








DEFINING OUR BRAND

Our previous brand - our marketing materials, public awareness, communication materials and
web site - reflected a lack of investment and development. Quite simply, they did not portray a very
good image of the charity!

Also, our audience was and still is primarily those who have a direct connection to the condition.
The previous brand did little to communicate our strengths and ambitions to them, the professionals
working with them or indeed to those outside of this circle.

There was no cohesive, embracing message. We did not really have a call to action. Nor was there
an inspirational vision of a better future. In short, there was little or no NFA brand.

What we had in no way reflected our professional credentials, knowledge and expertise. Nor would
it have encouraged support from newer audiences. Also, the brand was not assuring to those with NF
who were turning to us for support, information and guidance.

Therefore, as part of our strategic development plan, we needed to urgently embark on a
redevelopment of our brand in order to determine our identity and vision. However, we were
acutely aware of the costs involved in this project, and we took the necessary steps to keep costs to a
minimum where we could.

But we were confident that this investment was a vital use of our funds and one that would help the
future growth of the charity.

We looked at all areas of our ‘brand’ — internal workings, our support services, our strategic vision
and of course the look and feel of the charity. This project was not just a simple change of logo or
colour scheme! In a way, we have re-invented the charity in terms of what we believe in and where
our future direction should be.

David Connor from ConnorGoddard, the company who worked on this project, feels that we now
have a brand that “...best represents the values and aspirations of the NFA and communicates its

mission with real power to those
( A with the condition, su t

, supporters,

researchers and stakeholders
alike. We think it will serve as an
enduring platform from which
to project the brand’s essence
and build lasting momentum.”

| wholeheartedly agree with his
views.

There will be many changes over
the coming months for the NFA
as we will continue to progress
and develop our work - as we
continue to develop our brand.

Nick Rose
CE
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TWO FANTASTIC NF INFORMATION EVENTS

Wednesday 2nd September, Professor Luis Parada, Birmingham

We are delighted to announce that Professor Parada will talk at an evening meeting for NF families in
Birmingham. Having heard him talk at the recent European NF meeting in Killarney, the great thing
is that not only is he a brilliant scientist but he can explain his work and its importance to lay people.
The same evening Dr Sue Huson will talk about the new service for Complex NF1 that Dr Ferner
writes about in this newsletter.

The evening will be held at the Deaf Cultural Centre, Birmingham. Places are free but they are
limited. If you would like to attend, then please contact 0208 439 1234 to reserve your place.

Friday 5th September — Saturday 6th September
Professor Kathy North to speak at NFA family conference in Manchester

This is one of our biggest events to date. On Friday 5th September, we are celebrating the launch of
the new Complex NF1 service with a one day medical symposium. The following day, we have a
family day so everyone can get up to date with the latest developments in NF research.

We have a fantastic guest speaker at both events. Professor Kathy North is traveling all the way from
Sydney to be with us. Kathy is a pediatric neurologist who has led Australasia’s largest NF clinic for the
last two decades. Her groups work on learning and behaviour in NF1 has been particularly important.
Kathy is leading the multi-centre US/Australian trial of lovostatin for NF1 related learning problems.
The Saturday event with Kathy is free and will be held at the St Thomas Conference Centre,
Manchester. Places again are limited so if you would like to attend, please contact 0208 439 1234 to
reserve your place.

If you can’t make either date, please log onto www.nfauk.org as we will be hopefully filming the
events to screen at a later date.
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AWl KEEPING COSTS
HAVE YOUR SAY IN OUR FUTURE
DIRECTION DOWN

As the charity grows, | feel that it is vitally important that In. this day and age, we are
we listen to those that have NF, their families and the still very aware of keeping our
professionals working with them in order that, along with costs down to a minimum.
our own views, we can ascertain exactly what the issues are, Therefore if anyone would like

what daily challenges everyone is facing and how you see the
charity developing.

