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 Help people understand and manage GBS, CIDP and the
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Welcome to our new look gain4all. As you will see,
there have been changes at Head Office over the last 6
months or so, which unfortunately led to the summer
issue of the magazine being somewhat delayed. Rather
than the usual 4 issues, therefore, we will be able to
bring you only 3 by the end of the current subscription
year. Because our readers are very important to us, we
don’t want you to feel short-changed, and so we will be
reducing the subscription for 2017/18 by the cost of the
missing edition. The magazine will of course continue
to be provided free of charge for 12 months to anyone
registering with the charity for help and support
following a recent diagnosis. I hope you enjoy this latest
issue, and would welcome letters, stories, and
photographs from anyone wishing to contribute.
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What’s new at HQ

In the Office









There have been a few changes in the office recently. Back in the summer, we said a fond farewell
to Lesley Dimmick, who, after 7 years as our Fundraising Officer, has moved on to a life of
European travel and adventure. Gill Ellis, Support Officer for the charity since 2011, has embraced
a new challenge and a new desk by moving over to Marketing and Engagement. As well as taking
over as magazine editor and fundraising co-ordinator, Gill is working with Caroline on further
developing our marketing strategy and raising the charity’s profile amongst health professionals and
the public. Taking up the support role, we are delighted to welcome Sarah Sismey to the team as
our new Community Liaison. Amongst her other duties, Sarah is now the first point of contact for
patients and families in need of support and information and is the GAIN volunteer liaison.

All a-Board

H
t

In addition to the co-option of Adam Pownall in the summer, our Board of Trustees has been further
strengthened recently with the recruitment of new Trustees, Jenny Willison, Lee Raynor, Susan
McAllister and Robin Sheppard.

Meet the staff

Caroline Morrice, Chief Executive
caroline.morrice@gaincharity.org.uk
Caroline is responsible to the Board of Trustees for the day-to-day running of the charity.
She is also an ex officio member of the Board of Trustees and the Medical Advisory
Board and acts as secretary of the peer review process for research projects.
Additionally, Caroline is a Trustee of the Neurological Alliance.



Gill Ellis, Marketing & Engagement
gill.ellis@gaincharity.org.uk
Gill is responsible for the charity's marketing and engagement, helping those raising
funds through provision of marketing materials and direct support. Her role includes
ensuring our publications are current, editing your magazine gain4all and maintaining
the website as well as posting on our social media platforms.
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Sarah Sismey, Community Liaison
sarah.sismey@gaincharity.org.uk
Sarah is the vital first point of contact for patients and their families seeking support and
information following a recent diagnosis, during recovery, or whilst living with the longterm effects of GBS, CIDP and the associated conditions. Sarah is also the primary
liaison for our network of volunteers across the UK and Ireland and helps co-ordinate
local branch activity.
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Meet the Board
Chris Fuller
Acting Chairman

David Wada
Treasurer

HM Revenue &
Customs, retired

Chartered Accountant,
retired





William Harmer
Chairman, Personal
Grant Subcommittee

Susan McAllister
Secretary
Associate Lecturer,
Lincoln University

Business Management
Consultant, retired
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Paul Waine

Adam Pownall

Managing Director,
RE Group

Artistic Programme
Manager & Theatre Maker,
Lincoln Drill Hall
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Jenny Willison

Robin Sheppard

Private Banker, Coutts

Chairman, Bespoke Hotels





Just before going to press, we learned of the
sad passing, aged 92, of Roland Price,
who served as Chairman of the GBS
Support Group for several years.
Roland’s funeral will take place at 11.15am
on 2nd March at Wilford Church, Nottingham.
Our thoughts are with Roland’s family.
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Lee Raynor

Head of Clinical Negligence,
Michael Lewin Solicitors
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Lincoln…

First Lincoln…





coln…


Getting ‘tatted up’ at Lincoln Drill Hall
ϲ








…



To mark the opening of the Getting
Better Slowly Tour last September,
GAIN organised a mini-invasion of the
Drill Hall in Lincoln.
There was definitely no missing us as the
majority of our party were ‘tatted up’ with
GAIN temporary tattoos (courtesy of
Rebecca, pictured top left with Howard
Sanders, one of her victims).
Everyone present, both those with and
without personal experience of GBS,
thoroughly enjoyed a mesmerizing
performance by Adam Pownall and Kitty
Randle, followed by an excellent and
insightful Q&A session at the end.

…





...then the World!
Getting Better Slowly, the inspiring true story of GAIN
Trustee Adam Pownall’s two and a half year journey to
recovery after Guillain-Barré syndrome paralysed him,
will be streamed live at 7pm on Sunday 26th February.

At the age of 26, in the space of three weeks, Adam Pownall went from being a fit and healthy
dancer and performer to a paralysed man unable to blink unaided. Getting Better Slowly is the story
of his two and half year battle back to health, from learning to walk and talk again to the movement
classes that kept him going to the first time he managed to play football again. The show toured
extensively through Autumn 2016, asking audiences how they might deal with an unexpected illness
or accident, and will be live streamed worldwide from Lincoln Drill Hall on 26th February. The show,
which has already reached many recovered GBS suffers, will for the first time be able to reach those
currently undergoing treatment for the illness. The show is planning to tour again in Autumn 2017.*

For details of how to join in this live streaming event, visit www.gaincharity.org.uk
*Extract taken from press release courtesy of Mobius
ϳ
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Dine with 3 friends and GAIN
gets £4. Happy days!
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The Snark Club
The Bellman lands his crew with care
at The
George,
Stamford
The
Snark
Club

The 77th annual Sailing of the Club took place on 8th October,
hosted by the Bellman’s (GAIN Trustee William Harmer) son,
the Master of Bonnets & Hoods; those familiar with Lewis
Carroll’s great ‘Agony in 8 Fits’ will understand the character
references, and those who are not are urged to read it!

The Bellman lands his crew with care
at The George, Stamford
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The Wonderful
Wards and
friends are at it
again, raising
an impressive
£9,493.03

Debbie Parker
smashes her
target and
raises £800 for
GAIN

Great Scottish Half Marathon




Fundraising

78-mile Capital Ring


Hall of Fame
"All the profits from my last
yoga class of the year!
Thank you to everyone that
donated their time & money
#GBSsurvivor"



£160 from Pamela Deal’s Hatha Flow class at Yoga Deal
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Mark & Lucy obliterated
their target of £1,000 in the
Great North Run last year,
with a staggering £2,030!

Seven years ago, my Godfather
(GAIN Trustee, Paul Waine) suffered
from Guillain-Barré syndrome. Since
then he has made a remarkable
recovery and has taken part in many
events such as the London Triathlon,
which is an amazing achievement as
some are unable to walk unaided
after recovering from the syndrome.

Lucy Eggleston




Mark & Lucy Eggleston


YOUR FACE
HERE 



Please email your
fundraising photos with a
line or two about your
incredible achievement to;

Disa Molesbury raises a
fantastic £152 for GAIN

gain4all@gaincharity.org.uk



Yorkshire Warrior





Ian Ivan Hill
recovered from
GBS as a child.
Last September,
he challenged
himself to run
100km (62 miles)
across London in
a single day,
raising a
whopping £765
for GAIN!





Thames Path Challenge


ϭϭ

Helen Huggins did an
inspiring job in the
Oxford Half
Marathon, raising a
fabulous £470 for the
charity

Helen Huggins




RideLondon100
Geoff & Emily Ellis
Emily and Geoff cycled the
Prudential RideLondon-Surrey
100 in July 2016 to raise money
for GAIN.
On Saturday 15th March 2014
Jules Turner (Geoff's brother-inlaw and Emily's uncle) 'walked'
into hospital complaining of
strange feelings in his legs.





The following day he was unable
to walk and on Monday he was
on a life support machine in the
Intensive Care Unit, where he
stayed for 3 months.


Throughout this time Jules was unable to move any part of his body except his eyes. Although he was
awake and could hear ok, he could not communicate with anyone at all. He had a personal nurse next
to his bed 24 hours a day as he was unable to breath for himself and was being kept alive by
machines. When he first went into hospital he was regularly having fits and his heart kept stopping (5












times on one particular night).

Jules eventually left hospital 7 months after he went in. Following many months of rehabilitation, he
could walk short distances unaided and in early 2016, two years after developing GBS, started a
phased return to work. Just 8 months before Jules became ill he cycled Lands End to John O'Groats
with Geoff, and our aim is to get him back on a bike to do the return trip.
Jules has had a lot of support from GAIN and we wanted to raise money to try and give something
back to them.



Postscript from Jules Turner

Here we are during our Fundraising effort on
RideLondon last year, raising £1,494 for
GAIN. Emily and Geoff did the 100 Mile Ride
while I supported them and saw them to the
finish.
We had pledged £750 and almost doubled it
due to the generosity of so many friends
and family



Picture shows from L to R
Geoff Ellis, Jules Turner and Emily Ellis. 
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More of our Ride London heroes…
RideLondon100 2016



Ben Brown, along with team members Tim
Boylett and Gert Droogmans raised a tremendous
£1859.95 between them last July. Ben’s wife was
diagnosed with GBS in 2014, and thankfully made
a relatively quick recovery. Although a shocking
experience, they realised how lucky she had
been, and decided to support the charity by taking
part in RideLondon100. Cheers guys!




…and finally,
Stephanie Urquhart…

Our thanks also go to Andrew
Frew for raising £810.61, and to
his employer, Aon, for donating
a further £202 to his grand total

RideLondon100
2016






…who
set off from London
to Brighton the slow way
and raised £1,030 en route!

‘I thought a 100km walk over
2 days taking in the
countryside to the seafront
with a bit of camping thrown
in would be a sensible and
not at all silly thing to do.’ 



Rachael’s
road to



Rio

In 2013, Rachael Watson, a long-distance
member of the GAIN Facebook Community,
was struck down with Guillain-Barré syndrome,
leaving her paralysed and needing assistance
with all aspects of her life.
Three years later, she took gold for Australia in
her Paralympic debut in the S4 50m Freestyle









Rachael Watson at R io 2016
O lympic & P aralympic V illag e

Strides to mark 2 years on. I cried so much
because I've come such a long way. 18 months
ago I started training with my coach. Thank you
Rob and Chandler Swim Club for putting in so
much effort.

