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Hello there . . .

sudep.org

Meeting supporters at the Memorial 
Service, the Annual Conference and 
reading the social media postings during 
the Online Memorial Day, are what the 
charity is all about and provides the charity 
team with so much hope and inspiration. The 
first reading at the Memorial Service Kahlil 
Gibran’s ‘On Joy and Sorrow’, seems more 
powerful than ever.  The Annual Conference 
was just that, powerful, with connections so 
incredibly special, helping to drive the charity 
in our day to day work.
 
2017 marks the year when the cry from 
families for research to develop a future 
prevention device was heard.  Until the press 
release goes out later in July, I can share with 
you just this – that not only is the wearable 
apnoea detection device (WADD) research 
going well at University College London 
(UCL) and Imperial College London, but 
a research funder in Europe has now put 
millions of pounds behind this research!
                                                           

But how do we now speed up conversations 
on risk to prevent unnecessary deaths now? 
American guidelines on SUDEP confirm what 
we know from UK guidelines from 13 years 
ago. We have the tools and resources to help 
improve risk management – we just need 
the Government and NHS to endorse and 
embed them into epilepsy care.
 
We still do not receive government funding 
but our supporters show, in their fundraising 
stories, an inspiring glimpse of what keeps the 
charity going.  

Jane Hanna OBE
Chief Executive, SUDEP Action



The 2017 Memorial Service in James’ 
Church, Piccadilly, London brought 
more than 160 people bereaved by 
epilepsy together. People travelled 
from all over the UK to come together 
in honour of those who had lost their 
lives. The service was put together 
from suggestions of music, prayers 
and readings from our bereaved 
families, which made it very personal 
to many.  During the service there 
was an opportunity to reflect and to 
remember loved ones, with others 
who understood their devastating 
loss. Although the service was deeply 
emotional, many people said they felt 
comforted, they appreciated being 
together.

Feedback from some of the bereaved 
at the Memorial Service

SUDEP Action Memorial Service – Saturday 
20 May 2017

‘Today's service was beautiful. 
The selection of music 

and readings were perfect.’ 

‘This was perfect for me, the funeral 
passed in a blur and while others could 
say their goodbye’s I was in too much 
of a bad way. Today I feel I have been 
more able to do that, I have cried but it 
has been helpful.’

‘Thank you for arranging for 
us to attend the memorial service 

on Saturday. My parents and I thought 
the service was lovely and found 
it helpful to chat to some of the 

other families afterwards.’

Reverend Ivan Khovacs, who 
conducted the service said;

‘It was an honour to be with this very 
special group of people, coming from 
as far away as Ayrshire. I specially 
valued meeting with individuals 
and families afterwards around the 
photographic display, and learning 
about the individuals who they came to 
honour and remember’.

To access a copy of the 2017 Order of 
Service, visit our website, 
www.sudep.org or contact 
info@sudep.org

The next Memorial service will be held 
in 2020.

We are thrilled that the Charity 
Commission has approved our work 
over the last two years, to adopt a new 
legal structure formed by government, 
aimed at helping charities like ours to 
increase their effectiveness without 
duplication of paperwork. 

From 1st April 2017, SUDEP Action 
becomes the legal name of the 
charity as registered with the Charity 
Commission under number 1164250 
and Epilepsy Bereaved (founded in 
1995) will be incorporated as part of 
SUDEP Action.  

This change will help us develop our 
work with universities and the NHS, 
to improve patient safety. This is more 
vital than ever as government is focused 
on the future of the UK and managers 
of the NHS on the overall funding and 
staffing of the health system. 

You can continue to find all our annual 
reports at https://sudep.org/where-
your-money-goes. 

Supporters of the charity do not need 
to do anything as day to day work of 
the charity remains unchanged.

