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Edie and Lydia meet up for milkshakes. See pages 4 & 5 for full story
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Why

is SO Important

What is Gift Aid?
Gift Aid is a simple way to increase the value
of your gift to GAIN – at no extra cost to you.
If you pay tax in the UK, we can reclaim the
basic rate tax (25%) on your gift. So, if you
donate £100, it is worth £125 to us.

Do I qualify for Gift Aid?
In order for GAIN to reclaim the tax you have
paid on your donations, you must have paid
income or capital gains tax (in the UK) for
each tax year (6 April to 5 April) at least equal
to the tax that all the charities or Community
Amateur Sports Clubs that you donate to will
reclaim on your gifts for that tax year. Other
taxes such as VAT and Council Tax do not
qualify.

How do I sign up to Gift Aid?
The process is simple – all you have to do
is make a Gift Aid declaration. If you are
donating online, just tick the Gift Aid box on
the donation form. Or contact us on 01529
469910 and we will send you a form through
the post.

What does the Gift Aid
declaration commit me to?
Nothing! It just ensures that if you choose to
donate to GAIN, we can claim an extra 25%
back from the government.

So, if you
donate £100,
it is worth
£125 to GAIN

What is a Gift Aid
declaration?
A Gift Aid declaration is a statement by an
individual taxpayer that they want a charity to
receive the tax paid on their donation back
from the government.

How long does the
declaration last for?
To simplify matters for both you and GAIN, the
declaration wording normally covers present,
future and past donations. We can backclaim four years and we will continue to claim
until you tell us otherwise, so long as you are
eligible.

What do I do if I my tax status
changes or I want to cancel
my declaration?
To let us know if you stop paying tax or wish
to cancel your declaration, please call us on
01529 469910.

Can I claim Gift Aid on the
funds I have raised?
To claim Gift Aid on your fundraising, we
must have the first name or initials, last
name, full home address and postcode of
each individual donor/sponsor. So please
encourage them to tick the Gift Aid box on
your sponsorship form when they sponsor
you. Without these details we legally cannot
claim Gift Aid – please be strict with your
supporters!
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about

Guillain-Barré syndrome
Guillain-Barré syndrome (GBS) is an inflammatory disorder in
which the body’s immune system attacks the peripheral nerves.
Severe weakness and numbness in the legs and arms
characterise GBS. Loss of feeling and movement (paralysis)
may occur in the legs, arms, upper body and face. Severe cases
may result in total paralysis and breathing difficulties, requiring
long-term rehabilitation to regain normal independence, with as
many as 15% experiencing lasting physical impairment.
In some cases, GBS can be fatal. Because the cause of GBS is
unknown, there is no way to prevent the disease from occurring.
Chronic inflammatory demyelinating polyradiculoneuropathy
(CIDP) is a disorder related to GBS that follows a much longer
course. Though rarely fatal, many patients seek an effective
treatment that often proves elusive.
GAIN is a registered charity that supports those affected by
GBS, CIDP and other related conditions in the UK and Ireland.
Please contact us for further information or support.
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The charity has three main aims:
The provision of information, non-medical advice and other
assistance;

gain

The promotion of research into the causes, prevention
and treatment of Guillain-Barré syndrome and associated
inflammatory neuropathies; and

formerly the GBS Support Group
Woodholme House
Heckington Business Park
Station Road
Heckington
Sleaford
Lincolnshire NG34 9JH
Tel: 01529 469910
Fax: 01529 469915
Email: office@gaincharity.org.uk

Advancing the awareness of the public and of the medical
professions concerning Guillain-Barré syndrome and associated
inflammatory neuropathies, their causes, prevention and
treatment.

How you can help
As long as people continue to be taken ill by GBS and CIDP,
the Charity’s work will never be complete. We can only continue
to provide our service with the continuing help of our generous
supporters. There are several ways in which you can help us
and make that extra difference.
• Fundraising
• Make a financial donation
• Become a member
• Volunteer

FREE HELPLINE:
0800 374 803 (UK)
1800 806 152 (ROI)
Office Enquiries: 9.00am – 3.00pm
Registered Charity 1154843 & SCO39900
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news from the
The Annual Raffle was held in the Leicester Square
Theatre, London on 17 May 2014. A wonderful group
of amateur dramatists were back in the West End by
popular demand to perform Alien. “Ripley” had had
GBS as an 18 year old and the cast chose GAIN
to receive money raised by them. The show was
hilarious and people were thoroughly entertained.

LOOK OUT
for your money box in the next
issue of gain4all.
A little box that could make a

One person, during the matinee performance,
apologised for not being able to make a donation
as he had no money on him and had to get back to
work. A colleague of his later arrived for the evening
performance with his donation. A wonderful gesture!

BIG
difference

During the evening performance interval, we held the
draw assisted by two volunteers from the audience
and witnessed by a full auditorium.

The winning raffle ticket numbers were:
Thank you to everyone
who bought raffle tickets 23787, 01671, 10725, 01612, 14350, 21107,
– you raised over £4500! 24182, 08045, 22329, 08874

Subscription Renewals
are now due and the renewal form is in the centre of this magazine. All
subscription options are included and we are now able to offer a Direct
Debit option which means you can choose to spread the cost throughout
the year or just make a one off payment. Please complete the form and
return it to the office in the freepost envelope provided.

gain a million
fundraising appeal

Thank you to all our kind supporters who have already made donations and
especially for the great response of text donations on rare disease day, raising
£1556.95. We are a long way off reaching our target and still need your help.
Donations can be made by phone – text: GAIN16 £(amount) to 70070 or online
through JustGiving http://www.justgiving.com/gainamillion
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The views expressed in this publication should not necessarily be taken
as the Guillain-Barré & Associated Inflammatory Neuropathies (GAIN)
policy. Whilst every care is taken to provide accurate information, neither
GAIN, the Trustee board, the editor nor the contributors undertake any
liability for any errors or omission.

The next issue of the magazine
will be published in September
2014 and the deadline for
submissions is 31st July 2014.
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office
Survey
As you know, we have distributed a survey on conferences asking all our members and supporters for their
preferences with regards to future conferences, meetings and/or events. Although we will not have final results until
later in the year, which we will publish in the next issue of gain4all and on the website, our findings so far are as
follows:

Attendance
Have you ever attended the conference?

Attendance
If No – Why?
If Yes – How Often?

■ Yes
■ No
■ No response
■ Not interested
■ Too expensive
■ Difficulty in travelling
■ Other

Frequency of the conference
■ Annually
■ Annually with the AGM on
following day
■ Every two years with the alternate
year hosting a fundraising and
social event
■ No conference, just national social
gathering
■ No conference, just regional social
gathering
■ No conference but regular
webinars
■ Other

What age group?

■ Under 25
■ 26-40
■ 41-55
■ 56-65
■ 66+

■ Once
■ Less than 5 times
■ 5 to 10 times
■ More than 10 times

How long for the event?

■ Half Day
■ Whole Day
■ Weekend

How much are you willing to pay?

■ Nothing
■ up to £25
■ £26 to £75
■ £76 to £150
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Edie and Lydia
meet for the first time
Edie and Lydia were keen to meet another child who had suffered from
GBS; both had been diagnosed in 2007, Edie when she was two and Lydia
when she was four. So earlier this year, arrangements were made for them
to meet for lunch (pizza followed by milkshakes) and since the meeting,
they have become firm friends. It was good for them and their respective
parents to discuss their experiences.

Lydia

When asked how they felt about meeting each
other, this is what the girls had to say:
Q: How did you feel knowing you were going to meet another
girl of a similar age who had GBS at the same time as you?
L: I was very excited knowing that I was meeting
up with Edie even though I am 2 years older. I have
wanted to meet up with someone for a while and
hopefully Edie and I might be able to meet up with
more children who have experienced GBS just like us.

E: I felt nervous but excited and
I wondered what Lydia would
look like and did she have
glasses because after GBS I
had to use glasses for 5 years.

Q: How did you feel when you actually met each other for the
first time?
Edie

L: I was happy because I could see that
she was a nice girl but also, just like Edie, I
was nervous because I didn’t know what to
say. After a few slices of pizza we really had
a good chat and found out we had lots in
common.

E: I was feeling a bit scared as I didn’t
know what to say at first. Then we started
chatting about GBS and we went to get
pizza together and we chatted a lot.
We both had a strawberry milkshake
afterwards.

Q: Do you remember having GBS ?
L: I remember parts of it… when friends and family came
to see me in hospital and being in bed in the morning
watching Lazy Town on TV when I went to the hospital for
the first time. I remember playing with the physiotherapists
in the ‘soft’ room when they were helping me to move
again. I did lots of art with the play leader and my mum. I
also remember going back to school for the first time and
seeing all my friends again. They had all sent me cards
which we hung above my hospital bed.
Edie with Aidan & Howard
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E: No not really because I
was so young. But Mummy
and Daddy have told me
what happened and now
I have it in my head like a
memory.
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Q:What is GBS?
L: For me GBS is when your body hurts all over for a long period
of time and then some parts of your body stop working. For me
it was my legs, arms and back. I could not walk or sit up but my
hospital bed helped by having a remote to make the bed move up
and down. I was in hospital for 2 months and a bit but I went home
after that and my Mum looked after me. I still had to go to hospital
every day to see the physios but then it turned into once a week
until I went back to school.

E: You get an illness and you suddenly
stop working. You can get it on all your
body and I got it worse on my left eye
and it stopped working. I feel much
better now. I was in the hospital for 3
months.