18 September 2016


It's 1:00am in Rio on Sunday morning 18/9/16. I'm
absolutely exhausted but buzzing with overwhelming
joy. Apologies that this is a long post but I'm a bit
emotional and it hasn't really sunk in yet.
Day 10. Last day of competition. 17/9/16. Main
event. 50m freestyle. Paralympic record. First
Australian to win gold in my classification. I'm
speechless! First drug test also! Can't believe I lost it
during my interview. I just couldn't stop crying. FYI, I
can't see the score board clearly without my glasses
so it means I'm unable to react until someone tells
me what position I've come.
Nearly 3 years ago my whole life changed. I was
able to walk well, drive a regular car, work as a
learn-to-swim and squad teacher and was about to
enter my final year of university and then move out
of home to live independently with friends and start
my career and save up to travel the world. I went
from being independent to needing assistance with
the most basic tasks as this condition has affected
my whole body. What made it harder was the fact
that I had spent my whole life growing up with a
disability becoming functional courtesy of years of
surgeries and therapy, only to have to start from
scratch. I never would have thought that I'd be
representing Australia at the paralympics especially
as I was literally relearning how to float and blow
bubbles and paddle with my life jacket on. I watched
my video that I made 10 months ago about myself at
physio with the wonderful team at Making
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2016 has been a huge year as it saw me
compete in my first nationals, first international
meet and first paralympics. My aspiration for Rio
was to really enjoy the moment and try not
become overwhelmed by the emotion or become
distracted by the audience, lights, cameras, and
just make the most of it.
Just to be there on the team in Rio is an amazing
achievement. I started off my paralympic
campaign with the relay, achieved two fantastic
personal best times in events that I don't have
much experience in and then won a medal in my
main event. However if you don't win a medal
that does not mean that you were unsuccessful
as a paralympian.
Not every event that I compete in was at the
games but to have qualified a few months ago
for 4 out of 5 events offered is pretty amazing I
think. You can't take any comfort in knowing the
competitors’ qualifying times because everyone
is so fast in the heats, even faster in the finals
and they have years of experience over me. I
can't see the score board without my glasses so
it means I can't react until someone tells me
what position I came. Well, tonight I enjoyed
Mexican and Italian for dinner! Thank you so
much Miranda and Trimi for challenging me. It
was great to meet you both and congratulations
on making the podium.
continued overleaf




There are so many people who are very special
to me but thank you to everyone who attempted
to watch the coverage by staying up late and
getting up early. Thank you all for your
messages of support. Those words are very
meaningful. Thank you to all the staff and my
teammates who have made this journey so
special. Special thanks to my parents, my mum
and dad; my home coach, Rob, for believing in
me when I first met you 18 months ago; my
coach for the games, Yuriy, for training me oneon-one and to the physio Brett for spending a lot
of time each day to help get me as pain free as
possible and all loosened up. Thank you also to
my wonderful helper Jennie and also the team
doctor Caron for helping me get through each
day.

resources are provided so that people have
access to quality support and so that everything
from the ground up can become accessible and
inclusive.

To the people who have told me I'm an
inspiration, well, I don't know why you'd pick me
because I'm just an ordinary person but thank
you for your kind words. The question I get
asked the most is "how do I cope with having a
disability?" There's so many ways to answer this
but here goes:

I also manage by not overdoing it because I
experience a lot of fatigue. In saying this, it is still
extremely important to move around despite the
pain and try to increase your endurance, rest
when needed but still move around to prevent
getting too tight or stiff.

I want awareness so that symptoms are
recognised and tests done in a timely manner. I
want awareness so that people aren't so quick to
judge because if they knew the process, they'd
think twice about what they say. I want
awareness so that people learn how best to
support someone through a situation like this. I
want awareness so that more funding and

Find a hobby that acts as a form of therapy to
improve function because if you're having fun
then it won't feel so rigorous, such as playing the
piano which doubles up as a form of
occupational therapy. Spend the hours practicing
by yourself because any activity is expensive but
it doesn't mean you can't do it.

Good to go


Training in Alabama

I'm stubborn because when you're a premmie,
you have to be, you just have to.
I don't want sympathy. I want to experience the
same opportunities everyone else without a
disability gets. I've never been on
antidepressants but in no way am I calling you
weak if you take them. Of course I've had my
days where I hated the whole situation but I'm
not one to give up. So I just take it one day at a
time because it's so hard to plan for the future.


Rio at last!





Bring it on!

‘I want awareness so that more funding and resources
are provided, so that people have access to quality
support and so that everything from the ground up
can become accessible and inclusive.’
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you just have to get creative as to how to
achieve it in your living room with minimal
resources and money. Practice what you can of
the physio exercises and stretches. Do the next
page of the homework even though you don't
have to yet. There's a lot you can do by yourself.
Practice doing that because it will teach you
good habits.

really tough. Results will come back with no
answers and people will question you and give
up on you. There will be that one that really
helps and what a godsend that is.
There will be more bad days than good days at
the beginning, and it doesn't matter what anyone
tells you, you'll feel like they don't understand
and that things won't get easier. I can tell you,
some of those people truly get it and it does get
easier, not necessarily because the situation
gets easier, although that certainly helps, but
because you get stronger, although you might
not feel like it.

It's easy to do but don't compare yourself to
others and don't allow others to do it either
because despite there being a lot of similarities
between conditions there are also lots of
differences! It's all about finding that balance, yet
understanding that it is something that will
consistently need to be tweaked.

Just take it one day at a time, or less if you need,
hour by hour, but hang in there, because there
will be really special moments, that the rest of
the world just won't understand, and that's what
will remind you of why you're giving this
everything you've got.

You have to keep positive, yet realistic and
realise that it's still ok to cry because you're
going to have moments where it just gets to you.
You have to remember that you're only human
but in saying so, remember that you are in fact a
person who should have the opportunity to
participate in life as best they can so if you have
to push for that, then do it, but do it nicely.

I might be a turtle on land but I'm a dolphin in the
water!



You have to have that special person who
reminds you every so often that you really are
someone worthwhile because there's going to be
moments when you doubt yourself. You have to
learn to respect others’ opinions even if you don't
agree with it. You have to remember that quite
often people only see or hear about the end
result, they don't see the rest of the process that
goes into it including the effect something has on
your body following those few seconds or
minutes of complete maximal effort.
To anyone who is dealing with a recent
diagnosis or still going through the diagnostic
stage, I won't sugar-coat it; it's tough, really,
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Roller Derby









I've always been an active
person. My entire life was
based around dance or sport.
Swimming was a huge part of
my life also. I was a lifeguard
and gym instructor for 7
years.

How a fast-paced contact
sport helped a mother of
two find her feet and regain
her confidence

When I was 21, I took up
Pole and Circus skills with
Pole Performers Dance
School. I absolutely loved it
and got a job as a dancer at
a Rock Night club.

ZŝŐŚƚ͗^ŝŽďŚĂŶĂƚƚŚĞƌŝŶŬ
;ƚƵƚƵŽƉƚŝŽŶĂů͊Ϳ

ĞůŽǁ͗EĞǁĐĂƐƚůĞZŽůůĞƌ'ŝƌůƐ

29th November 2014 was the
last night I was normal. After I
was diagnosed with GBS I
was told I had to give up my
dance career. I was
distraught and fell into a deep
depressed state.
I am a mother of two beautiful
and active toddler boys; I
wasn't going to let them see
their mammy suffer this way.




Focusing on getting better became an obsession and made me ill though. I did relapse once unfortunately by
pushing myself too much too quickly. At the doctor’s orders, I slowed down and took each day. I slowly started
to gain my strength back. I was thrilled. The simplest thing like being able to pick up my sons for a cuddle was
the best feeling ever!
Roller Derby is a contact sport played by two teams of five members roller skating in the same direction around
a track and it's awesome!!! When I came across Roller Derby I instantly fell in love with it and it's become my
passion.
I'm now training with the Newcastle Roller Girls Canny Belters (A team) and the Whippin' Hinnies (B team).
These ladies are bad-ass strong and have given me something I never thought I'd get back; my independence.
If you would like to know more about Roller
Derby or find out if there is a team near you,
contact the United Kingdom Roller Derby

Association
or visit their website;
http://ukrda.org.uk/



Siobhan Hatch

(aka Miss Lucy Lasalle)

Charity calendar on sale now
Miss Lucy Lasalle, in conjunction with Picture House Productions, has very
kindly produced a charity calendar with all proceeds being donated to GAIN.
If you would like to buy a calendar (vintage ‘pin-up’ style), please email
office@gaincharity.org.uk and we will forward your enquiry to Siobhan
ϭϴ













Inclusive fitness
Accessible sport
Most disabled people are not as active as
they’d like to be. According to Sport England’s
most recent survey, four out of five disabled
people take little or no exercise. But that’s not
because they don't want to. The English
Federation of Disability Sport (EFDS) research
found that seven in ten disabled people want to
increase how active they are.

Even if you’re not sure being more active is
beneficial or even possible for you, read our
Being Active Guide to see how you can get
started. It is for everyone with lived experience
of disability or health conditions.
EFDS have partnerships with local and UK wide
organisations. Some of these are the National
Disability Sport Organisations. They can offer
advice and opportunities for people with specific
impairments. You can also find local IFI Gyms.

So if you are not as active as you would like to
be, but don’t know how to start, EFDS has a
guide to help you find ways to be active. The
guide, from English Federation of Disability
Sport (EFDS) and Disability Rights UK, provides
the information you need in a quick, easy
format.

We hope you find enough information to get you
started. Get in touch and tell us how you enjoy
being active too!




