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Meet the man who   
          aims to stop      
           narcolepsy

HE IS the man who discovered the cause of narcolepsy and be-
lieves he may be able to stop the disease before it starts – and in 
September he will be talking to members of Narcolepsy UK.

Professor Emmanuel Mignot (pictured left) is travelling from the 
United States to be one of the guest speakers at our annual confer-

ence in Cambridge on September 24.
Ten years ago Emmanuel Minot and his colleagues 

made headlines around the world when they discov-
ered the cell which causes narcolepsy.

He found that a lack of hypocretin was the trigger 
for narcolepsy. He then went on to do research on 

polymorphism, or the ‘clock’ gene that appears 
to alter internal biorhythms, and he also locat-
ed the gene variant that predisposes people to 

sleep apnoea.
In 2009 he proved that a specific immune 
cell is involved in the disorder which con-

firmed the long held belief that narcolep-
sy is an autoimmune disease.  Profes-

sor Mignot is professor of psychiatry 
and behavioural sciences at Stanford 
University School of Medicine, he is 
director of the Centre for Narcolepsy 
at Stamford and is one of the world’s 
leading researchers into narcolepsy 
and how it can be cured. 

He still has a few things to solve in 
the field of narcolepsy. He would like 

to find which peptide goes into the HLA 
        MORE ON PAGE 2
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No Ritalin shortages in the UK
MEMBERS may have heard about a shortage 
of Ritalin in America and wondered if the 
problem was going to occur here too.

I have spoken with the Ministry of Health 
and it would seem that this is a local supply 
problem in America and has no effect on UK 
supply. The US Drug Enforcement Agency 
(DEA) regularly restricts ingredients in cer-
tain medication as a way to combat prescrip-
tion drug abuse.

It would appear that at the moment 
demand for Ritalin (and its generic counter-
parts) is high and this increased requirement 
has happened at a time when the DEA had 

placed a cap on the import of raw materials to 
manufacture the drugs.

As prescription requirement grew, US 
manufacturers came face to face with the cap 
and this has halted manufacturing. It does 
seem a strange way to manage prescription 
drug abuse.

However in the UK, no such cap exists 
and stocks are at their usual level. There is 
no shortage of the base materials needed to 
manufacture the drugs and the suppliers I 
have spoken to do not expect any problems 
with delivery.

JOHN CHERRY

CONTINUED FROM PAGE 1
molecule from the virus or bacteria which 
triggers the response that destroys the hypo-
cretin producing cell. Once found it will be 
a new way to treat narcolepsy; perhaps by 
creating a peptide block.

After decades of research, Prof Mignot 
believes he might be close to fulfilling his two 
ultimate goals as director of the Centre for 
Narcolepsy -  find a treatment that effectively 
erases narcolepsy’s symptoms and discover a 
way to stop the disease before it occurs.

He thinks the first goal could be achieved 
in the next 10 to 15 years, and even for the 

latter, more difficult proposition, there is an 
inkling of hope.

He said recently: “There are hints that there 
are maybe certain cells of the immune system 
that we could detect in the blood before 
people develop narcolepsy and maybe we 
could screen people before so that risk never 
culminates in narcolepsy.

“If we can treat patients perfectly well, I 
will have made myself obsolete. But don’t 
worry, I will do something else.”

More details about the line-up for the 2011 
conference and how to book can be found 
inside this edition of Catnap.

Cure and prevention possible

All members of the charity are invited 
to attend the Annual General Meeting 
of Narcolepsy UK, which will be held 

in The Dale Room, at the Wellcome Collec-
tion, Euston Road, London.

This is the same location as where last 
year’s AGM was held. The date of this year’s 
meeting will be Thursday, August 4, 2011, 
starting at 6.30pm. 

The meeting will be presented with the min-
utes of the previous year’s AGM and the 2011 
Annual Report for approval.  

