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Together we 
can do so much
Twenty-five years ago two charities, 
the Epilepsy Research Foundation and 
the Fund for Epilepsy, were formed 
independently within a year of each 
other. Both charities had similar goals 
to support research into the causes, 
prevention and treatment of epilepsy.

In 2007 the two charities merged to form 
Epilepsy Research UK. The success of 
the merger has been dramatic. Since 
the merger, we have allocated £7 million 
to research projects being conducted 
around the UK.

The impact of this funding has been far 
greater than the amount we have originally 
invested. We have recently conducted an 
analysis of research funded over a five-year 
period which found that every £1 of ERUK 
funding leveraged a further £3 of follow-on 
funding from other sources. Details of this 
excellent return on investment and the 
advances that have been made thanks 
to ERUK funding can be found in the 
enclosed ‘Research Reports’ booklet, 
which highlights the results of the research 
projects that were completed in 2015. 
We will be producing the report on an 
annual basis in order to keep you updated 
on the progress of our ongoing research.

We hope that our 25th anniversary year will 
be a bumper one enabling us to fund even 
more research. We are very fortunate to 
have been chosen as the official charity 
of the British 10K London Run, which will 
be a huge fundraiser for us, as well as 
helping to raise the profile of the charity. 
In November we will also be holding a 
Gala Ball at the Grange St Paul’s Hotel 
in London. If it is anything as successful 
as our 20th Anniversary Ball, it will be an 
amazing evening. Details of how you 
can support both these events are 
outlined later in this newsletter.

Your support of our 25th anniversary, in 
whatever way you can, will be vital to its 
success. Great progress has been made 
in epilepsy research over the past twenty-
five years, and with your help we can 
go on to make even greater inroads into 
the treatment of this debilitating condition. 
Leigh Slocombe, Chief Executive

Taking place on Sunday 10 
July, the British 10K London 
Run is a fantastic opportunity 
for Epilepsy Research UK and 
we’re looking for runners to 
make this event our biggest 
yet! We’d be delighted for 
you to join in and be part 
of Team ERUK! 
Proudly wear your green ERUK running 
vest as you run through the heart of 
London, past some of the city’s most 
famous landmarks, with us cheering 
you along the way! It is an honour in 
our 25th anniversary year to be given 
official charity status and we have 
guaranteed charity places available. 
All we ask is that you raise at least 
£103 to represent the 1 in 103 people 
in the UK living with epilepsy today.

You can also secure your own place 
in the run via the official British 10K 
website www.thebritish10klondon.co.uk 
/charity/epilepsy-research-uk. Tick the 
box to support the official charity and 
you’ll still receive your fundraising pack. 

Enclosed with this newsletter you will 
find a poster advertising the run and 
our official charity status. We hope 
that you will be able to display this 
for us somewhere in your local area 
to increase both support for and 
awareness of the run. 

Jo Finnerty, ERUK Events Fundraiser 
says, “This is such an exciting 
opportunity for us, and in our 25th 
anniversary year too! What a fantastic 
event to raise awareness for epilepsy, 
and with the sponsorship raised it will 
be such a boost to the research that 
we can fund. I’m really looking forward 
to it, and to helping all the runners who 
join Team ERUK with their fundraising. 
Each one is helping us transform the 
lives of people with epilepsy and 
we’re so grateful for their support.”

Not able to run? How about 
volunteering to join our cheering 
squad for Team ERUK and help them 
reach the finish line! For more details 
on either running or volunteering 
contact Jo on 020 8747 5024/07484 
333667 or jo@eruk.org.uk.

British 10K London 
Run Official Charity 
– can you join us?

The Frazer family fundraising for ERUK at the 2015 British 10K London Run

WE’RE 
LOOKING FOR 
RUNNERS TO 

MAKE THIS 
EVENT OUR 

BIGGEST 
YET!
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Cutting-edge 
techniques to 
explore brain 
cell activity 
in epilepsy

We report on the 
interim findings 
of Dr Rob Wykes, 
at University 
College London, 
who was awarded 
a fellowship in 
2014. 

