Don t despair, Val; your treatments may need more
time to achieve their full effects)

Dear Diagnostic Roundabout,

In January 2004, | fractured my femur. Following Physio s
advice, | did some exercises from February to June, but
in June | was getting more and more miserable and my
walking was getting worse rather than better. | was very
tired and chewing became dif cult. By the end of June
| was living on soup and similar. In July | attended the
Taunton Musgove Hospital and told my doctor that | felt

like a rag doll from top to toe. My head felt so heavy to
carry around (like a great coping stone on a wall).

My consultant said | was probably anaemic and he would
give a blood transfusion the following week. He had blood
tests done in mid July and then the doctor telephoned
me to say that no transfusion was needed.. - at my
age, 85, | must realise that broken femurs take a long
time to heal, etc, etc . He thought | must be depressed
and would write to my GP with a recommendation on
medications and using a wheelchair.

In early August my GP thought a second opinion was
needed and agreed no anti-depressants pro tem.
Later on | saw another doctor with a different problem
and told him my troubles. He arranged an immediate
appointment for me. After extensive tests with a
further appointment to follow including an MRI scan, he
thought | might have Polymyalgia, but wanted me to see
a neurologist before con rming this. Following further
discussions and a Tensilon test | was diagnosed with
MG and the MRI scan was cancelled. No exercise was
advised. In September | started taking Pyridostigmine
and steroids. | then went into remission and | am still on
the Pyridostigmine.

My GP had never seen a case of MG and he is head of
our practice and nearing retirement age.

Lady Dunn,
Somerset

MGA NEWS - Autumn 2006




&MG Feedback..

Myasthenia G
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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,
How Rare Is This?

What are the chances of two strangers becoming
good friends; one already a Myasthenic, only to
nd that the other is diagnosed with MG during
the course of their friendship! Amazing but true
because it happened to me.

In October 2004, | moved to Woodbridge in Suffolk,
a lovely part of East Anglia. | didn t know anyone
and so set about immersing myself in the local
community. Through someone else | came into
contact with Penny and as we got to know each
other better | had my suspicions that she just might
have MG.

Penny asked me all about the symptoms of MG
and | think even she was wondering if she also had
this rare condition. Not a doctor or nurse, | felt it
wasn t my place to openly say that | suspected she
did. After having coped for years with so many
debilitating symptoms, along with other issues,
Penny was eventually diagnosed with MG.

Another amazing fact is that Penny and | live only
a quarter of a mile from each other and the street |
live in runs further along into Penny s street! | keep
thinking to myself what odds are there that two
friends should end up having myasthenia gravis, a
million to one or is it just plain coincidence or meant
to be? If you have a similar experience | would be
very interested to hear about it.

It would be marvellous for me if this could be
published in your very ne newsletter, as | am
starting out on a creative writing course.

| thank you for your time.

Yours truly
Rachel Jolly
Woodbridge, Suffolk.

(Ed. Not being a statistician, but | would say that
the chances of meeting another myasthenic is 1 in
6,000, but under the circumstances you describe,
well )

Dear Editor,

| would appreciate opinions and comments from
other MG sufferers regarding side effects and
effectiveness of MG medication. Diagnosed in
Feb 2004 with generalised MG, my myasthenia is
not well controlled by my medication and recent
tests indicated that | have a high number of anti-
bodies in my system. Due to age, thymectomy
is ruled out. | am taking Pyridostigmine 30mg 4
x day, azathioprine 150mg once a day and 15mg
Prednisolone alternate days. The Pyridostigmine
has been reduced from 90mg 4x day to 30mg
because of severe muscle twitching especially
around the eyes. | have also been advised to
increase the Prednisolone to 30mg a day, but at
the moment | am reluctant to do this as | am not
convinced it willimprove the MG.

| have also recently been diagnosed with
Fibromyalgia which affects my quality of life and
causes me problems ranging from joint pains to
burning pains affecting mainly my leg, neck and
shoulders. Even gentle exercise exacerbates this.

I am confused as to the role of steroids and immune
suppressants and as to whether the steroids work
against me adding to the muscle weakness and
possibly aggravating the Fibromyalgia for which |
have been prescribed 10mg of Amitriptyline in order
to relax the muscles which seems contradictory for
the MG.

My concern is whether | will ever return to having
a normal life. It is especially hard at night when |
cannot sleep. Prior to the MG | was very t and
active. | am reluctant to take the Amitriptyline for
fear that these too will add to my problems.

| have suffered numerous side effects from the
medication, too many to list here. Medical support
from my MG specialists has been very good, but
| felt let down by the other Specialists who have
dismissed my concerns about these side effects.
My body happens to be very important to me!

Best wishes,
Val Bullock
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Dear Editor,

| am a myasthenic and a
member of the Croydon
Branch. | had my 70th
birthday in May and | did
not want all those things |
that get tucked away in
drawers!

So | decided that | would ask my family and friends
to donate to MGA. | am sending you a cheque for
£540. So well done everyone and have a super
time.