Q: Which hospital were you in and how was the care for you?
L: I was in Lewisham Paediatrics at first but they did not
know what was wrong with me so I transferred to the
Evelina which is the children’s hospital at St Thomas’ in
London. The care was very good in both hospitals even
though Lewisham didn’t know what was wrong with me.
Last year I was signed off from both hospitals.
Even though bad things happen in life some good
happens after. My sister and her friends raised money
for the GBS charity last year by doing a long walk. My
friends and I had a cake sale for the Evelina hospital and
I also have met Edie. I hope we will be friends for a long
time.

E: I was in 2 hospitals, London St George’s and
Worthing Hospital twice. I had to go to Worthing
a lot after I went home so they could check me.
They all looked after me very well. To thank them
at Worthing my Uncle ran the London Marathon
and raised a lot of money. We spent this on the
Hospital wish list and we were in the newspaper.
I also took all my Easter eggs to the Hospital and
gave them to the poorly children.
Lydia is now my friend and we talk to each other
sometimes. I wish she lived closer so we could
see each other more.

“Edie went to Worthing Hospital in 2009 and donated 3K worth of TV, DVD players, DVDs, Puzzles and games
etc. The staff on the children’s ward were excellent and the level of care was very good. The care etc at St
George’s was also excellent. Whilst we all stayed at St George’s it is worth mentioning that Edie’s little brother
Aidan was only 6 weeks old and there is a RMHC house on site where Edie’s Mum and Aidan stayed all
the time; myself and Edie were on the ward. Ronald McDonald House Charities don’t get the publicity they
deserve”. Adrian Wallis-Adams

If any other children would like to contact Edie and Lydia and possibly meet up, their parents would
love to hear from you. In the first instance, please send any letters to head office or alternatively email:
fundraising@gaincharity.org.uk and we will forward your messages.

Lydia with her bravery award
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ask the experts
Area

Question

Answer

Variants

Could you give me any information please
about differences in diagnosis and treatment
between MMN and MMN with conduction
block? Is it a very different condition or are
there similarities?

It is the same disease. Conduction block
is typical but sometimes you can't find
block but are still convinced that it is
MMN.

I have a friend with CIDP. I have known him for
8 years now and it hasn't got any better. He has
been diagnosed and has regular treatment.
I was just wondering if anyone knew if stem
cell treatment works? I think something was
mentioned in the US about it curing people
with CIDP. Naturally though, everyone’s case is
a little different. Do you have any information
on this? Anything would be useful. I look
forward to hearing from you.

Gene therapy, or stem cell therapy
may work at some point in the future,
but at the moment is miles away in
the treatment of GBS and CIDP. It is
inadvisable to seek experimental therapy
outside the UK.

I am a member of GAIN with diagnosed CIDP.
I have just heard of Functional Electrical
Stimulation (FES) as helpful for MS sufferers to
aid walking.
Do you know if this has been tried for CIDP?

FES is not usually very good for a
peripheral nerve problem but better for
MS and central nervous system disease.

VitB12 deficiency

Is there any information linking VitB12
deficiency with Guillain-Barré syndrome?

Although there are a few similarities
between some of the symptoms of GBS
and those of Vit B12 deficiency, there is
no link between the two conditions.

Recurrence

The GP I saw gave me interesting information
about the gene that predisposes one to GB
and said if I ever did get it again, it would be
milder.
Is there any evidence that this is the case?

No!

My husband was diagnosed with the Miller
Fisher about 30 years ago. He is now 85 and
suffering with a form of leukaemia. His eye
which was affected at the time is causing a lot
of problems with build-up of fluid beneath and
his eyesight in this eye is really bad. He was
told that there is a sheet behind the eye that
should be smooth, but in his case is wrinkled.
Is this a legacy of the Miller Fisher syndrome?

No, this is not related to Miller Fisher.

MMN/MMNCB

Treatment
CIDP

Treatment
FES

Genealogy

Variants
Miller Fisher
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Triggers
Campylobacter
jejuni

Vaccinations
Holiday

I contracted AMAN in Sept 2009. What is
interesting in my case is that myself, my
wife and my two children all contracted
campylobacter food poisoning after eating the
same meal in Spain whilst on holiday, but I was
the only one to get GBS some 10 days later.

The situation you describe is not unique
– indeed it is rather typical of multiple
Cj [Campylobacter jejuni] infection
outbreaks that only a small proportion
develops GBS.

My husband was diagnosed 4 years ago with
GBS. We are now travelling to Malaysia and
Indonesia for one month this autumn. I wanted
to ask if you have any recommendations
regarding which vaccines to avoid. My doctor
said that she understood it was only 'live'
vaccines that may cause a problem. We are
looking at Japanese encephalitis and Rabies
injections. Can you give me any guidance?

1. In general the risk of any vaccine
causing a problem is very small
according to the latest studies. I don't
think there is evidence that live vaccines
are worse than any others but this
depends on many things including
medication and general health and
background illness.
2. The patient has done the right thing
in asking their own GP as they are best
placed to give individual advice re risks
and benefits (eg with the knowledge if
there was any vaccine trigger for the
patient's own gbs in the first place)
However both rabies and Japanese
b encephalitis vaccines have been
described as very rarely triggering gbs
(in previously healthy people), as is the
case for many vaccines.
Our own survey of ex gbs patients did
not uncover any ex gbs patients who
have been given either vaccine, so there
is not much information out there as to
what happens in ex gbs patients given
the vaccines.
Both illnesses can be fatal though, so
I think if it were me I would have the
vaccines if they would be advised for
visitors to the areas in question.

We hope to continue having an ‘ask the experts’ section in future issues of gain4all so if you have a question
for our Medical Advisory Board, please email the office: office@gaincharity.org.uk or alternatively phone: 01529
469910. We will try to answer as many questions as we can.
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fundraising

Caroline took to the ice to collect a fabulous cheque from Aimie
Dawson and Mike Egener after Coventry Blaze Elite League Match
against Cardiff Devils.

Ellen Sturdy
safely back on the
ground after her
skydive in April.
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I have a
passion for
running, I
have done
many
events and
when I can,
try to raise
money for
charities
that mean
something
to me
or my
friends. In
August 2012, the father of a good friend
of mine was diagnosed with Guillan Barré
syndrome which was not something I had
come across before, even during my work
as a Sonographer within the NHS. After
finding out about Neil’s dad, I wanted
to help and with running being the thing
I do best, I asked Neil about GAIN and
then signed up for the Silverstone half
marathon.
On the 2nd March I set off from sunny
Kent to Northampton to the Silverstone
race track! By the time I arrived the
sunshine was long gone, it was overcast
and windy with fine rain. I set off around
the course for 3 laps and completed the
half marathon in 2hours and 15 seconds;
not a personal best but I was pleased as
the wind was strong (it took away my lucky
hat which I have worn in all races!)
People have been so kind with donations
that so far, I have managed to raise over
£400. Thank you to all at GAIN and all
those that have supported me and Neil’s
family! His dad returned home in July and
is doing well having physiotherapy once,
maybe twice a week. He can now stand
with the aid of equipment and is expected
to walk again!
Billie May
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reports
Nathan Higgins does 160' Bungee jump
Ashleigh, Nathan’s partner, was diagnosed with GBS when
she was 17 and after spending 4 – 5 months in hospital, was
able to go home just before her 18th birthday. Even though
her whole life had changed Ashleigh was determined that
nothing could stop her and nothing would beat her.
She made a full recovery, started a new job as a
Physiotherapist and now treats patients diagnosed with GBS
and similar Illnesses. She sometimes works on the same
ward she was on and is glad to help others in the same way
that others had helped her.
“She’s truly inspirational and why I get through every single
day – that’s why I’m jumping for your charity” said Nathan.

Natasha Porter and her
friend Rebecca run the
Richmond Spring 10k.
“Very pleased to say that one and a
half years after getting GBS I have
just completed a 10k run and have
managed to raise £555 (so far!) for
GAIN. It’s taken a lot of work and
my feet are buzzing like crazy but
I’m so happy. Thanks for everyone’s
support” said Natasha.

