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Alliance to fight
for better deal
A NEW Europe-wide alliance has 
been formed following a meeting 
in Stockholm to tackle the impact 
and aftermath of the swine flu 
vaccine Pandemrix on young 
people. 

Over the weekend of Novem-
ber 8-10, the Swedish Narcolepsy 
Association hosted delegates 
from support groups and legal 
teams from five European coun-
tries – UK, Ireland, Norway, 
Finland and Sweden. Those in at-
tendance, which included Narco-
lepsy UK chairman Matt O’Neill, 
were  representing children and 
adults who developed narcolepsy 
after being given the H1N1 swine 
flu vaccine Pandemrix.

Approximately 800 children 
and young adults across Europe 
are known to be affected at 
this current time although this 
number is expected to increase 
significantly as more and more 
cases develop and come to light.

Licensed by the European 
Medicines Agency (EMA), this 
specific vaccine was manufac-
tured by GlaxoSmithKline (GSK) 
and purchased for mass distribu-
tion by various state authorities 
during the period of 2009-10.

The initial purpose of the 
conference was threefold – to 
improve the understanding of 

the situation in each country, to 
request a public enquiry across 
impacted EU states, and to ex-
plore legal remedies available to 
those affected in each country.

The primary points arising 
from the conference were as 
follows:  
l Each government needs 

to ensure adequate supports are 
implemented for those people 
who now have narcolepsy to 
restore their quality of life and 
to allow them to reach their full 
potential. 
l Adequate financial com-

pensation should be available in 
all cases in all countries.
l Since the vaccine was pro-

moted on an EU level, active EU 
engagement is demanded.
l The alliance also demands 

greater emphasis from GSK, 
state authorities and the EU on 
research into restoring these 
children to full health.

The alliance intends to meet 
again in Oslo in January and in 
Dublin in May during 2014.

In 2010, evidence emerged in 
Scandinavia that GSK’s Pandem-
rix vaccine had, on rare occa-
sions, caused narcolepsy.

Cases have been revealed in 
other countries across Europe and 
the alliance is looking to make 
sure those that have developed 
narcolepsy as a result of receiv-
ing the vaccine are properly 
compensated.

What if you, or a member 
of your family, is a Pandemrix 
onset narcolepsy sufferer but you 
have not yet applied for statutory 

compensation? Under the UK 
Government Vaccine Dam-
age Payment Act 1979 you are 
entitled to compensation. Here is 
what you need to know:
l To be eligible the vaccine 

must have been given before 
September 1, 2010.
l It must have resulted in 

serious permanent disablement – 
at least 60 per cent is considered 
serious permanent disablement, 
which is equivalent to the loss of 
a hand, according to the govern-
ment scale of disablement.
l Include copies of notes or 

letters from your GP to prove 
date of vaccination and sub-
sequent visits after symptoms 
occurred and letters from neu-
rologist or sleep consultant that 
confirm diagnosis of narcolepsy.
l The time limit for applying 

is within six years of vaccina-
tion in the case of an adult and 
six years after vaccination or the 
person’s 21st birthday in the case 
of a child.
l If successful, a tax free 

lump sum of £120,000 is 
awarded.

Information is available at 
www.gov.uk/vaccine-damage-
payment or if you would like 
further advice e-mail Narcolepsy 
UK at: info@narcolepsy.org.uk
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New ID cards 
now available
NARCOLEPSY UK is releasing a new medi-
cal ID card which is available for all sufferers 
to use if they wish. 

The new card is plastic and credit card 
sized so it is durable and will fit easily into 
your wallet or purse. One side of the card 
(above) has a brief description of what nar-
colepsy and cataplexy are and the other side 
has room for the person who holds the card to 
write their name on it and the details of who 
should be contacted in an emergency.

The idea behind creating the card is to 
ensure that people with narcolepsy and/or 
cataplexy are carrying some form of identi-
fication on them so if there is some kind of 
medical emergency, medical staff will not 
only know that the person has a condition but 
it will indicate to them what actions they need 

to take and/or that medication is being taken 
before they decide to administer other drugs.

Doctors, paramedics and other medical 
staff will check a person’s wallet when they 
are called to a medical incident and therefore 
they should find the medical ID card telling 
them the key information they need to know.

