








FUNDRAISING NEWS

QUILT FOR
NEUROFIBROMATOSIS
This beautiful quilt, which is an American King size,
has been made to raffle for the NF Association by
Upcott Valley Quilters in Devon. It was on show at the
Festival of Quilts in Birmingham in the summer and at
the Family Day in Manchester in September. Tickets are
£1 each and available from the office or by phoning
01363 83989, the draw will take place on March 13th.
Last date for buying tickets is Feb 28th. Please do try
and win this future heirloom for your family and help
the NFA at the same time.

Street Collection
I am delighted to say that the NFA’s first street collection
was held on the 17th October 2009!

A team of dedicated and enthusiastic volunteers filled
streets of Kingston armed with their collection buckets
and raised a fantastic £128.07!!

Special thanks to the Kingston University students, the
wonderful John Prescott, Kingston Upon Thames Mayor
and the Metropolitan Police Charity service for their
support. 

The Big 
   Balloon Ball
In a fitting tribute to our old logo,
Sunday 3rd October saw nearly
200 people packed into the Hilton
Hotel in Newcastle for a night of
entertainment, glamour, dancing
and great food at the Big Balloon
Ball!

With raffle and auction prizes
galore including holidays in Cyprus
and France, and tickets to see
England V Pakistan in the cricket we
are delighted to announce that over
£4127 was raised.

We’d like to thank everyone who
was involved in the organising of
this event, especially Sandra and
her team at the Hilton. But biggest
thanks has to go to Gayle Seymour
our Advisor in Newcastle who
worked tirelessly to organise the
event. She did a fantastic job! 

THE NFA 
ON-LINE 
COMMUNITY

The NFA now has its own Facebook
page! To join us, simply logon 
to Facebook and search for the
Neurofibromatosis Association,
find the Group with our new logo
and ask to join! 

So spread the word and lets get as
many people as we can to join our
Group. Visit www.facebook.com or
go directly from www.nfauk.org! 
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ODIHAM JAZZ WEEKEND
RETURN HAILED A SUCCESS

As reported in the last newsletter, the well
established Odiham Jazz Weekend returned on
August 29/30 this year. The event officially
‘finished’, after nine years, in 2007 but there was
pressure to continue. For the first time, the small
group of volunteers in Odiham (north Hampshire)
invited another local charity – the Odiham
Cottage Hospital Charitable Trust – to join them
in organising the 2009 event.

It was a cool and windy weekend, not ideal for
putting up and keeping up gazebos but at least it
was dry! On the Saturday night everyone came
prepared with their picnics and set themselves up
ready to enjoy the music. The stage was a picture
thanks to the clever stage lighting and effects put
in place by David Eden and the beautiful floral
arrangements by Helen Smith. Ros Shepherd, as
always, produced as fantastic A list of musicians:

• Vocalists – Lee Gibson and Frank Holder (also
on Latin percussion);

• Instrumental line-up – Alan Barnes, Saxes;
Richard Shepherd, Saxes; Steve Waterman,
Trumpet; Adrian Fry, Trombone;

• Rhythm Section – Dave Newton, Piano; Dave
Chamberlain, Bass; Steve Brown, Drum.

The music was just great – better than ever – and
the wonderful (dry!) evening finished with a
firework display.

On Sunday, still dry, the Phil Brown Swingtet 
and the Peter Clancy Band kept everyone
entertained with some exhilarating traditional
and mainstream jazz and everyone was treated
to a tasty barbecue prepared by RAF Odiham.

 The address on behalf of the NFA, on both days
took the shape of an interview conducted by
Odiham Town Manager, Peter Fountain with local
members of the NFA. his went down extremely
well and gave the audience a poignant view of

what it was like to have NF in the family. Many
thanks to Peter, Helen Smith and Eve Walker.

Over the two days, additional funds were raised
from the bar, a raffle, programme sales and a
balloon race. In the Sunday wind the balloons
could not wait to get away. We wonder how far
they will travel this time; as far as our June race –
the Dutch-German border?!

At the time of writing, the final profit is not yet
known but it looks as though it will be £7-8,000,
half of which will go to the Neurofibromatosis
Association. This is a huge success as everyone
also had a fantastic time and even more people
now know about Neurofibromatosis!

Stop Press The winner of the Jazz Weekend
Balloon was Mrs Howard from Fleet, her balloon
didn’t quite reach the sea but got to Ashford in
Kent. She won a meal voucher for £50 kindly
donated by Bluebeckers, Mill House in North
Warnborough.

The Concorde Club near Southampton is
generously putting on another fundraising jazz
evening for NF on 24th February 2010. All A list
musicians. More information on the club website,
wwwtheconcordeclub.com, in due course.

Photography by Green Photos
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Get involved!
1) Shake a bucket for a couple of hours at

your local train station, shopping centre
or supermarket. Let me know where
and when and I will arrange it.

    2) We will be having a Christmas carol
collection in central London this
December. If you can sing, know
anyone in a choir or fancy coming
along for a festive evening please
contact me ASAP.