Natasha Porter (on the left) and her friend Rebecca
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When we were first
informed that Dominic
was ill, naturally we were
concerned. Yet, as is often
the case, we assumed
that after some rest he’d
be back to his normal self.
When we heard that
he’d been rushed to
hospital we signed a card,
thinking that he’d soon
be bringing it home with
him and putting it on the mantelpiece. After all,
these symptoms didn’t seem too uncommon; a
fuzzy feeling to the head and body followed by
numbness, what serious harm could come from
that?
But as the days turned to weeks it became
clear that this was something more serious.
Something to worry about. The sort of thing
you see on television or hear about a friend
of a friend’s family. Not your own. And the
weeks became something else, as we heard
the diagnosis that didn’t make it any clearer:
Guillain-Barré syndrome. Something we
couldn’t even pronounce, let alone begin
to understand what it meant. Or worse, to
understand what Dominic was going through,
or the immediate family when they were told to
prepare for the worst.
Wanting to help in anyway we could, as well
as making others aware of the syndrome that
nobody seemed to have heard of, we organised
a fundraising event. Making use of the space
and contacts we had from the pub, we held a
“Winter Wonderland” Christmas Fayre, as well
as collecting money in boxes on the bar.
We were overwhelmed with people’s generosity,
and managed to raise £600. As well as
decorating the pub with tinsel and lights, the
focus was on a notice board which highlighted
Guillain-Barré syndrome, and how it can affect
anybody.
The highlight of the event, however, was when
Dominic walked through to see everybody
who had helped. Through months of recovery
and support from GAIN, as well as family and
friends, he has gone on to achieve all of the
goals he had set himself, and more. Regardless
to say, we are all very proud of him and hope
that this donation will help others going through
a similar situation.
Karen, Daniel & Bianca Bull
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I haven’t always been
a runner. In fact, a little
over a year ago I had
never run anywhere
in my life and would
have sworn that I never
would. However, after
losing my Dad, Jon in
November 2009, my
outlook on life and
health did slowly begin
to change. Having said
that I still never thought
I would run a half
marathon!
My Dad was diagnosed
with Guillain-Barré
syndrome in September
2009, and he spent the
following two months in
hospital trying to fight

Sally has HOT FLUSH for GAIN!
On 22nd February 2014 we held a fundraising evening
for GAIN Charity.
I was diagnosed in January 2013 with GBS and
because I am well on my road to recovery I decided
that I wanted to give something back to the charity that
had helped me and my family through some tough
times.
At my local village hall we had a live band – ‘Hot
Flush’ (who had volunteered to do the gig for free) and
throughout the evening we had prizes for the persons
who looked like they were having the most fun! We also
had some fantastic raffle prizes which my sister and I
had worked really hard to get and this meant people
were buying tickets quicker than we could fold them up!
We raised a total of £1360 over the whole evening and
everyone had an absolute ball! I have wonderful friends
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this off. Sadly, just before his 61st birthday, and before
he was due to come home to recuperate, he suffered a
heart attack and passed away.
Myself, my family and friends had never heard of this
syndrome before this happened, and it is clear that
there is still relatively little known about it. We had also
not heard of GAIN at this time, but after deciding to run
the Bath Half Marathon for a charity, and researching
causes close to my heart, there was really no question
as to who I wanted to raise money for. If money I have
raised can help towards research into this illness, or
provide support for families going through what we
went through, then it will provide comfort to me and my
family.
I started my training in January of this year, and mainly
just went running by myself near to where I live. I set up
my JustGiving page which was shared by my family and
friends on Facebook and Twitter, and I was amazed to
see my target of £500.00 broken within 5 days of setting
up the page! In February, my training had to change

track as I developed shin splints from too much running,
so in the run up to the race I was only able to use the
bikes and the cross trainer in the gym. It certainly didn’t
help my confidence in my ability to complete it!
The Bath Half Marathon took place on Sunday 2nd
March. Over 12,000 runners took place in the race; and
over the course of the 13.1 mile route, there were over
30,000 spectators, which was amazing considering
that the weather was awful. This created an amazing
atmosphere, and really helped me to get round in a time
of 2 hours 22 minutes which I was over the moon with.
I had my own t’ shirt made, complete with my name on
the front and back – this I would highly recommend as I
ended up having thousands of people cheering me on
as I ran past. It was a fantastic experience, made even
better for knowing that I was running for such a worthy
cause. Overall, I managed to raise £1,120.96 for GAIN
and at the same time, raised awareness for the charity
and illness itself.
Steve Milne

and family who all contributed in
many ways. Several people made
cakes and others helped prepare
the hot dogs on the night. My Mum
put together some super hampers
for prizes and put a lot of effort into
making them look beautiful. I feel
very privileged that I am surrounded
by such fantastic people. The night
was a raging success!
I am holding another fundraising
evening with live music on 13th
September at the Amasal Social
Club in Stafford. I have chosen a
bigger venue this time so more
people can come and there is
more room to dance!!! We will work
hard to get some more great raffle
prizes and I guarantee it will be
another great evening. If anyone is
interested in coming contact me at
sallygain2014@gmail.com
Meanwhile keep working hard at
getting better everyone and try and Back row, my sister Tracy and her husband Richard with my fiancé John in
between
think what you have ‘gained’ from
Front row, my Mum and Dad (Jenny and Jeff) with myself in between
the experience. I know that I have
met some really lovely people that I
wouldn’t have crossed paths with if I
hadn’t of been diagnosed with GBS.
I am a very lucky person indeed and
am embracing life with more fervour
than ever before!
Sally Haycock
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A cheque for £602.43
was presented to
Russell B. Hamilton by
Rita Tucker from Watson
Fuels. Russell organised
a community consortium
and for every litre of oil
he ordered, Watson
Fuels kindly donated
0.01 pence to charity
and GAIN was chosen
as the beneficiary.

Brothers Oliver and David Bray decided to run
the Sheffield Half Marathon on 6th April 2014 in
aid of GAIN. They chose GAIN in memory of their
mother Kate who passed away in September 2013.
Oliver completed in 1 hour 53 minutes 15 seconds
and David completed it in 1 hour 46 minutes
18 seconds. They are both very proud of their
achievement, more so because they raised a total
of £1621.40 in sponsorship and brought it to the
attention of people that otherwise hadn’t heard of
GBS before.
Their sister Elizabeth and her friends, Lucy, Jennie &
Nicola also ran the Treehouse school 10K, Cholsey,
Oxford on 27th April 2014 in aid of GAIN.

Performing Arts students JamieLeigh, Anna and Sophie ( from left
to right) have raised over £200 for
GAIN whilst studying for their A’
levels.
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Jacob and his sister Tamara completed the
Surrey Half Marathon in 2 hours 11 minutes and 2
hours 42 minutes respectively.
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Virgin London Marathon
This year we had five London Marathon entries who
collectively raised over £5000 – our thanks to Blanche,
Tony, Marc, Neil and Richard.
Tony Rogers having just
crossed the finishing
line. “The day was an
amazing experience, I’m
glad I could contribute
something to all the
good work GAIN do for
people who have the
misfortune of developing
the illness” said Tony

The day dawned bright,
sunny and cool. It was
6.30am when I left for
Blackheath, the start of
the London Marathon.
Upon arrival, I saw
many other participants
chatting, queuing for
the loo, taking photos.
It wasn’t long before all
had to deposit kit bags
in order for them to be delivered to the finish.
Then it was over to the start line and time to
go. About 40,000 people were running in the
world’s biggest fund raising event. It’s inspiring
and humbling to hear people’s stories, the
causes they support and the obstacles they have
overcome to reach the start line. The route was
lined with cheering supporters, every inch of the
way. They called my name and I felt each was
my friend generously encouraging me. The route
was long, tough and hot. It took me just over
4 hours to cross the finish line safely and I am
thankful to have good health enabling me to train
and complete the London Marathon 2014.
Blanche Morrissey

I was really pleased to do it for
GAIN even though it was hard
going and very hot. I didn’t do
it as quickly as I had hoped as I
twisted my ankle just before half
way. From then on, I couldn’t
keep running and did have to
run/walk the second half. I am
really proud to have completed
my first marathon and in a time
of 5 hours 24 minutes; it gives
me a pb (personal best) that I
should be able to break.

Richard Underwood

Neil Oates has taken on a lot of
fundraising challenges including
a Tough Mudder last Summer.
Having nearest and dearest
affected by both conditions, he
splits the money between GAIN
and the Autistic Society.
“I’ve decided to re-attempt the one event I said I’d never
do again, the marathon! I promise not to have 6 bottles
of beer the night before this time!” said Neil.
Unfortunately, Marc McNeill had
to withdraw from the Marathon
due to a previous strain injury to
his ankle but his entry has been
deferred to next year.
“The thought of not running
the London Marathon filled me
with loathing” said Marc, “I had
trained so hard for it and to be taken away from me, the
day before was hard to take. Even more so given how
much people have sponsored me. For the sponsorship
I’m truly grateful. I never expected such generosity.
Thank-you.”

We have one charity place for the 2015 London Marathon. For full details please visit our website
www.gaincharity.org.uk. The public ballot for next year has closed and if you have been lucky enough to get a
place and will be supporting GAIN, please let us know: fundraising@gaincharity.org.uk
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Prudential Ride
London – Surrey100
meet the team
Charlie: I suffered from GBS in
February 2013. In the space of 7
days I went from training three times
a week for a trans Alpine ski tour to
being unable to walk.
http://www.justgiving.com/Charles-Reynolds

Tim: I work for John Lewis as the
Head of Store Development. I live
near Stamford with my wife and
3 children. I heard about GAIN
through my close friend Charlie
Reynolds who had Guillain-Barré a
year ago.