Medical cards and jewellery carrying a 
special sign on it are growing increasingly 
popular among people with conditions that 
medical professionals may need to know 
about when dealing with situations.

USB sticks and QR codes are even being 
used as technology increases the different 
ways medical ID is being carried by people. 
To obtain your Narcolepsy UK medical ID 
card, contact us using the information printed 
at the bottom of the page.
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Catnap going digital only
FROM January 2014 Catnap will only be 
available to download from the Narcolepsy 
UK website.

As part of the continual review of the 
charity’s costs, this decision was taken by the 
board of trustees as printing and postage costs 
are one of our largest annual expenses.

Printing costs are one of our biggest 
single expenses every year and also postage 
costs continue to rise year on year making 
the process of sending out editions of Catnap 
increasingly more costly.

One advantage will be that the newsletter 
will be available as soon as it is completed, 
rather than having to wait several weeks for 
the printers to print anything up to 1,000 cop-

ies of Catnap and then fold all of those copies 
and post them out.

It will also help us to produce at least four 
newsletters per year so we can keep you up to 
date with the latest developments with both 
the condition and the work of the charity.

The finished newsletter will be made avail-
able online as a pdf file – making it easy to 
download on computers, tablet devices and on 
mobile phones as well.

From January no hard copies of Catnap 
will be sent out unless you contact us and spe-
cifically request one still to be posted to you. 

To request a copy is still posted to you 
contact us using the details at the bottom of 
this page.
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Key role is filled to help 
improve volunteering

Whole range of tasks you can help 
us with to improve NUK’s services

THE TRUSTEES of Narcolepsy 
UK (NUK) are delight to an-
nounce the appointment of Liam 
Sloan as part time volunteer 
co-ordinator. 

Trustee Bill Harris explained: 
“Long term, volunteers are the 
lifeblood of any charity.

“Over the last two to three 
years, NUK has built up a lot of 
goodwill which has meant that 
a large number of people have 
offered their assistance.

“Liam’s appointment, which 
has been partly funded through a 
grant from the Voluntary Action 
Fund, means we can make full 
use of these offers, and also look 
for more volunteers.

“NUK already has a long and 

broad list of tasks which volun-
teers can help out with, ranging 
from book keeping to human re-
sources and website maintenance 
to help with the newsletter.

“I’m looking forward to work-
ing with Liam to ensure these 
roles are filled and that we look 
after our volunteers.” 

Liam himself is a narcoleptic. 
He said: “The fact I can work 
from home and that my hours 
can be spread over each week as 
I choose means that I can fit the 
work around my narcolepsy. 

“I’m looking forward to work-
ing with lots of volunteers and 
the broad range of tasks means 
we should be able to cater for all 
tastes.” 

 A great outcome of the con-
ference in September has been 
not only the buzz from delegates, 
but also in the week or two after 
the event the trustees received of-
fers of assistance from a number 
of individuals.

It seems there were quite a few 
people who were only recently 
diagnosed at conference, people 
who had held down pretty busy 
jobs but are now on extended 
leave of absence from their work-
place and wanting to offer their 
services to NUK in some way.  

As was said at conference, 
volunteering is an ideal way to 
maintain an interest in the work-
place and keep the brain active, 
as well as adding a new dimen-

sion to a CV.  
Most employers can see that 

working for no pay means the 
volunteer has a true commitment 
and has often managed a change 
of emphasis in the work they do.  
All of which reflects an ability to 
adapt and grow.

However, volunteers come in 
all shapes and sizes and previous 
employment is not a prerequisite 
as life skills are really important 
and can be developed.

So if you have the will to vol-
unteer get in touch with us now 
to offer your services. 

E-mail Liam directly at: liam.
sloan@narcolepsy.org.uk or 
contact us using the details at the 
bottom of the page.

AS WELL as appointing a new 
volunteer co-ordinator, Narco-
lepsy UK’s trustees have put in a 
lot of work in the last few months 
to identify the areas where we 
need volunteer help, the key tasks 
involved and the skills needed.

What follows here is a broad 
outline of tasks currently avail-
able for volunteers within the 
organisation.

If you think you have the 
talent and skills, and the spare 
time to become involved with our 
work, please get in contact with 
us using the information at the 
bottom of the page.