Yours sincerely
Patricia Allen

(Ed. Many thanks Patricia. A big thank you from
all at MGA. It was a very nice gesture and much
appreciated).

Dear MGA,

Our son Matthew and
Kai-Len were married in
Malaysia last year and
recently returned to this
country for a wedding
blessing. Their request
to guests was that there
should be no presents but donations were invited
to MGAs fund raising efforts. This decision was
in uenced by the fact that Matts mother, Carol is
suffering from MG. | now have pleasure in enclosing
16 cheques totalling £602 and would be grateful if
you could add this amount to your research funds.
If possible could you acknowledge this in your
newsletter.

Yours sincerely
Carol and Rod Allard

(Ed, my pleasure. Our best wishes to you all,
particularly the happy couple)

..Feedback [E MG

lyasthenia Gravis Association
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we decided to split the money raised between the
two charities.

He raised over £500 and so | have enclosed a
cheque for £300 and a photo.

Yours truly
Mr IM Huntley

(Ed, Many thanks to you all. My wife and | did the
same thing last year and thoroughly enjoyed it!
| can recommend it for anybody - you certainly
know you re mortal when you leap out of a perfectly
serviceable airplane.)

Dear Editor,

Please nd enclosed cheque for £46 which was
raised from selling tea & coffee at the Weight
Watchers meeting which | cannot go to as | am not
well. | have had an operation on my leg for cancer.
Please could you put this in the newsletter.

Many thanks
Mrs NE Noble

(Ed, delighted to Mrs Noble and | hope your leg
gets better soon).

Dear MGA,
On 2nd Juy my
daughters boyfriend,

Danny Copeland took
part in a sky dive which
my daughter paid for
as a birthday present to
him. He decided to raise
some money for Charity. As | have MG and his
sister is a nurse at the Bristol Childrens Hospital

Dear MGA,

Thank you for your Spring MGA News. | always
enjoy it and found this one very interesting. In lan
Cooper s (marvellous achievement) letter about his
London Marathon he mentioned being symptom
free for 20 years and also that he knew only about
20% of people diagnosed make a full recovery.
Both apply to me, but it occurs to me that | have
never seen the total remission/recovery mention by
the MGA before. Perhaps it wouldn t be a bad idea
to mention to MGA members that they can/might
get better or recover.

It was in the 1970s that | got better, but just try
to get the specialists to reduce and stop the
medication. | m sorry to say that | eventually took
matters into my own hands - and | do not advocate
such a course - and successfully got off Mestinon
(for some unknown reason, and the myasthenia
was general and severe, | had never been put on
steroids). Then | took up Lupus (?)...in the 1990s.

Yours,
Elsie G Kennedy

(Ed. Thank you Elsie. We do actually mention it in
a couple of places in our Information Packs but we
actually cannot say that they make a Full recovery.

Continued on page 10

MGA NEWS - Autumn 2006




&MG Feedback...

Continued from page 9

What we do say is that it goes into Remission .
It is impossible to say that it will never come back
again. Thank you also for the other enclosure with
your letter.)

Dear MGA,

Unfortunately my MG progressed from Ocular to
Bulbar shortly before Christmas 2005. After 2 years
as an MG sufferer | am still constantly amazed at
the sheer ignorance of the general public about this
disease. | recently spent 16 days on an emergency
basis in Kings College Hospital and even close
friends were convinced that on my return home
| would somehow be miraculously cured . The
other fatuous remarks | frequently hear is How
did you catch the disease? Oh! If only we knew
the simple answer to that one! The short answer
is | don t know how | came to be stricken by this
disease just after my 72nd birthday. My mother
died at 89 and her only illnesses were quinsy,
angina and asthma. My father, bless him, died at
92 of myocardial infarction. My 5 years younger
brother died of lymphoma having worked all his
life in an industry which uses CFC gas. My older
brother died of an aortic aneurysm. No sign of MG
in either at aged 60 and 77.

Thanks for listening
Eunice B West (Mrs)

Our local Restaurant

Dear Editor,

| am very hard of hearing and for me to hear whats
onthe box |would need to have the volume turned
up full bore and that would drive all the neighbours
plus my husband, Ted insane. So | have a small
device made by Philips that enables me to listen at
my level while others listen at their levels. It is an
infrared cordless headphone system and comes
with a tiny device that plugs into the TV or radio
plug at the back and sends the sound to a remote
headset up to 5 meters away. | wear the headset
and turn up the volume to suit me (or turn it down
to suit those with hyperacusis) while others in the
room listen to the normal volume . | tried a few
other makes but as their cables were not shielded
there was interference on certain channels, but the
Philips one works beautifully. The headset holds
two AAA batteries and | have rechargeable ones so
as to always have my ears working properly.

Regards
Kay Schroeder (South Africa)

(Ed. Thanks for the tip, Kay. Readers may care to
look back on Gravis article on page 6. Kay also
sent in some pictures of the oods that recently
swept through her area which are shown below.
Thankfully, her own house was not damaged.)

Nearby Road
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