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Narcolepsy UK is 
heading to Sheffield 
for spring meeting
NARCOLEPSY UK is keeping its 

promise to return to the north of the 
country with the announcement of the 

spring conference, which will be held in Shef-
field on April 2.

We had hoped to use Manchester, where 
Dorothy Hand held the very first meeting 30 
years ago. Unfortunately finding a suitable 
venue proved difficult and it was decided that 
Sheffield had equally good transport links 
and a number of impressive locations that we 
could use.

We shall be using the Sheffield Hallam 
University’s City Campus for the conference. 
This is in the centre of Sheffield and should 
not be confused with the Crescent Campus.

The City Campus houses the Furnival 
Building where we shall be holding our 
meeting. The Furnival Theatre seats up to 120 
people and we will also have two break out 
rooms adjacent to the theatre where members 
can discuss issues that affect them.

In conjunction with Sheffield CAB we will 
be running a benefits surgery where problems 
relating to all benefits and NHS funding is-
sues can be discussed on a one-to-one basis 
with experts.

As you would expect, the location has full 
disabled access including ramps and lifts.

In terms of transport this location could not 

be better. By car you are 10 minutes away 
from the M1 and the City Campus is opposite 
the train station and Sheffield’s transport 
interchange at Pond Street.

Unfortunately as this is term time we are 
unable to offer rooms on the campus but we 
have been able to organise discounts of up 
to 33 per cent for delegates who stay at local 
hotels. Please contact John Cherry via e-mail 
at: john.cherry@narcolepsy.org.uk for further 
details. 

Registration will commence at 10am and 
the meeting proper starts at 10.45am. A buffet 

lunch and full programme through to 4pm is 
included in the price.

We are afraid that with the increased costs, 
including VAT, of booking venues for meet-
ings we have had to increase the price of our 
conferences in 2011. The day rate is now 
£15 for members and non members will be 
charged £35. A booking form for the spring 
conference should be enclosed.
l Narcolepsy UK’s traditional main confer-

ence of the year is to be held in Cambridge 
on September 24. Booking forms and more 
details will be released in July
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Important notice to all members –
Extraordinary General Meeting
taking place in Sheffield on April 2

INCLUDED with this issue of Catnap is 
the proposed new Articles and Memoran-
dum of Association for Narcolepsy UK.

The trustees believe that it would be better 
for the society if we became a charitable 
limited company.

This had the overwhelming support of those 
members who attended the Cambridge confer-
ence in September last year.

This EGM is the next step in that process. 
If members vote to approve incorporation on 
April 2 the articles will then be presented to 
Companies House for their authorisation.

If they agree then the Charity Commission 
will give final approval and on the same day 
we will close (or dissolve) the existing charity 
and open the new charitable company. 

All bank accounts and savings will be trans-
ferred to the new company under the watchful 
eye of the Charity Commission. The major 
difference you will notice is the registered 
charity number, which will change from its 
existing 326361. 

The articles have also been constructed so 
that we can comply with the Office of the 
Scottish Charity Regulator and become a 
registered charity north of the border too.

This will allow us to legally support our 
members in Scotland as well as approach 
charitable trusts in Scotland for their support.

Why do we want to become a charitable 
company? In our present state we are not 
allowed to sign contracts, employ people or 
lease office space in the name of the charity.

By becoming a company the charity will 
own things (like the website for instance) 
rather than the trustees.

We also think it will be easier to undertake 

research and to obtain funds from grant giving 
trusts. It has the full backing and approval 
of all the trustees. The existing constitution 
does make clear that we must provide copies 
of proposed changes to the constitution to all 
members, which is why it has been sent out 
with this edition of Catnap. 

The agenda for the meeting will have three 
requirements for members to vote on:

1. That the existing Unincorporated Associa-
tion be wound up within the next six months

2. That the Society should become a Chari-
table Company Limited by Guarantee.  

3. That the proposed Articles and Memo-
randum of Association become the governing 
documents of the new charity.

The EGM will take place in the Furnival 
Theatre at Sheffield Hallam University, Shef-
field, at 10.30am on Saturday, April 2, 2011.

This note in Catnap and on the Narcolepsy 
UK website will be the only notice given to 
members. Members who are unable to attend 
are fully entitled to deliver a proxy vote to the 
meeting if they wish to.