Raising Awareness 
l Update list of available lit-

erature, and help provide updates 
where there are gaps.
l Archivist – collate old 

Catnaps, and make them avail-
able online. Go through other 
old material – and deal with as 
appropriate.
l Work with British Sleep 

Society to establish network of 
neurological contacts.
l Maintain contact with sleep 

centres.

Website & Catnap
l Sub-editor for Catnap to 

help ensure that Catnap goes out 
every three months.
l Maintain the forum on the 

website by regular review, mak-
ing some responses on behalf of 
the charity and asking relevant 
third parties for responses.
l Forum moderator. 
l Online editor to write and 

add regular content to the web-
site/facebook.
l Website content editor to 

help add content to the site.
l Website content reviewer 

to ensure existing content on 
benefits, diagnosis, medication, 
etc is up to date. 
l Scan historic editions of 

Catnap for the website.

Meetings & Networking
l Help with all aspects of 

conference organisation.
l Network group facilitator.
l Minute taker for trustee 

meetings.

Fundraising
l Give As You Earn/cards 

admin.

l Maintaining fundraising 
pages on the website.
l Raise money for Narcolepsy 

UK.

Advocacy
l Have a range of volunteers 

who are willing to meet other 
sufferers, especially those newly 
diagnosed.
l Person in charge of CRB 

checks for relevant volunteers.
l HR specialist – to ensure all 

contracts, including those with 
permanent staff, are correct and 
to help deal with other issues as 
they arise.
l Volunteer nurse/GP who can 

visit family of newly diagnosed 
people with narcolepsy and also 
their school/place of work.
l Help provide advice and 

support to people with narcolepsy 
who are having difficulty obtain-
ing prescription medicine.

Governance
l Create and maintain suite 

of documentation required to 
bring volunteers on board, define 
their role and feedback on their 
achievements.

l Go through existing 
documentation, including trustee 
induction pack and policies and 
procedures, identify and fill any 
gaps.
l Expand the existing da-

tabase so that it includes sleep 
centres, doctors and neurologists, 
volunteers, press, etc – basi-
cally anyone with an interest in 
narcolepsy.
l Maintain the database.

Finance
l Book keeper.

If you personally or someone 
you know would be interested 
in helping Narcolepsy UK with 
any of the tasks listed, that help 
would be greatly appreciated, as 
not only will you be helping the 
organisation run more smoothly 
but you would be providing a 
boost to the work we do with 
people with narcolepsy.

Also feel free to get in touch 
with us if there is a skill or 
service you can provide that we 
haven’t listed above.
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‘GETTING to Know You’ was 
the theme of this year’s annual 
conference and did we achieve 
this – YES!

Many members arrived on the 
Friday night of the conference 
weekend in September in order 
to meet up pre-conference and be 
fresh for the 9.30am start.

Having collected their 
delegate packs – which included 
holding pin, medical ID card and 
more – delegates mingled, chat-
ted and recognised each other 
from their Facebook chats.

Bill Harris, outgoing chair-
man of Narcolepsy UK, wel-
comed everyone and presented 
flowers to Margaret Roxburgh 
(who runs the charity helpline) 
and Clare Baldwin (fundraiser) 
for their sterling work in the past 
12 months. 

Matt O’Neill was introduced 
as incoming chairman and then 
it was on with the day’s busy 
programme.

The first topic was ‘My 
Achievement’  where Claire Met-
ters told delegates about her blog 
and Facebook site plus finding 
time to look after her children – 
all very upbeat.

Medical Detection Dogs took 
to the floor next and gave a fasci-
nating insight into a dog’s ability 
to predict certain ailments but 
also how one dog in particular is 
paired with a person with narco-
lepsy and helps to awaken her or 
alert someone if necessary.

This dog has completely 
changed this young lady’s life. 
While the dogs take a while to 
train and cost several thousand 
pounds, it is clear there could be 
a demand for these. 

Dr Cathy Hill, consultant 
paediatrician, provided a very 

inclusive talk which involved the 
audience in a number of question 
and answer topics.  

While this was focused on 
children, our feedback tells us it 
was well received by adults as 
well – so something for everyone 
from this talk.