Any member who is considering joining the 
charity as a trustee is invited to contact the 

Narcolepsy UK office for an application form.
These must be returned to the address at the 

bottom of this page by Friday, July 29, 2011.
Co-opted members of the trustee body 

seeking approval are Nicola Rule and Hugh 
Davies-Webb, while Zoe Shardlow and Mi-
chael Armstrong are retiring by rotation and 
seeking re-election.  

The Annual General Meeting will be fol-
lowed by a local group meeting in the same 
venue, which will begin following the end of 
the AGM.

We expect the group meeting to start at 
around 7.15pm.

IMPORTANT NOTICE

AGM is in London 
on August 4, 2011

HOW TO GET TO... Wellcome Collection
THE WELLCOME Collection is located at 
183 Euston Road, London, NW1 2BE. It ex-
plores the connections between medicine, 
life and art in the past, present and future.

It is just across the road from Euston 
mainline railway station. By tube, you can 

use Euston (Victoria and Northern lines), 
Euston Square (Circle, Metropolitan, and 
Hammersmith and City), Warren Street 
(Victoria and Northern) and King’s Cross 
St Pancras (Victoria, Northern, Piccadilly, 
Circle, Metropolitan, Hammersmith & City).
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ONE OF the ways we are celebrating 
our 30th anniversary is to organise 
the best conference Narcolopsy UK 

has hosted in its history.
Two of the world’s most important men 

in the medical profession when it comes to 
narcolepsy are confirmed for our annual con-
ference, which is taking place in Cambridge 
this September.

Professor Emmanuel Minot will be flying in 
from the United States to give a talk during 
the day long event on September 24.

Having the man who not only discovered 
the cause of narcolepsy but who holds the key 
to future treatments and preventing the onset 
of the condition, is a major coup.

The high profile speakers don’t stop there 
though as we will also be welcoming the 
UK’s Dr John Shneerson - who has made 
Papworth Hospital in Cambridge one of the 
leading sleep centres in Europe.

This year’s conference is being held at 
Robinson College in Cambridge, which will 
also be holding the British Sleep Society’s 
annual conference around the same time. We 
are hoping to hold an overlap session with the 
society that our members will be welcome 
to attend on September 25, the day after 
Narcolepsy UK’s conference (details still to 
be confirmed as we were going to press - see 
website for updates). 

What that means is all of the leading sleep 
clinicians in the country will be around the 
college that weekend so don’t be surprised 
to see the likes of Dr Paul Reading, Profes-
sor Adrian Williams, Dr Andrew Hall and Dr 
Andrew Morley.

The conference will continue to provide 
breakout sessions involving general discus-
sion and one-to-one sessions with experts on 
the lastest changes to the benefits system.

Do remember that members get discounted 
entrance to conferences and membership is 
now free – to become a member see our web-
site for online membership forms. Members 
are advised to book their places as soon as 
possible for Cambridge as we are expecting 
a big audience for what is set to be both an 
exciting and remarkable conference weekend.

Tickets for conference are 
expected to sell quickly

HE WAS appointed as Consultant 
Physician at Papworth, Ad-
denbrooke’s, West Suffolk and 
Newmarket Hospitals in 1980. 

Since then he has developed 
the Respiratory Support and 
Sleep Centre (RSSC) which is 
now the largest unit of its kind 

in Europe. He has combined an 
extensive clinical practice with 
an active role in several national 
and international committees and 
policy forming bodies.

He is president of the British 
Sleep Society, a member of the 
European Union Committee 

of European Sleep Research 
Society, and the British repre-
sentative on the Association of 
National Sleep Societies Com-
mittee.

He has written four medical text 
books and has contributed to 
over 350 publications.

PROFILE ON...  Dr John Shneerson

Best conference yet to 
mark 30th anniversary

ENCLOSED with this edition of Catnap is the booking form for the conference on 
September 24 at Robinson College, Cambridge. Join us to meet Emmanuel Minot and 
John Shneerson, plus enjoy break out groups on benefits and health support, one-
to-one meetings with benefits experts and the opportunity to take part in a crossover 
meeting with the British Sleep Society on September 25. 