Using a gym is more than just about getting fit. Being physically active is a lifestyle
choice for many disabled people. Regular exercise is proven to provide social and
personal benefits as well as improving physical and mental health.
For further information and to find accessible fitness facilities near you,
visit the EFDS website; http://www.efds.co.uk/
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30th July 2017

Celebrating the legacy for cycling created by the London 2012 Olympic and Paralympic Games, Prudential RideLondon-Surrey 100
starts at 6am 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. The Prudential RideLondon-Surrey100 finishes on The Mall in central London .

TeamGAIN

 has a total of 5 charity places available for our serious cyclists!

Each place costs £82.80 and carries a commitment to raise a minimum sponsorship of £550. When you sign up to TeamGAIN, you will
receive a GAIN cycling jersey and a T-shirt so you can raise awareness of the charity whilst training for and participating in this fantastic
event.

Registration deadline is 26th May 2017. Contact Gill Ellis on 01529 469910 or office@gaincharity.org.uk



10th September 2017
Ever popular, and always over-subscribed, the 2017 public
ballot has now closed. However, if you’re quick, you might
still be able to snap up one of our charity places, and run
the 13.1 miles from Newcastle to South Shields for

TeamGAIN




The Great North Run is the world’s biggest half marathon, with 57,000 runners taking part. GAIN has a total of 5 charity places (only 3
still available at time of print) priced at £75 to cover the entry fee plus admin charges levied by the race organisers. Taking on a charity
place requires a commitment to raise a minimum sponsorship of £450, and in exchange you will receive a GAIN running vest plus a
T-shirt so you can get your favourite charity’s name out there while you train for the big day. Exceed your sponsorship target by £100 or
more to be entitled to a refund of your entry fee.

Registration deadline is 3rd July 2017. Contact Gill Ellis on 01529 469910 or office@gainchairty.org.uk
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All ages.
All ages.
All abilities.
All abilities.
No excuses.
No excuses.

Join
TeamGAIN
at
Parallel
London
2017
Join TeamGAIN at Parallel London 2017
and
be
part
of
something
great!
and be part of something great!
Something for everyone! Choose from 100m, 1k, 5k or 10k
Something for everyone! Choose from 100m, 1k, 5k or 10k
All ages and abilities can take part, whether you walk, run, push, or be pushed
All ages and abilities can take part, whether you walk, run, push, or be pushed




No cut-off times, so everyone gets to cross the finishing line  All mobility aids are welcome
No cut-off times, so everyone gets to cross the finishing line  All mobility aids are welcome
Free event T-Shirt and goody bag for all participants  Need assistance? Buddies can enter free!
Free event T-Shirt and goody bag for all participants  Need assistance? Buddies can enter free!
PLUS, Free family festival showcasing the best in innovation and inclusion
PLUS, Free family festival showcasing the best in innovation and inclusion

Sunday 3rd
September 2017, Queen Elizabeth Olympic Park
rd
Sunday 3 September 2017, Queen Elizabeth Olympic Park

Parallel London is the world’s first fully inclusive mass participation event. Designed for all ages and
abilities,
anybody
take
part infirst
onefully
of four
distances
in the majestic
Queen
Elizabeth
Park
Parallel
Londoncan
is the
world’s
inclusive
massset
participation
event.
Designed
for allOlympic
ages and
abilities, anybody can take part in one of four distances set in the majestic Queen Elizabeth Olympic Park
Join staff & Trustees on 3rd September and help TeamGAIN make a big splash at Parallel London 2017!
Only
£10 per person,
including aand
limited
TeamGAIN
London
2017 London
T-shirt 2017!
Join staff
& Trustees
on 3rd September
help edition
TeamGAIN
make a Parallel
big splash
at Parallel
(up toincluding
2 adults aand
3 children
under
16) can Parallel
sign up for
only 2017
£25 T-shirt
Only £10Families
per person,
limited
edition
TeamGAIN
London
including
T-shirts
with the
of purchasing
T-shirts
£5 each
Families3(up
to 2 adults
andoption
3 children
under 16)further
can sign
up forforonly
£25
including 3 T-shirts with the option of purchasing further T-shirts for £5 each
Suggested sponsorship target £100, with special prizes for the individual and family who raise the most
Suggested sponsorship target £100, with special prizes for the individual and family who raise the most

For further details and to reserve your place, contact Gill Ellis
For
toemailing
reserve your
place, contact Gill Ellis
onfurther
01529 details
469910 and
or by
office@gaincharity.org.uk
on 01529 469910 or by emailing office@gaincharity.org.uk
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Have you got the
key to the door?
The National Key Scheme (NKS)

offers disabled people independent
access to locked public toilets

Would you like priority
access to over 9000
accessible UK toilets?

around the country. Toilets fitted
with National Key Scheme (NKS)

locks can now be found in shopping
centres, pubs, cafés, department

stores, bus and train stations and

many other locations in most parts

of the UK, and can be accessed with
a Radar NKS Key.

The answer is a Radar key
With your own Radar key you can unlock
most disabled toilets in the UK



If you have a disability and would like priority access to over
AF338_KeyPromo_A5F2.indd 1

23/2/15 16:06:09

9000 accessible UK toilets, download an order form from

Disability Rights UK or visit their online shop to purchase your
Radar key.

www.disabilityrightsuk.org


Independent living in practice
Disability Rights UK wants to create
a society where everyone with lived
experience of disability or health




ϮϮ

conditions can participate equally as
full citizens.







Gadgets
&
Equipment
Pedal Exerciser with Digital Display
This portable upper and lower body, pedal
exerciser is a superb accessory to get the blood
flowing through the upper and lower body and to
stay active without the impact problems that can
occur through other exercise. Ideal for use when
seated, the pedal exerciser has a wide leg spread
and rubber non-marring feet that keep the
exerciser stable even when the user has little
muscle control. The pedal exerciser has wrap
around adjustable foot straps for use both with
and without shoes. Includes a digital display
indicating time, reps and calories burned.


Available from;
www.careco.co.uk £24.99
www.completecareshop.co.uk £23.94
www.co-operativeindependentliving.co.uk £24.95
prices & availability correct at time of going to print



CareCo Exercise Band
There's no need to join the gym or team
up with a personal trainer to keep fighting
fit and feeling healthy.
Training with a resistance band
strengthens your muscles, tendons and
ligaments and improves your balance, so
those everyday tasks and activities won't
feel like such a struggle. Resistance band
exercises can even help to alleviate the
symptoms of conditions like arthritis, such
as depression, anxiety and chronic pain
Available from;
www.careco.co.uk £11.99


Always consult your doctor or
physiotherapist before starting any
exercise or fitness programme

alternative exercise bands are
available from other retailers

.
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Where to turn for help
When you suddenly find yourself with unexpected financial difficulties
due to ill-health or disability, it can be hard to know where to turn for help
and advice. Here are the details of some organisations which can guide
you through the minefield of benefits and other support to which you
may be entitled:



Free, confidential, and impartial advice on money, benefits,
housing, and employment problems for people living in England,
Northern Ireland, Scotland and Wales
 Online www.citizensadvice.org.uk (self-help and webchat)
 By phone via your local Citizens Advice
 In person at your local Citizens Advice (pop-in or by appointment)
Turn2us is a national charity that helps people in financial hardship gain
access to welfare benefits, charitable grants, and support services, online,
by phone or in person with our partner organisations



.

Online www.turn2us.org.uk (Benefits Calculator and Grants Search Tool)
Free Helpline 0808 802 2000 9am - 8pm, Monday – Friday







Online Benefits Calculator
plus, over 300 pages providing in-depth
information on benefit rules
http://www.entitledto.co.uk/benefitscalculator/



Information on all aspects of public services and entitlements
for people living in Ireland
 Online www.citizensinformation.ie/en/
 Phone service 0761 07 4000, Mon to Fri, 9am to 8pm
 In person at your local Citizens Information Centre






GAIN Personal Grants

Visiting a family member in hospital day after day, month after month
can be very expensive, and is something we may be able to help with.
Contact GAIN and ask for a Personal Grant application form
Ϯϰ









Taking care
of the carer


Often the last one to think of seeking support is the person doing all the
running around, taking care of the school run, holding the house together,
making sure everyone eats, sleeps and does their homework on time, visiting
the hospital day after day, week after week, and often whilst holding down a
job, or perhaps struggling with ill-health themselves.

Thankfully, there are organisations who are there just for you.

Carers UK

Carers Trust



Making life better for carers
We believe in a world where the role
Every day 6,000 people become carers. Many
and contribution of unpaid carers is
don’t know how or where to get help. It can be
frightening and very lonely. Carers UK is here to
recognised and they have access to
listen, to give you expert information and advice
the quality support and services they
that’s tailored to your situation, to champion your
need to live their own lives.
rights and support you in finding new ways to
manage at home, at work, or wherever you are.
With locally based Network Partners we can
support carers in their homes through the
provision of replacement care, and in the
community with information, advice, emotional
Advice line: 0808 808 7777
support, hands on practical help and access to
much needed breaks.
(Mon to Fri 10am to 4pm)

www.carersuk.org

Whatever your age, we have an
online community for everyone
Sharing tips & ideas for carers 18+
https://space.carers.org/
Connect with other young adult carers
aged 16-25
https://matter.carers.org/
A safe space for young carers to chat
https://babble.carers.org/
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Rare Disease Day takes
place on the last day of
February each year.
The main objective of Rare
Disease Day is to raise
awareness amongst the
general public and
decision-makers about
rare diseases and their
impact on patients' lives.


Look
for GAIN in
the Guardian on
Rare Disease Day!