Moving on to an excellent 
buffet luncheon, guests were 
keen to get together and chat but 
were quickly back upstairs ready 
for the afternoon sessions.

Sleep paralysis films were 
shown and then Carla McKinnon 
(producer) and Daniel Dennis 
(researcher) commented on the 
film and/or the background to 
the cause and effect of sleep 
paralysis.

It was a bit scary in places as 
the films are very ‘real’ and based 
on hypnagogic hallucinations, so 
many delegates and readers will 
be able to empathise.

The next speaker was Jane 
Maxwell who provided a brief 
resume of her trip to India, minus 
medication, another inspiration 
to people with narcolepsy to 
consider the things they can do 
rather than those they may not be 
able to do.

‘Getting to Know You’ 
was theme – and we did 
during 2013 conference

Delegates display the message of the 2013 conference in Watford

The new chairman of Narcolepsy UK, Matt O’Neill, 
getting to know one of the delegates.
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Author Sue Moorcroft spoke 
of her book ‘Dream a little 
Dream’ and brought along her 
research in the form of the real 
life sufferer Dominic.

They gave an enjoyable 
reflection of their work together 
to ensure this story truly reflected 
narcolepsy and cataplexy as suf-
fered by Dominic.

It was something slightly 
different and provided some light 
relief after the films.

Matt O’Neill, the new chair-
man of Narcolepsy UK, gave an 
overview of the opportunities 
available to all to fundraise with-
out cost or changing your habits 
– via Give as you Live, Every 
Click, and other schemes which 
can be seen on NUK’s website.  

Trustee Nicola Rule came on 
next to give a succinct round up 
of opportunities for volunteers to 
help both the charity, themselves 
and people with narcolepsy.

Opportunities include running 
fundraisers, networking groups, 
promoting the charity via the 

press and many more.
How does this help the volun-

teer – by learning new skills and 
by adding this and the volunteer-
ing role to your CV.

The conference then came to 
its end with many new friends 
made, old friends revisited, and 
people flying home to Iceland 
and Nigeria. An evening meal 
followed and was riotously funny 
– and many groups were still 
chatting away past closing time.

So did we get to know you 
during the Watford conference? 
Well we hope we did.

Feedback forms so far have a 
consistent excellent response to 
how the conference was run and 
the trustees really do hope you 
had a great day and made con-
tacts that will help people with 
narcolepsy support one another 
and learn from each other.

Thanks for coming – see you 
next time and, with luck, in be-
tween we shall have some local 
networking groups springing up 
in the near future.

Various views of Conference 2013, which was held in 
Watford during September
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Margaret is always going the extra 
mile to lend people a helping hand
DURING the 2013 conference 
in Watford, Narcolepsy UK’s 
(NUK) operations officer Marga-
ret Roxburgh was presented with 
a well-deserved award.

She was handed the award 
for Going The Extra Mile by the 
organisation’s chairman Matt 
O’Neill.

The award was a newly-creat-
ed prize which will now become 
a feature of conference every 
year, and it was created to reward 
a person who has made a real dif-
ference to NUK and people with 
narcolepsy.

Margaret’s diligent work 
on NUK’s helpline has gained  
£141,000 in benefits for members 
this past year and she puts in a 
lot of work on the conference and 
completing several applications 
for benefits to help people with 
narcolepsy and/or cataplexy.

It is an award that everyone 
associated with NUK will agree 
was well deserved – something 
backed up by a letter received by 
one person she helped who was 
having problems with a DLA ap-
peal. The person wrote: “I found 

myself in the position of being 
declined my Disability Living 
Allowance (DLA) and incapac-
ity benefits after attending my 
interview assessment for ATOS 
Healthcare.

“I appealed against the 
decisions and the day before my 
court hearing for DLA, I rang 
Narcolepsy UK to see if they had 
any advice as I felt as though I 
couldn’t cope.

“I spoke to a lady called 
Margaret who gave me some 
vital information to help me and 
talked me through step by step 
what I should expect. She gave 
me some much needed confi-
dence to get me through it and I 
am certain I could not have done 
it without her.

“I actually won my appeal 
and all I can say is ‘thank God 
for NUK’ – I am sure there are 
many more people like me who 
have been saved.