Top to bottom: Tim Harrison, Paul Dixon and Robert Foden

http://www.justgiving.com/Tim-Harrison3

14

Celebrating the legacy for cycling created by the London
2012 Olympic and Paralympic Games, Prudential
RideLondon-Surrey 100 is the biggest and best celebration
of cycling in the UK. The weekend will bring together
more than 70,000 cyclists including the world’s top
professionals. It starts in Queen Elizabeth Olympic Park,
then follows a 100-mile route on closed roads through
the capital and into Surrey’s stunning countryside. With
leg-testing climbs and a route made famous by the world’s
best cyclists at the London 2012 Olympics, it’s a truly
spectacular event for all involved. It finishes on The Mall in
central London and highlights will be shown on the BBC.
The 2014 Prudential RideLondon-Surrey 100 takes place
on Sunday 10th August and this year, we are very lucky
to have our own cycling team – Charlie Reynolds, Tim
Harrison, Robert Foden and Paul Dixon who are all taking
part in support of GAIN. We would like to thank our cyclists
and wish them the very best for training and the actual
event itself. If you can sponsor Charlie, Tim, Robert and/
or Paul please visit their JustGiving pages or contact the
office. All money raised from the event will go towards
much needed medical research. Thank you
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Subscription renewal 2014/15
To all Patients and Subscribers
For the first time since the changes to subscription were introduced last year, we have come
around to annual renewal, which is now 1st July for all our subscribers. It is also the first time we
have been able to offer our subscribers and donors the security and convenience of Direct Debit,
providing an easy way to spread the cost of subscription with regular monthly payments. We have
a new bank account, so if you currently pay by Standing Order, please either change over to Direct
Debit if you have an email address, or complete the standing order instruction on the back of the
Subscribe or Donate form.
If you subscribe to GAIN already, or would like to help us in our work through a donation or regular
subscription, please complete the form overleaf and return it with your payment or payment details
to GAIN, Woodholme House, Heckington Business Park, Heckington, NG34 9JH. If you have
already paid to 30th June 2015, thank you – there is nothing further due.
If you registered with the charity for information and support after October 2013, you
needn’t do anything. We will continue sending the magazine and will write to you again
this time next year.
We invite people to help us continue in our work, by offering two categories of
subscription;
MEMBERS
£15 per year

SUPPORTERS
Free by email / £10 per year by post

Members pay a single fee of £15 per
household, reviewed annually (with an
option to pay an additional donation), and
are entitled to vote at General Meetings,
either in person, by proxy, by post or
by email. Members can opt to receive
the quarterly magazine either by post or
by email. New members will receive a
‘Welcome pack’.

Supporters receiving the magazine by email
are not required to pay a fee, but are invited
to support the charity through voluntary
donation. If you opt to receive the quarterly
magazine by post, there is a £10 charge per
year to cover printing and distribution costs.
Supporters are not entitled to vote at General
Meetings.

Recently diagnosed? If you registered with the charity for information and support…
…PRIOR to October 2013
Would you like us to stay in touch?

…SINCE October 2013
No action required!

We hope we have been able to help
during this difficult time. If you would like
to continue receiving the magazine, either
by post or by email, please complete the
subscription form and return it to Head
Office. If you would rather not hear from us,
please let us know and your name will be
removed from our mailing list.

You may subscribe if you wish, but you will
automatically remain on our mailing list until
30th June 2015, at which time we will invite
you to subscribe as a Member or Supporter.

A brief guide to Direct Debit and Standing Order
What is Direct Debit?
A Direct Debit is an instruction from you to your bank. It authorises someone to
collect payments from your account when they are due. You give this authorisation
by completing a Direct Debit Mandate form – this can be a paper form or a form
that you complete online. Once authorised, the organisation can automatically
take payments from you (provided that they comply with the scheme rules). Direct
Debit is the simplest, safest and most convenient way to make regular or recurring
payments.

The difference between Direct Debit and Standing Order
People often confuse Direct Debits and Standing Orders. That’s understandable –
the differences are subtle but important.
Here is a summary of those differences:

Standing Order

Direct Debit

What is it?

An instruction to your bank to
make payments to a person/
organisation.

An authorisation for a
person/organisation to take
payments from your account
when they are due.

What is it used
for?

Regular, fixed payments like
rent payments, monthly charity
donations or regular payments
into a savings account.

Regular payments of
variable or fixed amounts like
mortgage payments, utility
bills or other bills based on
usage.

How do you set
one up?

You instruct your bank. You
decide when and how much to
pay, and tell your bank to do
this.

You complete an instruction
form then you won’t need to
do anything else.

Customer
protection

None. Once you pay, you can't
get it back.

High. Immediate refunds
from your bank without
question.

Subscribe or Donate

Please help us continue our work with a regular subscription or one-off donation

Your details
Name
NB: Should you make a Gift Aid declaration (below), the name listed above must be that of a UK Taxpayer
Home telephone

Address

Mobile
telephone
Postcode

Email address*
(must be completed for all email subscribers)
Diagnosis
(e.g. GBS, CIDP, Miller Fisher)

I wish to subscribe as a...

(please tick one box)

Year of
diagnosis

Voting Member

Supporter

£15 per
annum

receiving my quarterly magazine
by post

£10 per
annum

receiving my quarterly magazine by
post

£15 per
annum

receiving my quarterly magazine
by email*

Free

receiving my quarterly magazine by
email*

I do not wish to subscribe. Please remove me from your mailing list
£10
£20
£30
£50
£100

Helps pay for the printing and distribution of gain4all
Helps pay for information to be sent to a newly diagnosed patient
Could help us to provide information packs to hospitals
Helps us support a family as they visit their loved one during recovery
Could help us fund research into these illnesses

Subs

£

Donation

£

Other

£

Total

£

Payment options

A
B
C

Direct Debit (email address required - complete details on reverse)
Standing Order (complete details on reverse)
Cheque (make payable to GAIN)
Card

Amount

£
£

Card type

Visa / Mastercard, etc

Card no.

D

Valid from

mm/yy

Expires

mm/yy

Issue no.

if applicable

3 digit security code

on reverse

Name of cardholder as it appears on the card
Signature of cardholder

YES

I confirm I have paid or will pay an amount of Income Tax and/or Capital Gains Tax for
each tax year (6 April to 5 April) that is at least equal to the amount of tax that all the
charities or Community Amateur Sports Clubs (CASCs) that I donate to will reclaim on
my gifts for that tax year. I understand that other taxes such as VAT and Council Tax do
not qualify. I understand the charity will reclaim 28p of tax on every £1 that I gave up to 5
April 2008 and will reclaim 25p of tax on every £1 that I give on or after 6 April 2008

NO

Ticking the ‘YES’ box costs you nothing,
yet the Charity gains an extra 25p for each £1 donated!

Please send me some information on...

Volunteering

From time to time the Charity may contact you about events in your area.
If you do not wish to receive these communications please tick this

!
!

Fundraising

If you have an email address, you can pay by Direct Debit via GoCardless. If you do not have access to
	
  
	
  
	
  	
  	
  	
  	
  	
  	
  	
  	
  	
  	
  	
  	
  	
  	
  	
  	
  	
  
	
  email, you can set up a Standing Order instruction. Please complete EITHER A or B and return the form
to us at GAIN Head Office (address at bottom of page)

A

Direct Debit

a) My email address is...................................................................................................................................................
b) Name......................................................................................Postcode....................................................................
c) I would like to pay annually / quarterly / monthly. My current annual subscription is £15 / £10 / free
d) Minimum payment by Direct Debit is £1 per transaction. Please tick one of the following;
i)
My payments should cover my annual subscription only
ii)
My payments should cover my annual subscription plus an additional donation of £............
iii)
I do not pay a subscription. My payments should cover a donation of £..............
e) Signed....................................................................................... f) Dated.........................................................
You will receive an email on our behalf from GoCardless, asking you to authorise a Direct Debit

	
  

B
(1)

Standing Order
To

The	
  Manager	
  
	
  

Please pay to
For the credit of

(1)

Enter the name and address of your bank

(2)

Enter the date of the first payment

(3)

Delete as applicable to show the frequency of payment

(4)

Enter the date of the final payment or delete as appropriate

(5)

Enter the amount in figures and words

(6)

Enter the details of your bank account

(7)

Sign and date and return to GAIN Head Office

	
  

CAF BANK Ltd, 25 Kings Hill Avenue, Kings Hill, West Malling, Kent ME19 4JQ
Bank Sort Code 40-52-40
Account number 00024633
Guillain-Barré and Associated Inflammatory Neuropathies (GAIN)

(2)

On ..................................................................and (3) annually / quarterly / monthly thereafter (delete as applicable)

(4)

Until further notice / until (and including) the payment due on....................................................................................

(5)

The sum of £....................... (in figures) ........................................................................................................ (in words)

(6)

Name(s) of account holder(s).......................................................................................................................................

Account number.......................................................................................

Sort code....................................................

Signed.................................................................................................

Dated..........................................................

(7)

	
  

To avoid duplicate payments, please instruct your bank to cancel any previous payment
arrangement for GBS Support Group / GAIN
If you are a UK Taxpayer, please make sure you have ticked the Gift Aid
declaration overleaf to allow Guillain-Barré and Associated Inflammatory
Neuropathies (GAIN) to reclaim 25p tax on every £1 that you pay!

