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Watford bound 
for conference
NARCOLEPSY UK can reveal 
the details of the 2013 conference 
which will be a celebration of the 
achievements of people with the 
condition.

The 2013 ‘Getting to Know 
You’ conference will take place 
within easy reach of central Lon-
don in the Hertfordshire town of 
Watford on Saturday, September 
14.

The ‘Getting to Know You’ 
title for this year’s conference 
refers not only to people meeting 
one another at the popular annual 
event but also getting to know 
the condition.

Delegates will get the chance 
to hear from professional speak-
ers as well as from fellow Narco-
lepsy sufferers, sharing the trials 
and tribulations in their lives 
but also focusing on the success 
stories people have enjoyed.

Narcolepsy UK chairman Bill 
Harris said: “This promises to be 
an upbeat meeting with plenty of 
information available, but we are 
also seeking to unite those people 
newly diagnosed with the condi-
tion with those who have lived 
with Narcolepsy for years who 
have amusing and challenging 
tales to tell.

“We also want to hear from 
people who have achieved much 

in their life – which can be an 
inspiration to someone who has 
not come across the condition 
prior to diagnosis. 

“I urge all members to come 
along, make new friends, learn 
how others cope and achieve.”

This year’s event is being 
held at the Park Inn Hotel, 30-40 
St Albans Road, Watford, from 
10am-4.30pm. Registration costs 
£15 per person and includes a 
buffet lunch.

The hotel is a few minutes 
walk from Watford Junction 
Station, which is just 20 minutes 
from Euston mainline station in 
central London, with trains run-
ning every ten to 15 minutes.

The hotel can also be easily 
reached from junctions 19 or 20 
of the M25 and there is plenty of 
free car parking spaces available 
at the hotel.

Delegates attending the 
conference can book rooms at the 
hotel at the discounted rated of 
£75 for a double room, including 
breakfast. Let the hotel know you 
are a delegate when booking the 
room.

We have 50 rooms held for 
priority booking by delegates 
until August 16. After that rooms 
will be available to anyone on 
a first-come-first-served basis. 

But, provided that there is a room 
available you can still get the 
delegate discount after that date.

There are also many small 
bed and breakfast establishments 
and family motels nearby in the 
town centre.

In a new feature for 2013, 
Narcolepsy UK will be hav-
ing an exhibition of creativity 
running during the conference, 
showcasing the artistic talents of 
Narcolepsy sufferers.

The display is set to feature 
artwork in any medium, poten-
tially including paintings, draw-
ings, photography, needlework, 
sculpture, woodcarving, cross 
stitch, pottery and other items 
produced by people with narco-
lepsy or which are narcolepsy-
related.

If you would like to exhibit 
any items, please contact trustee 
Tim Kavanagh using the details 
at the bottom of the page or by 
e-mail at: tim@narcolepsy.org.uk 
by the end of August at the very 
latest.

If you are not able to supply 
the original piece that is ok, as 
we will accept scans or photo-
graphs as well.

There will also be an informal 
post-conference dinner at the 
hotel for those who want to stay 

on after the conference and relax 
with a meal together.

The meal will be a three 
course buffet – the cost is still to 
be confirmed but is expected to 
be around £18 per person.

If you would like to attend the 
dinner please let us know using 
the contact details at the bottom 
of the page so we can indicate 
numbers to the hotel.

This year the conference 
has again been sponsored by 
the Worshipful Company of 
Actuaries, and the arts and crafts 
exhibitions will be supported by 
Hobbycraft, to whom Narcolepsy 
UK send our thanks.

For more details on the 
conference and details of how 
to book your place, visit our web-
site at: www.narcolepsy.org.uk
l Have you triumphed over 

adversity this year – got a new 
job, completed your training or 
education, had a baby or enjoyed 
a different life-changing experi-
ence?

We are looking for some 
people to attend and speak at the 
conference to share their experi-
ences with delegates.

If you are interested in tak-
ing part, e-mail nicola.rule@
narcolepsy.org.uk or call 01480 
457115.
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Meeting proves 
to be such an 
inspiration
NARCOLEPSY UK hosted the first network 
meeting in Scotland on Sunday, June 16, and 
it attracted a fantastic turnout.

The age range of those who attended the 
meeting was from seven-years-old up to 
70-years-old and each had a story to tell. 

Firstly there was Brenda who had been 
diagnosed with narcolepsy when she was only 
15-years-old and is now 70-years-old. She 
had never met another person with narcolepsy, 
other than a conversation on the phone with a 
man many years ago.

Brenda travelled over two hours to attend 
the meeting and she entertained everyone with 
her funny stories about raising her family – 
she proved to be a truly inspirational lady.  

Then there was Gail and Lyn, who both 
have narcolepsy. They met through their 
partners at work. One partner heard the word 
Modafinil and quickly made a beeline for the 
speaker. 

They had a conversation and learned their 
partners (Gayle and Lyn) suffered from narco-
lepsy, and they then brought them together. 

