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Conference set 
for Birmingham
NARCOLEPSY UK is heading 
back to the Midlands for its 
2014 conference.

The venue has been 
booked in Birmingham city 
centre and the event will be 
taking place over the weekend 
of October 18-19.

The final details of the 
event were being completed 
as Catnap went to press, 
but the conference will boast 
a range of speakers and 
activities which will make 
it a must-attend event for 
anyone with Narcolepsy and 
Cataplexy and their friends 
and family. 

This year’s conference 
is taking place at the IBIS 
hotel, which is located next 
to Birmingham’s Arcadian 
Centre. 

The hotel is within walking 
distance of Birmingham’s 
New Street railway station 
and the Bullring Shopping 
Centre, so delegates will be 
within easy reach of transport 
connections, whilst also being 
able to take time out to relax 
in the nearby shops or The 
Arcadian, which is packed full 
of bars and restaurants.

The conference 
programme will start at 10am 

on both Saturday and Sunday 
but the finish times – 4pm on 
Saturday and 3pm on Sunday 
– are being kept deliberately 
early so people can have 
time to sit and chat with other 
delegates and new friends 
they have made.

The address for the 
conference is the IBIS 
Birmingham Centre New 
Street, Ladywell Walk, 
Birmingham, B5 4ST. 
Delegates must arrange for 
their own accommodation.

Tickets to the conference 
cost £20 for adults. A young 
persons ticket (ages 12-18) 
will cost £10 and children 
aged 11 and under will be able 
to attend the event for free. 

Ticket prices include both 
days of the conference, 
sandwich lunch on both days 
and tea, coffee and soft drinks 
when they are served. 

Speakers for the 
conference are still being 
arranged but it is hoped at 
least two consultants will 
be in attendance over the 
weekend to speak on a range 
of subjects.

Three committee members 
from Narcolepsy UK are 
already booked in to give 

short presentations. Ed 
Coates will talk about the 
impact night terrors have on 
people with the condition, 
Bill Harris will talk about how 
Narcolepsy has impacted on 
his life to date, and chairman 
Matt O’Neill will give his 
thoughts on leading a national 
charity while getting his 
inspiration from a hammock in 
his garden.

Narcolepsy UK’s helpline 
and benefits advisor, Rebecca 
Malone, will also be at the 
conference to talk about 
her role with the charity and 
how she can help members 
– who will also be able to 
book private telephone 
appointments with her to 
discuss their own situations 
outside of the conference 
weekend.

We are also hoping the 
charity’s volunteers co-
ordinator, Liam Sloan, will be 
able to attend the conference 
to talk about the different 
volunteer opportunities 
available and how you can 
sign up to help.

Other events at the 
conference will include the 
Word Wall, where you can 
write your comments about 

Narcolepsy and Cataplexy 
on the wall to share them 
with other delegates; 
there will be an art display 
showing off the talents of 
supporters of Narcolepsy UK 
(to get involved contact Tim 
Kavanagh using the details at 
the bottom of this page); and 
Narcolepsy Entrepreneurs will 
highlight the businesses and 
products people are running 
and producing while coping 
with the day to day issues 
having the condition brings.

You can also take part in 
the book swop table – a great 
chance to recycle some of 
your books, pick up something 
new to read and meet new 
people at the same time.

To book your tickets for 
the conference weekend all 
you need to do is fill in the 
application form sent with 
this copy of Catnap or book 
online following the links to 
Eventbrite via our website at: 
www.narcolepsy.org.uk

If you need any further 
details about the event, 
contact Narcolepsy UK using 
the details at the bottom of 
this page.
l MORE CONFERENCE 

DETAILS ON PAGE 4
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Tribunal huge 
step forward
BELOW is a report on a recent Tribunal 
Hearing – Vaccine Damage Payments 
Act 1979.

In early 2012, an application was made 
under the above act following the H1N1 
Pandemrix vaccination given to a child in 
2009. 

It was the contention that the child, 
following that vaccination, was now 
suffering from Narcolepsy and Cataplexy.  

In April 2012, the Secretary of State 
for Work and Pensions refused to make 
a payment on the grounds that causation 
had not been established.

On September 12, 2013, the Secretary 
of State reversed this decision, accepting 
causation and giving a preliminary 
view that the child still did not qualify 
as they were not 60 per cent disabled 
on the prescribed scale but asking for 
submissions on that point.