Our service and our confidential 
web platform, The Epilepsy Deaths 
Register, means we are able to 

Epilepsy Bereaved becomes part of SUDEP 
Action 2017 – the next step in our story

speak with increasing authority - the 
experiences of the bereaved always 
matter. We anticipate that in 2017, 
publicity on epilepsy deaths on the 
internet and other media will continue 
to rocket. Advocates like ourselves and 
Professor Elson So, a world expert on 
epilepsy mortality who spoke recently 
to over 4,000 clinicians, see this as the 
long overdue fruits of the seeds sown 
repeatedly by our community over 
many years. 

Last year we helped 14,000 people, 
more than double than in 2006. The 
charity won five major awards in 2016 
and was shortlisted for the British 
Medical Journal Innovation Award 
for 2017 (see page 7). Our Safety 
Tools have also been recognised by 
numerous bodies – academic, patient 
representative and health – as good 
practice.

In the meantime, we know only too 
well how much more there is to do, 
but are thankful that we embrace the 
challenge with the knowledge that we 
have such courageous supporters, staff 
and trustees driven by the expertise 
and experience of our organisation. We 
look forward to speaking to as many 
supporters during 2017 as possible on 
how they can help. 

SUDEP Action
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This year’s Annual Conference in 
Leamington Spa was incredibly special, 
it marked the charity’s 21st year and we 
looked back at what has been achieved 
and our exciting plans ahead.

It started with an interactive session 
with Professor Henry Smithson 
(Professor of General Practice, 
University College Cork) on the Friday 
evening. We had some very helpful 
contributions from families, that will 
be used in future reporting - covering 
what really matters to the bereaved 
families following a death, which will 
help inform our work with clinicians 
and government. Families spoke of the 
charity as a ‘lifeline’ and deep sadness 
over the lack of communication about 
risk.

It showed how powerful your stories 
can be in driving change and how the 
Epilepsy Death Register (EDR) helps us 
capture this.

Friday 9 - Sunday 11 June 2017 

Followed on the Saturday with a newly 
styled conference – short ‘lightening’ 
sessions by an expert panel of 
researchers and an interactive Q and A 
session. 

Here is just a snapshot of what was 
discussed on the Saturday:

Professor Esther Rodriguez-Villegas, 
talked through the role of technology 
(wearable devices and monitors) in 
helping people with epilepsy. Also, the 
exciting future ahead for the wearable 
apnoea detection device (WADD), 
a trial of which was funded by our 
supporters.

Professor Mike Kerr facilitated the 
lightening presentations, in which 
he talked about his experience as 
a clinician and the importance of 
research into SUDEP.

Dr Craig Newman talked about his 
work as a clinician, as part of the 
EpSMon team. Exploring the SUDEP/
Risk conversation and his experience 
with epilepsy, on a professional and 
personal level.

Professor Henry Smithson led the 
informal session on Friday evening, and 
gave insight into the findings from the 
EDR - ‘Learning lessons after sudden 
death’.

Dr Omar Abdel Mannan presented the 
important work he will be undertaking 
with SUDEP Action on understanding 
sudden deaths in children. 

The Saturday afternoon was immensely 
powerful as Jack Megson, 17, spoke 
about growing up with the charity, 
from when he started as a young boy, 
to all the work he has done with the 
charity, in memory of his aunt Helen. 
This Conference is a time when he can 
remember her. 

The Conference gave the opportunity 
for attending families to share what 
the charity meant to them and we 
hear some moving and truly touching 
accounts; thank you for this.

We also outlined out upcoming 2017 
appeal which we are excited to be able 
to officially launch with you all soon! 
Details will be shared with you shortly.
 
What the Annual Conference is most 
distinctly about is the conversations 
and the exchanges both during the 
meeting and outside where friends 
gather. Laughter and sadness in equal 
measure.  Many of those continuing to 
support SUDEP Action after many years, 
give a moment or a glimpse of hope in 
the future to the newly bereaved who 
are just starting their journey with us.

All of this helps to power the charity in 
our day to day work.

So, thank you to all who attended.
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At the ninth annual British Medical 
Journal (BMJ) Awards on 4 May, 
the pioneering epilepsy safety app 
EpSMon, was ‘Highly Commended’ 
for its innovative work in supporting 
people with epilepsy to manage their 
risks.