We are, after all, dedicated to providing the highest possible
level of service to those with NF. Therefore, in the next few
weeks, | will be sending out a survey to all our members and

to receive future newsletters
and correspondence

by email, or if any of your
contact details are incorrect,

those that call our Helpline, asking for their views. Also, | will please let us know.

be arranging a number of focus groups around the UK with

the help of our Specialist Advisors. Finally, if anyone has any e

immediate views, please could they email me — nick@nfauk.org. VOLUNTEERS

Once these events have taken place, and the relevant

information collated, we will then assess and see where we NEEDED!

can expand existing services and where we need to introduce We want to form a team of
new services such as increasing the SAs, embarking on Fundraising Volunteers to help

PR work and awareness campaigns and introducing new

. X ) at our events or run their own!
literature in order to best meet the needs of those with NF.

If you are interested, please
) contact Nick on:
Nick Rose, CE 0208 481 0485.

I look forward to hearing your views.




NFA MEDICAL NEWS

A NATIONAL SERVICE FOR COMPLEX NF1

We are thrilled to be to announce that from April 1st 2009 Guy’s & St Thomas’ NHS Foundation
Trust and the Central Manchester University Hospitals Foundation Trust have been funded by

the National Commissioning Group (NCG) to run a national service for patients with complex
neurofibromatosis 1. Dr Ros Ferner, from the GSTT, explains further.

The aim of our service is to work in partnership
with neurofibromatosis clinics throughout
England and the Neurofibromatosis Association
to provide the best possible diagnosis, treatment,
education and support for our patients.

The NCG funds services for conditions which
affect less than a thousand people, and usually
less than 400. So the whole of NF1 would not
have been eligible as there are approximately
20,000 people with NF1 in England alone.

Yet the number of people with the severe NF1
related problems each year is small - in England
only 17 new people will develop the NF1 related
nerve cancer (malignant peripheral nerve sheath
tumour, MPNST) and two the leg bone problem
called tibial pseudarthrosis.

The NCG funding means that the clinics are
funded directly from the department of Health,
so patients will not need local funding agreement
for a referral. The service is funded for patients
from England and Scotland-patients from

Ireland and Wales can be referred but will need
local funding. Complex NF1 refers to unusual
complications of NF1 that have the potential

to cause significant health problems. GSTT has
specialist expertise in neurological complications
including MPNST and Manchester specialises

in the diagnosis of rare types of NF1 and in

bone problems. We will be linked by video-
conferencing so that each centre can benefit
from the skills of the other.

NF1 is a common condition and there are many
clinicians who already provide an excellent
service in England for uncomplicated NF1.
However, there are some rare complications

of NF1 like MPNST that are complex, difficult
to diagnose and treat and are best managed by
doctors and nurses who are familiar with and
regularly encounter the condition in NF1 and
have close links with other specialist NF1 units
worldwide.
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What conditions are included in the complex
NF1 service?

e Malignant peripheral nerve sheath tumour

e Neurofibromas causing pressure on the spinal
cord at the top of the neck (cervical)

e Optic pathway glioma

e Unusual subtypes of NF1

e Pseudarthrosis of long bones (bowing fracture
and poor healing)

e Plexiform neurofibromas causing major
changes in appearance or symptoms
Neurological complication including multiple
sclerosis, brain and spine tumours and
neuropathy (neurofibroma tissue around nerves)

How the service will work:

The service has two main components- the
central clinic service in London and Manchester
and a specialist nurse liaison network linking
with local units for people with uncomplicated
NF1.

The liaison network

Our team of specialist nurses will work with
providers of services for uncomplicated NF1. This
is NF1 without major complications who require
diagnosis, genetic counselling and surveillance
(regular checks of blood pressure, skin, bone,
education etc.).

This type of service is already provided by many
pediatricians, geneticists, neurologists and

surgeons in England and will not change. It is
important that children with learning problems
remain under the care of their local pediatrician
as he/she will have the best links with local
schools and resources near to your home. We
will have a team of specialist NF1 nurses who
will link with local units and we will have
yearly meetings to raise awareness of NF1
complications and ensure appropriate screening
and management of the following complex
complications. A particular focus will be on
Vision screening for optic gliomas.
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We will be working with local ophthalmologists and
optometrists to make sure children with NF1 have the
right sort of checks of their vision at regular intervals.

A Multidisciplinary Complex NF1 clinic service

The NCG funding means for the first time in the

UK there are two clinics funded so that patients

can see all the relevant consultants on the same
dayneurologists, geneticists, ophthalmologists,
neurosurgeons, orthopaedic and plastic surgeons. The
clinics will be coordinated by the Specialist Nurses
and will also have a Psychologist on the team. We
envisage the service will work differently for the
different NF1 complications:

e For NF1 patients with possible MPNST the critical
thing is rapid assessment with appropriate scans. The
clinics will offer rapid assessment of anyone where
there is concern about an MPNST.