Then there was young Alex, a charming 

exuberant young boy who at seven-years-old 
is just starting his journey with narcolepsy. 

Also there was Chloe, a lovely 14-year-old 
girl who is also newly diagnosed. These meet-
ings will enable Alex and Chloe’s family to 
feel fully supported and less isolated. 

The wide age range also enabled members 
to offer something unique in their experiences 
with narcolepsy/cataplexy, and this is invalu-
able in helping to support others.

We were also able to give information 
regarding benefits such as DLA and ESA and 
also how to access funding for Xyrem. When 
the meeting came to a close there was a flurry 
of activity and addresses, telephone numbers, 
and facebook addresses were exchanged. 
Hopefully these will be the beginning of some 
life-long friendships being made.

We plan to have our next meeting in Octo-
ber and hope to welcome everyone again. 

Details of this meeting will appear on the 
website when they are finalised. 

There will be many new faces coming 
along, and Margaret Roxburgh is sure that it 
will be just as successful.
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Narcolepsy UK needs a book keeper
THE TRUSTEES of Narcolepsy UK are 
looking for a book keeper to work with the 
charity’s treasurer.

If you are interested in the position you 
should be able to work in a variety of the com-

mon financial computer software packages 
and able to work confidently with spread-
sheets to perform a number of different tasks.

If you can help us please get in touch using 
the details at the bottom of the page.



Post: PO Box 13842, Penicuik, EH26 8WX  Phone: 0845 4500 394  e-mail: info@narcolepsy.org.uk

Round-up of your fundraising efforts for Narcolepsy UK
A GROUP OF women led by 
Megan Ellis have gone that extra 
mile for charity – well an extra 
26 miles in fact...

They put together a team 
called ‘The Flying Floosies’ to 
take part in the Belfast Marathon 
Relay and raised around £300 for 
Diabetes UK. This charity was 
chosen as a close friend of Me-
gan had recently been diagnosed 
with type one diabetes. 

Megan, who has narcolepsy, 
successfully completed her 7.1 
mile leg of the marathon in 1hr 
17min, and the team took 4hr 
46min to complete the full mara-
thon distance.

She had to battle against some 
serious injuries to complete her 
leg. She explained: “I’m really 
chuffed about this as I did it with 

narcolepsy and cataplexy and 
torn ligaments, a sprained ankle 
and shin splints. I think it’s safe 
to say the adrenaline definately 
kicked in on the day. 

“Another member of our team 

also had shin splints and another 
one of them was in a car accident 
only weeks before the event so 
we all did amazing.”

The event also highlighted to 
Megan the ignorance there is of 

narcolepsy in Northern Ireland.
She added: “Trying to explain 

to people what narcolepsy is 
and them asking questions and 
making comments got very 
frustrating – some said ‘why are 
you raising money for that,’ and 
‘there’s plenty of charities that 
could use the money for research’ 
and one person actually said to 
me ‘sure that doesn’t kill ya!’ 

“Northern Ireland is slightly 
ignorant towards narcolepsy 
because there’s no awareness of 
it. People don’t know what it is 
or what it involves and when you 
explain they laugh or comment – 
it’s not always fun.”

Megan is now hoping to raise 
money for Narcolepsy UK when 
she takes part in the Dublin Half 
Marathon in October.

SHELLY Abrahams sent in this 
picture (below) of her daughter 
Jessie taking part in the Bristol 
10k race for Narcolepsy UK.

She has collected in all of her 
sponsorship and raised around 
£500 for us – thank you Jessie 
and well done.

She is pictured below just be-
fore the start of her run around 
the streets of Bristol.

OUR FANTASTIC fundraisers have 
been very busy, with all sorts of events 
and challenges going on to support the 
charity.

One young star is 15-year-old Ray-
anne Noble (pictured above) who has 
been working really hard with her fam-
ily for Narcolepsy UK. Rayanne said: 
“We had a charity barbecue, charged ev-
eryone £5 entry, and the food was kindly 
donated and paid for by my dad’s work.

“I had a raffle, I asked local places 
for raffle prizes and they donated vouch-
ers and other items and I charged £1 a 
strip for those. I then had a face painter 
come free of charge, and I got my face 
painted as a burger. 

“It was a really good day and every-
one enjoyed themselves. My dad also put 
on a penalty shoot-out contest. We are 
going to do the same again this year to 
hopefully raise lots of money again.”  

l A RELATIVE of one of our supporters has 
donated a coin collection of over 350 individual 
coins, dating back to the early 20th century, and 
proceeds from the sale will be passed to Narco-
lepsy UK.

l We are gradually increasing the depth and 
breadth of our donation packages so donors can 
find the best, most efficient method of donating 
in an easy way.