The BMJ Awards are the UK’s leading 
medical awards; they recognise the 
inspirational work of healthcare teams 
across the country. Selected from an 
entry of more than 350 teams, the 
EpSMon team made it to the final 
two for the Innovation Team Award 
category and were acknowledged in 
front of the UK’s leading clinicians.

The app, a collaboration between 
SUDEP Action, Cornwall Partnership 
NHS Foundation Trust, the University 
of Plymouth and Royal Cornwall 
Hospitals NHS Trust - enables people 
with epilepsy self-manage their 
condition. It is readily accessible for 
free via the Apple or Google Play app 
stores and now has over 3,000 users, 
since its launch in 2015. 

“At a time when health services are 
struggling, it is more important than 
ever, that people with conditions that 
have been neglected in the community, 
are not forgotten. EpsMon brings 
people with epilepsy their ‘pester 
power’ to help them ask for attention 
- so they can stay safe and live well in 
the community. EpsMon is uniquely a 
gift from families of those that have 
suffered catastrophe, to help those 
with an opportunity to avoid it. ” Jane 
Hanna OBE, Chief Executive from 
SUDEP Action.

EpSMon Team are ‘highly commended’ at 
BMJ 2017 

The project was initially financially 
supported by KTs Fund, a trust set up 
by the family and friends of 20-year-
old Katie Hallett, a children’s nursing 
student who died from Sudden 
Unexpected Death in Epilepsy (SUDEP) 
in January 2006. The project began 
with the creation of the SUDEP & 
Seizure Safety Checklist, on which the 
EpSMon app is based. 

It is also now part of the NHS 
Innovation Accelerator Programme 
(NIA) to support its development and 
implementation into the NHS over the 
next year.

Dr Craig Newman, Senior Research 
Fellow and Lead for Mobile Health 
Innovation at Plymouth University 
Peninsula Schools of Medicine and 
Dentistry, commented: “Mobile 
technology is fast establishing a 
foothold in diagnosis, care and patient 
self-care and EpSMon is a great example 
of this, helping to transform the lives of 
more than 3,000 people with epilepsy. 
It is apt that we have been ‘highly 
commended’ in the Innovation Team 
Award, because EpSMon is the epitome 
of team working.”

Online Epilepsy Memorial Day, 10th 
May, is an opportunity to remember 
all those who have died from epilepsy, 
across our social media platforms.

Now in its second year, SUDEP Action 
launched this special day enabling 
the bereaved community to connect 
around the world.

This year’s event was successful with 
over 4,000 interactions taking place on 

Online Epilepsy Memorial Day
Wednesday 10 May 2017
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SUDEP Action’s Facebook and Twitter 
posts. Interactions can be anything 
from – a like, share, click or retweet.

A special video slideshow created 
(using a few of the images shown here) 
was viewed 11,000 times alone.

What is also important is that a number 
of valuable connections were made 
with newly bereaved families, who had 
heard about the event too.



Emergency attendances for people with 
epilepsy in a rural population – what can 
be done to reduce this?

A study into Emergency Department 
(ED) attendances in a rural community, 
has highlighted a significant need for 
action to be taken, to help reduce the 
epilepsy burden on these services and 
to improve the self-management of 
people frequently engaging with them.

There are approximately 100,000 
epilepsy-related Emergency Department 
attendances each year in the UK, with 
40,000 of these ending in people being 
admitted to hospital. 

This makes up 1.4% of all Emergency 
Department admissions, costing the 
NHS over £56 million a year. Those 
who are not admitted to hospital (60%) 
are seen as clinically unnecessary, so 
a visit potentially could be avoided, 
reducing the burden on and cost to the 
NHS with improved self-management 
and community care interventions for 
these high-frequency attenders.

Looking at a group of 155 people 
with epilepsy, who attended a local 
Emergency Department over a 12 

month period, the research recruited 46 
people to take part in a questionnaire. 
The questionnaire included validated, 
generic and epilepsy specific questions 
on aspects such as seizure frequency, 
quality of life, stigma, comorbidities 
and knowledge.

