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We still need your 
financial support
MEMBERS of Narcolepsy UK 
are being urged to lend their 
financial support to the charity 
during 2013.

Whether it is in the form of 
regular contributions, a one off 
donation or taking part in a spon-
sored event, in our special Lord 
Kitchener-style picture (right), 
Narcolepsy UK (NUK) chairman 
Bill Harris is urging all members 
and supporters that ‘your charity 
needs you’ during the year ahead.

NUK stopped charging a 
membership fee a few years ago 
in a bid to gain more members 
but the costs of running the char-
ity remain and more funds are 
needed to ensure current services 
are maintained and improved 
further in the future.

People are also being asked to 
fill in a membership form so that 
the charity has full details for all 
of its membership.

Bill Harris said: “By remov-
ing the membership fees we 
gained more members but in 
doing so we have lost a consider-
able amount of income.

“Also by members joining 
the charity online we do not have 
sufficient data to aid our applica-
tions for funding.

“In a time when grant-giving 
trusts have less to give we have 

to make the very best applica-
tions for support and we are 
limited by not knowing enough 
about you, our members.

“We need to be able to know 
how many people we have in 
each area, their age range, sex 
and whether or not they are able 
to work. This information helps 
to make a stronger case for giv-
ing funds to us to maintain the 
services we offer members.”

A new membership form is 
available to download from the 
website and everyone is being 
asked to fill out and return this 
form so the charity’s database 
can be brought up to date.

Bill added: “Did you realise 
that to produce just Catnap it 
costs at least £5 per member per 
year and the only means we have 
to recoup this cost and continue 
is to apply for grants. This does 
not take into account the advice 
and advocacy services we offer 
or conferences. 

“If we are to continue to 
deliver what we believe to be a 
valuable service we need your 
financial support.”

To make donations, to set up 
regular payments or for any other 
information on how you can help 
NUK, please contact us using the 
details below.

gg YOUR CHARITY
NEEDS YOU!
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Are researchers 
closing in on the 
‘holy grail?’
WHEN you think about the hypothalamus you 
have to wonder why something so small can 
have such an impact on the body.

The hypothalamus isn’t that big, about 
the size of a large peanut and weighs about 
1/300th of brain density. In terms of narcolep-
sy the area involved within the hypothalamus 
is about the size of a 14 point full stop.

For such a small part of the brain, the 
hypothalamus does a lot; it keeps our bodies 
in balance or homeostasis as doctors say. It 
controls temperature, hunger, thirst, fatigue, 
anger, our circadian clock, of course the need 
to sleep and more.

How does it manage all these functions? It 
uses something called neurotransmitters and 
neuromodulators to control various parts of 
the body. These do exactly what their names 
sound like – they send signals to the body and 
modulate those signals so they are not too 
strong or too weak.

All this from an area of the brain you 
probably never knew existed before develop-
ing narcolepsy. In narcolepsy research there 
are two giant leaps left to complete – to get 
orexin/hypocretin molecules back into the 
brain to control narcolepsy and transplanting 
effective orexin neurons into the brain.

Both are tricky to do; orexin molecules are 
quite large and have difficulty getting through 
the blood brain barrier.

But earlier in 2012 we reported on suc-
cessful trials of a nasal spray using orexin b 
(hypocretin 2) molecules – the smaller of the 
two – with good results.

Now we can report on the second leap – 
transplantation of live cells into rat brains.

The US National Library of Medicine 
reports on work carried out in Mexico by a 
team led by Professor Arrias-Carrion that will 
be published early this year.

They injected a neurotoxin named hypo-
cretin-2-saporin into the lateral hypothalamus 
to destroy the orexin/hypocretin neurons, 
reduce orexin in the spinal fluid and creating 

narcoleptic-like behaviour in rats.
They then transplanted effective orexin 

neurons into the lateral hypothalamus and 
it reduced narcoleptic-like behaviour. The 
authors report that cell transplantation may 
provide an effective method to increase orexin 
production in the human narcoleptic brain.

If the trial can be replicated then we are 
probably seven to ten years away from human 
trials.

Some problems do however remain. First 
it has to be said that transplants of vari-
ous cell types have been used in the past to 
help people with severe neurodegenerative 
illnesses. In animals with Parkinson disease, 
cell survival has been shown to be small but 
good enough to show positive changes. So the 
process is known and known to work.

This work, however, was performed on 
rats who did not develop narcolepsy but had 
the orexin cells damaged by a neuropeptide. 

In people with narcolepsy it seems to 
be the body’s own defence mechanism that 
destroys the orexin producing cells and until 
scientists can find out how to turn that off, 
any new cells going into the brain could be 
attacked and possibly destroyed.

Then of course you have to question where 
any new orexin cells would come from and 
if transplantation took place would that mean 
the individual concerned had to take immune-
suppressant drugs for the rest of their lives? 

Finally, as we said earlier, the hypothala-
mus is a very small area of the brain – could 
active orexin neurons be transplanted into 
other parts of the brain with the same effect? 