GAIN Head Office, Woodholme House, Heckington Business Park, Heckington, NG34 9JH	
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Hayley’s Long Road
to Recovery

On the 26th April 2010 my life as I knew it changed
forever. My whole life evolved around sport and I
was heading to Africa to coach football and so I had
to have the yellow fever vaccination. The next day I
woke with breathing difficulties and weakness and
as the day progressed my symptoms were getting
worse so my friend took me to the local A&E; I
agreed to go having no idea of what was to follow.
I had a battery of tests and was diagnosed with
swine flu. I remember having tubes coming from
everywhere; the arterial line was the most painful.
The weakness had spread to most of my body now
and I was suffering badly with pins and needles.
The consultant was not happy with how I was
progressing and ordered a load more tests. This
time it came back as a diagnosis of GBS. I was
admitted to ICU and immediately started a course of
IVIg treatment.
I don’t really remember the next few months; I was
in and out of ICU. I was receiving physiotherapy and
my mum would give me reki and reflexology. I was
so scared, I didn’t know what was going on, and I
hated being in hospital more than anything I could
ever think of. Imagine you can only feel intense pain
coming from all over your body, but can’t move
anything, this happened in my case.
I started to make small improvements and I was
moved to a general ward. Not long after being there
I was moved to a neuro rehab unit. I received vital
support from the whole therapy team which included
physio, OT, and
SALT. I started to
deteriorate though
and was moved
back to HDU and
a general ward
again. This was a
terrible time and I
was stuck in a bed
with no stimulation
whatsoever. I

remember crying uncontrollably. I just wanted to
move, I just wanted to be on the floor – it felt more
normal then being on the bed.
I then had the most horrendous news anyone could
hear, my beautiful best friend had died. I couldn’t
cry; I felt numb.
It was at this point in my recovery that I saw all the
letters and pictures from family and friends. Each
card contributed to the increase in my shattered
confidence. I was hit by a huge overwhelming
feeling of guilt. I was horribly aware of all the worry
and pain I had caused all my family and friends.
I spent long periods by myself which just allowed
my thoughts and feelings to take me prisoner.
The nurses had to do everything for me, wash,
dress, feed me, oh and put me in those lovely pink
nighties!!
I had not been outside for months and months, the
first time I went out was to watch my hockey team
play. I was gripped by paranoia and I was scared.
We did have a laugh though at mum driving the van,
this was an experience.
Over the next 7 months or so I was starting to
recover some movement. I could now cheat in OT
when I was learning to brush my teeth again: I would
move my head instead of moving my arm. The same
when brushing my hair, I would move my head not
my arm. I made some good friends on the rehab
ward, some that I’m still in touch with now.
My friends decided to do some fundraising. Five
members of my hockey team did the Manchester
10K run and 2 of my friends did a 24 hour bike
ride, I’m sure they had sore bums afterwards. They
did a raffle too, with prizes ranging from a signed
Manchester United shirt to personal trainer sessions.
I had lots of support coming from people but on
the inside I was really suffering. There was so much
support and positivity coming from people but
inside me I was suffering from depression, and I was
just getting worse and worse. I had a psychiatrist

continued over
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come to see me and he wanted me admitted
to his ward, so this is what happened. I was
moved and this just made things worse and
worse. It was the lowest I’ve ever felt in my life.
Christmas passed and so did my birthday; I
was getting no better. My physio had stopped
and I was just spending all day in my bed. They
didn’t have the facilities to help me physically. I
gained a lot of support from GAIN on facebook,
this provided the much needed support. One
of the GAIN members set up a group on
facebook to get me out of this hospital and
back to rehab. One of the main reasons that
was hindering my movement back to rehab
was argument about money and which trust
was going to fund it. After many more months
they finally decided who was going to pay and I
was moved to rehab in Wales (February 2014).

I’m now having
physio, OT and
hydrotherapy. The
hydrotherapy is
amazing, I can
do so much more
in water than on
land.
Hopefully now
I’m back on the
right track and
will be getting some sort of my life back. I did
a walkathon in February, I took 10 steps and
raised £1,642. I couldn’t believe it, the money
just kept coming and coming.
Hayley Watson

Books
In Memory
John Comber, husband of
Colleen Comber (local contact in
Brighton), passed away on 11th
December 2013. He had bravely
fought cancer for a couple of
years and managed to stay
positive and enjoying life right
until the last days. He passed
away at home in the arms
of Colleen and his daughter
Michelle.
John and Colleen have been
good supporters of our charity
since Colleen had GBS and they
were always good company at
the Conferences. John was a
great support to Colleen whilst
she had GBS and had been ‘her
rock’ ever since.
David Wada
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‘NO WARNING’ – Getting My Life Back by Brian
Jones published on ‘Amazon Kindle’ e-reader on 7th
May
The following is an account of what happened to
me from March 10th, 2012, up to the time of writing
this story, and how I survived. On this day my life
changed forever, and it has never been the same. It
turned my world upside down and my life is definitely
different now. I was diagnosed with Guillain–Barré
syndrome. I’d never heard of it, even with over forty
years nursing experience, and it ambushed my life,
physically, mentally, socially and spiritually. It came
with no warning. It’s hard to describe what happens
when you get Guillain-Barré Syndrome. I have tried
to, and this is it.
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Bangkok to Nepal
by Andy Hepworth
Dec 19th 2010

As I wander around Katmandu and all its madness
before I start a trek to the Manasulu region of the
Himalayas, it’s hard to recall the day back in 2010
when GBS took my life away for a year.
I was living and teaching in Bromsgrove International
School in Bangkok with my wife Donna and three
children Rosie, Joe and Laila. It was the last day
of term before Christmas break and I was feeling
tired more so than usual. I had a lightheaded dizzy
feeling that came and went. I decided to go home
and sleep it off and avoid the end of term festivities
for now. When I awoke I had double vision that
wouldn’t go. A little concerned I made it to the local
bar to join the others to explain what was wrong. The
consensus was to have a beer and let it sort itself
out, not the best idea as I could already see two.
A little while later still with the double vision I took
a taxi to the local hospital where the Ophthalmic
doctor took one look and said “eyes not working
neurological problem you go another hospital”.
By then it was quite late and not wanting to brave
the Bangkok traffic I decided to go home and sleep
it off until morning in the hope it would resolve.
When the morning came it was infact a lot worse,
I couldn’t walk easily and my speech was rapidly
going. Donna took me in a taxi to a bigger hospital
downtown where I was given a battery of MMR,
CT scan and nerve conductivity tests. Within a
few hours the consultant had narrowed it down to
either Botulism or GBS. At this point I recall Donna
saying that Botulism was OK, just food poisoning
so I would be alright. I couldn’t speak at this point
and was laughing inside knowing that Botulism
was almost always fatal and neither of us had ever
heard of GBS. Forward wind a few hours I had lost
all speech, mobility, and was struggling to breathe.
The hospital took the decision to ventilate and still
without a firm diagnosis, I was transferred to a
government hospital with a specialist neurological
ward where further tests including the lumbar
puncture test would confirm that I did have GBS. So
good news that I didn’t have Botulism but little did

we both know that this was going to be a long drawn
out illness and a tough test for the whole family.
The eventual diagnosis was AMSAN the acute form
of GBS with rapid onset of symptoms. Looking
back initially it helped not really knowing what was
happening but as the disease ran its course it was
useful to know what would happen and the possible
complications. And so began my six months in a
Bangkok ICU ward at Prasat Neurological hospital.
Like most other people’s stories I have read since
my illness, the first few days and weeks were a blur
of confusion, panic, sedation and fear. My eyes
closed completely which added to the confusion
and made my hallucinations even more vivid. I recall
visitors early on from family and school. I remember
the Filipino director of school came to visit to say
the last rites and pray for me (my youngest daughter
whispered that she was crying and saying funny
things).
In fact the hallucinations are still part of the illness,
which I recall clearly. I have no idea how long they
lasted but they seemed to recur daily and I was
able to pick up where I was the last time. One of the
strangest was the obsession with breathing on my
own and the doctors had told me that to get off the
ventilator I needed to climb this imaginary ladder
to the top of mount Everest and then they would
consider taking me off. I tried and tried and when
I did eventually get there they said I was still not
ready. I also became convinced that I was in a new
kind of progressive hospital which was outside and
all the beds were on a kind of roller coaster, which
you could never get off. Near this hospital was my
house, which I could sometimes fly to with what I
can only describe as a pogo stick with a helicopter
blade on top. After I reached home I went inside and
although my whole family was there they couldn’t
see me and even when I shouted they just ignored
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me. My wife had remarried and had started a new life. On the
same theme after I had the Tracheostomy every day when I
woke up one of the doctors had attached pieces of tin or metal
to my skin near the tube but under my skin. I had no idea how
they got there but when they were removed they returned
the next day. Perhaps the strangest hallucination must have
occurred in the first few weeks. I became convinced that I was
in another hospital and that Donna had been concerned with
the nursing care in one hospital and requested I be moved. A
huge argument followed and the doctors said if I was moved
they would have to keep the ventilator and it would be a risk
to move me without another one to take its place. Eventually I
was moved and two kind nurses kept me breathing somehow
until I arrived at the new hospital. It was at this stage that my
parallel universe came about. I was still fully ventilated in the
first hospital but was also in a bed at another hospital. I knew
this was impossible and couldn’t understand how no one else
could see this. Needless to say I still have no idea what all
this means or the time scale involved, but when my eyes did
eventually open after 4 months it was strange to see that I was
in a small ward with only 8 beds.
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As the weeks and months passed and life events came and
went, time became almost meaningless and I fixated on getting
off the ventilator. It took weeks to wean me off 5 minutes an
hour for one week. The panic when the nurses turned it off
was huge and by far the most difficult and tiring thing that
occupied my days. I became quite down that I wouldn’t be
able to ever do it and as for sleeping through the night with
out the ventilator forget it. My daily physio was the highlight
and brought welcome relief to my legs and feet, which were
very painful. The only position that brought any relief in bed is
best described as the frog legs position and most people who
visited me were required to perform some kind of leg massage
before they left. I did have a couple of scares in ICU picking
up Pneumonia a few times and going into septic shock at one
point. The Thai nurses afterwards would joke that they thought
I died two times but luckily I didn’t and I began to make good
progress with the ventilator managing 4 hours one day only to
go backward the next day. Around May of 2011 the decision
to take me to the physio room was made and after lying down
for almost 6 months I was wheeled down in my bed to try and
push my exercise forward. This was the first time I had been
out of the hospital building and the bright sunlight was almost
unbearable but wonderful at the same time. I was the only
farang (foreigner) in this Thai hospital and became a sort of
celebrity case. I began to teach English to some of the nurses
and learnt some Thai in return. At this point I began to realize
how weak I had become in every sense. I had gone from a
healthy slightly overweight 90kg to around 55kg losing 35kg.
Over the course of about 10 days I was strapped onto a rack,
which slowly elevated me by degrees until I could stay vertically
without passing out. Looking around the physio room, which
was quite basic I could see all sorts of people, young and old
learning to walk again perform basic physical functions after
accidents and strokes. I realized that it would take me a very
long time to get some mobility and strength back. I wanted to
get strong again but was dependent on everyone around me
to do almost everything all the time. I was gradually spending
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time sitting for a short time in a chair and even
started to swallow and eat some mushy Thai rice.
This was a real turning point being able to eat small
amounts and one kind Thai nurse brought me a
banana in one day, which took me over an hour to
eat, but was easily the best thing I have ever tasted
after 6 months of intravenous feeding and a food
tube into the stomach. Quickly after I was sent to
have my trachy tube reduced in size and was told I
would be able to talk again after they checked there
was no scar tissue in the bronchial tube. I kept this
secret from my wife Donna until she came to visit
then when she was looking for something I shouted
out her name making her jump out of her skin and
swearing profusely. Moments like this really helped
me get through the days, which were dragging now,
so I knew I was ready to go home to continue my
recovery.
On June the 16th still with my trachy in and in a
wheelchair I returned home to begin the hardest
phase of the recovery learning to walk and building
myself up again to resume a normal life. Unlike
hospitals in the west once you’re discharged in
Thailand there is very little in the way of post illness
care added to which the hospital was a long way
to go and I needed to arrange physio nearer
home. I received tremendous support from my
family helping me into the wheelchair, up the stairs
showering and dressing. One minor setback in the
first few weeks was picking up another infection
which required another hospital stay and meant
missing my kids’ prize giving at school. This was
a very emotional time for me happy to be at home
but the full realization that I was a long way from
being able to cope on my own and shocked at
the decline in general strength of my body. The
good news was progress became much quicker at
home. I progressed from wheelchair, to frame, to
sticks within 2 short months and with sheer desire
to regain some strength, I pushed myself with the
help of a Korean physio Eunju. I became stronger
repeating daily the most simple of exercises to get
full mobility back.
The school allowed me to return to work gradually
and despite sounding like Rod Stewart I was able
to resume some teaching after Christmas, one year
on from the illness. In June of 2011 I took part in
a 5km charity run and although it was painful the
feeling of finishing was quite overwhelming and a
special moment indeed. Regaining fitness all the
time the whole family made the move in August
2012 to Saudi taking up new appointments and the
challenges of life in the Middle East.
And so to the Himalayas. It had been 3 years since
the illness and I had always wanted to pay a visit
to Nepal and managed to tag along on a trip that
2 colleagues were planning called the Manasulu