Key findings:

• ED admissions could potentially 
         be reduced if ‘alternate strategies to 
   manage emergencies are in place’
• The average age of those in the 
  study was 43.5 years, with 65% 
  of the participants being male
• Anxiety was flagged as an 
 important factor; suggesting   
  improved preventative strategies,   
  counselling and self-management 
 should take this into account
• Developing confidence for ED 
  attendees in self-managing their 
  condition should be considered

This research is the final outcome from 
the Epilepsy Life Project which was 
pump primed by SUDEP Action and Kt’s 

Fund back in 2008, in order to work 
toward preventing future epilepsy 
deaths in the South West of England. 
The project is ongoing and supported 
by SUDEP Action through the work of 
the SUDEP and Seizure Safety Checklist 
and EpSMon. These tools support 
both clinicians and their patients in 
managing their epilepsy. They prompt 

patients to be aware of and discuss 
with their clinicians whether they have 
needed to use emergency services due 
to their epilepsy, and have the potential 
to address this area of need within 
Emergency Departments, improving 
epilepsy outcomes in both this group 
of patients and the general epilepsy 
population.
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New American SUDEP Guidelines back anyone 
with epilepsy being informed about SUDEP
The American Academy of Neurology 
and American Epilepsy Society have 
joined forces to produce a new set 
of guidelines to inform American 
clinicians of SUDEP, its risk factors and 
how to discuss this with their patients. 
The guidelines have been produced 
by researchers to provide support to 
clinicians who manage people with 
epilepsy. 

The objective was to determine 
incidence rates of SUDEP and 
identify risk factors. It recognises the 
importance of risk being discussed 
with patients and their families using 
evidence-based information to inform 
the discussion. They also highlight 
the importance of working to reduce 
seizures (particularly Generalised Tonic 
Clonic Seizures) and help patients 
achieve seizure freedom where 
possible in order to reduce SUDEP risk. 

Jane Hanna, CEO of SUDEP Action said:
“SUDEP Action welcomes these 
guidelines in the US as they further 
strengthen the need to move from 
recognition of risk to conversations 
with patients. 

SUDEP Action first recommended 
information on SUDEP in 1996. The 
UK National Clinical Audit 2002 found 
most people who died who were at 
risk were not involved as partners in 
care. Epilepsy Guidelines in the UK 
from 2004 flagged the importance of a 
partnership in care and communication 
of risk, and began a long journey in the 
UK to support changes in culture and 
practice.  

15 years on from the publication of the 
NICE guidelines in the UK, the greatest 
changes are happening in parts of the 
country that have adopted and piloted 

tools and used technology to empower 
the conversation between clinicians 
and patients.

The NICE guidelines for the Epilepsy 
diagnosis and Management in the UK 
are the broadest of guidelines, and 
include specific recommendations for 
special groups inclusive of the aftercare 
of bereaved families that bear the 
greatest burden from SUDEP and other 
epilepsy deaths.”  

The burden of epilepsy deaths, which 
looks past the number of deaths, and 
instead considers the impact in terms 
of years of life lost – puts epilepsy 
deaths in the top ten of all causes of 
premature mortality. Considering the 
impact on the families left behind 

(which is recognised in the NICE 
guidelines), and what practical steps 
can be taken to support clinicians in 
communication SUDEP as part of their 
overall epilepsy risk communication 
and management has been a crucial 
part of the journey. 

A collaboration between SUDEP Action 
and Cornwall NHS Trust has been 
working since 2010 to develop and 
implement a structured, standardised 
and patient centred approach 
to communicating risk of SUDEP.  
Researchers found 90% of epilepsy 
patients who had died in Cornwall 
between 2004 and 2012 had known 
risk factors but were not engaged with 
health services.  
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Tammy Payne’s Snowflake Disco in memory 
of Pete Masters
I am a full time mum to two boys, 
Jamie, 16, and Josh, 13. I work as a 
full time postwoman and love making 
cakes and cupcakes.