“Once again many thanks 
to Margaret. When I have my 
incapacity benefit appeal I will be 
ringing NUK again to make sure 
I have the vital information.”

Margaret Roxburgh receiving her award from NUK 
chairman Matt O’Neill during the 2013 conference.

Different ideas help to inspire delegates
A RANGE of different 
ideas were embraced at this 
year’s conference and they 
provided those in attendance 
with plenty of inspiration.

The N-Art exhibition, 
showcasing the artistic skills 
of people with narcolepsy, 
was a completely new idea 
for this year’s event in Wat-
ford and it proved popular 
with delegates.

Thanks go to Heather 
Korbey for organising the 
exhibition and Hobbycraft 
for providing the prize to 
the person whose artwork 
feedback form was first to 
be pulled from the hat.

To see more artistic 
creativity connected to 
narcolepsy, join the N[ART] 
Facebook group.

The Wall of Words was 
set up for conference by 
volunteer Claire Metters.

The idea of this was that 
delegates posted their posi-
tive outcomes related to a 
host of different statements 
related to narcolepsy.

Other delegates would 
then read what people had 
posted on the wall using 
Post-it notes and the hope 
was this would then help 
to inspire them as they not 
only cope with narcolepsy 

and cataplexy but look to 
improve their life as well.

Feedback forms from 
the conference are assessed 
and the comments on the 
forms are used to then help 
shape the format of future 
conferences. If you have any 
further comments or sugges-
tions to make please contact 
us using the details at the 
bottom of this page.
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A NOTTINGHAM-based firm has been doing 
their bit to swell the coffers of Narcolepsy 
UK throughout 2013.

AdamsonJones, a patent and trademark 
attorney company, regularly enters teams 
into the Robin Hood Half Marathon to raise 
money for their chosen charities each year.

This year was no exception, with the 
company entering a team in the Nottingham 
Post Corporate Relay Challenge, as well as 
several employees taking part as individual 
competitors. 

The company has raised almost £3,000 
this year for The Prince’s Trust and Narco-
lepsy UK, with employees taking part in a 
variety of events to raise those funds, includ-
ing a 25 mile walk across the White Peak and 
the Derby Triathlon.

AdamsonJones chose Narcolepsy UK as 
one of its nominated charities as the daughter 
of their chairman, Steve Jones, has the condi-
tion. The company hopes their fundraising 
efforts will help promote awareness of narco-
lepsy as well as provide funding towards the 
local self-help groups and research into the 
cause and treatment of the condition. 

Managing director Simon Cooper was one 
of six employees who took part in the triath-
lon and he was also in the relay team. 

He said: “Taking part in an event such as a 
triathlon or half marathon as part of a team is 
much less daunting and often a lot more fun 
than competing as an individual. 

“The team building aspect is particularly 
important to us when deciding which events 

to enter. The atmosphere on the day was 
fantastic, and everyone performed extremely 
well, especially considering that none of us 
had ever entered a triathlon before.

“The Robin Hood Corporate Relay Chal-
lenge is a firm favourite of ours and a great 
way for employees to get fit, raise money for 
our charities and meet up with other local 
businesses. It’s much more accessible to 
employees who are not necessarily seasoned 
runners but would like to take part in the race.

“Last year we came in second place so 
who knows, we could do even better this year 

and come in first.”
Simon’s prediction was correct as Adam-

sonJones won the corporate relay challenge. 
They also beat their BioCity rivals into fourth 
place which means they have received a fur-
ther £100 towards a charity of their choice. 

The company rounded off their year of 
fundraising with a less physical but no less 
competitive challenge, a ‘Baking Bonanza.’ 

Staff who work at BioCity, where Adam-
son Jones are based, were invited to sample 
and judge an array of sweet and savoury 
baked delights made by AdamsonJones staff.

Company’s marathon 
effort over fundraising

Match funding is a great way to double 
your fundraising efforts for the charity
FUNDRAISERS, here’s a brilliant way to 
double your money for Narcolepsy UK – it’s 
called match funding.

Simply put, many companies will often 
give money to charities their employees 
donate to or are involved in, often on a 1:1 
ratio, meaning any money you raise could be 
doubled.