BACKGROUND
Focal epilepsies that originate in a 
specific part of the brain cortex are 
often resistant to existing anti-epileptic 
drugs, and there is an urgent need 
for new treatment strategies. Previous 
experimental research into these focal 
epilepsies has largely focused on acute 
seizures that have been purposefully 
induced in isolated brain tissue where 
long-range connections between neurons 
have been severed. However, in brains 
with chronic (or long-standing) epilepsy 
there are both pro-epileptic and anti-
epileptic changes to neuronal networks 
that need to be investigated, along with 
the role of long-range connections in 
seizure spread. 

THE RESEARCH
Dr Rob Wykes, at University College 
London, recently developed an animal 
model of chronic focal epilepsy, 
which has become a powerful tool 
for investigating seizure mechanisms 
and evaluating novel treatment options. 
Recent technical advances in microscopy 
mean that it is now possible to image 
and capture, in real time and exquisite 
detail, the activity of large populations 
of specific neuronal types in awake 
animals. However, this technology 
has not previously been used in 
epilepsy research. 

In 2014 ERUK awarded Dr Wykes a 
36-month fellowship, in which he aimed 
to apply these cutting-edge techniques 
to his model of chronic focal epilepsy 
and explore how specific brain cells 
behave before and during a seizure.

FINDINGS TO DATE
The grant is now a year in and is 
progressing well. The necessary 
techniques are very new and extremely 
complex, and Dr Wykes has spent time 
developing his skills using an acute 
model of focal epilepsy. This has been 
necessary so that he can conduct his 
investigation of chronic focal epilepsy  
to the very best of his ability. 

The work to date has also been very 
valuable. Dr Wykes has tracked specific 
networks of excitatory neurons before and 
during an acute seizure in awake models, 
and he has uncovered new information. 
A key observation has been that the 
spread of epileptic activity doesn’t depend 
only on the distance between cells, but 
it is closely linked to the connections 
and functions of the seizure focus (the 
area in which seizures begin) when it is 
functioning normally. Dr Wykes hopes 
to publish this finding in the near future.

SIGNIFICANCE
We are very excited to see the end 
results of Dr Wykes’ fellowship, as 
we are confident that they will greatly 
increase our understanding of seizure 
spread across the brain. His current work 
in a chronic epilepsy model will result in 
better knowledge of how specific groups 
of neurons behave during seizure onset 
and spread, and will potentially enable 
researchers to find strategies to block 
this activity.

Epilepsy 
Research UK 
fellowships

A vital area 
of our 
research 
activity 
since the 
early years 
of the 
charity 
has been 

investing in the next generation of 
researchers through our fellowship 
programme, to encourage outstanding 
young scientists to stay in the field of 
epilepsy research. Dr Rob Wykes (see 
above) is currently funded under our 
fellowship programme. Below we hear 
from former fellow, Dr Andrew 

Dr Rob Wykes

Dr Andrew Trevelyan

Trevelyan, who has made great progress 
since receiving his fellowship in 2009.

“On a personal level, the award of an 
Epilepsy Research UK fellowship was 
hugely important, because it gave me 
the academic freedom to pursue my 
interest in how seizures spread through 
the brain. Before that, supported by 
a US organisation called the Epilepsy 
Foundation of America, my colleagues 
and I developed a way to video the 
spread of epileptic activity in brain tissue 
that had been kept alive in a dish, fixed 
to a microscope. Using a cutting-edge 
technique called calcium network imaging, 
which makes neurons fluorescent when 
they are excited, we were able to visualise 
(in rodent models) the activity of individual 
neurons, and of several hundred neurons 
at the same time. This gave us a more 
detailed picture than ever before of how 
neurons become involved in seizures.

During my ERUK fellowship, I wanted to 
know if these videos could help improve 
our care of patients with epilepsy. The first 
step was to learn more about what the 
videos were showing us. For this I used 
both the new video technology and more 
conventional seizure recording methods 
(tiny electrodes that measure electrical 
activity), to monitor the same events in 
rodent brain tissue. I then analysed the 
different sets of data and tried to match 
electrical activity to neuronal behaviour 
I was seeing. I gained many new 
insights into epilepsy in this way, which 
were very exciting. Firstly, I learnt more 
about how inhibitory neurons in the 
brain (that dampen excitation) oppose 
the spread of epileptic activity. Secondly 
I was able to identify the pattern of activity 
at the very edge of a seizure, and I am 
now applying this to help develop tools 
that can pinpoint, in humans, the exact 
area affected when a seizure takes place. 
This is fundamental to all surgical epilepsy 
treatments, because the surgery must 
target the source of the problem and 
minimise damage to other brain areas, 
otherwise there is a risk of doing more 
damage than good.

