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Welcome to the first newsletter of Epilepsy Research UK. As

many of you will know, in March the Epilepsy Research
Foundation merged with the Fund for Epilepsy to form Epilepsy
Research UK. We are now the only national organisation
exclusively dedicated to funding independent research into all
areas of epilepsy.We give priority to those areas which have the
potential to produce results in immediate problem areas,
including: research leading to improvements in the accuracy of
diagnosis; and research into improving the treatment and
quality of life of the patient.

By consolidating fundraising and reducing administrative
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overheads the merged charity aims to greatly increase the level
of funding available for epilepsy research. Ambitious targets to
double the income of the combined charities over the next
three years have been agreed and the organisational structure
is being put in place to achieve this growth.

Prior to the merger the Epilepsy Research Foundation awarded
four new research grants which are described later in this
newsletter. A further seventeen projects funded by the
Foundation are ongoing. Combining these projects with work
initiated by the Fund for Epilepsy mean that Epilepsy Research
UK now has a research portfolio totalling over £1,300,000.

We are entirely dependent on your support to fund our
research and every donation we receive is greatly appreciated.
We hope that you will lend your support to the new
organisation and enable us to make even greater strides

towards improving the lives of people with epilepsy.

Grants Awarded 2007

The role of purines during seizures

Professor Bruno Frenguelli
(pictured) and Professor Nicholas
Dale of the School of Biological
Sciences, University of Warwick, will
be looking at two closely-related
molecules called adenosine and ATP,
and investigating the role they play

in epilepsy. To do this they will be i

using a technology developed at Warwick University that is
unique in the world: tiny probes which use enzymes to detect
and measure the levels of these molecules during seizure activity.

Adenosine and ATP (adenosine triphosphate) are found in
every cell in the body. Brain cells can release ATP, which is then
broken down to adenosine. Adenosine strongly inhibits
electrical activity in the brain. ATP on the other hand can be
both excitatory and inhibitory. How much of each molecule is
present therefore affects the excitability of the brain and the
likelihood of seizures.

Professors Frenguelli and Dale will be testing the theory that
seizures are provoked when ATP is released from cells. The ATP
is then converted into adenosine, and as this is inhibitory, the

seizures die down. In particular they'll be looking at:
(] the different types of receptors for ATP and how
these affect seizures differently;

® whether brain cells release adenosine directly or ATP
during seizures;

® which types of cells release the ATP and adenosine.

The Epilepsy Research Foundation awarded the researchers
£69,950 for a three year project called Regulation of
cortical excitability and seizure activity by purines.
Once the interaction of adenosine and ATP (which are both
purines) during seizures is understood, new drugs to treat
epilepsy that target this process could be developed.

What happens in the brain just before a
seizure starts?

Professor John Jefferys (pictured),
Dr Premysl Jiruska and Dr John Fox,
at the Division of Neuroscience,
University  of  Birmingham, are
investigating a characteristic pattern of

electrical activity that occurs in brain cells

just at the point where normal brain
activity changes to seizure activity. How this pattern leads to
seizures is not yet known, but understanding it may lead to new
drugs which target seizures in their early stages.
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This important pattern consists of clumps of very fast spikes of
activity. Each individual spike is caused by a tiny group of
neurons firing together. Collections of these firing groups
(called aggregates) generate the whole pattern.

In previous work, funded by the Epilepsy Research Foundation
in 2004, this research team have studied this phenomenon in
brain cells with all synapse activity blocked. Synapses are the
normal gates for communication between brain cells.

Now in a new project called Fast network activity and
neuronal aggregate formation preceding epileptic
seizures: combined in vitro and human study (costing
£74,932 over two years) they will look at the same
phenomenon in cells which don’t have this activity blocked (like
the normal conditions in the body).

The researchers will try to find out how aggregate firing works
in cells which can communciate via their synapses, and how this
firing affects the way the synapses work. They'll then try to
understand how both these processes interact to lead to
seizures. They’ll also use sophisticated computer analysis
techniques to look at EEG scans from patients with intractable
epilepsy, to see if the same patterns are visible there.

A new type of epilepsy syndrome starting in
infancy

In 2004, a group of researchers at St George’s Hospital Medical
School in London identified a gene mutation that causes a rare
type of severe epilepsy starting in infancy, first studied in a big
Amish family.