In February 2014, whilst causation 
due to vaccination had been accepted, 
the disablement due to vaccination was 
considered to be less than 60 per cent. 

This benchmark was significant 
because below this level, no payment is 
required under the act.

This decision was appealed and came 
before a tribunal last month. This appeal 
was not straightforward as Schedule 2 
of the Social Security (General Benefit) 
Regulations 1982 sets out 55 different 
physical disablements and equates those 
to a specific percentage of disablement. 

They range from number one, loss of 
both hands or amputation at higher sites, 
100 per cent disablement to number 55, 
partial loss of four toes excluding the big 
toe, with some loss of bone, being said to 
create three per cent disablement.

Narcolepsy, including Cataplexy, do not 
appear in any of the 55 disablements and 
so it fell to the tribunal to make a decision. 
Working with the family concerned and 
Peter Todd, a partner at Hodge Jones and 
Allen Solicitors, Narcolepsy UK chairman, 
Matt O’Neill, provided supporting 
evidence to the tribunal on the impact of 
narcolepsy as a lay-witness.

In a landmark decision, the tribunal has 
ruled that, in this case, the disablement 
caused is effectively 60 per cent or 
more on the prescribed scale, hence the 
child qualifies for the fixed payment of 
£120,000 to assist in securing the future 
needs of the child concerned.

This is a great example of where 
Narcolepsy UK continues to punch 
above its weight for such a small charity 
and whilst we are unable to afford court 
actions from our own reserves, we 
have consistently supported individuals 
and families in their rightful quest for 
damages and will continue with this 
work, supporting any legal claims across 
the UK. We will also continue our work 
across the wider European Union where 
we offer support and share updates with 
other Narcolepsy charities and patient 
organisations.
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Ireland meeting proves to 
be very productive session
NARCOLEPSY UK chairman Matt O’Neill 
and operations manager Nicola Rule 
visited Dublin in May to attend the second 
Pandemrix Narcolepsy European Alliance 
conference.

The event was hosted by the Sufferers 
of Unique Narcolepsy Disorder group 
(SOUND)  – a support group set up by 
parents of children and young people who 
developed Narcolepsy in Ireland after 
being given the vaccine Pandemrix.

The guest speakers included Dr 
Emmanuel Mignot, Markku Partinen, Mali 
Einen – clinical research co-ordinator at 
Stanford University Center for Narcolepsy, 

and Marie Olsson, vice-president of 
Narkolepsiföreningen Sweden.

Following the meeting, Nicola Rule 
said: “The event gave us a chance to 
meet members of the SOUND group 
and also to refresh connections with 
Emmanuelle Mignot and Markku Partinen. 

“SOUND proved to be great hosts and 
to be able to both listen and chat to these 
distinguished speakers was a privilege.”

The SOUND group was set up to 
support parents and young people 
effected by narcolepsy after taking 
pandemrix and to lobby the Irish 
Government to support them.
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Northampton meeting 
proves a big success
THE FIRST Narcolepsy UK 
regional meeting to be held 
in Northampton this year took 
place on April 25.

The venue was Heathers, 
a tea shop run by Heather 
Korbey who has Narcolepsy 
and Cataplexy. 

Being inspired by the 
annual conference, Heather 
said it seemed logical to hold 
a meeting as she has her own 
venue.

She met two other 
people with Narcolepsy in 
Northampton in January 
and in March went to the Sci 
Fi Weekender event with 
two different people with 
Narcolepsy. 

Filling in the volunteer 

application form from 
Narcolepsy UK (NUK) was the 
start for the idea of forming 
a regional group for NUK in 
Northampton. 

Once the idea was 
approved, Heather talked to 
a few other people and they 
made a date for the meeting.

This Is not the first group to 
meet in Northampton, Heather 
discovered. 

In the process of organising 
the event she met the older 
generation of NUK members 
who used to meet regularly in 
the town until around seven 
years ago. 

Four of the original group 
attended the new meeting and 
they were all delighted to see 

new people and familiar faces 
again.

Heather said: “The meeting 
started at 4pm. People 
kept arriving until 6pm and 
although most of the meeting 
was over around 6pm, others 
stayed and the last guests left 
at 8.30pm after a fish and chip 
supper.

“During the meeting the 
group discussed many topics. 
Eight people with Narcolepsy 
attended the meeting and 
we were happy to have 
supportive spouses, parents 
and one sister join us, as well 
as the author Sue Moorcroft.”