Pete Masters was my partner and soul 
mate. We lost Pete on 21 March, 2015, 
at the age of 42.  After losing Pete, I 
did some research about SUDEP and 
found SUDEP Action. I then started to 
get more involved in awareness and 
fundraising for SUDEP Action to keep 
Pete's name and memory alive. 

In December 2016, I held a Snowflake 
disco. I got the idea when I was making 
a friend’s wedding cupcakes with a 
snowflake theme, and I really wanted 
to do something that involved everyone 
having a really good night out just in 
time for Christmas. I had asked for 
sponsorship over the previous months 
for the Santa Run and the London 10k, 
so a disco seemed like the right thing 
to help give something back, but at the 
same time raise awareness and money 
for charity. 

We had 160 people attend, if not a 
little more, including family and very 
close friends, and all of Pete's work 
colleagues and friends, which was an 
amazing turn out. We had so many 
raffle prizes and a photo booth which 
was such fun for everyone. 

At the end of the night, I stopped and 
looked around, and the room was 
still full and everyone was thoroughly 
enjoying themselves. For me this was 
the highlight of the night as I know 
from that, that Pete would have been 
so proud of how it had turned out, and 
if he had been there he would have 
been in the thick of it all being a little 

mischievous. It was just how I wanted 
the whole evening to be, everyone 
dancing, singing and just having a 
fantastic evening, and for those who 
knew Pete to raise a glass or two in his 
memory . 

I have so many people to thank who 
supported me and stood by me, it 
was my little project, and no one ever 
said don't do it, but just supported 
me.  My amazing sister in law Mandy 
always backed and supported me, my 
best friend Mary who has always been 
there, and stood by my side as I had a 
little wobble while I made a speech to 
raise awareness of SUDEP; but most 
importantly, has stood by my side from 
the day I lost Pete. My lovely neighbour 
Sue who prepared all the food for the 
buffet, and Jamie Reach for not only 
doing the disco but also donated his 
time and evening to the charity that 
night. I have made some amazing 
friends who have also supported me 
from the start. I am totally blessed and 
touched but the amount of support 
from so many people surrounding me. 
 
Tammy Payne

Diane Elaine was my younger sister. 
10 years younger. She loved dancing, 
music and crafts.

It’s been a little over 13 years now since 
our family lost her to SUDEP.

I really wanted to do something to 
raise awareness about SUDEP and 
Purple Day (26 March) was a chance 
to do it in my local town of Heathfield, 
East Sussex.

Initially, I delivered letters two weeks 
in advance of purple day to all the 
shop keepers in Heathfield explaining 
my idea and reasons behind it.  I then 
returned, the week before Purple 
day, and the shop keepers started 
decorating their windows purple 
and nearly all the shops put up a 
#Heathfieldisgoingpurple poster.
 
On the actual day, I went into town 
with my son, Tom and put purple 
SUDEP balloons up everywhere and 
put up #PurpleDay2017 posters on 
post boxes, bus shelters lamp posts etc. 
The purple display looked wonderful.

Turning the town purple for Diane

My town of Heathfield did not 
disappoint and I was in awe of the 
spirit of the residents.  Our local MP 
Huw Merriman, also supported and 
tweeted about #PurpleDay2017. It was 
amazing to see everyone taking part.

Raising awareness like this, means so 
much. If it helps save one life, and stop 
another family from losing a child or 
sibling as I did, it’s working.  Many shop 
keepers in Heathfield were amazed at 
the amount of people asking about 
SUDEP and asking to donate to the 
charity. Turning my town of Heathfield 
Purple really worked in raising 
awareness.

Michelle Samuel
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We are a big family, and I am the 
oldest of 7 children. My sister Katie 
who died on 9 January, 2017, was the 
fourth child, and was also a twin. Lucie, 
her younger twin also has epilepsy. 
We all spend a lot of time together 
for everything, from Sunday lunches 
to summer holidays. The five sisters 
would often have 'sister nights' in or 
out where we would all get together 
for drinks, gossip and a good laugh. 