The Rare Disease Day 2017 theme is research, with the slogan,
“With research, possibilities are limitless”
Rare disease research is crucial to providing patients with the solutions they need, whether
it is a treatment, cure or improved care. The tenth edition of Rare Disease Day will see
people from all over the world come together to advocate for more research on rare
diseases. Over the last few decades, funds dedicated to rare disease research have
increased. But it must not stop there. Rare Disease Day 2017 is the opportunity to call upon
researchers, universities, students, companies, policy makers and clinicians to do more
research and to make them aware of the importance of research for the rare disease
community.
Research brings hope to people living with a rare disease.
Imagine going to see your doctor only to be told that they don’t know what is happening to
your body, that they don’t know what your disease is. Imagine that they can diagnose your
disease but tell you that there is no cure or even treatment available. Or that the treatment
available is not fully effective but just the best possible option. You don’t know how you or
your loved one will manage life from one day to the next, nor how the disease will affect your
work or school life.
Imagine what it would be like to live without answers to your most basic questions.
This is the reality for many rare disease patients. Research can lead to the identification of
previously unknown diseases and can increase understanding of diseases. It can enable
doctors to give a correct diagnosis and provides information to patients about their disease. It
can lead to the development of new innovative treatments and in some cases a cure.
Research is key. It brings hope to the millions of people living with a rare disease
across the world and their families.

Visit www.rarediseaseday.org to share your story
and find out how you can get involved.
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GAIN is committed to supporting research into
the causes and treatment of GBS and CIDP
and we need you to get involved
The low incidence of these
conditions means that large
pharmaceutical companies are
unlikely to invest significant
sums in research and
development. This means that
the charity has a crucial role to
play in assisting researchers.

In addition, GAIN is advised by our Medical
Advisory Board (MAB) on all research
matters. The members of this committee are
neuroscientists and neurologists with
particular expertise in GBS research. The
MAB makes an initial assessment of
applications to ensure that they are
consistent with GAIN Strategy, and the Chief
Executive is responsible to the Board of
Trustees for the administration of GAIN’s
involvement in the project.

GAIN regularly receives requests from

Holding details on our database of people
interested in taking part in studies and
trials helps us respond quickly to requests
for participants. If you are interested in
helping with crucial research into the
causes, prevention and treatment of these
conditions, please email the following
details to us at office@gaincharity.org.uk
(subject line; Studies and Trials)

researchers for access to our members and
service users to invite them to participate in
trials or research projects. It is important that
GAIN conforms to the requirements of data
protection and ensures that projects
involving our subscribers are in line with our
research strategy.

Would you like to help?


COUNT ME IN!
Ϯϳ

What we need to
know about you
Name
Address
Email (essential)
Phone number(s)
Date of birth
Gender
Diagnosis
Date of diagnosis
Details of current treatment
(if any) giving type and

frequency
Interested in (please state)
a) Studies b) Trials c) Both





Focus on CIDP
CIDP (Chronic Inflammatory Demyelinating
Poly(radiculo)neuropathy) is a rare disease of
the peripheral nervous system which affects about
500 people in the UK each year. It has several
different forms which vary in severity. It is often
difficult to diagnose and it may take some time to
be referred to a specialist who recognises the
pattern of disease and starts appropriate
treatment. It is not infectious, nor is it inherited and
it is very rare for more than one member of a
family to get the condition. It can start at any age
and is slightly more common in men than women.
The severity of CIDP is extremely variable and the
symptoms experienced differ considerably between
patients. However, early symptoms usually include
either tingling (pins and needles) or loss of feeling
(numbness) beginning in the toes and fingers, or
weakness, so that legs feel heavy and wooden,
arms feel limp and hands cannot grip or turn things
properly. Arms and legs are usually affected
together. 

These symptoms may remain mild and
result in only minor disruption of the patent’s
normal life. Alternatively, they may become
progressive and gradually worse over a
period of several weeks, months or even
years.
Prickling and tingling sensations in the
extremities are common and may be painful.
Aching pain in the muscles also occurs.
Tendon reflexes are usually lost. Tremor of
the hands can sometimes occur. Sometimes
patients may develop weakness of the voice
or face, but this is usually mild compared
with the symptoms in the arms and legs.
Breathing and swallowing are only very
rarely affected.
Some patients only have a single ‘bout’ of
CIDP lasting for several months or years,
after which spontaneous recovery may be
made. Others have many bouts between
which spontaneous remission occurs. For
some however, the disease continues to
progress without remission.




dƌƵƐƚĞĚĞǀŝĚĞŶĐĞ͘
/ŶĨŽƌŵĞĚĚĞĐŝƐŝŽŶƐ͘
ĞƚƚĞƌŚĞĂůƚŚ͘


/ŶϮϬϭϱ͕'/EĐŽŵŵŝƐƐŝŽŶĞĚĂŽĐŚƌĂŶĞZĞǀŝĞǁŝŶƚŽƚŚĞdƌĞĂƚŵĞŶƚƐĨŽƌ/W͘
WƵďůŝƐŚĞĚŝŶ:ĂŶƵĂƌǇϮϬϭϳ͕ǁĞŚĂǀĞďĞĞŶŐŝǀĞŶƉĞƌŵŝƐƐŝŽŶƚŽƌĞƉƌŽĚƵĐĞƚŚĞƉůĂŝŶůĂŶŐƵĂŐĞ
ƐƵŵŵĂƌǇŽĨƚŚĞŬĞǇĨŝŶĚŝŶŐƐ͘


tŚĂƚŝƐĂŽĐŚƌĂŶĞZĞǀŝĞǁ͍

ŽĐŚƌĂŶĞZĞǀŝĞǁƐĂƌĞƐǇƐƚĞŵĂƚŝĐƌĞǀŝĞǁƐŽĨƌĞƐĞĂƌĐŚŝŶŚĞĂůƚŚĐĂƌĞĂŶĚŚĞĂůƚŚƉŽůŝĐǇƚŚĂƚĂƌĞƉƵďůŝƐŚĞĚŝŶƚŚĞŽĐŚƌĂŶĞ
ĂƚĂďĂƐĞŽĨ^ǇƐƚĞŵĂƚŝĐZĞǀŝĞǁƐ͘dŚĞƌĞĂƌĞĨŝǀĞƚǇƉĞƐŽĨŽĐŚƌĂŶĞZĞǀŝĞǁ͗
ϭ͘ /ŶƚĞƌǀĞŶƚŝŽŶƌĞǀŝĞǁƐĂƐƐĞƐƐƚŚĞďĞŶĞĨŝƚƐĂŶĚŚĂƌŵƐŽĨŝŶƚĞƌǀĞŶƚŝŽŶƐƵƐĞĚŝŶŚĞĂůƚŚĐĂƌĞĂŶĚŚĞĂůƚŚƉŽůŝĐǇ͘
Ϯ͘ ŝĂŐŶŽƐƚŝĐƚĞƐƚĂĐĐƵƌĂĐǇƌĞǀŝĞǁƐĂƐƐĞƐƐŚŽǁǁĞůůĂĚŝĂŐŶŽƐƚŝĐƚĞƐƚƉĞƌĨŽƌŵƐŝŶĚŝĂŐŶŽƐŝŶŐĂŶĚĚĞƚĞĐƚŝŶŐĂƉĂƌƚŝĐƵůĂƌ
ĚŝƐĞĂƐĞ͘ 
ϯ͘ DĞƚŚŽĚŽůŽŐǇƌĞǀŝĞǁƐĂĚĚƌĞƐƐŝƐƐƵĞƐƌĞůĞǀĂŶƚƚŽŚŽǁƐǇƐƚĞŵĂƚŝĐƌĞǀŝĞǁƐĂŶĚĐůŝŶŝĐĂůƚƌŝĂůƐĂƌĞĐŽŶĚƵĐƚĞĚĂŶĚ
ƌĞƉŽƌƚĞĚ͘
ϰ͘ YƵĂůŝƚĂƚŝǀĞƌĞǀŝĞǁƐƐǇŶƚŚĞƐŝǌĞƋƵĂůŝƚĂƚŝǀĞĞǀŝĚĞŶĐĞƚŽĂĚĚƌĞƐƐƋƵĞƐƚŝŽŶƐŽŶĂƐƉĞĐƚƐŽƚŚĞƌƚŚĂŶĞĨĨĞĐƚŝǀĞŶĞƐƐ͘
ϱ͘ WƌŽŐŶŽƐŝƐƌĞǀŝĞǁƐĂĚĚƌĞƐƐƚŚĞƉƌŽďĂďůĞĐŽƵƌƐĞŽƌĨƵƚƵƌĞŽƵƚĐŽŵĞ;ƐͿŽĨƉĞŽƉůĞǁŝƚŚĂŚĞĂůƚŚƉƌŽďůĞŵ͘


ŽĐŚƌĂŶĞZĞǀŝĞǁƐďĂƐĞƚŚĞŝƌĨŝŶĚŝŶŐƐŽŶƚŚĞƌĞƐƵůƚƐŽĨƐƚƵĚŝĞƐƚŚĂƚŵĞĞƚĐĞƌƚĂŝŶƋƵĂůŝƚǇĐƌŝƚĞƌŝĂ͕ƐŝŶĐĞƚŚĞŵŽƐƚƌĞůŝĂďůĞ
ƐƚƵĚŝĞƐǁŝůůƉƌŽǀŝĚĞƚŚĞďĞƐƚĞǀŝĚĞŶĐĞĨŽƌŵĂŬŝŶŐĚĞĐŝƐŝŽŶƐĂďŽƵƚŚĞĂůƚŚĐĂƌĞ͘ƵƚŚŽƌƐŽĨŽĐŚƌĂŶĞZĞǀŝĞǁƐĂƉƉůǇŵĞƚŚŽĚƐ
ǁŚŝĐŚƌĞĚƵĐĞ ƚŚĞŝŵƉĂĐƚŽĨďŝĂƐĂĐƌŽƐƐĚŝĨĨĞƌĞŶƚƉĂƌƚƐŽĨƚŚĞƌĞǀŝĞǁƉƌŽĐĞƐƐ͕ŝŶĐůƵĚŝŶŐ͗
ϭ͘ /ĚĞŶƚŝĨŝĐĂƚŝŽŶŽĨƌĞůĞǀĂŶƚƐƚƵĚŝĞƐĨƌŽŵĂŶƵŵďĞƌŽĨĚŝĨĨĞƌĞŶƚƐŽƵƌĐĞƐ;ŝŶĐůƵĚŝŶŐƵŶƉƵďůŝƐŚĞĚƐŽƵƌĐĞƐͿ͖
Ϯ͘ ^ĞůĞĐƚŝŽŶŽĨƐƚƵĚŝĞƐĨŽƌŝŶĐůƵƐŝŽŶĂŶĚĞǀĂůƵĂƚŝŽŶŽĨƚŚĞŝƌƐƚƌĞŶŐƚŚƐĂŶĚůŝŵŝƚĂƚŝŽŶƐŽŶƚŚĞďĂƐŝƐŽĨĐůĞĂƌ͕ƉƌĞĚĞĨŝŶĞĚ
ĐƌŝƚĞƌŝĂ͖
ϯ͘ ^ǇƐƚĞŵĂƚŝĐĐŽůůĞĐƚŝŽŶŽĨĚĂƚĂ͖
ϰ͘ ƉƉƌŽƉƌŝĂƚĞƐǇŶƚŚĞƐŝƐŽĨĚĂƚĂ͘