After the end of my fellowship, I was 
given a permanent research post at 
Newcastle University. Having been a 
team of one – myself – at the start of 
my fellowship, I am now overseeing a 
team of eight and collaborating with 
teams across the world. In this way, the 
seed of funding provided by Epilepsy 
Research UK at a crucial time in my 
career has evolved into a major 
research effort for epilepsy.”

Research news
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Plans are now well 
underway for this 
spectacular event, taking 
place on Saturday 
12 November 2016 at 
the 5* Grange St Paul’s 
Hotel, London. You’ll find 
a booking form enclosed 
and we really hope that 
you will be able to join 
us for an evening of fine 
dining, fun and fundraising, 
and help us celebrate our 
25th anniversary in style.

Our evening will begin with a 
drinks reception followed by a 
sumptuous three-course meal 
with wine, and will end with live 
music and dancing courtesy 
of ‘Down for the Count Swing 
Orchestra’. This band brings 
the great sounds of the Swing 
Era back to life! 

A raffle and auction will be 
running throughout the evening, 
giving you the chance to win 
some fantastic prizes. See our 
website for updates and further 
details.

Tickets for the Gala Ball 
are £100 each and can be 
booked individually or in 
tables of 10. To make your 
booking either return the 
form to jo@eruk.org.uk or 
contact jo@eruk.org.uk 
/ 020 8747 5024. 

25th 
Anniversary 

Gala Ball

WE’RE LOOKING 
FORWARD TO 
CELEBRATING 

OUR 25TH 
ANNIVERSARY 

IN STYLE!

Every two years Epilepsy Research 
UK organises an expert workshop, 
bringing together leading experts 
from around the world to discuss 
recent advances in an important 
area of epilepsy research. 

ERUK hosted its 11th international expert 
workshop, entitled Tumour-associated 
epilepsy: bridging the translational gap, 
on 17 & 18 March 2016 at St Anne’s 
College, Oxford. Its purpose was to 
identify key research priorities for the field 
of tumour-associated epilepsy. Dr Mark 
Cunningham, Senior Lecturer at the 
Institute of Neuroscience, Newcastle 
University, chaired the workshop alongside 
Dr Robin Grant, Neuro-oncologist at the 
Western General Hospital in Edinburgh. 

BACKGROUND
Up to 80% of people who have a 
brain tumour develop epilepsy as 
a result, and these so called tumour-
associated epilepsies (TAEs) account 
for approximately 5% of epilepsy cases. 
For many people with TAE, seizures 
are their first symptom that something 
is wrong, whilst others develop epilepsy 
later on in the tumour’s development.

The severity and frequency of tumour-
associated seizures depend largely on 
the tumour type, but they are notoriously 
difficult to treat and approximately 50% 
don’t respond to anti-epileptic medication. 
The management of TAE must also take 
into consideration the highly complex 
relationship between the tumour and 
epilepsy ‘aspects’, and the potential 
interaction between anti-epileptic 
and anti-tumour therapies.

TAE is an important but under- 
researched field, and as such there are 
many unknowns. It is still not understood 
how or why some people develop seizures 
as a result of a brain tumour, or where 
exactly tumour-related seizures originate. 
At a clinical level there is currently no way 
of identifying the people who are at risk 
of developing tumour-related epilepsy, 
yet most brain tumour patients are treated 

with anti-epileptic drugs as a precaution 
(in some cases unnecessarily). In terms of 
the management of TAE, there aren’t clear 
protocols as to when care should be led 
by epilepsy or a brain tumour specialist. 
These gaps in knowledge need to be 
addressed, and there must be better 
channels of communication between both 
the tumour and epilepsy fields, and clinicians 
and basic scientists, so that people affected 
by TAE can receive optimal medical and 
surgical care. Only then will they have 
a chance for the best possible outcome.