trail. A lesser
trodden area of the
Himalayas with a
distance of around
180km to complete
in 8 days going up
to a height of just
under 5200m. I
really had no idea if
my feet could cope
with this type of
challenge although
I had been quite
high before
prior to GBS.
The trail itself is
outstanding, huge
rivers crossed by
Himalayan bridges,
deep ravines
and the biggest
hazard being the
pack donkeys
transporting goods
up and down the
mountains. The
day trek over the
mountain pass was
very demanding
but the conditions
were spectacular. Setting off at 6 in the morning in
deep snow and watching the sun rise was amazing.
It took about 4 hours to reach the top witnessing 2
avalanches on the way and the weather was perfect.
Bright sunshine and crystal clear skies. For me the
descent was the worst part across an ice field with
a very steep drop, and feet that were tired and had
become less responsive as the day progressed.
It was a very slow descent but we made it down
to the lower teahouse at about 4 pm, thirsty and
hungry but with a huge sense of achievement and
satisfaction. All in all Nepal was amazing, inspiring
people and spectacular places to see. I had my
doubts about completing the trek in the first place
but at least I now know that I can push myself a
little more to achieve my desired goals and for the
moment, 3 years on from GBS I can put up with the
feet pain because I have made a good recovery
and feel very lucky to be able to take part in such
a rewarding and exciting venture, something that
seemed inconceivable as I was lying in the ICU
ward in Bangkok 3 years ago. Special thanks to my
two colleagues Jerry and Nick for taking me along,
a huge thank you to all the ICU nurses in Prasat
Hospital Bangkok and a special thanks to my wife
Donna and my three children Rosie, Joe and Laila
who got me well again and were always there to
help both in and out of hospital.
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Understanding of certain CIDP
symptoms
a case report by Teresa Gatesman
I have just finished reading Oliver Sacks’
book Hallucinations and have finally got an
answer to my questions about a number
of symptoms that have been plaguing me
since 1997 and which at times, when I have
spoken about them to my doctors, have led
to exceedingly negative reactions (mainly
being told I was pretending or suffering
from psychosomatic problems). I think my
case history might be of assistance to other
suffers of chronic inflammatory demyelinating
polyneuropathy in coping with the weirdness
of their symptoms and so have sent it to you.
In early October 1997, at the age of 39, I
awoke at 6 o’clock to my alarm clock feeling
really strange in my body. My fingertips, toes,
lips and the tip of my tongue were tingling
and my nose felt like it had changed into a
huge potato. Being a veterinary surgeon, my
first thoughts were “What the hell?” and then
“What’s the disease?” I knew that tingling in
many nerve endings at the same time would
be indicative of a polyneuropathy, but I could
not understand what had happened to my
nose. Looking in the mirror, I saw that it was
its usual long and rather pointed form, not
the large rotund protuberance which I could
feel. Fingering my nose did not change my
abnormal sense of feeling.
As I was that morning going down to
Munich to take my three-year-old son to his
grandparents so I could attend a conference
on environmental toxins in Granada and
as I felt otherwise well, I decided to ignore
the symptoms and fly off to Spain. I had an
enjoyable time at the conference and in the
Alhambra, but with each successive day the
tingling crept up my extremities and after a
week had reached my elbows, knees and was
covering the whole of my face. The potato
was still firmly in place.
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On getting back home to Goettingen, 12
days after starting the symptoms, I went to
a neurologist. He listened very intently to
my story and asked me questions about my
life (summary: middle-aged female, single
mother, scientist, no sex for 4 years). The
more my story came out, the more the doctor

looked pleased with himself (at this point I
must say he did not at any time lay a hand
on me to check my reflexes, etc). He told me,
“I was reacting to the problems of my life”
(I said I thought I was having a good time;
he said I was in denial) and “I could myself
see as an intelligent woman that my nose
was neither the shape nor the size of a large
potato”. He went on to say that I was showing
a psychosomatic response to my life style
and this form of problem (read ‘hysterical
female syndrome’) was to be treated with
valium. The neurologist was not happy when
I refused the valium saying that I had had it
once and had a paradoxical reaction to it and
so did not think it would help me but rather
hinder me in functioning. I think he thought
I was just being an awkward smart ass. He
did say I was being unreasonable and that
I should at least take St. John’s Wort, which
is apparently commonly prescribed here in
Germany for mild to middling depression. I
declined and left his practise, vowing never to
return.
Luckily, I had (and have) a very dear friend
who is a neurologist over in the USA, so I
rang him. After telling him my symptoms and
using him as a sounding board for my rage
at being designated a “hysterical female”, he
rang one of his former colleagues working
at the university hospital in Goettingen and
asked him to see me. John told him that
“she may be eccentric & a little crazy but
she is not hysterical”. Within 30 minutes of
my being at the hospital, a CSF sample was
taken and the Pandy’s test revealed a dense
milky precipitate. I was given the diagnosis
of an inflammatory polyradiculoneuropathy,
but as I could function despite the sensory
disturbances I went home. My feeling of
having a potato in my face was ignored and I
did not push it.
Five weeks later, the concomitant progressive
muscle paralysis was so extreme, I had to be
hospitalised and I was given the diagnosis
of chronic Guillain-Barré syndrome/ Chronic
inflammatory demyelinating polyneuropathy
(CIDP)/ chronic relapsing polyneuropathy
(CRP) – it is nice to have a disease with so
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many names, it makes one feel important! Cortisone
was started and the doctors and I waited to see
if my weakening respiratory muscles would give
up and I would need a respirator. Luckily, that did
not happen and I went to a convalescence home
roughly three months later.
During my time at the hospital after the cortisone
was started, I developed excruciating pain in my
hands and feet (though I did not have any other
sensations there). The neurology professor said that
was impossible and made no suggestions as to
how I should cope with the pain. He seemed rather
annoyed with me for complaining about it. Luckily for
me, one of his junior doctors had given a breakfast
lecture whilst on an internship in a Californian
hospital on pain in GBS patients and although he
did not contradict his professor, he kindly gave me
a copy of his paper on his way home that evening.
Armed with this (high percentage of such patients
suffer the pain I was having to deal with, so I was
not alone), I contacted both the British GBSSG
and a shiatsu practitioner in Goettingen to find out
what I could do to help myself. My shiatsu therapist
showed me how to stimulate certain pressure points
on my hands despite my fine motoric problems and
this technique, in addition to the use of lavender oil
massages to my extremities (according to the GBS
people), was actually very effective. The doctors
in the hospital just let me get on with it, though
some were rather unbelieving at the need for this
therapy or its efficacy. I had by this time learnt not
to talk openly about my peculiar symptoms to my
doctors, just about the lack of sensation, the muscle
weakness and the lack of proprioception – things
they could measure and test.
During my time at the convalescence home, my
muscles got stronger though my sensory deficits
remained. One day whilst trolling around with
my wheeled frame in the common room, I felt
an earthquake. As I had already been in a mild
earthquake some years previously, I looked up at the
chandeliers only to see that they were not moving.
As my fellow patients were all quietly sitting, talking
or reading and were not showing any signs of shock
which an earthquake would cause, I assumed that
this feeling was the start of the sensory nerves in my
legs beginning to conduct properly again. I was so
happy I talked to the ward doctor, reaping a rather
stony stare and no comment. My physiotherapist
was more helpful; she said yes that was a normal
“abnormal” feeling. The earthquake came on and
off for about a week before subsiding. Again, my
sensory deficits all over my body were otherwise
complete.
Over the past 16 years my sensory deficits have for
the main part gone, though if it is dark I tend to fall
over as I need to see the ground to adjust my steps.
I tingle and have formication all over my face and
lower arms and feet if I get excessively tired, which