Ϯϴ











ŽĐŚƌĂŶĞĂƚĂďĂƐĞŽĨ^ǇƐƚĞŵĂƚŝĐZĞǀŝĞǁƐ


Treatments for chronic inflammatory demyelinating
polyradiculoneuropathy (CIDP): an overview of
systematic reviews (Review)
Oaklander AL, Lunn MPT, Hughes RAC, van Schaik IN, Frost C, Chalk CH

KǀĞƌǀŝĞǁŽĨZĞǀŝĞǁƐdƌĞĂƚŵĞŶƚƐĨŽƌĐŚƌŽŶŝĐŝŶĨůĂŵŵĂƚŽƌǇĚĞŵǇĞůŝŶĂƚŝŶŐ
ƉŽůǇƌĂĚŝĐƵůŽŶĞƵƌŽƉĂƚŚǇ;/WͿ͗ĂŶŽǀĞƌǀŝĞǁŽĨƐǇƐƚĞŵĂƚŝĐƌĞǀŝĞǁƐ
ŶŶĞ>ŽƵŝƐĞKĂŬůĂŶĚĞƌ;'ĞŶĞƌĂů,ŽƐƉŝƚĂů͕ŽƐƚŽŶ͕DĂƐƐĂĐŚƵƐĞƚƚƐ͕h^Ϳ͕DŝĐŚĂĞůWd>ƵŶŶ;ŽĨEĞƵƌŽůŽŐǇĂŶĚDZĞŶƚƌĞ
ĨŽƌEĞƵƌŽŵƵƐĐƵůĂƌŝƐĞĂƐĞƐ͕EĂƚŝŽŶĂů,ŽƐƉŝƚĂůĨŽƌEĞƵƌŽůŽŐǇĂŶĚEĞƵƌŽƐƵƌŐĞƌǇ͕>ŽŶĚŽŶ͕h<Ϳ͕ZŝĐŚĂƌĚ,ƵŐŚĞƐ;DZ
ĞŶƚƌĞĨŽƌEĞƵƌŽŵƵƐĐƵůĂƌŝƐĞĂƐĞƐ͕EĂƚŝŽŶĂů,ŽƐƉŝƚĂůĨŽƌEĞƵƌŽůŽŐǇĂŶĚEĞƵƌŽƐƵƌŐĞƌǇ͕>ŽŶĚŽŶ͕h<Ϳ͕/ǀŽEǀĂŶ^ĐŚĂŝŬ
;ĞƉĂƌƚŵĞŶƚŽĨEĞƵƌŽůŽŐǇ͕ĐĂĚĞŵŝĐDĞĚŝĐĂůĞŶƚƌĞ͕hŶŝǀĞƌƐŝƚǇŽĨŵƐƚĞƌĚĂŵ͕ŵƐƚĞƌĚĂŵ͕EĞƚŚĞƌůĂŶĚƐͿ͕ŚƌŝƐ&ƌŽƐƚ
;ĞƉĂƌƚŵĞŶƚŽĨDĞĚŝĐĂů^ƚĂƚŝƐƚŝĐƐ͕>ŽŶĚŽŶ^ĐŚŽŽůŽĨ,ǇŐŝĞŶĞΘdƌŽƉŝĐĂůDĞĚŝĐŝŶĞ͕>ŽŶĚŽŶ͕h<Ϳ͕ŽůŝŶ,ŚĂůŬ
;ĞƉĂƌƚŵĞŶƚŽĨEĞƵƌŽůŽŐǇΘEĞƵƌŽƐƵƌŐĞƌǇ͕DĐ'ŝůůhŶŝǀĞƌƐŝƚǇ͕DŽŶƚƌĞĂů͕ĂŶĂĚĂͿ


ĚŝƚŽƌŝĂůŐƌŽƵƉ͗ŽĐŚƌĂŶĞEĞƵƌŽŵƵƐĐƵůĂƌ'ƌŽƵƉ͘WƵďůŝĐĂƚŝŽŶƐƚĂƚƵƐĂŶĚĚĂƚĞ͗EĞǁ͕ƉƵďůŝƐŚĞĚŝŶ/ƐƐƵĞϭ͕ϮϬϭϳ͘ZĞǀŝĞǁ
ĐŽŶƚĞŶƚĂƐƐĞƐƐĞĚĂƐƵƉͲƚŽͲĚĂƚĞ͗ϯϭKĐƚŽďĞƌϮϬϭϲ͘ŽĐŚƌĂŶĞĂƚĂďĂƐĞŽĨ^ǇƐƚĞŵĂƚŝĐZĞǀŝĞǁƐϮϬϭϳ͕/ƐƐƵĞϭ͘ƌƚ͘EŽ͗͘
ϬϭϬϯϲϵ͘K/͗ϭϬ͘ϭϬϬϮͬϭϰϲϱϭϴϱϴ͘ϬϭϬϯϲϵ͘ƉƵďϮ͘
ŽƉǇƌŝŐŚƚΞϮϬϭϳdŚĞŽĐŚƌĂŶĞŽůůĂďŽƌĂƚŝŽŶ͘WƵďůŝƐŚĞĚďǇ:ŽŚŶtŝůĞǇΘ^ŽŶƐ͕>ƚĚ͘ZĞƉƌŽĚƵĐĞĚǁŝƚŚƉĞƌŵŝƐƐŝŽŶ͘
W>/E>E'h'^hDDZz


ĂĨĨĞĐƚĞĚĂƌĞŽƵƚƐŝĚĞƚŚĞƐƉŝŶĂůĐŽƌĚĂŶĚďƌĂŝŶͿ͘/W
ĂĨĨĞĐƚƐĂďŽƵƚϮƚŽϯƉĞƌϭϬϬ͕ϬϬϬŽĨƚŚĞƉŽƉƵůĂƚŝŽŶĂŶĚ
ĐĂŶďĞĚŝƐĂďůŝŶŐ͘DŽƌĞƚŚĂŶŚĂůĨŽĨĂĨĨĞĐƚĞĚƉĞŽƉůĞ
ĐĂŶŶŽƚǁĂůŬƵŶĂŝĚĞĚǁŚĞŶƐǇŵƉƚŽŵƐĂƌĞĂƚƚŚĞŝƌǁŽƌƐƚ͘
dƌĞĂƚŵĞŶƚƐĚŝƌĞĐƚĞĚĂƚƌĞĚƵĐŝŶŐƚŚĞŝŶĨůĂŵŵĂƚŝŽŶƵƐƵĂůůǇ
ŚĞůƉďƵƚƚŚĞƌĞŝƐŶŽĐůĞĂƌĞǀŝĚĞŶĐĞĨĂǀŽƵƌŝŶŐŽŶĞ
ĐŽŵŵŽŶůǇƵƐĞĚƚƌĞĂƚŵĞŶƚŽǀĞƌĂŶŽƚŚĞƌ͘

KǀĞƌǀŝĞǁŽĨĂůůƐǇƐƚĞŵĂƚŝĐƌĞǀŝĞǁŽĨĂůů
ƚƌĞĂƚŵĞŶƚƐĨŽƌĐŚƌŽŶŝĐŝŶĨůĂŵŵĂƚŽƌǇ
ĚĞŵǇĞůŝŶĂƚŝŶŐƉŽůǇƌĂĚŝĐƵůŽŶĞƵƌŽƉĂƚŚǇ;/WͿ


ZĞǀŝĞǁƋƵĞƐƚŝŽŶ
tŚĂƚĐĂŶǁĞůĞĂƌŶĨƌŽŵƐƵŵŵĂƌŝƐŝŶŐƚŚĞĞǀŝĚĞŶĐĞĨƌŽŵ
ƐǇƐƚĞŵĂƚŝĐƌĞǀŝĞǁƐŽŶƚƌĞĂƚŵĞŶƚƐĨŽƌŚƌŽŶŝĐ
/ŶĨůĂŵŵĂƚŽƌǇĞŵǇĞůŝŶĂƚŝŶŐWŽůǇƌĂĚŝĐƵůŽŶĞƵƌŽƉĂƚŚǇ
;/WͿ͍/ƐĂŶǇƚƌĞĂƚŵĞŶƚŵŽƌĞŽƌůĞƐƐĞĨĨĞĐƚŝǀĞĂŶĚƐĂĨĞ
ƚŚĂŶĂŶŽƚŚĞƌ͍



DĞƚŚŽĚƐ
tĞƐĞĂƌĐŚĞĚĨŝǀĞĚĂƚĂďĂƐĞƐĨŽƌĂůůƐǇƐƚĞŵĂƚŝĐƌĞǀŝĞǁƐ
ĂŶĚƌĂŶĚŽŵŝƐĞĚĐŽŶƚƌŽůůĞĚƚƌŝĂůƐ;ZdƐͿƵŶƚŝůKĐƚŽďĞƌ
ϮϬϭϲ͘tĞũƵĚŐĞĚƚŚĂƚĨŝǀĞŽĐŚƌĂŶĞƐǇƐƚĞŵĂƚŝĐƌĞǀŝĞǁƐ
;^ZƐͿƉƌŽǀŝĚĞĚƚŚĞďĞƐƚĞǀŝĚĞŶĐĞĂŶĚŝĚĞŶƚŝĨŝĞĚϮϯ
ƌĂŶĚŽŵŝƐĞĚƚƌŝĂůƐ͕ŽĨǁŚŝĐŚϭϲŚĂǀĞƐŽĨĂƌďĞĞŶŝŶĐůƵĚĞĚ
ŝŶ^ZƐ͘tĞĂƐƐĞƐƐĞĚƚŚĞƋƵĂůŝƚǇŽĨƚŚĞŝƌŝŶĐůƵĚĞĚ
ĞǀŝĚĞŶĐĞ͘