Proxy voting forms are available to down-
load from our website – www.narcolepsy.
org.uk – or by sending a stamped addressed 
envelope to: Proxy Vote, PO BOX 13842, 
Penicuik, EH26 8WX. This is also the address 
to send completed forms to and the deadline 
for this is Wednesday, March 30.

Members who agree to the proposal of 
the trustees need not vote - any member not 
responding will be considered as voting with 
the recommendation of the trustees. 

Members who wish to attend the EGM only 
and not the spring conference which follows 
may do so at no charge.

Doctor Reading set to make his 
first appearance at spring meet
DR PAUL Reading has confirmed he will 
be the guest speaker at the Spring Confer-
ence of Narcolepsy UK in Sheffield.

As well as being a consultant neurologist, 
Dr Reading runs the Sleep Clinic at James 
Cook University Hospital in Middles-
brough.

He has a particular interest in narcolepsy 
and abnormal sleep in neuro-degenerative 
diseases, such as Parkinson’s and Hunting-
tons.

The Sleep Clinic has been running for 10 
years, initially it was set up in Newcastle 
but it is now very firmly based in Middles-
brough, and it attracts referrals from all 
over the country.  

As well as editing and publishing numer-

ous books, articles and papers and being 
treasurer of the British Sleep Society – the 
largest body in the UK for professionals 
involved in sleep medicine and science, he 
has three other claims to fame.

Dr Reading was named in November last 
year as one of ‘Britain’s top doctors’ by 
The Times.

He also has one of the largest patient 
groups on xyrem in the country and he has 
a dedicated following of his work both off 
and online.

This will be the first time that Dr Reading 
has spoken at a Narcolepsy UK conference 
and we are sure he will be given a very 
warm welcome by members keen to hear 
what he has to say.   
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THE NEW narcolepsy UK website (www.
narcolepsy.org.uk) has proved to be a great 
success.

Bill Harris, chairman of Narcolepsy 
UK, revealed that it has been viewed by a 
record number of members since going live 
in October last year.

“We were amazed to see that over 3,000 
unique users have viewed at least two 
pages on the website over the last three 
months.

“We also have over 600 individuals reg-
istered on the narcolepsy connections site. 
This is almost double the number we had 
on the previous site.

“We don’t doubt that ease of use is one of 
the reasons why so many people are using 
the site. We have also offered easy access to 
the site for a number of months.

“We now need to start ensuring the site is 
used by members and from March you will 
have to use your membership number to 
gain access to the connections section of the 
site. All the other areas are free to access.

“We have noticed that many members 
are sharing e-mail addresses and per-
sonal information on the site, and while 
we understand that sometimes this needs 
to happen, we do feel the site needs to be 
more secure.

“Do remember that membership is free -  
all you have to do is fill out a membership 
form with some basic details and you will 
receive your membership number.

“It’s as simple as that and from February 
the whole thing can be done online within 
five minutes. It really couldn’t be easier.”

So do remember if you are an existing 
user of the website and haven’t filled out 
your membership form yet, now is the time 
to do it.

From March 1 this year the bulletin 
boards on the narcolepsy connections sec-
tion of the website will be for registered 
users, ie members only.

AS WE reported in the last issue of 
Catnap, Emmanuel Mignot has 
confirmed he will be one of our guest 

speakers at the Narcolepsy UK Conference at 
Robinson College in Cambridge on Saturday, 
September 24.

We are now delighted to report that Dr John 
Shneerson has also confirmed that he will 
speak at the meeting.

Dr Shneerson has worked at Papworth for 
almost two decades and established the larg-
est sleep centre in the country at the hospital.

Dr Shneerson became interested in sleep 
medicine while pioneering new treatments for 
patients with respiratory failure in their sleep.

The Sleep Clinic at Papworth now provides 

a sleep service for those with neurological 
conditions like narcolepsy, as well as sleep 
walking and sleep violence. 

He has written numerous books, over 400 
clinical papers, is president of the British 
Sleep Society and in November last year The 
Times named him as one of ‘Britain’s Top 
Doctors’ - the second sleep specialist to be so 
honoured. It will be very interesting to see if 
the view from America will match with the 
view from Britain.