These patients will receive treatment under the care
of specialist MPNST units and then followed long
term in the specialist NF1 centres:

* Assisting in the diagnosis of people where it is not
clear what type of NF they have. These patients will

usually be referred from other NF or genetic clinics

and we will be followed-up locally after assessment
and genetic testing where appropriate.

e Genetic testing for patients with Segmental NF1
where the diagnosis is in doubt or a couple is
considering prenatal testing.

e Assessing and advising about the need for surgery
in the small number of patients who develop
neurofibromas at the top of the spinal cord (cervical
neurofibromas).

For other NF1 related complex problems, the Nurse
team will identify everyone with the given problem
and ensure they are getting the appropriate followup/
management. The patients will be offered occasional
review in the Central clinics. We hope this will ensure
more uniform good care for everyone and rapid
access to treatment studies if/when they start.

* Optic pathway glioma — Children with optic
pathway glioma (OPG) are looked after by paediatric
oncologists, ophthalmologist and endocrinologists.
We will ensure that children with OPG are referred to
the specialist teams and we will work together with
these teams to makes sure that all units do the same
monitoring tests and use the same evidence based
protocols to decide on treatment.

e Pseudarthrosis of the long bones (children with
bowing of a leg or arm bone that may fracture after
a minor injury and then fail to heal). We will assess
these children and make sure that they are looked
after by orthopaedic teams who understand this
condition in NF1 people.

e Plexiform neurofibromas causing major changes
in appearance or causing major symptoms. We will
assess these patients and ensure that they are seen
by surgeons who are experienced in treating these
neurofibromas.

Neurological complications like tumours, multiple
sclerosis and neurofibromatous neuropathy
(neurofibroma tissue that grows around the nerves in
the arms and legs). We will advise on the appropriate
monitoring for tumours in the nervous system and
refer for specialist treatment if necessary. We will link
with our neurological colleagues to make sure that
they understand the special needs of people with
NFT.

What will this service mean for you?

We hope that you will agree that this is a giant step
forward for NF1. In the long-term we are confident
that the standards of care for NF1 will be high
throughout the country. Our aim is that patients will
receive the same advice and management in their
local centre as they would in a national centre. Some
very rare complications of NF1 will be co-ordinated
in the national centres, so that teams with very
specialist knowledge can give expert advice about
management.

You will be able to have your say about the work
of the national units by feeding back to patient
representatives in GSTT and Manchester.

Contact details for the centres

Dr Ros Ferner

Consultant Neurologist,

Neurofibromatosis Centre,

Guy’s and St.Thomas’ NHS Foundation Trust
Guy’s Hospital, Great Maze Pond

London. SE1 9RT. Tel: 0207 188-3970

Dr Sue Huson and Professor Gareth Evans
Neurofibromatosis Centre

Regional Genetics Service

St Mary’s Hospital

Hathersage Road

Manchester. M13 OJH. Tel: 0161 276 5152
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ARE YOU A HEALTH We wquld like any family members with any of thg aboye ‘
professional back grounds (or indeed anyone reading this who thinks
PROFESSIONAL/ they have something to offer) to think about joining a new group we
SCIENTIST/ are forming to help the NFA prepare for new developments in NF
EDUCATIONALIST? research and develop our role as advocates for improved

If the answer to this is health and educational services for people with NF UK wide. We
YES, then there is a way think this is necessary because:

you can help us! * The next decade will see treatment trials for different aspects of
NF1 and NF2 here in the UK. As the protocols for these are written it
will be important to have NFA involvement in their design. Most grant and ethical applications now ask
about patient group involvement.

* As the NFA begins to fund an active research programme again we will need an independent scientific
advisory board to assist with assessment of applications.

My term as a medical Trustee comes to an end in 2010 — having someone on the Board from a Health
service background is extremely helpful when planning future NFA services.

Being part of the new professionals advisory group would involve you in no more than 2-3 meetings per
year and being asked to comment on occasional relevant documents. There is no need to make a firm
commitment now...but please consider signing up for a half day meeting to learn more about all this
in the autumn. If you are interested please contact Dr Sue Huson on 0161 276 5152 or susan.huson@
cmft.nhs.uk.