The next meeting of the 
Northampton group was 
due to be held in July and 

members were due to enjoy a 
picnic or afternoon tea.

Details of future meetings 
will be posted on the NUK 
website’s events page. 

For anyone thinking of 
forming a regional group 
where they live, Heather has 
this advice: “For those of you 
thinking of having a group 
meeting, it is straightforward.

“Contact Nicola Rule for the 
volunteer pack, tell the world 
what you are doing, put the 
kettle on and enjoy meeting 
others.”

For more details about 
regional meetings and setting 
up your own group, contact 
NUK using the details at the 
bottom of this page.

THE HAMMOCK Diaries is written by 
chairman Matt O’Neill from his place 
of inspiration.

WELL, the hammock season has truly 
been upon us but ironically, my decade-
old hammock frame gave up the ghost on 
me while I was sleeping in it, along with 
my spaniel.

Three things occurred to me 
immediately. Hallucination? Dream? 
Reality? That the latter was more 
probable was soon rationalised by my 
brain as the bruises began to appear on 
my body. 

Meeting a large section of 4ft by 2ft on 
its way up while on my way down with the 
dog was definitely real! 

Lying in the midst of hammock and 

frame, I still managed to grab another ten 
minutes sleep before I could be bothered 
to untangle myself.

No hammock and no sleeping outside 
can rapidly make me grumpy so family 
galvanised and a replacement was 
quickly ordered for Father’s Day. 

I’ve decided hammocks are like you’re 
favourite chair, sofa or car even. They 
need adjusting to, wearing in, etc, to feel 
comfortable. 

This one sits higher than the last 
which has resulted in me being ‘bounced’ 
mid-sleep on many occasions as Jodie 
now requires a run-up to launch herself 
into the hammock. If I am sleeping, 
this has the same effect as being on 
a trampoline and I am sent up in the 
air, often failing to meet the swinging 
hammock on the way back down.

Change can be a good thing though 
and 2014 has seen a huge increase in 
local networking groups and awareness 
and fundraising activities of all sizes and 
descriptions across the UK. 

The level of personal engagement 
and ownership of these events has been 
fantastic.

We are a very small charity in 
comparison to some but I believe we are 
very quickly transitioning to a point where 
we can punch above our weight.

The trustees and staff will always 
look to achieve as much as possible 
for our community but sharing stories, 
best practices and motivating each 
other and those around us are the real 
achievements.

Many of these are within the gift of 
everyone.

Inspiration has had to be replaced

AFTER reading about the new group 
set up for people with Narcolepsy and 
Cataplexy, and their family and friends, 
in the Northampton area, if you want to 
do the same where you live then all you 
need to do is follow some simple steps.

These groups are helpful for people 
who have had Narcolepsy and Cataplexy 

for years but also useful for people newly 
diagnosed and especially their family to 
find out more about the conditions.

If you have not found a group yet,  
be assured – we are working on more 
groups but we do have to register every 
organiser as a volunteer, and carry out 
checks before each group go ahead.

You can help us extend the network of 
local groups we have across the country 
by setting up a group in your area. 

All you need to do in the first instance 
is e-mail nicola.rule@narcolepsy.org.
uk or contact Narcolepsy UK using the 
information at the bottom of the page to 
get things started.

Setting up your own group is simple
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NARCOLEPSY UK’S operations 
manager Nicola Rule gives her round-
up of the latest developments and 
news from the charity.

SOCIAL MEDIA
On Facebook our page now has over 

1,000 likes – thanks all for helping us 
achieve this target.

We are finding lots more inter-action 
over the various Facebook pages and 
this seems to be more popular than the 
forum on our website – what’s your view 
on this? Drop me an e-mail as feedback 
please either via the forum or Facebook 
on which one you prefer. My e-mail 
address is: nicola.rule@narcolepsy.org.uk

FUNDRAISING
Amazing – that is the only adjective to 

describe what so many people have been 
doing, from dressing up in pyjamas and 
walking to a garden party, and from Elvis 
nights to selling wristbands. All amazing 
and all off your own back.

Thanks so much and keep up the 
good work. This fundraising is really 
helpful as in these times of low interest 
rates, trust funding is much harder to 
come by for charities.