As we reported in the last issue we are go-
ing back to Cambridge for our regular annual 
conference at the suggestion and invitation 
of the British Sleep Society, whose autumn 
conference begins the day after ours.

We are both using Robinson College, which 
is very close to last year’s venue. As well as 
guest speakers, we will be holding longer 
training sessions and facilitating group meet-
ings for members on specific topics.

We have been invited to join an overlap 
session of the Sleep Society on the Sunday 
afternoon, so we are trying to put together a 
full weekend programme of enjoyable and 
interesting content for members.

Tickets will go on sale in July and we will 
be providing more information on how to 
book your place in future Catnap issues and 
also on the new website at www.narcolepsy.
org.uk. Updates will be placed on the website 
between issues of Catnap.

Dr Shneerson joins list 
of impressive speakers

Chairman reports success of new website

RECENT studies carried out at the Danish 
Institute of Health Research have examined 
the socio-economic costs of sleep disorders.

This follows on from a 2009 survey with 
the same objectives. The findings are not only 
clear but they will be depressingly familiar to 
many members of Narcolepsy UK.

People with narcolepsy have significantly 
higher levels of contact with health care pro-
fessionals, have higher levels of contact with 
pharmacists, use more medication than con-
trol subjects and spend more time in hospitals 
than ‘control subjects’ in the survey.

It also confirmed something we have long 
suspected - people with narcolepsy have high-
er unemployment levels than the norm and 
those with narcolepsy who are working earn 
significantly less than those in the random 
control group. This includes graduates.

In total the cost to the state of someone 
having narcolepsy (medication costs, doctor’s 
visits, lost hours of work, reduction in tax 
and an increase in social security costs) was 
14,242 Euros per year, compared to a control 
cost of 1,430 Euros. That is £11,912 per 
person, per year for a lifetime. 

This suggests two things. Over an average 
life an individual with narcolepsy will ‘cost’ 
the state (in lost potential, medical and social 
costs) at least £1m.

The second figure is even more stagger-
ing - if we take the medium figure of 35,000 
people with narcolepsy in the UK then this 
condition is costing the country £1m a day.

The report goes on to say that early diag-
nosis and treatment could potentially reduce 
the disease burden and this would have a sig-
nificant impact on the socio-economic costs 

to us all. The report added: “That’s why it is 
essential that people with the disorder have 
access to a system of treatment - otherwise 
the illness can affect their education, ability to 
work and thus their economic circumstances 
and health.”

While we understand that Denmark is not 
Britain - our medical costs are lower on 
average than Denmark’s while our long term 
social security benefit is probably better - 
these figures do add to anecdotal evidence we 
have collected for many years.

If anything we would say the figures were 
conservative. We have been talking for some 
time about early diagnosis being important to 
the long term wellbeing of people with nar-
colepsy. This study proves an early diagnosis 
is also good for the state of your finances and 
that of the government’s.

£1m daily cost of narcolepsy to the UK
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HERE is a round-up of the latest narco-
lepsy news from around the world.

Miley Cyrus is reported to be about to star 
in a new movie about a girl who has a rare 
form of narcolepsy.

The American actress and pop singer is 
expected to take on the lead role in the film 
Wake. Based on a novel by Lisa McMann, it 
tells the story of a girl who falls asleep and 
enters peoples dreams.

When the lead character gets within a cer-
tain distance of somone sleeping, she passes 
out and goes into their dreams.

The Daily Telegraph recently carried a 
report on Mable, the bearded collie cross 
which suffers from regular bouts of canine 
narcolepsy.

The condition is triggered in the five-
year-old when she gets over excited – for 
example, when the postman visits each day.

Vets have been left puzzled in their at-
tempts to find some form of treatment.

American basketball star Diana Taurasi 
may miss out on the Olympic Games in 
London next year after testing positive for 
using modafinil – a banned substance when it 
comes to doping tests.

The test was carried out following a Turkish 
League match. A ban of more than six months 
would see her miss the Olympics.

Is Cyrus set to star in movie about narcolepsy girl?

Sound advice will help 
Santa survive big day
Many members have requested 
that the Christmas story we pub-
lished in the news section of the 
website be made available in Cat-
nap. We are happy to oblige!

Every year Santa Claus and his team 
of elves and reindeers stay awake 
for days and nights so he can deliver 

presents to children all over the world for 
Christmas, but could he be putting his and 
their health at risk?