THE WORKSHOP
The international workshop in Oxford 
brought together 27 leading experts from 
the fields of epilepsy and brain tumour, to 
examine the latest evidence surrounding 
TAE and identify research and clinical 
priorities to improve the management of 
the condition. Topics covered included 
risk factors, how epileptic activity arises, 
interactions between anti-tumour and anti-
epileptic drugs, imaging and surgical 
techniques, and end of life care.

The event was a great success, and it 
generated many fruitful discussions and 
ideas. There was a fantastic interaction 
between the clinicians and scientists from 
both (epilepsy and brain tumour) disciplines, 
and a number of research priorities for 
TAE were identified.

OUTCOMES
The workshop delegates will now 
contribute to the development of a white 
paper for UK Government, requesting the 
necessary funds to address these priorities, 
and we also hope to publish a synopsis 
of this white paper in a medical journal. 
In addition, the event has forged a number 
of collaborations, which we are confident 
will greatly assist in the advancement 
of the TAE field.

Dr Cunningham commented: “The 
workshop was a real success in that it 
brought together scientific and clinical 
experts to address the topical issue of 
tumour associated epilepsy. Over the 
course of the workshop, in addition to 
a number of illuminating presentations, 
we had a series of excellent discussion 
sessions that helped us identify the key 
areas that need to be urgently tackled 
by both clinicians and scientists working 
in this area of research. By addressing 
these key areas we hope that patients 
suffering from tumour-associated 
epilepsy will benefit in the future.”

Epilepsy Research UK international 
expert workshop helps to advance the 
field of tumour-associated epilepsy

Delegates at the international expert workshop
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2016 Ne’er Day Dip
Lesleyanne Smith, a long-standing supporter 
of her nephew Andrew’s memorial fund, tells 
us about their 2016 Ne’er Day Dip.

“This year we took part in the 7th annual 
Lochgoilhead Ne’er Day Dip. Fortunately it was 
a dry but rather cold morning when over 30 
brave souls took to the water. The Go Active 

team from Drimsynie led us in a warm up and joined us in the water. We had many 
well wrapped up onlookers cheering us on as we plunged into the icy water raising 
£324.58 for Epilepsy Research UK. The team from the hotel had hot soup and a 
wee dram waiting for us on our exit to take away the chill. The dram of course 
purely for medicinal purpose!

We have been fundraising for Epilepsy Research UK for the last six years in 
memory of my nephew Andrew, who we tragically lost to SUDEP in 2010 at 10 
years of age. Andrew was very active and enjoyed walking and swimming, and 
he loved coming to visit us in Lochgoilhead. The year the dip was re-named The 
Andrew Ross Graham Ne’er Day Dip. Andrew would be delighted and so proud.”

Andrew’s family, friends and local community have now raised over £40,000 for 
research through Andrew’s memorial fund – our thanks go to all involved for  
such inspirational support of our research.

Our trek to Everest Base Camp
Angharad Jones talks about why she and 
her brother Gerallt chose to trek to Everest 
Base Camp to fundraise for research in 
memory of their brother Dafydd.

“In September 2014 my brother Gerallt and 
I went up Snowdon for the first time (even 
though it’s been on our doorstep our whole 
lives!) and we loved it. So much so that we 
decided we’d like to do something for Epilepsy 
Research UK in memory of our brother 
Dafydd. Months had passed and after 
researching on the Epilepsy Research UK 
website about how to fundraise, we decided a 
trek up to Everest Base Camp sounded like an 
exciting challenge for us both. We booked it 
for March 2016, and a year of hard training 
commenced, beginning with cutting out junk 
food followed by several trips up Snowdon!

We had no idea what to expect, but wanted 
to focus on doing something positive out of 

our loss. It was challenging and we had some hard days, but it was so worth it. 
The scenery, the people, the culture – spectacular! I’d highly recommend any similar 
challenge, it helped us keep focused for a year by fundraising for such a good cause. 

Dafydd was diagnosed aged seven with epilepsy and he didn’t find it easy coping 
with the condition, especially in his teenage years. He suffered from nocturnal 
seizures which gradually got worse as he got older. We had some awareness about 
SUDEP but never thought it would be fatal for Dafydd. On 14 May 2013 he passed 
away to SUDEP, aged 25. By doing this trek we hope to raise awareness about 
epilepsy and SUDEP, and also to help raise funds for an amazing charity. 