We have introduced our own charity card shop 
and Give as you Live – companies donate a 
percentage of your spend directly to your chosen 
charity. It’s so simple and it doesn’t cost you any-
thing. A short video explaining how this works 
is available via the fundraising section of the 
Narcolepsy UK website.

l In the near future, we are also planning to 
provide you with more information on how to do-
nate directly from your salary, by simply check-
ing that your employer supports payroll giving. 

l Jayne Collins put her running shoes on for 
Narcolepsy UK to complete the London Mara-
thon. Lady Stormont held a successful fair at 
Scotland’s Scone Palace, while John Dixon and 
Dr Gary Dennis had to pull out of the Sheffield 
half-marathon due to injury but fully intend hav-
ing another go next year. Jane Strongman, who 
lives in France, belongs to an international ladies 
group which organised a fair.

l Wendy Miller raised funds for the charity at an 
annual reunion of ex-Army mates and their wives.

l Heather Holland is holding a charity Motown 
and Soul Night at her local golf club and she also 
kindly offered to put a Narcolepsy UK collecting 
box on the counter of her off-licence which will 
be a welcome source of regular income. If any 
retailers would like to have a counter box, do let 
our fundraising manager Clare Baldwin know – e-
mail her at: clare.baldwin@narcolepsy.org.uk

THE TRUSTEES of Narcolepsy 
UK would like to offer their very 
sincere thanks to family members 
of those people who have died 
and, with great forethought, 
either left a legacy to this charity 
or families have arranged for a 
collection at a funeral or thanks-
giving service.  

Support such as this is a great 
testament to those no longer with 
us and such a help to others.
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WE ARE delighted to tell you that Margaret 
Roxburgh, who runs Narcolepsy UK’s two 
helplines, has assisted sufferers in winning 
£120,600 in Disability Living Allowance 
since the evening benefits line opened in 
October 2011.

Narcolepsy UK has one phone helpline for 
general enquiries which began 30 years ago 
and another for benefits advice. Many people 
who contacted us were not even aware they 
were entitled to DLA.

Margaret has responded to 1,128 enquiries 
to the two helplines in the six months to April 
1, 2013, so far this year.

She helps to deal with such issues as 
how to get a diagnosis, medication, finances, 

employment rights, problems at school and 
work, isolation and depression.

The general helpline for advice and sup-
port is manned for a total of 16 hours a week, 
Monday to Friday. The evening benefits 
helpline is open Tuesdays and Thursdays 
from 5-8pm. Outside of those hours an an-
swer machine is available.  

Our administrator Margaret has consider-
able experience of benefits rights, and spent 
eight years with CAB. She can help you navi-
gate through what is a complex system. 

Some of her successes so far include 
helping a mother win £400 a month in DLA 
for her ten-year-old daughter for five years, a 
total of £24,000.

Margaret provided information and sup-
port and assisted with the application process.

Another grateful mother told Catnap: 
“Thank you for taking so much time to help 
us. Not only explaining to me the condition 
better – my son is a newly diagnosed seven-
year-old but I am 100 per cent sure he has had 
it from birth – but also helping us fill in the 
DLA forms.

“I could not have done this without you, 
nor would I have known about it in the first 
place. 

“I cannot thank you enough.” 
If you need help, get in touch with Marga-

ret on 0845 450 0394 or e-mail her at: info@
narcolepsy.org.uk

Margaret helps members 
get benefits worth £120k

NARCOLEPSY UK member 
Henry Nicolls wrote to Catnap 
to tell us about a test he poses 
people when he strikes up a 
conversation and the new book 
he is hoping to write.

Henry said: “Over the last 
few years I’ve been running a 
simple quasi-experiment, drop-
ping the fact that I suffer from 
narcolepsy into conservation 
and gauging the reaction. 

“I’ve been encouraged to 
find that most people have now 
heard of the condition and are 
keen to learn more. But it’s also 
true that the widespread per-
ception is that narcoleptics only 
suffer from excessive sleepiness. 

“Very few, if any, people 
know about those other symp-
toms, notably cataplexy, sleep 

paralysis and lucid dreams that 
many of us experience.

“I am writing a memoir-
style book on narcolepsy, in 
which I hope to capture the 
rich, near-infinite variation in 
this strange, debilitating disor-
der and I need your help.

“I would like to hear from 
anyone prepared to share their 
experiences of narcolepsy. How 
long did it take to get diag-
nosed? What treatment works 
for you? How has narcolepsy 
affected your career? What’s 
the most terrifying hypnagogic 
hallucination you can remem-
ber? How about your most 
creative, vivid dream?”

You can contact Henry by e-
mail at: henry@henrynicholls.
com or call 07717 303654.

Book plan to capture 
extent of experiences

ART STUDENT Catherine Garvey has designs on helping people to 
understand Narcolepsy better – so much so that she put her skills to 
good use by coming up with a series of posters.

Her sister suffers from the condition so she decided to come up 
with the artwork (one of the posters is pictured right) by using facts 
and figures from the Narcolepsy UK website.

Art student has designs 
on aiding understanding