Katie lived across the road from me 
and my two young sons. She loved her 
independence and never let epilepsy 
stop her from doing anything. As well 
as tonic colonic seizures, Katie also had 
twitches and when they occurred, it 
would cause the family to do a Mexican 
Wave. I guess it was a way of making 
light of the situation, and it always 
made Katie laugh and tell us we were 
all crazy! As a show of sibling solidarity, 
we all wore specially made bright 
coloured hoodies as Katie loved colours 
and hoodies, both for her funeral and 
on the awareness day.

We organised an awareness event with 
the band STAN as the lead singer of 
STAN is my stepdad. STAN do gigs all 
over the north east and Katie would 
often go with my Mum so the regular 
fans knew her. She had rainbow dyed 
hair so she certainly stood out from the 
crowd!

The STAN awareness event was free. 
We raised money from donations 
via our Just Giving page which we 
opened a month before the event 
and collected donations on the day. 
We also sold tombola tickets, with 
prizes donated by family and friends. 
The prizes included: an overnight 

STAN Event raises awareness and funds in 
memory of Katie Stonebridge

stay in a hotel; free haircuts; a meal 
at a local restaurant; a children’s face 
painting party; manicures; afternoon 
tea; champagne and so much more! 
The event went very well. There was a 
fantastic turnout and so much support 
from everyone there. 

For the family it was bittersweet, but 
we all felt a sense of achievement and 
that Katie would be proud, although 
we knew she would have hated all the 
fuss about her. The hardest part for me 
was going on the stage and explaining 
about Katie, SUDEP and the charity, 
but we wanted people to know why we 
were doing it.

As a family we just want other families 
not to have to go through the heartache 
that we are going through. We were 
aware of SUDEP but obviously it is still 
so unexpected and shocking when you 
lose a loved one. We really wanted 
to fundraise for research into SUDEP. 
Obviously with Lucie having epilepsy, 
it is still so close to our family and a 
way of preventing SUDEP in the future 
would be great. Also, from a genetics 
point of view and how it could affect 
our family in the future.

We were all so proud and thankful to 
all our wider family, friends and the 
supporters we met on the day. To raise 
a total of £2,905 in memory of Katie 
means so much to us all.

Churcher’s College recently created a 
game that aims to raise awareness for 
SUDEP Action in a unique way, and also 
encourages students to develop their 
computing skills.

SUDEP Action is one of the Churcher’s 
College House charities. Karen 
McCathie, Head of Computing, at 
Churcher’s College and the Lord 
Wandsworth School came up with the 
idea for a competition. The competition 
required students in the Computing 
curriculum to write a game or App for 
a Charity, to help inspire the students 
to code with a purpose to their game 
or app. 

The main developer Oli Fogelin is in 
Grenville House, in the second year 
(year 8) at Churcher’s College, he chose 
SUDEP Action and worked on this game 
with another student.

The game has been really popular with 
over 590 views, 52 likes, 36 favourites 
and 89 comments. The game was so 
good that Scratch, a site that enables 

Churcher’s College online game raises 
awareness for SUDEP Action

young people to create interactive 
games, decided to feature it on the 
front page of their site so it can raise 
awareness of SUDEP.

The final for the competition will be 
next term and the school will select 
three teams to go forward to the final, 
to be held at Red Hat. 

Students and Teachers are also doing 
other activities in Grenville House, 
Churcher’s College, for SUDEP Action, 
both inside and outside school. Karen 
McCathie and her first-year class 
(year 7) are currently running various 
activities to raise money for SUDEP 
Action. This has included bake sales; 
the class also had a second-hand goods 
sale over Easter.
SUDEP Action is incredibly grateful for 
the continued support of both teachers 
and students at Churcher’s College.

If you would like to try the game, you 
can access it via - https://scratch.mit.
edu/projects/149035071/
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Trustee John Hirst raises over £11,500 for 
SUDEP Action with LEJOG cycle challenge
I am married, with two remaining 
grown up children; Matthew who is 
married with two young children and 
lives in San Francisco, and Sophie who 
is a dancer/performer and lives in 
London. 