If so it could reduce the cost and time of an 
operation. Lots of questions that we can’t an-
swer just yet. We do think it important enough 
to inform our members of this development 
and it is a first. So 2012 could well go down in 
history as the year that the ‘holy grail’ of nar-
colepsy treatment was glimpsed for the first 
time, but only time will tell if it was another 
false dawn or this time the real thing.
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Send us your stories or Catnap ideas
GOT A story you would like us to publish 
in Catnap? Or is there a subject you feel we 
should cover in a future edition?

We always welcome written contributions 
or ideas for stories from members so feel free 

to contact us – and hopefully you will get to 
see your story or idea in a future edition.

To get in contact with us, simply use the 
contact information printed at the bottom of 
this page.
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Plenty of ups and downs 
with various medications

Narcolepsy UK committee
member Hugh Davies-Webb shares 

his experiences of xyrem and
other narcolepsy medications

LIKE many narcolepsy sufferers I have been 
around the houses when it comes to finding 
effective medication to treat my symptoms.

Added to which, my symptoms have be-
come more severe as I have got older, particu-
larly cataplexy. When I was first diagnosed 
in 1998 my specialist at the time put me on 
modafinil and clomipramine.

Modafinil was new on the market at the 
time but it did not work for me, and the side 
effects were pretty scary, turning me from 
being a fairly peaceful fellow, into someone 
with a hair trigger and a vesuvian temper. 
Having red hair probably did not help there 
either!

Since then I have been through meth-
ylphenidate in both normal and Concerta 
XL forms, and currently have been taking 
dexamphetamine.

Over the years I tended to favour not using 
medication if I could help it, relying on hav-
ing an indulgent employer and being able to 
snooze as and when I needed to.

But as I have got older, my EDS has got 
worse and much of my work these days puts 
me in situations where it would not be in any-
one’s interests if I fell asleep on the job.

Also, as a father who is separated from my 
son’s mother, I have to be able to look after 

my son without falling asleep. 
Anyone who has taken dexamphetamine 

for any amount of time will know that it is 
very powerful, and certainly improves alert-
ness, but at a price.

It has a short half-life in the body, has un-
pleasant side effects, and the more you take, 
the more you need to keep you awake.

Dexamphetamine lasts for about four or so 
hours before you need to take another dose. If 
you don’t need to take another dose, or forget, 
you come crashing back down to earth.

This means you have to take frequent drug 
holidays, where you meet dexamphetamine’s 
other side effect, which is ‘rebound’, where 
if you stop taking it suddenly your symptoms 
come back, but much, much worse for a day 
or two. 

When it comes to Cataplexy medica-
tion, I found clomipramine and venlafaxine 
were pretty useless, and again, had loads of 
side effects. Venlafaxine also made me very 
nauseous.  After a couple of years of on and 
off discussions my specialist, Professor Anita 
Simonds at the Royal Brompton Hospital, 
suggested that I should give Xyrem a go, 
and having allayed my initial scepticism, I 
decided to try it.

Getting Xyrem is pretty difficult, and you 
have to demonstrate that you have tried ev-
erything else and that you are a special case. 

Professor Simonds had done her home-
work and my Independent Funding Request 
(IFR) went through smoothly, and my PCT 
agreed that a three month trial was in order. 

They asked me to keep a diary of dosage 
taken and a daily Epworth Sleepiness Scale, 
together with an indication of how bad my 
Cataplexy was. 

I used a scale of zero to three, where zero 
is no Cataplexy and three is a full body Cata-
plexy attack. 

The nature of my work as a freelance 
computer video engineer is peripatetic so I 
needed to pick a period of time where I knew 
I was going to be office based, working for a 
client who knew me well, and is well used to 
my somulent habits. 

So, does it work? Xyrem does take a bit of 
time to work – several weeks in fact. Also it 
does take a bit of time to titrate the dosage to 
a level that works for you.

I would say that for me it was partly 
successful. It does sort out most Cataplexy 
issues, Sleep Paralysis and Hypnogogic Hal-
lucinations. For EDS, it didn’t stop me falling 
asleep, but it did improve my alertness in a 
way that feels more natural than anything else 
I have taken.

However, for me, the biggest plus was 
sleeping for six hours, albeit with a break to 
take the second dose.

This is not something I have been able to 
do for 20 years, and I can’t tell you what an 
improvement to my life that is.

I’ll probably keep dexamphetamine around 
for particularly demanding bits of work, or 
when I am looking after my son on my own.

I’m hoping my PCT will let me keep tak-
ing Xyrem. Fingers crossed.

AN AUTHOR who has just published a novel 
with narcolepsy as its main topic, has de-
scribed how she got a better understanding of 
the condition thanks to the help of Narcolepsy 
UK and its members.

Sue Moorcroft’s book, Dream a Little 
Dream, tells the story of fictional character 
Dominic Christy, who has narcolepsy and the 
effect the condition has on his life.

On deciding to include narcolepsy as the 
topic of the story, Sue admits she needed 
guidance from somewhere to ensure the 
storyline was as life-like as possible for her 
readers.

She said: “The book doesn’t utilise nar-
colepsy for light relief or sensationalism. It’s 
about a guy whose sudden-onset narcolepsy 
turns life upside down, and his job and his 
girlfriend disappear.