3) Up for a challenge? How about doing a
24 hour run or cycle? Parachute jump
or taking part in a national sports
fundraiser? Organize a ‘dress down’
day at work? Or hold a coffee morning? 

Carolyn Smyth and Gill Adams –
Adrenalin Junkies!

This July, Carolyn
Smyth, our wonderful
Specialist Advisor from
Birmingham, took part
in a Zip slid down the
Fort Dunlop building!
Along with Carolyn
was Gill Adams who 
is registered blind!
Together they have
raised over £700! A
fantastic achievement! 

FUNDRAISING NEWS

Competition Time!

Folks – we have a fantastic competition for you to win some very much
desired store vouchers!

What do I do?!? I hear you cry…
1) Pick up the phone and request your collection boxes from head office.

2) Charm your local supermarket stores, corner shops, bakers, post office, petrol station,
pubs… etc into displaying a collection box by their money till.
3) Let head office know where you have displayed your boxes.

The winning prize is awarded to the individual who distributes the most
number of collection boxes by 26th February 2010.

This is an easy and rewarding way to fundraise for your charity, if every member only
displays 2 collection boxes, in one year we can make over £50,000!!!

Please call Irene on 0208 481 0484  

KEEPING
COSTS DOWN

In this day and age, we are still very aware of keeping our
costs down to a minimum. Therefore if anyone would like to
receive future newsletters and correspondence by email, or if
any of your contact details are incorrect, please let us know.
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FUNDRAISING NEWS

Elizabeth Sampson—My Story
Elizabeth has been a wonderful supporter of
the NFA for many years. Here, she tells her
story of why she is so committed to supporting
our work.

Why do I fund raise for the
Neurofibromatosis Association?

Like most people I hadn’t heard of
Neurofibromatosis until my daughter Hannah
was diagnosed with the condition in January
2000 after my husband had died of a very rare
complication of NF.

At the time I wanted to know everything about
NF so I searched the internet and joined every
chat room with NF in the title. I soon realised
that there was no cure for this condition but
Research was happening in a small way at the
time but as with all things there are restrictions as
to how much can be done with limited funds. At
this point I started a one women quest to raise
money to find a cure for my little girl.

It started with donations from friends and family
at my husband’s funeral and over time built up to
coffee mornings, Christmas fairs, sponsored bike
rides, Go Ape sponsored events, lost property
sale, Christmas Tree festival, taking part in
doodle day, wedding gift donations, Christmas
Card donations, Charity Stall, car boot sales,
writing a book etc.

Over the last 10 years I have, with the help of
family, friends, work colleagues, and the local
community raised in excess of £12,000!

Yes we can hope and dream of a cure perhaps in
reality the best we can expect is a drug to control
NF symptoms & growth of tumours. What are
really needed are the people working at grass
roots who support, campaign, produce literature,
give us information and are there at the end of
the phone when we need them. Having and
living with NF can be scary and like playing
roulette at times. Without the support from the
Specialist Advisors where would you be?

Please help the NFA be there for you, your wife,
your husband, your friend, your children and
your grandchildren by organising yourself or
getting someone else or a company or school to
run a fundraising event. It doesn’t matter how
small the event or idea is every £1 you donate
helps keep the NFA there supporting us when we
need them.
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How would you like to come and join in a weekend of fun and friendship? Then why not come to
Cornwall on 14-16 (Fri-Sun) May, 2010. Why you ask? Well why not? Cornwall is lovely in the spring,
and what is more it is the 16th Midsummer’s Madness Weekend – yep, I know it is spring, but the
weekend was first held in June1994 on Midsummer’s Eve, so hence the name.

Our special weekend is open to anyone, of any age from anywhere, the only common factor is an
interest in NF, you could be a sufferer, a family member, a friend, someone who wants to know more,
or someone who wants to come along for a fun weekend, some make it part of a longer stay in
Cornwall. So come on down, join us and let’s make 2010 the best year yet (you can bring your dog
as well but you have to book early as those places are limited).

What do we do? We have a BBQ, beetle drive (with my rules and big beetles – if I can find where
they are hibernating in my loft, or was it my garage when I last saw them scuttle away). We spend
time on the beach, have sandcastle competitions, fun sports, tide races, lots of chatting, cups of tea
(my caravan always has a welcome and a tub of biscuits on the go), rounders either on the beach or
on the site – or both. What is nice is that, you can take part in any, all or none of it, we are that
relaxed and the aim for the weekend is to have a good time, and to meet other families and chat about
things. Once again I have invited Dr Sue Huson, international specialist on the subject on NF to join
us, and I hope that even with her very busy schedule she will be free to join in. Used to giving papers
and lectures all over the world, Sue is just as at home talking to us all in the barn with swallows
swooping in and out with roosters and tractors making an interesting chorus outside.

MIDSUMMERS MADNESS W
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S WEEKEND 2010
For those who have not been before, my involvement (other than organising everything) began years
ago as Ian my youngest son has NF1. Now 22, he has worked hard and got his 2.1 degree in Broadcast
Journalism, despite being bullied at primary school. He currently works for the BBC and in 2009,
produced a package for BBC Radio Cornwall from interviews made over the course of the weekend
with those who wanted to take part. For me, to hear the feedback of how they enjoyed the weekend,
especially from the young people, was so humbling and reassuring and it was still being enjoyed 15
years on for the reason it was set up ….. for fun and friendship, so that we all know we are not isolated
with NF in our families.