ĂĐŬŐƌŽƵŶĚ
/WŝƐĂůŽŶŐͲƚĞƌŵĐŽŶĚŝƚŝŽŶ͕ŝŶǁŚŝĐŚƐǇŵƉƚŽŵƐĐĂŶ
ƐƚĞĂĚŝůǇǁŽƌƐĞŶŽǀĞƌƚŝŵĞŽƌƐŚŽǁƉĞƌŝŽĚƐŽĨ
ŝŵƉƌŽǀĞŵĞŶƚĂŶĚƌĞůĂƉƐĞ͘WĞŽƉůĞƵƐƵĂůůǇŚĂǀĞǁĞĂŬŶĞƐƐ
ĂŶĚŶƵŵďŶĞƐƐĚƵĞƚŽŝŶĨůĂŵŵĂƚŝŽŶŽĨŶĞƌǀĞƐ;ŶĞƌǀĞƐ
Ϯϵ









<ĞǇƌĞƐƵůƚƐĂŶĚƋƵĂůŝƚǇŽĨƚŚĞĞǀŝĚĞŶĐĞ





dŚĞĞǀŝĚĞŶĐĞĨƌŽŵƌĂŶĚŽŵŝƐĞĚƚƌŝĂůƐŝƐĂƐ
ĨŽůůŽǁƐ͘

ŽƌƚŝĐŽƐƚĞƌŽŝĚƐĂƌĞŵƵĐŚŵŽƌĞǁŝĚĞůǇĂǀĂŝůĂďůĞ
ƚŚĂŶ/s/Ő͕ĂŶĚĂƌĞĐŚĞĂƉĞƌĂŶĚĞĂƐŝĞƌƚŽƵƐĞ͘





ϭ͘/ƚŝƐƵŶĐĞƌƚĂŝŶǁŚĞƚŚĞƌĚĂŝůǇŽƌĂůƉƌĞĚŶŝƐŽŶĞ
;ĂŶĂŶƚŝͲŝŶĨůĂŵŵĂƚŽƌǇĐŽƌƚŝĐŽƐƚĞƌŽŝĚͿŝŵƉƌŽǀĞĚ
ǁĞĂŬŶĞƐƐĂŶĚƐĞŶƐĂƚŝŽŶ;ŶƵŵďŶĞƐƐͿĐŽŵƉĂƌĞĚ
ƚŽŶŽƚƌĞĂƚŵĞŶƚ͕ĂƐƚŚĞĞǀŝĚĞŶĐĞŝƐŽĨǀĞƌǇůŽǁ
ƋƵĂůŝƚǇ͘tĞŬŶŽǁƚŚĂƚĐŽƌƚŝĐŽƐƚĞƌŽŝĚƐŚĂǀĞĂ
ƐŝŐŶŝĨŝĐĂŶƚƌŝƐŬŽĨƐĞƌŝŽƵƐƐŝĚĞĞĨĨĞĐƚƐĚƵƌŝŶŐ
ƉƌŽůŽŶŐĞĚƵƐĞ͘

ϳ͘/ƚŝƐƵŶĐĞƌƚĂŝŶǁŚĞƚŚĞƌůŽǁͲĚŽƐĞĂǌĂƚŚŝŽƉƌŝŶĞ
ĂĚĚĞĚƚŽƉƌĞĚŶŝƐŽŶĞŝŵƉƌŽǀĞĚŝŵƉĂŝƌŵĞŶƚŽǀĞƌ
ƉƌĞĚŶŝƐŽŶĞĂůŽŶĞ͕ďĞĐĂƵƐĞƚŚĞƋƵĂůŝƚǇŽĨ
ĞǀŝĚĞŶĐĞŝƐǀĞƌǇůŽǁ͘ĚǀĞƌƐĞĞǀĞŶƚƐǁĞƌĞŶŽƚ
ƌĞƉŽƌƚĞĚďƵƚŽďƐĞƌǀĂƚŝŽŶĂůƐƚƵĚŝĞƐƐŚŽǁƚŚĂƚ
ƐŝĚĞĞĨĨĞĐƚƐƉƌĞǀĞŶƚϭϬйŽĨƉĞŽƉůĞĨƌŽŵ
ĐŽŶƚŝŶƵŝŶŐƚƌĞĂƚŵĞŶƚ͘





Ϯ͘,ŝŐŚͲĚŽƐĞŵŽŶƚŚůǇŽƌĂůĚĞǆĂŵĞƚŚĂƐŽŶĞ;Ă
ŵŽƌĞƉŽǁĞƌĨƵůĐŽƌƚŝĐŽƐƚĞƌŽŝĚͿĨŽƌƐŝǆŵŽŶƚŚƐ
ǁĂƐƉƌŽďĂďůǇŶŽŵŽƌĞŽƌůĞƐƐĞĨĨĞĐƚŝǀĞƚŚĂŶĚĂŝůǇ
ŽƌĂůƉƌĞĚŶŝƐŽůŽŶĞ͘

ϴ͘DĞƚŚŽƚƌĞǆĂƚĞŵĂǇŚĂǀĞŶŽďĞŶĞĨŝƚŽǀĞƌ
ƉůĂĐĞďŽŝŶŶƵŵďĞƌŽĨƉĂƌƚŝĐŝƉĂŶƚƐĂďůĞƚŽƌĞĚƵĐĞ
ƚŚĞŝƌĐŽƌƚŝĐŽƐƚĞƌŽŝĚŽƌ/s/ŐĚŽƐĞďǇϮϬй͘^ĞƌŝŽƵƐ
ĂĚǀĞƌƐĞĞǀĞŶƚƐǁĞƌĞƉƌŽďĂďůǇŶŽŵŽƌĞĐŽŵŵŽŶ
ǁŝƚŚŵĞƚŚŽƚƌĞǆĂƚĞƚŚĂŶǁŝƚŚƉůĂĐĞďŽ͘tĞŬŶŽǁ
ĨƌŽŵŽƚŚĞƌƚǇƉĞƐŽĨƐƚƵĚǇƚŚĂƚŵĞƚŚŽƚƌĞǆĂƚĞŚĂƐ
ƐĞƌŝŽƵƐƐŝĚĞͲĞĨĨĞĐƚƐ͕ŝŶĐůƵĚŝŶŐĚĂŵĂŐĞƚŽ
ĨŽĞƚƵƐĞƐ͕ůŝǀĞƌĨƵŶĐƚŝŽŶĂďŶŽƌŵĂůŝƚŝĞƐĂŶĚ
ƐĐĂƌƌŝŶŐŽĨƚŚĞůƵŶŐ͘



ϯ͘WůĂƐŵĂĞǆĐŚĂŶŐĞƉƌŽďĂďůǇƉƌŽĚƵĐĞĚ
ƐŝŐŶŝĨŝĐĂŶƚůǇŵŽƌĞƐŚŽƌƚͲƚĞƌŵŝŵƉƌŽǀĞŵĞŶƚŝŶ
ĚŝƐĂďŝůŝƚǇƚŚĂŶĚƵŵŵǇĞǆĐŚĂŶŐĞ͘/ŶƚŚĞůĂƌŐĞƐƚ
ŽďƐĞƌǀĂƚŝŽŶĂůƐƚƵĚǇ͕ϯ͘ϵйŽĨƉůĂƐŵĂĞǆĐŚĂŶŐĞ
ƉƌŽĐĞĚƵƌĞƐŚĂĚĐŽŵƉůŝĐĂƚŝŽŶƐ͘





ϵ͘/ŶƚĞƌĨĞƌŽŶďĞƚĂͲϭĂ;/&EďĞƚĂͲϭĂͿ͕ĐŽŵƉĂƌĞĚƚŽ
ƉůĂĐĞďŽ͕ƉƌŽďĂďůǇĚŽĞƐŶŽƚĂůůŽǁŵŽƌĞƉĞŽƉůĞ
ƚŽǁŝƚŚĚƌĂǁĨƌŽŵ/s/Ő͘^ĞƌŝŽƵƐĂĚǀĞƌƐĞĞǀĞŶƚƐ
ǁĞƌĞƉƌŽďĂďůǇŶŽŵŽƌĞĐŽŵŵŽŶǁŝƚŚ/&EďĞƚĂͲ
ϭĂƚŚĂŶǁŝƚŚƉůĂĐĞďŽŝŶƚŚĞƚǁŽƐƚƵĚŝĞƐŽĨƚŚŝƐ
ŝŶƚĞƌǀĞŶƚŝŽŶ͘

ϰ͘/s/ŐƉƌŽĚƵĐĞĚƐŝŐŶŝĨŝĐĂŶƚůǇŵŽƌĞƐŚŽƌƚͲƚĞƌŵ
ŝŵƉƌŽǀĞŵĞŶƚŝŶĚŝƐĂďŝůŝƚǇƚŚĂŶƉůĂĐĞďŽ͘ĚǀĞƌƐĞ
ĞǀĞŶƚƐǁĞƌĞŵŽƌĞĐŽŵŵŽŶǁŝƚŚ/s/ŐƚŚĂŶ
ƉůĂĐĞďŽďƵƚƐĞƌŝŽƵƐĂĚǀĞƌƐĞĞǀĞŶƚƐǁĞƌĞ
ƉƌŽďĂďůǇŶŽŵŽƌĞĐŽŵŵŽŶƚŚĂŶǁŝƚŚƉůĂĐĞďŽ͘
KƚŚĞƌ͕ůŽǁĞƌͲƋƵĂůŝƚǇƐƚƵĚŝĞƐ͕ŶŽƚĞůŝŐŝďůĞĨŽƌ
ŝŶĐůƵƐŝŽŶŚĞƌĞ͕ƌĞƉŽƌƚƚŚĂƚƐĞƌŝŽƵƐĂĚǀĞƌƐĞ
ĞĨĨĞĐƚƐĐĂŶŽĐĐƵƌǁŝƚŚ/s/Ő͘