We can’t thank Epilepsy Research UK enough for all their help and advice they 
have given us since we lost Dafydd. Their website is informative and the staff are 
fantastic. If you ever have the opportunity or gut instinct to do something like this, 
grab it with both hands and just do it, as you never know what’s around the corner! 
I think Dafydd would be very proud of us.”

Our congratulations go to Angharad and Gerallt on completing their challenge, and 
our thanks go to them and all their family, friends and local community, who have 
supported them in raising a fantastic £11,820 for research in memory of Dafydd.

NATIONAL 
EPILEPSY 
WEEK, 15-21 
MAY 2016
National Epilepsy Week takes 
place this year from Sunday 15 
May to Saturday 21 May. With 
our theme of ‘transforming 
lives through research’ we 
will be announcing our 2016 
research grant awards, raising 
awareness and understanding 
of epilepsy in our local 
community and joining some 
of our supporters at their own 
National Epilepsy Week events 
– and of course fundraising 
for research. 

Why not support us during the 
week and host a tea party? 
It’s easy to do and is great fun! 
You can download our handy 
guide and publicity poster from 
our website and soon have your 
own afternoon tea underway. 
Or maybe you’d prefer to do 
something else? Call 020 8747 
5024 or email info@eruk.org.uk 
for a full National Epilepsy Week 
fundraising pack which includes 
a host of other ideas, as well 
as the afternoon tea guide.

Please continue to help us to 
raise money for research into 
this condition as it affects so 
many people, and it is only 
through research that we will 
see real benefits to those 
living with epilepsy.

Look out for news updates 
on National Epilepsy Week 
activities on our website 
and Facebook page. Do 
continue to send us your 
own photos or post pictures 
of your awareness-raising or 
fundraising activities on our 
Facebook wall, and tweet us 
@EpilepsyRUK. We love to 
hear from you – your support 
is vital to the work that we do.

Focus on FUNDRAISERS
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FUNDRAISERS 
IN ACTION

CHEERING TEAMS 
NEEDED FOR
THE BRITISH 10K 
LONDON RUN AND 
OTHER EVENTS
We’re looking for supporters 
to join our cheering teams 
for the British 10K London 
Run on the morning of 
Sunday 10 July 2016, and at 
other events across the UK.

If you have the time to support us 
in this way, please email jo@eruk.
org.uk, call 020 8747 5024 or 
see the ‘Get Involved’ section 
of our website to find out more.

“We love going and wouldn’t miss 
it now. We love the atmosphere, 
love catching up with the ERUK 
staff, and most of all love 
supporting the awesome runners. 
It’s not something we could do 
and we think it’s amazing that 
they do something so selfless 
– they deserve support!” 
Joyce and Kenny Meads

“We had a 
brilliant morning 
at the Great 
Manchester 
Run cheering 
the runners 
on their way. 
It was great 

to see how much the runners 
appreciated the support, and 
lovely for the whole family to do 
something together to help ERUK.” 
The Purton Family

“I volunteer 
to be a 
marshal for 
the Great 
Yorkshire 
Bike Ride for 
which ERUK 
gets a share 
of the total 
sponsorship 

monies raised by the event.  
When time permits I also attend 
local events to give a cheer to 
the people who are raising 
sponsorship money for ERUK; 
I know, from experience, that this 
is always appreciated “. Rob Scott

Thank you to all our active fundraisers, 
including everyone who embraced 
Purple Day so enthusiastically again 
this year. Your activitites, however big 
or small, are essential to our ability to 
fund research and we thank you all 
for the time, effort and ingenuity you 
devote to fundraising for us.

From top (left to right): Natalie Weeks did a 
sponsored hair cut for us raising over £600 (the 
new cut looks great!). Joe Luckett and Ricki 
Doyle raised over £225 towards their Brighton 
Marathon sponsorship with a cake sale and 
coffee morning. Nikki Crinall parachuting 
in support of ERUK raising well over £500 
for research. Chris Cook and team from the 
Army Foundation College, Harrogate, having 
completed the Beast of Burma – a gruelling 
event which saw them run, cycle and row a 
combined distance of 1,884 miles in under four 
days – raising over £1,000 towards epilepsy 
research. Thank you to everyone for such 
wonderful contributions to our research.