So, if you would like to come along and have some fun, end enjoy Cornwall, give Trencreek Farm Park
a call and book a caravan or chalet, or book in your own tent, caravan or motorhome. Ring 01726
882540. You will need to make and pay for your own booking, and then if you can let me know if
you are coming so that I can make sure I have the enough food for the BBQ (that will only cost you
according to what I buy – not a lot, as children are free, only adults pay).

As the site has just this week changed hands, so far a I know when going to press, our booking is OK.
So go on, give it a whirl, and, if you don’t want to take part in things, then that’s fine as well – you
can just enjoy Cornwall. The beach at Caerhays is nearby, with its Castle and gardens open to the
public, the site is minutes from the Lost Gardens of Heligan and only a short drive from the Eden
Project. There is so much down here to see, its well worth the journey. Have a look on the web for
what is around, the site has its own website and if you want to know anything, do give me a call.

See you soon
Pet Chapman
01872 865165 petchapman@hotmail.com
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With Heartfelt Thanks

Over the last few months, we have received many donations from companies, individuals, trusts and
those embarking on events. Below are just a few of these supporters but we’d like to take this
opportunity to thank everyone for their very generous support of our work:

Mrs Margaret Parsons
Olive Daly
Patricia Nicholas
Mr M Mingay
Suzi Mitchell Mrs JS Matta
Mrs Johnson
Debbie Johnson
Mr W R Jones
P Griffin-Pygott
Mike + Tina Griffiths
Mrs Fairgrieve
David + Claire Hainsworth
Mr + Mrs Hughes
Mrs Jane Hogg
Mrs T Mepham
Marriott & Veronica Irons
Mr + Mrs Latham
Lesley Hurwoth, Chair of
Doncaster5 Children’s Book Award
c/c Armthorpe School
Mr N Yousef
Yorkshire Building Society
Mrs B Branch
Elizabeth Wingate
Kate Wainwright
Diane Wiltshire
The Walker Family
Sandra Taylor,
Inner Wheel Club, Wellington
Mrs Tearle, UCB Celltech
Mrs J Picher
Pauline, Nick and Richard Foggin
Mr + Mrs C J Prew

Miss Jo Stapleton
Paul + Cheryl Sadler
Elizabeth Samson
Vicky Shearn
K Scott
Mr + Mrs W A Blake
JM Hughes
A M Latham
B Mepham
G Hunt
The Reid Family
GM Bailey
Watford Grammer School
L Simpson
J Webb
B Webb
J Mole
C Beadle
C Rogers
J Smith
I Sole
Eleanor Hamilton
D A + PC Nicholas
S Mitchell
ME Mingay
A L Wood
Colefax Charitable Trust
Credit Management Services
Herbie Butterfield, Forresters Arms
E Worpole
B J Tearle
R + M Hiopkiss
A Dodds

M D Feeley
IPC Media
R P Webb
Charitable Foundation
MR + SD Fairgrieve
Viceroy Pub
L + K Webb
L A Case
Mr J evans
Mrs Baker
A Bradshaw
C Bradshaw
ES Conning
MR Lysaght
GM McNaughton
WL Waddington
Lauren Patterson
Abigail Sandler

In Memoriam
Baby—Alexander Dobson
Nigel Berry
Reginald Gay

Mr Colin Seymour
Karl Thomas
Mark Kenny
Glenn O’Brien
Anna Marie Gunning
Legacy of Mrs Joan Dixon
Legacy of Florence Oprie Horton Betty Hall
Rev CF Wells, Church collection
GG Thomson

The Neurofibromatosis Association has taken reasonable care to ensure that the information
contained in its newsletters, literature and web site is accurate. The charity cannot accept liability
for any errors, omissions or for information becoming out of date. Any information given is not a
substitute for getting appropriate medical advice from your own GP or other healthcare professional.

I WOULD LIKE TO HELP THE NEUROFIBROMATOSIS ASSOCIATION BY DONATING THE SUM OF £ ____________________
I have enclosed a cheque made payable to the Neurofibromatosis Association.

Please debit my card number issue no

Expiry Date: / Security code Signature ____________________________ Date: __________________

Increase the value of your gift by 28%! 
If you are a UK taxpayer, the value of your gift can be increased by 28%at no extra cost to you. You must pay income tax or
capital gains tax equal to the tax reclaimed by the charity on the donation. Tick the box to join the Gift Aid scheme.  Yes, I would
like the Neurofibromatosis Association to treat all donations I make from 6 April 2000, until I notify you otherwise, as Gift Aid
donations! 

I WOULD LIKE TO RECEIVE INFORMATION ON:

How the NFA Can Help Me Setting up a Local Support Group NFA World Adventures

The 2010 London Marathon Raising Funds for the NFA NFA Membership

Other, please state: ____________________________________________________________________________________________________


