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CONGRATULATIONS
TO PROFESSORS 

EVANS AND ADHYAYA

Readers will be pleased to hear
that two of our longstanding
Medical and scientific advisors
have recently received further
recognition for their outstanding
contributions to medical
research…

• Professor Meena Upadhyaya
won an ‘Inspire Wales Award
(Science and Technology
section).

• Professor Gareth Evans has
been appointed a National
Institute of Health Research
(NIHR) Senior Investigator.
There are only 203 NIHR
senior investigators, they 
are NIHR’s most pre-eminent
researchers and leaders of
patient and people based
health and social care
research. 

Doctors in St Mary's Hospital Manchester had a chance to learn
more about Neurofibromatosis type 1 from Professor Bruce Korf,
Chair of Genetics at the University of Alabama. Professor Korf is
an internationally recognised expert in his field. This was an
opportunity for doctors to learn more about NF1 and all its
complexity, and to find out about the latest developments.
Professor Korf was particularly keen to ensure the many
paediatricians in the audience were aware of the diagnostic
criteria for NF1 which can sometimes be overlooked.

Professor Korf explained about the variability of NF1, the
dilemma that faces doctors in avoiding over treating some patients
and under investigating others. With the possibility of genetic
testing becoming available for some groups this will identify those
patients who need more careful health screening. 

The laboratory in Alabama,  led by Professor Ludwine Messiaen,
has developed the best technique for identifying the spelling
mistake (mutation) in a person’s NF1 gene.The Alabama team
have been assisting the Manchester genetics lab in setting up the
same technique for the NCG Complex NF1 service (see ‘Ask Doc
Sue’).In some genetic conditions everyone has the same kind of
mutation. This is not the case in NF1, and the Alabama lab have
identified some 3000 different changes already. This wealth of
information has the potential to help to predict the likely course
of NF1. Doctors call this genotype/phenotype correlation. There
are now some rare NF1 changes that are beginning to assits preict
whther NF1 will be mild or severe if they are found.

Professor Korf talked about the continuing progress with several
drug trials. His base at Alabama is the co-ordinating centre for 9
NF clinics who form the US NF1 clinical trials consortium. data
major focus is on trials for plexiform neurofibnromas. The
collection of data includes classification of neurofibromas and
their specific measurements. It is important to agree how to
accurately measure neurofibromas so that when a therapeutic
drug is available for use, there are agreed measurement tools in
place. He predicts that a treatment to halt growth in an existing
neurofibroma is more achievable at this time than a drug that
prevents neurofibromas from developing in the first place.

Finally Professor Korf talked about another of his major interests:
making information more accessible and understandable for
familes with genetic problems. He drew the attention of his
audience to a website called www. patientunderstanding NF1.org
where there is a video link showing Professor Korf counselling a
family whose child has been diagnosed with NF1. 

Visit of Professor Bruce Korf
by Rosemary Abbott Specialist Advisor in Manchester
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Thank you to all of you who have worked so hard in so many ways to raise money for the NFA.
It’s fantastic to see such tremendous dedication and support for the NFA’s work to help improve
the lives of those affected by neurofibromatosis. Here are just a few of the recent events – and
hopefully some ideas for new events!

A Christmas Walk
Patrick O’Brien

Late last December when most people were still finishing
off their turkey I descended on London for an 11 mile walk
in order to raise money for the NFA. I was joined by Alex
Gnanapragasam, Andrew Parker, Suzanne Brown, and
Alex’s parents, Ann and Angelo. We walked from Putney
Bridge to Tower Bridge on the 28th of December 2009. 

Alex organises the event annually & he chose to raise
money this year for the NFA, because I am a sufferer 
of Neurofibromatosis and Alex being one of my closest
friends truly does understand the trials and tribulations 
of NF. 

On the morning of the 28th we arrived at out starting
point of Putney Bridge at 11 am and began our journey
over London’s many bridges, back and forth until we
reached Tower Bridge.

Thankfully the weather was kind. We were well wrapped
up and enjoyed the walk at a leisurely pace, walking over
the 14 bridges in the way and in total the walk took us
over three and half hours.

London’s Tower Bridge
was a very welcome
sight as it beckoned the
end of our walk. All 
in all we managed to
raise over £400 for the
NFA, and also raise the
profile of NF in the
local community.

Waitrose Community Matters
We are delighted that The Neurofibromatosis
Association was chosen to take part in May’s
Waitrose Kingston’s ‘Community Matters’
scheme. This is a new scheme where each
month the branch donates £1,000 between
three local good causes that they choose.
Shoppers at Waitrose can choose to support
via green tokens they receive when they shop.