PURPLE DAY
From ‘dress purple’ days and fundraising 
events in schools, sports clubs and community 
groups, to awareness-raising trips on the 
London underground and videos on You 
Tube, we were delighted to have such active 
support on Purple Day! Clockwise from top:

• The Charles Pope Ladies’ Choir celebrate 
with a Purple Day coffee morning 
• Cheryl Miller, Saffron Walker, Debbie Walker, 
Lianne Crerand and Sarah Dacombe at Tadley 
Rubgy Club, raising £4,306.50 from their fantastic 
Purple Day raffle and auction in memory of 
Kirsty Walker and her twins
• Epilepsy Research UK Trustees enjoy 
a Purple Day cake
• Bridlington Petanque Club charity day, raising 
£500 in memory of Kimberley Szostak
• Gaby Khalastchy and Annie Bean took to the 
streets of London and journeyed on the Underground 
to help raise awareness of Purple Day. “We did 
notice a few strange looks on the way…!”
• Liane Alton and colleagues hold their ever- 
popular office cake sale
• Simon Batchelor raising awareness with a purple 
beard, purple workwear and a You Tube campaign
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You can help us fund more research 
in the future by making a regular 
monthly gift to Epilepsy Research UK.
If you would like to make a regular 
– or single – gift, please complete 
the donation form enclosed or 
make your donation online at 
www.epilepsy research.org.uk. 
Thank you.

“There 
is still so much 

more research to 
be done but £1 by 
£1 we can make a 

difference and help 
beat epilepsy.”

Annette 
Newman

 FUNDS FOR US...  
 NO COST TO YOU!   
SHOP ONLINE
If you shop with Amazon you can now 
support Epilepsy Research UK at the 
same time. Order from Amazon by 
using our direct link* and Amazon will 
donate a minimum of 5% of the value 
of all eligible purchases to us.
*See the ‘Get Involved’ section on 
our website for more details.
Shop online with thousands of top retailers 
via www.easyfundraising.org.uk or www.
giveasyoulive.com and a percentage of 
what you spend will be donated to us. 
Just register with your preferred site, 
select Epilepsy Research UK as your 
charity and start shopping! 

SEARCH ONLINE
Search online through www.everyclick. 
com and Epilepsy Research UK will 
receive a donation for every search 
you make.

SELL ONLINE
Clear out your cupboards and sell 
unwanted goods online through 
ebay for charity and you can donate 
a percentage of the proceeds to 
Epilepsy Research UK. 

IN-STORE COMMUNITY 
DONATION SCHEMES
If you shop at Asda, John Lewis or 
Waitrose you can nominate Epilepsy 
Research UK as a good cause for their 
Community Life (Asda) or Community 
Matters (John Lewis/Waitrose) donation 
schemes. Pick up a leaflet from 
Customer Services in-store and 
complete the brief nomination form.

SPORTING EVENTS

SPORTING & CHALLENGE 
EVENTS IN 2016
Join Team ERUK! We have guaranteed entry still available 
for the events below – and many more.
• British 10K London Run  • Prudential Ride London Surrey
• Great North Run  • Yorkshire Marathon
See our website for full details, or contact jo@eruk.org.uk 
to register your interest and for more information.

Thank you to all our energetic sporting fundraisers. 
We’re so grateful to you, and to your many generous 
sponsors, for all you do to support our research. 
Here are some of Team ERUK in action recently.
Gavin Carter, Weymouth Half Marathon; Tina Shearsmith, 
Inverness Half Marathon; Lee Smith, Ironbridge Half Marathon; 
Connor Donnelly, Yorkshire Half Marathon; Katie Ralph, 
Silverstone Half Marathon; Cressida Bullock, Bath Half Marathon; 
Simon Hughes, Eastbourne Half Marathon; Ben Deanfield and 
Philipp von Oppen, North London Half Marathon; Kerrie-Ann 
Pimlott, Silverstone Half Marathon; Nick Masters, Fan Dance; 
Luke Davis, Ricki Doyle, Rita Heising, Joe Luckett, Graeme 
Elliott, Francesca Marr and Dorothy Hallam, Brighton Marathon.