ϭϬ͘dŚĞƌĞŚĂǀĞďĞĞŶŶŽŽƚŚĞƌĐŽŵƉůĞƚĞĚƚƌŝĂůƐŽĨ
ŵĞĚŝĐŝŶĞƐƚŚĂƚƐƵƉƉƌĞƐƐŽƌĐŚĂŶŐĞŝŵŵƵŶĞ
ƌĞƐƉŽŶƐĞƐŽƌƚŚĂƚƚƌĞĂƚĨĂƚŝŐƵĞŽƌƉĂŝŶŝŶ/W͘
tĞŶĞĞĚĨƵƌƚŚĞƌƌĞƐĞĂƌĐŚŽŶƉƌĞĚŝĐƚŽƌƐŽĨ
ƌĞƐƉŽŶƐĞƚŽĚŝĨĨĞƌĞŶƚƚƌĞĂƚŵĞŶƚƐ͕ŽŶůŽŶŐͲƚĞƌŵ
ďĞŶĞĨŝƚƐ͕ĂŶĚŽĨĐŽƐƚͲĞĨĨĞĐƚŝǀĞŶĞƐƐ͘tĞŶĞĞĚ
ŵŽƌĞZdƐŽĨŵĞĚŝĐŝŶĞƐƚŚĂƚƐƵƉƉƌĞƐƐŽƌĐŚĂŶŐĞ
ŝŵŵƵŶĞƌĞƐƉŽŶƐĞƐĂŶĚƚƌĞĂƚƐǇŵƉƚŽŵƐŽĨƉĂŝŶ
ĂŶĚĨĂƚŝŐƵĞŝŶ/W͕ĂŶĚďĞƚƚĞƌǁĂǇƐƚŽĐŽůůĞĐƚ
ŝŶĨŽƌŵĂƚŝŽŶŽŶĂĚǀĞƌƐĞĞǀĞŶƚƐ͘

dŚŝƐƌĞǀŝĞǁŝƐƵƉƚŽĚĂƚĞƚŽKĐƚŽďĞƌϮϬϭϲ͘



ϱ͘dŚĞƌĞǁĂƐŶŽĐůĞĂƌĚŝĨĨĞƌĞŶĐĞŝŶƐŚŽƌƚͲƚĞƌŵ
ŝŵƉƌŽǀĞŵĞŶƚŽĨŝŵƉĂŝƌŵĞŶƚǁŝƚŚƉůĂƐŵĂ
ĞǆĐŚĂŶŐĞĂƐĐŽŵƉĂƌĞĚƚŽ/s/Ő͘


ϲ͘dŚĞƌĞǁĂƐƉƌŽďĂďůǇůŝƚƚůĞŽƌŶŽĚŝĨĨĞƌĞŶĐĞŝŶ
ƐŚŽƌƚͲƚĞƌŵŝŵƉƌŽǀĞŵĞŶƚŽĨĚŝƐĂďŝůŝƚǇǁŝƚŚ/s/ŐŝŶ
ĐŽŵƉĂƌŝƐŽŶƚŽŽƌĂůƉƌĞĚŶŝƐŽůŽŶĞĂŶĚƚŚĞƌĞǁĂƐ
ůŝƚƚůĞŽƌŶŽĚŝĨĨĞƌĞŶĐĞŝŶĐŽŵƉĂƌŝƐŽŶƚŽ
ŝŶƚƌĂǀĞŶŽƵƐŵĞƚŚǇůƉƌĞĚŶŝƐŽůŽŶĞ͘
ϯϬ
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Convert your unwanted items

to
you a
30kg,

into funds for GAIN…
Items accepted by Recycling for Good Causes include
Watches ● Jewellery ● Gadgets ● Old currency ● Used stamps

…at absolutely no cost to you
Option 1 - Self-Pack

Maximum size is C5 envelope (162mmx 229mm)
Jewellery & watches (any material and condition)
Foreign or UK banknotes (current or out of circulation)

Send to:
FREEPOST RSXA-GJBY-ARRZ
GAIN
UNIT 14 AMBER BUSINESS VILLAGE
AMBER CLOSE
TAMWORTH
B77 4RP


ks;

Option 2 - Recycling Project
If you have a large number of items, or wish to
collect over time, or as a group, we will send you a
free sack to fill. When you have between 10-30kg,
simply contact us to arrange collection!
You can put a wide range of items in our sacks;
Jewellery & Watches (any material and condition)
Foreign & UK Currency (notes & coins), Stamps,
Mobile phones, Cameras, Sat-Navs, Ipods, MP3
Players, Games Consoles, Games & Accessories,
Laptops and Tablet Computers

Get your FREE sack 0800 633 5323
ϯϮ
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Crossword Corner

The answers to this crossword can be found throughout the magazine.

The first 5 people to send us all 17 correct answers along with their name and address will
each receive a GAIN enamelled pin badge.





GAIN Woodholme House, Heckington Business Park, Station Rd, Heckington, NG34 9JH
Email gain4all@gaincharity.org.uk
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ACROSS

Issue 10 crossword solution

2.
4.
8.
9.
11.
12.
13.
15.
16.
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EclipseCrossword.com

ACROSS

2.
4.
8.
9.
11.
12.
13.
15.
16.



EclipseCrossword.com
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The world's first fully inclusive mass particip
Somewhere to access information on mone
Notify this Government Department if you ar
New member of staff at GAIN (5)
Takes place on the last day of February eac
The name of the key needed to access disa
The venue for our live-streamimg of Getting

Not well (3)
Rio, September 2016 (11)
14

15

16

DOWN

The world's first fully inclusive mass participation event (8,6)
Somewhere to access information on money, benefits, housing and employment problems (8,6)
Notify this Government Department if you are diagnosed with GBS or CIDP (1,1,1,1)
New member of staff at GAIN (5)
Takes place on the last day of February each year (4,7,3)
The name of the key needed to access disabled toilets fitted with NKS locks (5)
The venue for our live-streamimg of Getting Better Slowly (5,4)
Not well (3)
Rio, September 2016 (11)

1. Small, orange and juicy (7)
3. Sports facilities that can be used by people
5. Home of the Lancashire & Cumbria branch
6. Benevolent restaurant bookings (10)
DOWN
1. Small, orange and juicy (7)
7. One type of item accepted by Recycling for
3. Sports facilities that can be used by people with disabilities (10)
5. Home of the Lancashire & Cumbria branch of GAIN (10)
8. The 'D' in CIDP (13)
6. Benevolent restaurant bookings (10)
7. One type of item accepted by Recycling for Good Causes (9)
10. Free online subscription magazine for peopl
8. The 'D' in CIDP (13)
10. Free online subscription
magazine
for people affected
by a rare
condition
(4,10) diagnosed wit
14. A
treatment
option
for
people
14. A treatment option for people diagnosed with GBS or CIDP (1,1,1,1)
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Your letters

A Fruity Tale from the Midlands!
It’s amazing just how a reduced bag of satsumas can inspire me!!
Recently, I decided to share a bag of satsumas with my colleagues at work – a quick remark
resulted in launching a competition to see who could decorate theirs in the most innovative
way. Coloured pens, sticky tape, drawing pins, paperclips etc., were soon fetched out of the
cupboards and much laughter was heard along the corridor! A panel of judges from another
department were so impressed with the talent and variety which ranged from a Wimbledon
Tennis player, a Welsh football supporter, a wedding guest etc., that I soon decided to
reward all competitors with a fresh fruit kebab the following day.
Early next morning, my few fruit kebabs gathered momentum, turning into a production line –
my thoughts soon turned to it being the 7th anniversary of me being diagnosed with GBS.
Feeling guilty that I hadn’t as yet organised a ‘Gathering Fundraiser’ for GAIN, I quickly
turned it into an impromptu crusade, asking for small change donations to be placed into my
collection box. A buzz of excitement was created and the kebabs soon disappeared. An
amazing £30 was raised and of course, in the process, awareness of GBS was spread.
It was suggested that this be turned into an annual event to which I readily agreed.
Such a lot had been ‘gained’ from this initial reduced bag of satsumas – a fine array in all
guises, displayed to all who visited our office which lifted spirits after a busy week,
awareness of GBS was spread throughout the building and a substantial amount of money
raised for ‘GAIN’!

Jill Rushton

Send your letters to;
Editor, GAIN4ALL, Woodholme House
Heckington Business Park, Station Road,
Heckington, Lincs, NG34 9JH
Deadline for next issue is 27th March 2017
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DVLA – a different experience
Dear GAIN,
Gordon Wallace [GBS - Life Moves On, gain4all, issue10] seems to have been very lucky
during his dealings with the DVLA!
I was diagnosed with GBS in mid-March 2013 when I was 65 and spent 3 months in the
Royal Berks Hospital (RBH), Reading receiving treatment and rehabilitation. About
midway during my time there, I learnt that GBS was a notifiable condition to the DVLA and
therefore got in touch with them and filled out the appropriate form. I received back
notification that my licence was being suspended and that I was not allowed to drive until
notified further.
I left hospital in the early days of June and in the last couple of days, the Doctor who was
Head of Rehabilitation, knowing that my licence had been suspended, assessed me and
said that he was satisfied that I was fit to drive. Very shortly after discharge I contacted the
DVLA and after a short period they asked for medical reports, including one from the
Head of Rehab. All the reports were sent in as quickly as possible but it seemed to take
ages for the DVLA to make up their mind. I finally got a time specific licence (limited to 3
years) in the middle of September.
A couple of months ago, I received notification from the DVLA that my time specific driving
licence was coming up for renewal and they requested that I had a ‘full’ medical with my
GP. The time period between receiving this letter and the end date of my licence was
about 6 weeks and, with having to arrange a medical with my GP (who was mystified as to
why I needed one!), and get the report to the DVLA. I was particularly worried that, with
this short timescale and my previous experience, I would have a period beyond midSeptember when I couldn’t drive and, as we were planning to go away with our caravan,
this seemed to be in jeopardy! Fortunately, at the beginning of September, they informed
me that they were granting me a ‘3-year driving licence’ and it seems as though my
driving licence will continue be limited to ‘3 years renewal’ from now on, and I’ll probably
have to have medicals.
So, what comes out of this is that, whilst GBS sufferers are expected to contact the DVLA
and notify them of this situation, they can expect an inconsistent treatment and delays. I
don’t blame them for being cautious, but I do think they should be consistent!
Finally, after reading the latest articles in ‘gain4all’, I’m just glad that I presented to a
locum doctor with my symptoms who recognised GBS and sent me straight to A & E. It
was fortunate that the ‘out of hours’ surgery was in the RBH and A & E was next door!