Please Nominate Your Local Waitrose!

You can make an incredible difference 
just by nominating The Neurofibromatosis
Association as the charity of the month at your
local Waitrose. All you have to do is go in,
pick up a ‘Community Matters’ form from the
customer service desk, then fill it in. There is
not much room on the form, you just need to
say why you think The Neurofibromatosis
Association deserves support and give our
contact details –

The Neurofibromatosis Association
Quayside House, 38 High Street
Kingston Upon Thames
KT1 1HL
Tel: 020 8439 1234

www.nfauk.org

You then hand this into the Welcome Desk.

Thank you! 

The Virgin London Marathon
On a cool and damp April morning, our 29 runners joined the amazing event that
is the London Marathon to run 26.2 miles along the streets of London.

The runners raised over £40,000 for the NFA, which is a wonderful result. Everyone
was buzzing with the sense of achievement when they finished the race!

If you are interested in running the London Marathon in aid of the NFA in 2011,
please email us – fundraising@nfauk.org.

From left to right
Patrick O’Brien, Andrew Parker, 
Suzanne Brown, Alex Gnanapragasam
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Another Great Evening at 
the Concorde Club for NFA
Tricia Stephens

Our wonderful friends from the world of 
Jazz returned to the Award winning Concorde Club
in Eastleigh, by kind courtesy of Cole Mathieson and
his staff, on Wednesday, 24th Feb 2010 to perform
for another fundraising evening for The
Neurofibromatosis Association

The World Class Rhythm Section comprised the
elegant David Newton on Piano, the amazing Andy
Cleyndert on Bass together with the magic of the
great Steve Brown on Drums. On Alto and Baritone
Saxophones – the great multi award winning
virtuoso Alan Barnes whose reputation is such that
any event is a sell out on his name alone. 

On Tenor Sax was 24 year old Richard Shepherd,
originally a local lad from Hampshire and now
billed in London Clubs as “one of the hottest Sax
talents on the UK Jazz Scene”. Highly acclaimed
and versatile Trumpeter/Composer the wonderful
Steve Waterman made a welcome return and
completing the instrumental line up, Jazz’s very
own Superman, (tall, quiet, bespectacled and
without the aid of a phone booth) the astonishing
maestro of the Trombone Mark Nightingale! As if
this were not enough they were joined for the Vocal
numbers by international star vocalist Miss Lee
Gibson.

The Club, which was packed looked great – with
Balloon and flowers decorating the tables in the
new NFA colours by the indefatigable Tricia
Stephens and Helen Smith from Odiham! The

rapport between artistes and audience was palpable
and the terrific ambience remained throughout. 

During the interval, Tricia, Helen and Carolyn
Redman, one of the NFA team of Specialist
Advisors, gave a moving account of the effects of
Neurofibromatosis on those directly affected and
their families from both a medical and personal
point of view. It was remarkably well done as it
brought home the severity of the condition and the
need for fundraising to help maintain Support Work
from people like Carolyn and her colleagues in the
Community.

The evening raised almost £1500 to support the
NFA’s work.

All that is left to say is –“ more please!” and “same
again next year!”
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A Walk in the Park
Many of you supported a new event run by the NFA
this year – a 10k walk in beautiful Richmond Park.
With plenty of activities for families in the park, we
hope this will become a popular annual event for
those of you who enjoy walking, and raising money
for NFA at the same time!

The Brighton Marathon
Some of us think of Brighton in terms of the
seaside, the Regency Brighton Pavilion or a
very popular cultural city. Others run the
Brighton Marathon which is 26 miles – and
raise over £2500 for the NFA at the same time!
Pictured are Tim Robbins and Kathryn Menzies
celebrating their wonderful achievement 
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Midsummer’s Madness Weekend 2010
Pet & Ian Chapman 

Well, we really are having a summer this year and
mine started with the 2010 Midsummer Madness
Weekend in May – the 16th of these super
weekends, not bad for an idea that started by me
muting ideas after a Coffee Lunch across the road
and then all bundling back to mine for a talk by
local paediatrician Graham Taylor. 

Over 30 people of all ages and 6 dogs came for
another fantastic weekend of fun and friendship.
On Friday the Beetle Drive and Bingo, bounced
around with the usual rubbish prizes and on
Saturday there were loads of bigger daft prizes. 

For those who have never come, we have a
massive BBQ – yes I cooked this year and was in
the cloud of smoke again. That was on Saturday
evening after a day on the beach, with a load of
beach games. This year as the weather was nice,
we had a really good turnout on the beach and
with Mervyn as anchor man on the tug of war – I
really must get proper tug of war rope for next May!