~
Report from Meena Upadhyaya

We are analysing a cohort of NF1-like disease patients, who have generally a mild phenotype
exhibiting café-au-lait spots and axillary freckling, but no cutaneous neurofibromas or Lisch nodules,
and none of whom have detectable NF1 mutations.

We have screened more than 100 patients with such mild NF1 like features and to-date have
identified 9 germline mutations of the SPRED1 gene. Patients with SPRED1 mutations are being
designated as having Legius syndrome. Although most patients with Legius syndrome have milder
features of NF1, some can also have learning problems and macrocephaly. The identification of
SPRED1 gene mutation in NF1-like patients has major implications for counselling NF1 families.

These SPRED1 research findings are going to be published in the May/June issue of the Journal of
Medical Genetics. Publications since the last Newsletter

Raponi M, Buratti E, Dassie E, Upadhyaya M, Baralle D 2009 Low U1 snRNP dependence at the
NF1 exon 29 donor splice site

Febs Journal Apr;276(7):2060-73.

Upadhyaya M, Spurlock G, Kluwe L, Chuzhanova N, Bennett E, Thomas N, Guha A, Mautner
V (2009)The spectrum of somatic and germline NF1 mutations in NF1 patients with spinal
neurofibromas Neurogenet . Feb 17. [Epub ahead of print]

Bennett Emma, Thomas Nick, Upadhyaya Meena 2009. Neurofibromatosis Type 1: its association
with the Ras/MAPK pathway syndromes. ] Paed Neurol 7:105-115

Gill Spurlock, Emma Bennett, Nadia Chuzhanova , Nick Thomas, Hoi-Ping Jim1, Lucy Side, Sally
Davies, Eric Haan, Bronwyn Kerr, Susan M Huson, Meena Upadhyaya (2009)SPRED1 mutations
(Legius syndrome): another clinically useful genotype for dissecting the NF1 phenotype. ] Med Genet
(in press)

J




NFA MEDICAL NEWS

ANY QUESTIONS? Ask Doc Sue....

| want to start by drawing everyone’s attention to the up coming opportunities you will have to ask
leading NF experts questions in persons. As the NFA gets back on a stable financial footing we have
been able to plan two events for September where you can come and meet the experts. (Details on
www.nfauk.org and this newsletter).

Our two international guests are both gifted speakers and can share the most complex scientific
information with non experts in an understandable way. So we hope to see you there!

ﬂ). My son had a \

fQ. We have been told my son probably has NF1, he has eight \

MRI scan because of
headaches. We were
told he had the form
of hydrocephalus
related to NF1 and
he needed to see a
neurosurgeon- but
the appointment is
two months away and
the headaches are
MUCH worse. What
should we do?

The Mother who
asked me this
question agreed |
could use it in the
column to help give
others confidence to
confront the medical
system when they
know something
should be being done.
She is a member of
the Irish NFA and
when Paddy Griffen
received her question
he knew she needed
urgent medical advice
and got me involved.

café au lait(CAL) spots and some freckles in the armpit. Should
we be asking for genetic testing? As he has no other problems we
were wondering if he could have the NF1 like syndrome caused
by the SPRED1 gene.

This is a really important question and one we are trying to work
out- until recently we have made the diagnosis of NF1 on clinical
grounds. We know that at least 95% of children with six or more
CAL will go on to develop typical NF1. Until recently the lab
tests for NF1 only detected 60-70% of the gene changes and so
a normal result did not mean you did not have NF1. However,
things are changing we now have NF1 gene tests which can
identify the gene change in 95% of people. We also have the
NF1 like syndrome caused by an entirely different gene, SPRED1
on chromosome 15. At the recent European meeting we agreed
this should be called Legius syndrome, to clearly differentiate it
from NF1 and to honour Prof Eric Legius” work in identifying the
condition. As Legius syndrome is a much milder condition it is
important it is recognised.

The big difference in Legius syndrome families is the adults do
not develop neurofibromas. Also the only NF1 like complications
recorded to date have been learning problems and in a lower
number of people than in NF1. Since the original publication,
Prof Upadhyaya has set up the SPRED1 test as a research project
and has recently published our initial UK experience. The most
striking thing is that in 5/6 of our families, multiple café au lait
spots were present in two or more generations of the family.