Regards.
Terry Gale
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Lancashire & Cumbria
Bilsborrow Village Hall, 24th September, 3rd December
Left: Lynn with
her father, Tom



Below;
Santa, after a
close shave!

After the summer Plant Sale and Potting Demo in June, the Lancs &
Cumbria branch continued in September on its hugely varied quarterly
schedule of meetings with one of our own members, Jacqui Hughes, talking
about her work in training teachers about countering the radicalisation of
children, one element of the government's Prevent Strategy. This is clearly
an important and topical subject and left members with much food for
thought. Then it was to a lighter and more festive note with our December
meeting, which was our traditional Christmas Party and Tortoise Drive (think
Beetle!) with winners and losers moving round the room, so everyone got to
meet. We were also entertained to hear some very amusing Pam Ayres
recitations from Angela, a friend of our chairman, Sybil. 

Cumbria
llage Hall, 24th September, 3rd





This meeting was the more significant this year because it was exactly a
year ago that one of our members, Lynn, told us about her father, Tom, at
that time paralysed 6 months in hospital with little apparent hope of
recovery. After visits from several of our members and Sybil in particular, it
was very special that Tom was able to be with us at the meeting and to
actually walk unaided into the room to a round of applause before telling us
about his GBS journey involving over a year in hospital. This was true
testimony to the encouragement that GBS survivors can bring to those
currently afflicted. 

After the summer Plant Sale
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As ever, it was a very Christmassy occasion and we had a visit from Santa
and his little helper: we've no idea how they get to know about our tiny
events, but they always seem to turn up. Then it was on to the raffle and
purchases of wreaths, preserves, and Christmas gifts from our stalls,
finishing off with our Jacob's Join tea and lots of friendly chat.

Meetings for 2017 have been arranged for; 11th March, 17th June, 9th September and 9th December,
at Bilsborrow Village Hall on the A6 north of Preston, commencing at 2pm. All are welcome.

th

Twenty nine people got together in Dorchester in October for our twice yearly South West regional social event. It was
an informative and enjoyable day, though we were very saddened to hear of the recent death of John Harris who has
been such a support to our regional branch, and has worked quietly behind the scenes at all of our meetings. We sent
our condolences to his wife Fran, and our thoughts are with all family members.


Caroline Morrice GAIN Director, and William Harmer GAIN Trustee opened with an update from Head Office on their
staffing changes, the new GAIN merchandising products, the success of the "Getting Better Slowly" play, and GAIN's
work with the Neurological Alliance to improve the availability of neuro psychology and psychiatry services to support
family and carers as well as those with illness.


This was followed by our guest speaker Lisa Shirley, a physiotherapist who specialises in neurological conditions. Lisa
stressed the importance of exercise (especially cardiovascular) to physical and mental well-being. She acknowledged
our problems of fatigue and the difficulties of motivation and although we must avoid overdoing exercise, every little
helps. Such exercise could be incorporated into the everyday activities of normal life such as sitting and standing, or
using ordinary items such as bottles of water for grip and arm exercises. We could also join an exercise group at an
appropriate level. Doctors surgeries or websites such as livewelldorset.co.uk are possible sources of useful information
or services. Lisa also highlighted the need to stay hydrated by drinking enough water. Lisa’s final messages were “Be
safe” but also “Never give up”.
Continued next page
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South West England continued

Dr John Tuke then entertained us with amusing tales of illness and recovery before tea and cake, a raffle draw, and
sales of GAIN Christmas cards and merchandise.
Our next meeting will be held on Saturday 18th March 2017 at Saltford Golf Club (midway between Bristol and
Bath). We look forward to seeing you there.


Yorkshire

Boothroyd Centre, Dewsbury, Sunday, 16th October

The Yorkshire Branch meeting was held in the Boothroyd Centre at Dewsbury Hospital and was attended by approximately
20 members. We started with apologies from those unable to attend and were all saddened to hear that Doris Fryer (one
of our founders) has gone into a care home, especially as our other founder, Ken Sawyer, passed away just before our
March meeting. There was thanks to Dan Sutton as the company he works for had supplied us with free refreshments for
our meeting.

We then had an excellent speaker, Libby Walker, the Crime Prevention Officer for the

December

Kirklees area. Everyone was captivated by her talk, especially when she said that most
interviewed burglars were put off when a Television was on, but as it was not safe to go
out and leave the TV on there is now an LED light to fill a room with flickering light shades
of colour “Fake TV Simulator”. Libby very kindly presented our group with TV simulators
for members to try out.

e and Potting Demo in June, the Lancs &
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Other ways to deter burglars; Card Defender Wallets – to prevent contactless payment
cards being scanned  Purse, bag & phone cables to dissuade pickpockets  UV
property marking pens so stolen items can be returned when found  Dawn to Dusk light
bulbs  Don’t close curtains when away and install blinds if possible  Update door locks
as many of the older ones can be got into in 13 seconds

Eric Snowden

Visit the Susie Lamplugh Trust website for more advice on personal safety;
www.suzylamplugh.org/

We had a general question and answer session and then broke for refreshments to give
our members a chance to buy GAIN merchandise and Christmas cards (taking £101.35!),
and catch up with each other’s news. The members excelled themselves, donating 15
prizes for the ever-popular raffle – even our guest speaker won a prize!

Eric Snowden presented Sue Booth with a cheque for £500 on behalf of The Association
of Yorkshire Golf Club Stewards, and Dan Sutton presented another for £70, which he had
raised doing a sponsored 11 mile tough assault course. We then had our branch financial
report and agreed on a donation of £300.00 from money raised at our meetings to go to
Head Office.

Libby Walker

Dan Sutton

We thanked our speaker and agreed the next date for our meeting as 19 March 2017.

st

Maureen and David Wilcox organised a group booking to the Déda in
Derby to see GAIN Trustee, Adam Pownall’s powerful performance in
Getting Better Slowly. The first tour draws to a close at the end of
February, but new tour dates for the autumn will be announced soon.
Got a good idea for a get-together? Email office@gaincharity.org.uk
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Leaving a Gift

Leaving in
a charitable
donation
es left to charities
a person’s
in your
will, allows you
es directly
to supporting
theto support
the causes that were important to
table gift
in your will, you could
you during your lifetime
nil-rate band for inheritance
2017) is not as high as many



And knowing you’re supporting a good
cause isn’t the only great reason to leave
a gift in your will.

ith making
will,
visitleft the
Did you knowyour
for instance
that legacies
to charities in a person’s
will aren’t taxable, so every penny goes directly to supporting the
and use
quick
search
charity’sthe
work? And
by leaving
a charitable gift in your will, you could
even reduce your estate to below the nil-rate band for inheritance
tax, which at £325,000 (up to 5th April 2017) is not as high as many
people think.

ww.lawsociety.org.uk/

To find a solicitor who can help you with making your will, visit the
Law Society’s Find a Solicitor website, and use the quick search
option ‘Wills and probate’


https://www.lawsociety.org.uk/
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Anxiety UK

https://www.anxietyuk.org.uk/get-help-now/self-helpgroups/

Befriending
Network

http://www.befriending.co.uk/befriendingdirectory.php

Age UK
Befriending
Services

http://www.ageuk.org.uk/health-wellbeing/relationshipsand-family/befriending-services-combating-loneliness/

Cruse

http://www.cruse.org.uk/

Blue Badge

https://www.gov.uk/blue-badge-scheme-informationcouncil

Disabled
Facilities
Grant

https://www.gov.uk/disabled-facilities-grants/overview

Independent
Living

http://www.independentliving.co.uk/

Facial Palsy
UK

http://www.facialpalsy.org.uk/

Contact a
Family

http://www.cafamily.org.uk/

NHS Choices
Discharge
http://www.nhs.uk/conditions/social-care-and-supportguide/pages/hospital-discharge-care.aspx
from
Hospital
Accessible
http://accessible-property.org.uk/start.htm
Property
Register
ICU Steps

UK-wide
directory of
befriending
services
Beat loneliness
in later life with
Age UK
befriending
services.
Here to support
you after the
death of
someone close.
Apply for or
renew your Blue
Badge
Grant for
disabled people
needing to
make changes
to their home.
Products and
services to help
with mobility &
independence
Support and
information for
patients and
their families.
Support for the
families of
disabled
children
Information
about discharge
from hospital
Accessible
property to buy,
rent or holiday
lets
The intensive
care patient
support charity

http://www.icusteps.org/




Independent
self-help groups
across the UK
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Need some help getting
your fundraising message
out there?
Visit our website for
T-shirts, running vests,
balloons, wrist bands,
key-rings, window stickers
and more



www.gaincharity.org.uk
'ƵŝůůĂŝŶͲĂƌƌĠΘƐƐŽĐŝĂƚĞĚ/ŶĨůĂŵŵĂƚŽƌǇEĞƵƌŽƉĂƚŚŝĞƐ;'/EͿ
ZĞŐŝƐƚĞƌĞĚĐŚĂƌŝƚǇϭϭϱϰϴϰϯΘ^KϯϵϵϬϬ