is a state I often achieve if I do not pace myself
properly. This leads to an inability to feel things
correctly until I have rested and the parathaesia has
gone. If I do not concentrate, I let things fall out of
my hands, though after many years of practising
I can knit again (learning to do the knit stitch took
about six months, the purl stitch nearly two years).
Normal pain and superficial touch sensations took
more than five years to return – sadly, the first part
being my stump on d2 of my right hand (it would
have been nice if my brain could have forgotten
about that). I sometimes also get amazingly violent
electro shocks from my toes/feet which make me
jump, though if I can force myself to relax they last
only for a few seconds to a couple of minutes.
The sudden jumping in my seat (it seems to occur
when I am sitting down relatively quietly, like at an
official meeting) is embarrassing as it surprises my
neighbours. I have learnt to just say “my slipped
discs are troubling me” (I have six) as that is more
believable than saying my nerves are playing up as
the latter tends to glean me strange looks.
For the most part, my body awareness is relatively
normal until I go rambling. I loved to ramble before
I became paralysed, but now it is virtually a spiritual
need to be out and about in the countryside.
Usually, I just walk an hour or two with the dog each
day. However, I am a member of a rambling club
and a couple of times a year, when I am feeling fit
enough, I go with them. We walk 25 km plus per
day. In the morning I am quick and as long as I look
at the ground fairly sure-footed, but after about 10
km a strange sensation occurs – I feel as if my legs
and feet below my knees have turned into thick
concrete boots. I start to walk broad-legged like a
sailor, with each step having to be a well-thought-out
process – the normal walking automation is virtually
gone. There is no sign of any swelling in either my
legs or feet. Once I have slept, and I sleep well, this
feeling is gone. Many of the people I walk with are
neurologists but I have been too cowardly to tell
them of this change.
Now, after Sacks’ book on hallucinations, I think that
much of my dysaesthesia is due to hallucinations
of my poor brain having to deal with a very wonky
peripheral nervous system. It would have made
my life easier if my doctors had realised this earlier
and had not repeatedly given me the feeling that
I was mentally abnormal and not just ill with an
autoimmune disease. The idea that one could really
be “hysterical” or even “mad” because something
that others cannot see or measure is causing one
problems is difficult to cope with, even for someone
as self-confident and fairly well informed as myself.
Teresa Gatesman
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Antigua Sailing
by Dave Selby

I dreamed of this, as I lay paralysed in a
hospital bed. The leather-skinned steering
wheel, warm to the touch, playing through my
palms as the yacht heeled, gathered on its
haunches, settled in its groove and powered
up into the shimmering, rolling dunes of
chromium blue glitter.
These were the very winds, the ever-steady
Trades that were the super-highways of the
sailing age, blowing from the east, like a
train on tracks, the driving force of discovery,
empire, trade and global commerce. They
brought Columbus here in the 15th century,
3000 miles across the Atlantic, but he sailed
on by. Nearly three centuries later the young
Captain Horatio Nelson, then a 26-year-old
frigate commander, was posted here but
never lived ashore as sailors and engineers
fell to disease and excess of rum punch while
Britain built a strategic stronghold to control
the seas. The legacy of English colonialism
is in the historic dockyard buildings, the
kids filing to school in pristine uniforms
with dazzling white shirts and a relaxed
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atmosphere and culture that Europeans will
find refreshingly un-Americanised. Here, in
Antigua, cricket is the religion. It’s also the
sailing capital of the Eastern Caribbean.
I’ve dreamed of this for years. And to be frank,
I’m being greedy, hogging the helm on the
Bavaria 42-footer yacht that we’ve chartered
from On Deck Sailing www.ondecksailing.com
This is bliss, sailing dazzling waters where
you can see your anchor nestling deep below
on a cushion of golden sand, dip your toe
and dive in without saying “actually, it’s not
all that cold.” Day time average temperatures
throughout the year are a fairly consistent
27-31° (80-85°F), generally with a breeze to
take the edge off, and the sea is just plain “à
point” perfection all year round.
I’m relishing the sparkling spray that flies
over the bows, fizzing on my skin like
sparkling tonic water. I want to get wet. And
my legs work. There’s a gyroscope in there
somewhere transmitting messages to my

Dream

muscles, and they’re getting through, to operate the
pistons that not long ago were seized.
My reverie’s interrupted by the bleep of one of the
cock-pit instruments. It’s the generic signature of
digital machinery. A while ago those same beeps
– but more of them – came from a phalanx of
glowing green-screened instruments that penetrated
my drugged up fug as I ebbed and flowed from
consciousness to bewilderment, fear and beyond.
From nowhere, I’d been laid low by Guillain-Barré
syndrome (GBS), a rare disorder that hits about
1200 people in the UK each year, attacking the
peripheral nervous system. In two days, just like
that, it took my legs away; they were dead, useless.
Around 5% of patients can die, but I was lucky.
After a week in a high-dependency unit where they
pumped me full of anti-bodies I was walking again,
tottering more like, but vertical.
But there was one thing I wanted more than
anything else: to sail again. And it was only thanks
to a nightmare that my Antigua dream became
a reality this April. But it was better than that. For
keen sailors there’s no better time to visit than in
Antigua Sailing Week when over 100 yachts from
all over the world converge on Antigua to race
and play in one of the world’s premier regattas.

On a day of stiff breezes we ventured out on a
catamaran www.wadadlicats.com to chase the
action, sipping rum punches as the sea frothed with
a spectacle that looked like a thousand butterflies
dancing on peaks of meringue above a quivering
jelly of Blue Curaçao. For lunch we “anchored” by
tying up to a palm tree on one of the 365 beaches
on this 180 square-mile island paradise that
measures barely 17 miles by 12.
Earlier, at our base, the St.James’s Club
www.stjamesclubantigua.com I’d taken a Hobiecat
fun catamaran for a sail in the hotel’s sheltered
bay. Later, on a break from the water, we travelled
inland to ride a zip-line through the rain-forest
www.antiguarainforest.com, but I soon found I’d
over-reached myself. Standing there, kitted up
like a tropical off-shoot of The Village People in
hard-hat and harness, my legs went very wobbly
and I ducked out as 12-year-olds whooped with
joy zipping through the lush canopy above deep
canyons. Possibly this was pure nerves, but a
reminder, perhaps, that I have limits. For, since I
recovered from GBS I’ve contracted a rarer chronic
variant called Chronic Inflammatory Demyelinating
Polyneuropathy (CIDP). If GBS is exclusive, this one
is altogether more select, affecting about 500 people
in the UK at any one time. It means that I have to
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spend a week in hospital once every eight
weeks to get pumped full of good anti-bodies,
which give me five-to-six weeks of good legs
before they start to decline.
I live my life in two-month windows, so
perhaps the circumnavigation’s off. But
that doesn’t stop you dreaming. And when
I wasn’t on the water in Antigua I enjoyed
ambling through the historic Nelson’s
Dockyard, with its restored Georgian
buildings, and neighbouring Falmouth
Harbour, which are both boat-spotter’s
paradises. There I spotted the high-tech
leviathan Maltese Falcon, which when
built in 2006 for her original owner, venture
capitalist Tom Perkins, at a reputed cost of
$200-million-plus was the largest private
sailing yacht in the world. These days she’s
for hire at $600,000 a week. Elsewhere lay a
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flotilla of the world’s most gorgeous classic
yachts which had gathered in April for Antigua
Classics week, one of the most glamourous
events on an international classic yacht
sailing circus that travels the globe with the
seasons, chasing the sun from St.Tropez
to New England. There, at her mooring, lay
the achingly beautiful 94ft Sumurun, built in
Scotland in 1914, after taking overall honours
among 65 world-class classics. Maintained
to perfection with a gleaming white hull and
lustrous honey varnish I drank in her lines and
dreamed. As I sipped a cappuccino my eyes
fell on the Antigua Yacht Club notice board,
where boat gypsies loitered, looking for their
next berth, chasing their own dreams. Sailing
makes dreamers of us all; the trick is to make
them happen.
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Branch &
Network News
If you would like to be kept informed of local
meetings taking place in your area, email
office@gaincharity. org.uk or phone us on
01529 469910 (Monday to Friday, 9am-3pm)
with your name and address to make sure
you are on the mailing list.