My other son James died after an 
epileptic seizure when he was 21. 
Until that morning I had accepted 
that his epilepsy was inconvenient, 
but never thought it was seriously life 
threatening. James had his first seizure 
when on holiday in France at 15. He had 
night time seizures only, so he was able 
to drive and his life was largely normal. 
James had just graduated from Keele 
University with a good degree when he 
died. He was intending to spend a year 
out (snowboarding!). He was a great 
son, a party waiting to happen who 
loved music and dancing. 

Following his death, mixed with the 
wave of sadness, I was massively 
angry that we didn't know this could 
happen, and frustrated that I could 
perhaps have done something about 
it. I searched to understand, ran 
marathons to raise money (and burn 
off some of the emotion), and worked 
with a number of epilepsy charities 
to try to help prevent such loss in the 
future. 

Last summer, a close friend, Roger, with 
whose family we had all been skiing for 
years, had planned to do a Land's End 
to John o' Groats (LEJOG). He was going 
to do it with another of his friends who 
had been diagnosed with cancer, and 
couldn't make it - he died the day we 
set off bizarrely. I stepped in to keep 
Roger company and decided to raise 
money for SUDEP Action.

LEJOG was great. We had some mixed 
weather but on the whole it was a 
fantastic experience. We covered 987 
miles in 15 and a half days, tackling 
ascents equal to 1.5 Everests! I lost a 
bit of weight, muscled up and improved 
my UK geography. I also confess to a bit 
of smugness. 

To be honest, it seems like more and 
more fun the further it recedes into 
history. There were some tough parts 
but it was mostly great fun. Highlights 
included finishing, crossing the big 
bridges over the Avon and Tweed and 
Forth that marked big stages, crossing 
into Scotland, and no surprise, getting 
to the top of the Grampians. Lowlights 
include getting completely drenched 
and battling into 20mph winds that 
were so strong I had to pedal to go 
downhill!!!! We did laugh a lot. It was 
hard work from time to time, I felt 
emotional, proud and relieved when 
we finally arrived at John O’Groats. 

I should thank Roger for getting me 
into it, and his wife Ingrid who drove 
the support van. The family and friends 
we stayed with on some nights and the 
very, very generous people who helped 
raise the £11,500 much needed funds.

My story - Christopher Stephen Gillies

Christopher was a long awaited treasure 
for us, as he came later in our lives. 
From a toddler onwards, he was a man 
of his own mind. He was always full of 
hope and loved life. He always rejected 
the negative and found humour in all. 
His wit was quick. His vision clear. His 
mind was brilliant. Christopher was 
always in vogue, loving the finer things 
in life.
 
Christopher always knew his direction 
and worked diligently towards that 
goal. Obstacles thrown his way only 
made him more determined. He was so 
full of ambition. He attended University 
of Texas at San Antonio and Texas 
State University gaining a degree in 
Marketing and Mass Communications. 
During college, Christopher aspired to 
work in the culinary world, where he 
excelled, developing a tremendous 
love and curiosity for the various foods 
of the world. After graduation, and 
becoming a bartender extraordinaire 
while finding his way, he entered the 
world of sales, with great success. 
Christopher never did anything 
halfway. He always wanted to be at the 
top, first. He wanted to rock the world! 
Our sweet Chris was always shooting 
for the stars. Now he is resting amongst 
those very stars.
 
Christopher developed epilepsy during 
the last year of his life, and it was this 
affliction that ended up taking his life 
at the age of 30. He had never had a 
seizure until college where his first 
episode occurred whilst studying for 
exams. He was rushed to the ER with 
seizures. The neurologist claimed it 
was not epilepsy. Christopher had 
random seizures after that -  all night 
seizures. Nevertheless, he was not 
considered to have epilepsy.  Then, 

one day, he had a seizure while driving 
and caused an accident.  With that 
incident, it was finally determined that 
Chris had epilepsy.  The first medicine 
prescribed worked like a charm, not 
another seizure. Then, a year later, 
on 28th December 2015, at midnight, 
out of the blue he had a tonic-clonic 
seizure which ended his life.
 