So to get back to the question- the most likely thing is that your
son has typical NF1. Most cases of Legius syndrome will have a
parent with multiple CAL. You should chat over the pros and cons

kOf gene testing with your geneticist or paediatrician. J

. y

NFA sponsors Professor Luis Parada’s lecture at British society of Human Genetics

We are delighted to announce our sponsorship of a lecture by Professor Luis Parada at the British Society
of Human Genetics, to be held at Warwick University on Tuesday 1st September. Professor Parada is a
leading neurobiologist, based at the University of Texas Southwestern medical centre in Dallas.

His group have been world leaders in developing mouse models of neurofibroma development and
testing possible treatments in these models. We will keep you updated as to his successes!
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FUNDRAISING
To run the charity costs nearly £400,000 a year. In order to maintain our existing services and plan
for expansion so we can help even more individuals, families and professionals such as teachers,
we need your help. There are many ways for you to help us by raising oodles of lovely cash for our
work, and have a great time whilst doing so! )

The Flora London Marathon

This year the weather was far nicer for our 35
runners who joined 30,000 others on the streets
of London to run, walk, limp and hobble the 26.2
miles!

We hope that this year, thanks to their Herculean
efforts, a whopping £40,000 will be raised!

Running the marathon is a massive commitment
not only in the training but also in the raising of
funds. But the sense of achievement when you
finish is fantastic.

So whether you're a beginner or an experienced

runner, we'll be with you every step of the way

providing nutritional and training advice, ideas to make raising money simple, and motivation when
you need it most. Call us today on 0208 439 1234 to find out more!

SCALING THE HEIGHTS FOR
THE NFA!

Ten fit policemen will be climbing for the NFA
on July 2nd 2009 by conquering the highest
mountains in England, Scotland and Wales, all
within 24 hours!

Lead by Dominic Goodsell, the group hope to
raise not only thousands of pounds for our work
but also much needed awareness.

Dominic and his fellow climbers were inspired by
the story of Asa Singleton from the Isle of Wight
who had NF. If anyone would like to sponsor
Dominic and his friends on their quest, then
please visit www.justgiving.com/iowthreepeaks or to find out more, have a look at their Facebook
page by simply searching for “Three peaks in 24 hours.”

Calling All Adventurers! The Great North and Great South

Why not tandem sky dive, abseil, climb a Runs

mountain or cycle through exotic lands for the We have places for these fantastic events but

NFA? they are going very quickly. If you'd like to run

We can take you to Africa, Asia, China, Nepal, for the NFA call us now on 0208 439 1234 to
Europe and America! Call us to find out more! secure your place!
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Two Jazzy Events From Down South!
Success at the Concorde Club

An extraordinary line-up of the best of British Jazz Stars got together at the Concorde Club, in
Eastleigh, Hants, on Wednesday, 11th February to help raise money for the Neurofibromatosis
Association.

Multi award winning saxist Alan Barnes, his erstwhile protégé, rising young sax star Richard
Shepherd, internationally acclaimed Rhythm Section Dave Newton (piano), Dave Chamberlain (Bass)
and Steve Brown (Drums), with the instrumentals completed by the lyrical trumpet/flugel mastery of
Steve Waterman and the superlative trombone playing of the great Mark Nightingale.

To top it all there were songs from the fabulous Miss Lee Gibson and Jazz legend Frank Holder, first
singer with the Johnny Dankworth Seven, who sang and played Latin percussion - and even gave his
famous impersonation of Louis Armstrong!

This was a fabulous event, raising well over £1200 for the NFA. Everyone had a wonderful time and
gave most generously to support those living with NF in Hampshire and surrounding areas. Special
thanks must go to the Concorde Club management and staff who generously provided the club for
the evening and who all were extremely helpful; also to the musicians who did their bit to make the
evening such a success.

IT’S BACK!

The well established Odiham Jazz Weekend
which ‘finished’ in 2007 is back this year

by popular demand. It will be held on

29/30 August in the fantastic setting of the
Odiham Chalk Pit — by kind invitation of Ted
& Eileen Pither and family — and, as usual,
will feature the best of British Jazz, namely
the musicians who played at The Concord
Club in February — and more!