Many organisations throughout the UK 
offer their employees the chance to grow their 
individual fundraising efforts by ‘matching’ 
the money they raise for their chosen charity. 

Some will match fund on a pound for 
pound basis, while others will have a cap on 
their donation. It is usually large organisations 

that have established match funding schemes 
in place. 

However, any business, no matter how 
small, may be happy to adopt the idea. 

Many banks and building societies get 
involved. Ask your employer if they run such 
a programme or would be interested in doing 
so. Perhaps approach your HR department in 
the first instance, if you have one.

If you don’t have any luck, it might be 
worth asking if the organisation would like 
to make a donation to your chosen charity in 
support of your fundraising efforts.

Our fabulous fundraiser Heather Holland 
held a Motown and Soul Night for NUK in 

July at Springwater Golf Club, near Notting-
ham. She charged £5 a ticket and organised 
food for guests, with all proceeds to NUK.  

Santander Foundation agreed to match 
whatever was raised, up to £750, and 
Heather’s hard work meant the bank’s staff-
matched donation scheme added an incredibly 
generous £548 to the pot.

Our grateful thanks to Santander’s Lesley 
Evans and Jill Green for their help.

Heather also has NUK’s first collecting 
box on the counter of her off licence, and 
she has just taken delivery of a second, for 
the golf club – both a great source of regular 
income for us.
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New chairman in place 
to continue good work
NARCOLEPSY UK has ap-
pointed a new chairman – Matt 
O’Neill.

Matt has narcolepsy with 
cataplexy and joined the board of 
trustees a year ago. 

In that time, he has been the 
driving force behind the addition 
of new fundraising initiatives, 
including Give As You Live and 
Charity Greetings Cards. He has 
a wealth of management experi-
ence from more than 15 years in 
corporate banking that he brings 
to the role of chairman. 

He is currently on a long term 
disability scheme provided by his 
employer, as he works towards 
an effective medicinal regime.

He takes over from Bill Har-
ris, who had been chairman of 
Narcolepsy UK for the last five 
years. 

Bill has guided the board of 
trustees through exciting times 
of growth and change. He will 
continue to contribute to the 
development of the charity as a 

trustee.
Bill said: “I am most proud 

that in my time as chairman the 
charity has helped more people 
than ever before. 

“Not just those with narco-
lepsy, but also carers, parents, 

families and medical and educa-
tion professionals.

“It may sound simple but that 
is the core purpose of Narcolepsy 
UK.”

In the last five years, the 
charity has increased attendee 

numbers to its conferences, 
introduced the benefits helpline, 
undertaken one-to-one advocacy 
work, achieved a significant rise 
in website visitors, added the fo-
rum to the website and expanded 
its online presence to social 
media platforms.

Matt added: “What Narcolep-
sy UK does is hugely important. 
My role is to continue to prog-
ress what others have already 
achieved and to build on it. 

“I want to ensure the financial 
security of the charity by diver-
sifying the number of ways the 
charity receives funding. 

“Therefore we will be able to 
initiate new projects, as well as 
ensure the continued success of 
existing ones. 

“I also believe that the passion 
and talent within our supporters 
are a real driving force in raising 
awareness of narcolepsy. 

“So, I will be looking at the 
best ways to encourage and 
maximise this enthusiasm.”

www.giveasyoulive.com/join/nuk

ONLINE sales this Christmas 
season will likely top £17bn.

If all of that money was spent 
with Give as you Live, that 
would raise around £650m for 
charity.

Christmas is a time for cel-
ebration, for family and friends 

and for looking beyond life’s 
worries and stresses. 

It’s a time when we enjoy 
giving to those we love and we 
remember those most in need.

With Give as you Live you 
can do both at the same time. 

When you buy your Christ-

mas gifts online with Give as you 
Live installed, the retailers you 
buy from will donate a percent-
age of your spending to us. At no 
extra cost to you. That would be 
a good Christmas, wouldn’t it?

Narcolepsy UK is registered 
with this scheme so if you join 

using the website address below, 
when you buy your Christmas 
presents, NUK will also benefit.

All you need to do to join this 
free service, which helps NUK 
and lets you shop at over 3,000 
stores online, is visit: www.
giveasyoulive.com/join/nuk

Help NUK as you shop for Christmas presents