Sleep experts Professor Franco Cappuccio 
and Dr Michelle Miller, from University of 
Warwick’s Warwick Medical School, discuss 
the pros and cons of Santa’s ‘all-nighter.’

Q: Professor, you recently published 
some research and a new book on sleep de-
privation and how it can damage people’s 
health if they are getting less than six hours 
sleep a night. Is Santa Claus at risk by 
staying up all night on Christmas Eve?

A: Considering that he does it only once a 
year, it may not be too bad for his long term 
health. However, in the short term there are 
risks. Lack of sleep will make him drowsy, 
his vigilance will fade and his ability to think 
and remember will diminish.

There is risk for himself and others - he 
could fall asleep at the reins and crash his 
sleigh, he could even end up delivering the 
wrong present to the wrong person. So let’s 
hope he will listen to what we have to say.

Q: Should Santa sleep longer in the run 
up to the festive period to counter balance 
the lack of sleep he gets over the Christmas 
period? Would that work?

A: I doubt Santa would have the time to 
sleep in preparation for Christmas. I know 
he and his team are busy going through the 
lists coming from all over the world, sorting 
presents and loading his sleigh.

I expect they have a few sleepless nights 

ahead of Christmas Eve too but it would be 
good for him to be as well rested as possible. 

While a little nap on a rooftop here and 
there (no more than 20 minutes) might help 
in the short term, it is no substitute for a good 
eight hour night sleep. 

Santa also has a responsibility towards his 
most valuable staff - elves and reindeers. My 
advice would be to recruit more of them so 
that he could organise a rota with each elf on 
no more than a 10 hour shift, with rest and 
sleep in between.

I do realise, however, that it would be im-
possible to replace Rudolph!

Q: What stimulants could he use to keep 
him awake for that long, and avoid falling 
asleep at the reins? Are there added health 
risks attached to using such stimulants?

A: A large cup of coffee (not de-caff) could 
be a quick solution for a little while. It will 
usually have an effect after about 20 minutes, 
so have a nap before setting off again.

Do not rely, however, on repeating this 
several times. The effect will reduce with 
time and he may also suffer unpleasant side 
effects, like palpitations and high blood pres-
sure.

Q: What about the reindeers? Is there 
any evidence from the animal kingdom 
that suggests they are also damaging their 
health by flying all night long?

A: Every single living creature sleeps and 
for a reason. However, both the duration and 
the patterns vary considerably from species 
to species.

In general, wakefulness in animals is a 
survival function needed to feed and to keep 
predators away. Deer normally nap during the 
day and are quite active at night.

For Rudolph and his mates, as long as they 
are well rested beforehand, they should be 
ready for the long trip night-time around the 
world.

Q: At each stop it is traditional for fami-
lies to leave Santa mince pies and alcohol. 
Will having both of these treats make 
Santa feel sleepier?

A: Santa will definitely feel hungry after 
a sleepless night, since sleep deprivation 
increases appetite, so he appreciates a bit of 
grub to keep him going.

Since sleep debt also leads to obesity, his 
pot belly is not a surprise to us. Don’t leave 
him any booze, though. His sleepiness and 
tiredness already brings his attention to the 
level of someone who is over the alcohol 
limit, and there would be a real risk of him 
crashing his sleigh.

Q: And what would be the best way for 
Santa to recover after his busy night flying 
around the world? Is it just a case of sleep-
ing for the whole of Christmas Day and 
Boxing Day?

A: Surely Santa will feel jet-lagged at the 
end of his trip. To deliver presents at exactly 
midnight all around the world he will have to 
spend 24 hours in trans-meridian travel with 
rapid changes in time zones and little time for 
his body clock to adapt.

He will travel in darkness all the time, so he 
will be more likely to fall asleep. 

Catch-up sleep helps to recover from the 
short-term tiredness and fatigue, but will not 
help avoid the long term consequences of 
sleep deprivation.

If he were to do this all year round, he 
would definitely run the risk of dying pre-
maturely. However, children be reassured 
-  he only does it once a year for us all, and 
by following my instructions he will remain 
fresh and zippy.

This article was published in Science Daily 
on December 14 and if nothing else it shows 
that even sleep specialists have a sense of 
humour.

Have a very happy and safe 2011.