The castle, on the beach was huge, and as usual
demolished by the tide and being jumped on.
Now one of the other games I was prepared for
the outcome and donned my wet suit! I know all
you lot who come – needless to say though, it was
my own son that found the biggest bucket and
soaked me ... Ian ... you rat!

Thanks goes to Dr Susan Huson who came and
joined in all our fun for the weekend and gave us
another first for her – a talk outside in the sun. Her
first visit many years ago was giving her talk in the
barn, with the rain pelting down on the
galvanised roof and all the farm yard noises
outside, not to mention sparrows getting up to all
sorts of things on the rafters. Sue gave us lots of
good news and was able to chat to people
individually.

I have to say a big thanks to all those who helped
as well, whether it was carrying stuff, stirring my

onions or a whole host of things, the weekend is
all about being together, and we are now a big
family of friends – so if you have never been, why
not come along one year. The cost – if you stay is
whatever you book into – you do that, and apart
from that it is the BBQ – to cover costs of food
and put a bit in kitty for raffle prizes for the next
year. If you are local, you can drop in and out of
whatever bit you want, or if you prefer to stay
elsewhere in Cornwall you can do the same, the
whole weekend is so flexible, its there to ensure
that when you come you enjoy it in the way that
you want. A special big thanks to Ian who now
runs the weekend with me, he came home from
his BBC Radio Wales job to help you all have a
good time. Also thanks to M&S, who as part of
their support for community charity events gave
me a days special leave, as part of my booked
time off to come and do the weekend. Such a
great idea for the company and it meant I could
take an extra day to get all the stuff ready and to
be there on time!

Now, I have not mentioned the Fun Sports on the
Sunday, this as we had a bit of rain during the
night (a Cornish bit – it poured down) the races
started in the barn, but as the weather dried up
and I went off to fetch something I came back and
found Ian had migrated out onto one of the
driveways, had found some bollards and was
racing the dogs around them like an agility event
at Crufts. That then progressed into the group
photos and the bit the children loved, all the left
over sweets (prizes) given out. My goodness –
what big pockets you had! – sorry Mums and
Dads – hope they shared them on the way home.

Cornwall’s moto it “One and All” and I can safely
say that “One and All ” we had a lovely time,
great fun, great people, long may it continue and
see you in 2011.

Congratulations to Sarah Hargreaves of Blackburn who won the
beautiful quilt made by the Upcott Valley Quilters in Devon.
The raffle made over £1,000 for the NFA – a big thank you to all.
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NFA NEWS

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.

With heartfelt thanks to all of you who have donated to the NFA over the last six months

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% under the Gift Aid scheme at no extra cost to you.  In
order for us to reclaim the tax you pay on your donations, you must have paid UK income or capital gains tax equal to the value
of the tax that will be reclaimed.  Please claim gift aid on all my past and future donations to the Neurofibromatosis Association
until I advise otherwise.

I WOULD LIKE TO RECEIVE INFORMATION ON:

How the NFA Can Help Me Setting up a Local Support Group The 2011 London Marathon

Raising Funds for the NFA NFA Membership

Other, please state: ____________________________________________________________________________________________________

THE NFA ON-LINE COMMUNITY
The NFA’s Facebook page is proving highly popular with over 600 regular users.
To join us, simply log on to Facebook and search for the Neurofibromatosis Association, find the
group with our logo and ask to join!
Please spread the word and help get as many people as we can to join our Group. Visit
www.facebook.com or go directly from www.nfauk.org! 

Advice from the NFA Advisors
Our team of advisors each work with over 500 people affected by neurofibromatosis every year, giving practical,
emotional and medical advice. These are a selection of websites which they have found helpful to their patients. We’ve
detailed the support each organisation gives, but please note the NFA cannot be held responsible for the content of
external websites and the support is at the discretion of each organisation.
• The Princess Royal Trust for Carers (www.carers.org) gives advice and help for carers
• Cerebra (cerebra.org.uk) gives a range of information for parents of children with special education needs, including

sleep problem solving and offers a speech and language therapy voucher scheme.
• Strongbones.org.uk awards grants for medical equipment
• Newlifechariity.co.uk offers grants for equipment
• Over the Wall (otw.org.uk) runs residential activity camps for children aged 8-17 who are seriously affected by illness.
• The National Parent Partnership (parentpartnership.org) offers information and support to parents and carers
• OAASIS (oaasis.co.uk) offers information for children with special educational needs
• Childrens Tumor Foundation (CTF) is based in the US and aims to end neurofibromatosis through research – the site

has a wide range of information on NF.
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