This gene is the blueprint for an enzyme called GM3 synthase,
which is involved in making a family of molecules called
gangliosides. Normally gangliosides form an important part of
the membranes surrounding nerve cells in the brain. However
if the gene encoding the enzyme is mutated, the enzyme isn’t
present, ganglioside levels are low, and the membranes around
nerve cells are faulty, causing epilepsy.

This is the only type of epilepsy so far discovered that is
definitely caused by abnormal ganglioside levels in the brain.
The important question is:are there any other types of epilepsy
that are caused by abnormalities in ganglioside levels?

Dr Frances Platt and her colleagues at
the University of Oxford and St Georges’
Hospital Medical School, London, have been
awarded £79,997 over 22 months to
investigate Human GM3 synthase
deficiency, a new severe epilepsy
syndrome. They will test blood samples from about 200
children who developed epilepsy in infancy to see if they have
unusual ganglioside levels, and do gene scans if they find them.

The same team will also evaluate a new treatment for the
Amish epilepsy syndrome, and carry out gene scans in

members of another large family from Oman who show an
apparently similar type of inherited epilepsy. The collaborating
team at the University of Oxford will develop a treatment for
GM3 deficiency epilepsy from cells growing in their laboratory.

This project has also won £278,000 of support from The
Wellcome Trust.

How do seizures damage the brain?

It's known that seizures can damage the brain, especially if
prolonged. That’s why status epilepticus (a seizure that doesn’t
self-terminate, lasting at least ten continuous minutes) is a
medical emergency, requiring immediate treatment.

One process that occurs shortly after status epilepticus is
inflammation of the brain. Inflammation is the body’s response
to injury, where blood flow to the affected area is increased to
allow the healing process to begin. Inflammation has been
shown to be harmful in other brain conditions such as stroke.

Dr Rod Scott (pictured) and
Dr Mark Lythgoe at the
Neurosciences and Radiology and
Physics Units, Institute of Child Health
(part of University College London)
will investigate whether preventing

inflammation after status epilepticus

prevents the development of epilepsy. They have been awarded
£79,937 over two years to investigate The effect of status
epilepticus-induced neuroinflammation on brain injury
and epileptogenesis.

They will use a state-of-the-art 9.4T MRI scanner (very high
strength, the latest version in the UK) and special tracer
molecules to investigate the development of inflammation after
status epilepticus. They’ll monitor the epilepsy that develops
using wireless video EEG. They’ll also see whether giving anti-
inflammatory drugs affects inflammation after status
epilepticus, and whether these drugs affect whether epilepsy is
developed in consequence and how severe it is.

It is hoped that understanding how status epilepticus damages
the brain may allow new treatments that prevent the
development of epilepsy.

Epilepsy Research UK’s Chairman Professor Helen Cross
was presented with an Ambassador for Epilepsy award at the
International League Against Epilepsy World Congress in
Singapore in July in recognition of her outstanding contribution
to the field of epilepsy.

We are pleased to announce the appointment of Dr Robert
Elwes, Mr John Hirst, Professor Brian Neville and Mr Paul
Newman, formerly trustees of the Fund for Epilepsy, as trustees
of Epilepsy Research UK.
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It is with great sadness we report the death in April of Lord
Hastings, the founding Chairman of the Epilepsy Research
Foundation, and subsequently its President and Patron. He also
served as President of the British Epilepsy Association for 28
years. Lord Hastings was deeply committed to improving the
lives of those with epilepsy and their families both through
provision of services and increased research funding.

Celebrate a loved one’s special day on
Days of Their Lives

We are launching our Days of Their Lives webpage, a
dedicated section on our website where people can celebrate a
special day such as a loved one’s birthday or wedding anniversary
by uploading a photo and message on the Days of Their Lives
online calendar. Epilepsy affects thousands of people every year.
We are hoping that with each day of the year dedicated to just
some of these people, our calendar will become a powerful
symbol of how epilepsy affects so many lives.

Each date costs £150 per year and on that date your chosen
name, picture and special message will appear automatically as
seen on the calendar page. For further information please visit
www.epilepsyresearch.org.uk/dotl.