The Odiham group, the organisers for the last ten years, are pleased to announce that, for
the first time, they will be joined by the Odiham Cottage Hospital Trust. The two charities are
working together to bring another unforgettable event and will share the funds raised 50/50.

“Following the very successful (‘last’) anniversary event in 2007, we had many requests to
keep the Jazz Weekend going but, being a very small local voluntary group, it was becoming
increasingly difficult to continue to find enough committed volunteers and substantial
sponsorship. For this reason, and having ‘finished’ with the best event to date, we were
reluctant to continue” said Tricia Stephens, chair of the committee since its inception. “After
a certain amount of pressure and having given it much thought, we decided to approach
another charity which was raising funds to support local people and make it a joint event.
We chose the Odiham Cottage Hospital Trust, who are very pleased to be joining us, and
together we are making excellent progress.”

Further information about the Odiham Jazz Weekend can be found by visiting
www.odihamjazz.org.uk.




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:

Foresters Arms, Colchester

Gloria Edwards

Lynne Swarbrick

Carol Johnson

Susie Jenner

Capital Coated Steel Ltd

Cardiff Stenhouse Bowling Club
Jean Hitchins

Olive Daly

UCB Celltech

Mr and Mrs T J Hopper

Mr C Stevens

E A Raper

] Donald Robertson

Sandra & Les Turnbull

Watford Grammar Schools for Boys
Marriott & Veronica Irons
Margaret Rendell

Stuart Harmer

Dr C H G Silcock

Mrs P S Lan

Mrs B Branc

Wallington Operatic & Dramatic Scty
Oak Hill First School

Holly Lodge Girl’s College

Mrs A Bragshaw

Carnavon Masonic Lodge No. 2376
The Golden Hind

Mrs P Slack

Miss A Miller

Mrs Leigh O’Brien

Yvonne O’Driscoll

Martin Florey

Beacon Rise Primary School
Elizabeth Samson & James Samson

Sue Held

Mr John Heywood
Susan Draper

Gillian Miles

David Himsworth
Llanelly Parish Church
Pat & George Bonnar
Bridge Trust Lodge No. 2878
Carole Smith

Old English Gentlemen
Gloria Walker

Hashim Ahmed

Sue Hassall

Mrs ] M Farrar

Wendy Wallis

Mrs A'M Fitzpatrick
Christine Frampton

Ms L Mildon

Mr ] Kirby

Samariton Lodge No. 286
Mr Steven Barraclough
Janet Olden

Trinity Church

Ladies of County Armagh Golf Club
GMC RFC

The Royal Oak

CMS Telford

Capita Hartshead

Mrs Doreen Gentle
Mrs Jean Campbell
The Nicholas Family
Freda Barker

Marion Dearden

Mr Reid and Family

In Memoriam

Irene Revis Grant-Pearce
Mrs Julie Hill

Pat Hutchinson

Aimee Burslem

Mr Michael Leslie Price
Mrs Peggy Webb

Eileen Mary Pratt

Mark Kenny

Mrs Mary Reid

Mr James lan Streets
John Evans

Susan Jane Clode

Patrick Desmond Sweeling
Ester Misrahi

Michael Stewart Barbara
Josephine Potts (nee Seal)
David Morgan

Dorothy Livett

Leslie Clarkson

Mr Vernon Handley

Rui Ribeiro

Lucy Forbes

Mark Anthony Hull
David Ronald Tansley
Edward Evans

Alma Teague

Glenn O’Brien

Miss Joanne Hoyle

Mrs Annie McHugh

Karl Thomas

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.
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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 0000 oO000 oOOoddo oOodd
start Date: L11/C101 Expiry Date: O0/000 Security code OO0 1ssue Number 101

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, |
would like the Neurofibromatosis Association to treat all donations | make from 6 April 2000, until | notify you otherwise, as
Gift Aid donations! O

I WOULD LIKE TO RECEIVE INFORMATION ON:

How the NFA Can Help Me [

Setting up a Local Support Group [ NfA World Adventures [

The 2009 London Marathon [ Raising Funds for the NfA L] NfA Membership L]
Other, please state:

NAME: TEL:

ADDRESS:

POSTCODE: EMAIL:

June 09. Registered charity no. 1078790