Our fundraiser, Clare, has kept pace 
with last year but exceeding this is 
difficult so we need your help.  

Here is a helpful hint on fundraising if 
you work for a bank, building society or a 
large retailer. Many of these will help you 
with fundraising, some will match fund. 
So you raise £200 and they give you 
another £200 – free money.

Some employers allow you to 
nominate your charity to be the one they 
support throughout the year.

Others will give you donations for 
raffles and such like – if you don’t want 
to run a raffle, try selling for charity 
on E-Bay. Not only does it help bring 
in funds it is also a means of raising 
awareness of Narcolepsy.

RAISING AWARENESS
I have to congratulate one young lady 

who has made friends with her consultant 
and is now on her way to giving a talk to 
health care professionals in her region.

She will distribute our leaflets and talk 
about Narcolepsy from her own personal 
experience.  

You too can help – we can send you 
leaflets for your GP/nurses and you can 

ask to leave these in the waiting room – 
you never know it may be your leaflet that 
is the key to someone telling a GP what 
they are suffering from.  

No wonder it can take years to 
diagnose many people. One young lady 
who has been with her local practice for 
many years had a GP say to her ‘you are 
my first Narcoleptic patient.’  Best of it is 
he has seen her before but maybe had 
not realised what she had until we sent 
leaflets to his surgery.

TALKS
Many of us like to talk. If you have a 

talent for this do not be afraid to contact 
local rotary and rotaract clubs around 
the UK. They are a friendly bunch and 
are always looking for meeting speakers, 
often at lunch or dinner, for about 15 
minutes usually.  

Leaflets can be distributed, there is 
often a question and answer session, and 
usually a doctor, dentist or candlestick 
maker who will prick up his/her ears.  
Even better, they sometimes do a ‘whip 
round’ for the charity.   

Being even more cheeky ask if they 
would adopt us as one of their charities 
for the next year or ask if they will support 
a fundraising event such as a bed push 
or pyjama walk?

CONFERENCE
It has taken some time to sort out and 

it is a little later in the year than usual 
but this has allowed us to find a central 
location, Birmingham City Centre, close 
to New Street Station.

This means that for families who 
may not want to spend two days in 
a conference, there are things to do 
and places to go without the need for 
transport.

We are working on a chill out room 
for youngsters – if anyone local to 
Birmingham can recommend a couple of 
DBS-checked playleaders who could help 
us for the weekend we would be pleased 

to hear from you. 
Anyone with contacts who may supply 

some pens, pads and other items for the 
conference would be helpful.

One of our delegates has volunteered 
an hour of her time to run a session with 
youngsters to give them a change, and 
the playleaders a break.

If you have a special skill or you 
perform, it may be something we could 
add in or bring to another meeting – let 
us know your special skills

The conference will provide everyone 
with two days to meet up with friends 
old and new – a whole weekend when 
you are in an environment where people 
understand if you close your eyes for a 
moment or ten, fall off your chair, or drop 
to the ground when you see an old friend.  

No embarrassment just relax and 
listen or chat with delegates.

We have chosen an IBIS Hotel which 
has conference rooms, an open-plan 
dining area and bar plus bedrooms.  

We have booked a main conference 
hall which holds 80 people as a cabaret 
layout – if we get more bookings the 
room can hold more if we switch to a 
theatre style layout. 

Next door to this we will have a young 
people room – for play and for teens to 
take their Ipads, etc, if they get bored.  

Please note this is not a creche 
as such and you need to be available 
for your children at all times. We do 
encourage children to come along, if they 
have Narcolepsy or if one of the family 
does, as it helps to ‘normalise’ things 
and let them see that their mother/father/
brother/sister is not that unusual – there 
are plenty of other people just like them.

There will also be a snooze room at 
the venue where you can avail yourself 
of a quiet area to doze at intervals during 
the day regardless of whether or not you 
are staying at the hotel.   

The room will not be secure for 
storage of goods so please take care of 
your possessions.

Plenty of ways for you 
to help Narcolepsy UK

NARCOLEPSY UK 
have welcomed a new 
committee member to 
their ranks.

Steve Jones has 
joined the committee 

and he is hoping to add 
his expertise to the mix 
of skills available to 
help to take the charity 
forward. Steve is a 
businessman, whose 

teenage daughter has 
Narcolepsy.

If you are interested 
in joining the 
committee contact us 
using the details below.

New man joins the NUK committee