A beautiful life cut far too short. 
Christopher will be incredibly missed, 
always cherished in many hearts. He 
left behind many deeply saddened 
friends and family, all loving and 
missing his beautiful smiling face and 
his contagious love of life. Christopher 
was a genuinely beautiful person, 
through and through.
 
Ann Roberts and Stephen Gillies
Christopher's Parents
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Well, we just never considered the 
possibility. Some denial there perhaps.

We’re all different, and my way of 
coping was to throw myself back 
into work, probably too quickly. 
Fortunately, two years before, I had 
discovered Mindfulness and was at my 
peak of meditation practice and search 
for understanding. It was a life saver.

Time has passed, and yet it only feels 
like a second ago. There has been much 
suffering and grieving by all of us and 
to be honest the emotion never really 
goes away, it comes and goes in waves.

Colin Eveleigh
Annabel’s father

MY STORY - Annabel May Eveleigh

It was my birthday weekend, and a 
lovely sunny day. My Mother was 
coming with our daughter Sally to 
have lunch with us at our home in 
Petersfield, Hampshire. We were all 
looking forward to it. 

Our other daughter Annabel, was 
living with us again as she found her 
feet having returned from Coventry 
University with an Honours degree in 
Fine Art specialising in Sculpture. She 
had managed to get her first proper job 
locally too, and all in all, things were 
looking pretty bright. We were very 
happy for her.

She was 24, a lovely and very talented, 
determined young woman.  A few years 
earlier in 1995 she had her first seizure 
at the age of 15. She had the usual 
tests including a CT scan and all was 
found to be normal, so no diagnosis of 
epilepsy or medication was given. At 
different times over the next few years 
she had occasional recurrences of the 
seizures, and was eventually given the 
epilepsy diagnosis but had only been 
put on medication a few weeks before 
this day. Usually the ‘events’ were 
deemed to be manageable by careful 
monitoring of diet and life style. And 
they did not seem to be increasing in 
frequency or getting worse. 

That morning, we were downstairs 
having a cup of tea in the kitchen and 
Annabel was subdued, saying she 
didn’t feel too good and would take her 
grapefruit up to her room with her and 
watch television. We didn’t take much 
notice of this. It didn’t alarm us in any 
way and we said we’d call her a bit later 
as we got ready for Mum to arrive.

We went about the business of getting 
ready and mid-morning, my wife called 
up to Annabel. I went and knocked on 
her door to let her know it was time 
to come and join us. The television 
was on and Annabel, who had been 
sitting on the bed was now slumped 
beside the bed with the upturned bowl 
of grapefruit beside her. I shouted 
desperately to my wife to call an 
ambulance and tried to revive Annabel 
with CPR. The paramedics arrived very 
quickly, but it was too late to save her.

Losing Annabel in this way was 
shocking and traumatic and has 
naturally changed our lives forever. 
I say this as somebody who has been 
a psychologist for many years. I have 
worked in hospitals and a hospice I 
have had plenty of direct experience 
and exposure to a wide range of 
epilepsy and death. But nothing could 
have prepared me for this. We had no 
idea that people could die suddenly 
in epilepsy and had never heard of 
SUDEP, and certainly the idea that this 
could have happened to our daughter. 
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SUDEP Action is dedicated to raising awareness of epilepsy risks and tackling 
epilepsy deaths, including Sudden Unexpected Death in Epilepsy (SUDEP). We are 
the only UK charity specialised in supporting and involving people bereaved by 
epilepsy.

Bereavement support:    support@sudep.org
Getting involved and campaigns:    info@sudep.org  
Fundraising:    fundraising@sudep.org

SUDEP Action
12a Mill Street
Wantage
Oxon OX12 9AQ

Call: 01235 772850
Email: info@sudep.org

sudep.orgSUDEP Action, registered charity 1164250 (England & Wales), SC047223 (Scotland) 