The charity has now grown to the extent that unfortunately it is
no longer practical to list individually all those who run and
fundraise on our behalf, a regrettable consequence of our
growth.We will continue to report on a selection of fundraising
activities to give readers an idea of the range of activities taking
place, so please do keep sending in your photos from events.
Our thanks go to all our supporters involved in active
fundraising for their time, energy and enthusiasm.

Sporting events

This year runners have turned out to train and compete for
Epilepsy Research UK in yet greater numbers. Through their
determination and commitment 107 runners have raised over
£56,285 for research from races between April and August 2007!

Teams represented the charity in the following events:

British London 10K Run 22 runners; Edinburgh Marathon
9 in the individual marathon as well as 3 relay teams; Great
Manchester Run 36 runners, including 17 representing the
John Anthony Cox Memorial Fund; London Marathon 18
runners; and for the first time we had a team of 6 competitors
in the London Triathlon. Individual supporters also ran in the
Wells Fun Run, the Reading and Stafford half marathons, the
Belfast City Marathon Team Relay, the Paris and SSAFA
marathons, and the Stragglers Running Club in the River Relay Run.

Congratulations to Chris Spellman for completing the
extraordinary endurance challenge of the six-day Marathon des
Sables for the Simon Warwood Memorial Fund.

Our Christmas card order form is enclosed.
The cards are selling fast, so order yours now to avoid
disappointment!

All profits from our card sales go to research
funding so every pack you buy from us really
does help. Our cards can also be bought online
at www.epilepsyresearch.org.uk. Postage and
packing is free on all orders of 2 packs or more.
All online orders over £10 will also get a free
Christmas trolley token.A separate range of
cards ready for overprinting for corporate use
can be seen at www.charitychristmascards.com.
We will receive 50p per card for orders placed
through this site.

Andy Kett, Joey

Mezzetti, Rob Bacon
and Mark Claxton
present a cheque for
£12,152.73 to Epilepsy
Research UK trustee,

Dr Jolyon Oxley.

David Rowes, Mark and Dan Holmes, Tony and Shelley Clampin, and Mark Pickard
after the London Marathon

Rob Dunnett celebrates reaching Paris

‘i Graham Dowsell completes the C2C

John Anthony Cox Memorial Fund runners
at the Great Manchester Run

Researchers from the
Neurosciences Institute, Dundee
at the Edinburgh Marathon
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Those taking to two wheels to raise money for research
include: Joey Mezzetti,Andy Kett, Rob Bacon and Mark Claxton
who completed their Land’s End to John O’Groats cycle in just
7 days for the Ellen Mezzetti Memorial Fund; Graham Dowsell
and Mark Jefferies, C2C route; Rob Dunnett, London to Paris
cycle ride for the David Scourse Memorial Fund; Dave Lea,
Dartmoor Classic Cyclosportive for the Rebecca Collins
Memorial Fund; and Richard Reeve, John Smith, Merrick
Burkett, Brian, Nick & Pam Vincet, 60 mile pre-lunch cycle from
Lakenheath to Swaffham and back. Together these cyclists have
raised over £17,650.

Cyn Porter, Heather and Will Prowse and Rachel Scoble (with
the help of driver Andy Smith) battled through rain, gale force
winds and snow in May to climb Ben
Nevis, Sca Fell Pike and Mt Snowdon
and complete their 3 Peaks
Challenge. Michael Pople enjoyed
less hostile conditions when taking
on the 3 Peaks Challenge for the
Sharon Golledge Memorial Fund in June.

Cyn Porter, Heather and Will
Prowse, and Rachel Scoble

Running events calendar 2008

April London Marathon
May Great Manchester Run, Edinburgh Marathon
July British London 10K
August London Triathlon
September Hydro-Active Women’s Challenge

October Great North Run, Great South Run

Email shona@eruk.org.uk or phone the office for entry details.
Other fundraising events

Other supporters have chosen less competitive ways to enjoy
fundraising for research. From the conventional to the unusual,
people have entertained themselves and others in supporting
our cause! In addition to receiving many generous outright
donations, this spring and summer we have received proceeds
from many types of event: auction, grand ball, church collection,
coffee morning, concert, cosmetic party, dance show, dinner,
donations in lieu of presents for anniversaries and weddings,
dress down & dress in drag days, prize draw, sale of plants,
school collection, sponsored silence, talk, textile sale, tombola, walk.
Particular thanks go to the following:

Andrea Fletcher for her
second ‘Darwin & Friends’
Charity Ball in February
raising a fantastic £6,513.50
towards Professor Helen
Cross’s ongoing research
study Epilepsy in Infancy, and

for £620 proceeds from ‘Darwin’s Derby, Bangers ‘n’ Cash’ race
night. David Fletcher also donated a £400 charity award
received via his employers, and young Darcy Fletcher, together
with friends Suzanne and Lucy Clements, donated the proceeds
from their performance of Snow White and the Seven Dwarfs.

Mr & Mrs Almond for the £1,250 proceeds of a coffee morning
for the Katie Almond Memorial Fund ® The Parry family for
their annual sponsored walk which raised a record £8,035 for
research into epilepsy and neuroacanthocytosis ®  Virginia
Chell and the Kinecroft Academy of Dancing for £1,150 from
their dance show ® Olivia Cosson for her sponsored silence
in memory of her father, Dean Cosson ® Sixth formers at St
Edwards School Romford for £802 collected during their rag
week, and to Romsey Mountbatten School for a collection of
£351 for the Samantha Pennicott Memorial Fund ® Mr & Mrs
Inge for the £2,160 proceeds of their grand plant sale ® Stan
Quinn, Brenda Lennox and supporters in Lytham St Annes for
£1,336 from a charity night at the Links Hotel and a final total
of £3,483 from their Four Piers sponsored walk, and Karen
Dyer, Sarah Wilson and Anthony Wiggins and staff at Booths for
£610 from a parachute jump for the Jane Quinn and Natalie
Walmsley memorial fund.

We thank all our supporters for their generous personal
donations and their enterprise and effort in raising funds for
research. All donations are valuable to us whatever their size.
Every pound you raise helps to increase the amount of
research we can fund.

In memoriam donations and bequests

Since the last newsletter new memorial funds have been set up in
memory of Katie Almond, Victoria Attwood, Andrew Bettelley,
Rebecca Collins, Patricia Dimmick, Charlotte Fletcher, Sharon
Golledge, Michael Jordan, Sam Kent, Nicola Marland, Pat Sloan.

Donations have been received in memory of: John Athersmith, Bob
Baldwin, Andrew Bettelley, Jonathan Bevan, Paul Bourn, Joan Brailsford,
Dorothy Buckless, Alexander Buckman-Drage, Ruth Burgess, Joyce
Charles, Jamie Chivers, Dennis Cole, Edna Collings, Becky Collins,
Robert Connelly, Derrick Constable, Dean Cosson, John Anthony
Cox, Jade Cronshaw, Edward A. Cross, Tamsin Cummings, lan
Davidson, Edward Daw, C Dunk, Stanley Elliott, Peggy Empson, David
Foote, Harry Gibbon, Kasia Gonzalez, Jean Greenwood, Winifred
Hutchinson, Tania Knight, Roger Lee, Simon Lovell, Pearl Lovett, Denise
Martin, John Anthony McAleer, Ellen Mezzetti, Tracey Mickelbrough,
Christopher Morgan, John Morton, Mick O'Donnell, Matthew Peckett,
Samantha Pennicott, Jamie Powell, Jane Quinn, Helen Richardson, Mr
Rickard, Arthur Rowan, Harry Salmon, David Scourse, Maria Scully,
Kenrick Semple, Richard Shimell, Jill Sloan, Joanna Standen, Susan
Taylor, Sarah Torrens, Mary Twigley, Natalie Walsmley, Simon Warwood,
Charles John Williams, Vera Wood, Beryl Wright

We are grateful to have received bequests from Miss Gillian Budge,
Miss Joyce Charles, Mr Dennis Cole, MrsVerena Olive Mark, Mrs Edith
T Matthews, Mr Samuel O’Neil, Mrs Margaret Allardice, Mrs M
McAlpine, Mrs Edie Moss, Mrs Rachel Rush, Mr Gilbert Wood.

Our thanks go to all who have chosen to remember their
loved ones by supporting our research
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