Lancashire and Cumbria
Dates for the remainder of 2014 are;
Saturday, 7th June – to include a plant stall
Saturday, 20th September – speaker to be arranged
Saturday, 6th December – Christmas Party
Meetings start at 2pm and take place in Bilsborrow
Village Hall, Bilsborrow (a few miles north of Preston)

Yorkshire
The last meeting took place on Sunday, 23rd March and
was attended by the Chairman of our Board of Trustees,
James Babington Smith.
The next meeting will take place in October at the
Boothroyd Centre, Dewsbury and District Hospital.

Kent
Strode Park Foundation hosted a meeting of the Kent
Branch on 12th April, which sadly for the organisers
was poorly attended. The speaker was an occupational
therapist who gave a fantastic insight into just what
services were available for people living in Kent. We
learnt about motion monitors, bed alarms and other
useful gadgets that could mean the difference between
independent living and being in care. I would hope that
these services were available in all regions – and many
of them are free, so ask.
Kent was the first Branch to receive the new banner
and proudly displayed it throughout the meeting. Other
Branches will be receiving theirs soon, let us know when
and where your next meeting is to ensure it arrives on time.

South West England
On a pleasant Saturday in March
(22nd) Caroline Morrice went along
to the West Country Branch meeting
at Saltford Golf Club. It is located just
outside Keynsham, and was a lovely
spot for a meeting. Members from
across the West turned up to enjoy
lunch and others arrived later due to
an accident closing the A4 a few miles
short of Saltford!
The Branch is a very friendly group and
it was good to meet new members.
Fran had managed to gather possibly
the largest raffle in the West, which all
helps fund the Branch meetings.
Members were given an update
on what the charity was up to and
Caroline answered their questions.
Many asked for information to be
sent to their GPs and hospitals, which
would inform them about the illness
and the charity.
The next meeting will be held in
October.

West Midlands
Thank you for your suggestions for
the next get-together. There are plans
to arrange something in late summer
/ early autumn (date and venue to be
confirmed).

Scotland
The Scottish AGM and Conference will
be held on Saturday 4th October at
the Holiday Inn Hotel, Glasgow Airport.
Further details will be sent out nearer
the time.
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What’s new?
Virtual Networks
We know that many of you find it difficult to get
out to a Branch meeting or to a conference,
but wish you could talk to other people that
understand what you are going through. We are
looking at setting up Virtual Networks which will
bring people together through a computer or
telephone. Any number of people will be able to
hold a “conference call” and have a good old
chat about whatever takes their fancy – and it
won’t cost a penny! If you would be interested in
joining one of these Virtual Networks please email
office@gaincharity.org.uk or phoning between 9-3
to let us know.

Email networks
Alongside the planned virtual networks outlined
above, we are also trialling a couple of email
network groups to bring people together who
are affected by one of the many associated
neuropathies. The first of these is aimed at those
of you diagnosed with the MADSAM (or Lewis
Sumner syndrome) variant. I have sent out an
initial email to our subscribers known to have this
diagnosis. If any of you have MADSAM and would
like to be included in this network, please email
Gill Ellis on support@gaincharity.org.uk. Networks
for other variants will follow, so look out for the
email! If you don’t have access to email but would
like to participate, please contact us on 01529
469910 or by dropping us a line at Head Office.

New Branches
We’re pleased to say that there has been interest
in getting some new local branch networks set
up. We will be sending out further information
to people in South Wales, Northern Ireland and
Teesside, but if you live in one of these areas and
would like to know more, please contact us.
Our local branches hold regular get-togethers
(usually between 2 and 4 each year) ranging
from meetings with an invited speaker to social
functions and fundraising events. It provides
an opportunity to compare notes and share a
bit of support with other people who have been
affected by GBS, CIDP and associated variants.
The members decide on the format, and there is
support available from Head Office.
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2014 christmas cards

1. Floral Wreath

2. Decorative Partridge

(with silver foil)
121 x 121mm
£3.75 for 10 cards

140 x 140mm
£4.25 for 10 cards

3. Skating Santa
140 x 140mm
£4.25 for 10 cards

5. Bobbing Robins (with red foil)
200 x 81mm
£4.25 for 10 cards

4. Three Ships
126 x 126mm
£3.75 for 10 cards

7. Christmas Fun
126 x 126mm
£3.75 for 10 cards

6. Frosty Tree (with flitter)
81 x 200mm
£4.25 for 10 cards

The Greeting inside these cards reads:
With all good wishes
For Christmas and the New Year

13. Variety Pack
Various sizes
£7.45 for 20 cards

2014 Christmas Card Order Form
Please detach this order form and send together with payment to:
GAIN, Woodholme House, Station Road, Heckington, Sleaford, Lincolnshire NG34 9JH

OR order ONLINE through our website: www.gaincharity.org.uk and click on the SHOP link

Card
Ref.

1
2
3
4
5
6
7
8

Title

Floral Wreath (with silver foil)
Decorative Partridge
Skating Santa
Three Ships
Bobbing Robins (with red foil)
Frosty Tree (with flitter)
Christmas Fun
Variety Pack

Qty per
pack

Price per
pack

10
10
10
10
10
10
10
20

£3.75
£4.25
£4.25
£3.75
£4.25
£4.25
£3.75
£7.45

No. of packs

Total Price per line
£

Subtotal
Post & Packaging
Donation – thank you

Postage and Packaging Costs
UK

Europe

Rest of the
World

£3.50

£5.75

£9.90

TOTAL price £

We hold a large stock of cards, but some designs sell out early. Should this occur, please select box and tick below to
advise what should be done with balance of money.
Send alternative cards, similarly priced

Donation to us

Refund

I confirm I have paid or will pay an amount of Income Tax and/or Capital Gains Tax for each tax year (6 April to 5
April) that is at least equal to the amount of tax that all the charities or Community Amateur Sports Clubs (CASCs)
that I donate to will reclaim on my gifts for that tax year. I understand that other taxes such as VAT and Council Tax
do not qualify. I understand the charity will reclaim 28p of tax on every £1 that I gave up to 5 April 2008 and will
reclaim 25p of tax on every £1 that I give on or after 6 April 2008
Print name

Signature

Date

Payment by card I authorise you to debit my card with the total price on this form.
Card number
Issue number

Security number

Name as it appears on your card

Start date

Expiry date

Signature

Payment by cheque
Cheque enclosed for

£

(Sterling only) payable to: GAIN

DELIVERY DETAILS
Name
Address
Postcode

Telephone

HINT research study
closing soon
HINT - Home exercise in Inflammatory Neuropathy Trial
The HINT research study aims to find out whether exercise is helpful for people with inflammatory neuropathy. It is
being conducted at King’s College London and Dr Claire White and the research team would like to say a huge
thank you to all those members who have been in touch so far. We have had over 100 people with inflammatory
neuropathy making enquiries and more than 50 people are now actively participating in the study. We know that
some members who have expressed an interest in volunteering have not been suitable for the study but we would
like to thank you also as this tells us that the research is important to members. Thanks also to all members and
supporters who have been involved in fund-raising over the years as GAIN is funding the HINT study, so you too
have contributed to the research.
Almost there!
Thank-you for your help so far but we still need more volunteers!
We need a total of 70 people with neuropathy to take part, so we still have a little way to go. We are particularly
keen to include people who may find physical activity or exercising quite difficult. If you can walk for at least 10
metres (with or without a walking stick or frame) we would be interested in hearing from you, regardless of your
current activity level.
So if you are interested, we would love to hear from you if you:
• Are over 18
• Have either GBS, CIDP or PDN*
•	Have difficulty with everyday activities (walking, running, work etc) due to your condition
•	Are willing to be allocated by chance to receive either information about increasing physical activity or an
individual home exercise programme
• Have had no significant change in your symptoms or medication for six months
• Have not received physiotherapy for your neuropathy for six months
• Have no other unstable medical conditions that prevent you from exercising
• Can walk at least 10 metres with or without walking aids
• Live within 1-2 hours travel of London
*Guillain-Barré syndrome, Chronic inflammatory demyelinating polyradiculoneuropathy or Paraproteinemic
demyelinating neuropathy. We will also check your diagnosis with your GP or neurologist and that you are fit to
participate in exercise, with your consent.
If you are eligible to take part, you will be asked to complete several questionnaires asking how you feel about
exercise, how active you are, your mood, and how your physical condition affects your everyday activities as well
as talking to our researcher (Dr Jane Petty) about the level of support and health care services you use for your
condition. This will take place at the start, after 12 weeks and 12 months after the initial session.
All participants will receive information about increasing physical activity and if you are randomly allocated to the
home exercise group you will also undergo a physical assessment by a Physiotherapist (Sarah Roberts-Lewis)
before being prescribed an individualised exercise programme that you will be expected to continue with at home
for 12 weeks (with telephone support). For further details about the study and to volunteer to take part please
contact Dr Jane Petty via the details below.
Dr Jane Petty
Research Associate, Department of Physiotherapy
3rd Floor Shepherd’s House
Guy’s Campus
King’s College London, SE1 1UL
T: 0207 848 6349
E: jane.petty@kcl.ac.uk

Dr Claire White and her team at King’s College
London have launched a new online research
survey for people with inflammatory neuropathy.
Follow this link to the Information sheet;
http://www.gaincharity.org.uk/pdf/New_survey_info_
and_link.pdf
and then follow this link to the Online Survey;
http://www.surveygizmo.com/s3/1636181/Exercise-ininflammatory-neuropathy

The Charity receives no Government or Lottery
funding and relies solely on charitable donations
which can be made online through our website
or forwarded to the office address.

Thank you

In memoriam
A donation to GAIN is a special way of remembering the life of a relative or friend.

www.gaincharity.org.uk