“It’s about dreams, both sleep-time aspi-

rational and a woman, Liza Reece, who has 
dreams of her own – unfortunately, if Liza 
realises her dreams Dominic can’t realise his 
and if he gets his, she doesn’t get hers.

“When I decided to give Dominic narco-
lepsy I had no real grasp of its realities – and 
maybe if I’d known how misunderstood and 
frustrating the life of a narcolepsy sufferer 
could be, I’d have picked something easier.

“But I take my research seriously and the 
Narcolepsy UK website was soon top of my 
resource list.”

Not only was the charity’s website a big 
help but ironically the biggest help came from 
a person who shared the same name as the 
leading character in the book.

She added: “I outlined my project on the 
Narcolepsy UK messageboard: my hero, 
Dominic, was in his thirties and had narco-
lepsy. Several people kindly contacted me, 

but were of the wrong age or gender.
“Then came an e-mail: ‘My name’s Domi-

nic, I’m in my thirties and have narcolepsy 
with cataplexy.’ It was a breakthrough.

“‘Real Dominic’ gave me chunks of his 
time, read my manuscript twice, answered 
dozens of e-mails and made my book pos-
sible. If you’re interested in how the process 
felt for him you can read his interview at 
http://blog.choc-lit.co.uk/?p=3784.

“I’m grateful to have this opportunity to 
thank Dominic, everybody who contributed 
on the messageboard and Narcolepsy UK for 
being a fabulous factual resource and letting 
me attend the 2011 conference, where Dr 
Mignot answered questions that established 
my back story.”

Dream a Little Dream is available now in 
paperback and e-formats. Visit: www.amazon.
co.uk

Charity and members are thanked by writer
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IT IS amazing where an opportunity for dona-
tions to the charity can come from.

Who would have thought that a visit to 
a West End theatre in London would end up 
with a sizable gift to Narcolepsy UK?

Bill Harris and his family had gone to see 
the excellent musical Matilda. While thor-
oughly enjoying the evening Bill was amazed 
to hear that one of the characters suffered 
from narcolepsy and had fallen asleep during 
the show.

While unusual to have a character with 
narcolepsy in any sort of fiction, to have one 
where the condition was so well explained 
was unique. After the show, Bill contacted 
Andrew Lloyd Webber’s Really Useful 
Group, producer of Matilda The Musical, 
which has a charity budget.

He explained how he visited Matilda, 
really enjoyed it and was amazed to see a 
character with narcolepsy portrayed so well. 
He went on to explain that a charity exists 
to support people with narcolepsy and he 
hoped The Really Useful Group might make 
a donation.

After a wait of a couple of months, news 
came back that the charity had been awarded 
£1,500. 

Opportunities for supporting the charity 
are out there and if you see something where 
a link might exist between narcolepsy and a 
charitable trust or company, do let us know.

Our fundraising manager Clare Baldwin is 
always happy to help with writing letters and 
filling out forms.

It is always better, of course, if there is a 
direct link between narcolepsy and the trust/
group, or if you know someone there you can 
talk to about your experiences of the disabil-
ity and Narcolepsy UK.

In the meantime, a big thank you to The 
Really Useful Group for its support.

Play’s narcolepsy link 
shows how donations to 
charity can come about...

NARCOLEPSY UK (NUK) has become a 
member of the Scottish Charity Register.

The news was confirmed by the Of-
fice of the Scottish Charity Regulator in 
November. This means NUK now has 
charitable status in Scotland under the 
Charities and Trustee Investment (Scot-
land) Act 2005.

NUK is now one of over 23,000 chari-
ties registered north of the border with 
the Scottish regulator.

Charities in England and Wales 
already registered with the Charity 
Commission must also register with the 
Scottish equivilant organisation if they 
carry out substantial amounts of work in 
Scotland.

NUK treasurer Nicola Rule explained: 

“Narcolepsy UK is, as the name suggests, 
a nationwide charity.

“However, as Scotland has separate 
status to the remainder of the UK, the 
standard charity status did not cover this 
area and locked us out of some funders. 

“It has now been confirmed that Nar-
colepsy UK has been awarded Scottish 
Charity Status.

“What does this mean?  This gives us 
access to various charitable trusts and 
other donors within the Scottish bound-
aries who may fund projects specific to 
Scotland. 

“We have already received some 
superb support via Scottish members 
in 2012 and hope to extend this now we 
have full charitable status there.”

Narcolepsy UK registered 
as a charity in Scotland

TRUSTS that give funding to Narcolepsy UK 
want us to measure how the charity makes a dif-
ference to members and other people we come 
into contact with.

We have put a brief feedback form on our 
website, which can be accessed from the homep-
age. It would be wonderful if as many of you as 
possible who have access to the internet could 
complete it (anonymously), telling us how we 
have helped you.

Your answers to the five questions (tick 
boxes) will assist in proving that we are needed 
– and hopefully secure more funding for the 
charity in the future.

Fundraising manager Clare Baldwin said: “If 
we have helped you, please help us with just five 
minutes of your time.”

Go to www.narcolepsy.org.uk to fill in the 
form.

Help us to secure 
future funding