Tickets start at £15 for conference entry, which includes lunch and refreshments 
during the day. We have a range of bedrooms available including en suite singles 
and twin rooms with shared facilities. A small number of easy access and disabled 
rooms are also available. Please contact us for more information.

As ever we are holding a dinner on the Saturday night, which for many is the high-
light of the weekend. Tickets are £30 per person for a three course dinner. 

New this year is the ability to pay for your tickets using a credit or debit card online. 
Just go to our Virgin Money Giving webpage and follow the links to events – go to 
virginmoneygiving.com and type in Narcolepsy UK under the charity search option. 
If you would rather send the form in with a cheque, please follow the instructions on 
the booking form. 

Please note that the final day for guaranteed bookings is Friday, September 9. For 
conference updates please check our website at: www.narcolepsy.org.uk
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Sheffield spring meeting 
proves to be big success
ALMOST 100 delegates attended our 

spring conference held in Sheffield at 
the beginning of April.

The meeting was held in the Furnival build-
ing, which is part of Hallam University, and 
it was deemed a success by all those who at-
tended. The charity decided to launch a spring 
meeting this year in addition to the annual 
conference which is now traditionally held in 
September.

The committee decided to launch the spring 
meeting so that the charity can get closer to 
all members whereever they live in the UK. 
The spring meeting will be moved to a differ-
ent location in the country each year so that 
all members will eventually be able to enjoy a 
meeting held close to where they live.

A new idea for these conference style meet-
ings, and something that was much appreci-
ated by the attendees, was the opportunity 
to have a one-to-one session with benefits 

advisor, Jeanette Jones.
The idea was so successful that this is a 

service we will be offering to people who at-
tend the annual conference in Cambridge this 
September.

Jeanette also brought all members up to date 
on what the changes to benefits will mean 
during a lively session in the main audito-
rium. Many delegates had not realised the full 
implications of the Government’s changes as 
part of their austerity measures.

In a change to the advertised programme, 
the delegates were enthralled and moved to 
hear the story of Caroline, a mother of a son 
with narcolepsy.

Caroline explained to the meeting how her 
son developed narcolepsy after taking the 
Pandemrix vaccine. It was a moving and 
inspiring talk that focused on what she had 
found out over the last year and the help and 
support that she had received along the way.

As ever the star of the show was the medi-
cal specialist invited to speak. Dr Paul Read-
ing is one of the leading sleep specialists in 
the country and he is also an active supporter 
for the increased use of xyrem.

For over two and a half hours he talked 
about modafinil for children, Pandemrix and 
narcolepsy, medication existing and new and 
gave everyone some insight into what might 
be on the horizon in terms of future treat-
ments.

He also discussed the possibility of using 
IVIg to ‘cure’ narcolepsy but he did not 
believe that enough clinical trials had been 
performed to say one way or another if this 
was a viable option. 

The feedback received from those who 
attended this event in Sheffield is that they 
thought it was a good idea and a useful meet-
ing, so expect the spring meeting to come to a 
town or city near you in the coming years.

PEOPLE with narcolepsy driving is always a topic which stirs 
up a strong debate – as has been shown recently on the Narco-
lepsy Connections website.

Anyone who has the condition is expected to inform the 
DVLA that they have narcolepsy. Failure to do so would invali-
date your insurance policy and at some stage either your GP 
or consultant will be obliged to.

In general most of the posters on the message board section 
of the website agreed with keeping the DVLA informed of your 
personal situation. However, a few people were concerned 
about the fact that they had been driving for years without 
informing the DVLA and if they informed them now, would they 
face prosecution for not doing it years ago?

Following this online debate, Narcolepsy UK started a 
dialogue with the DVLA. Our suggestion was an amnesty for 
a period of time, to allow all those who have been driving the 
ability to register with DVLA without fear of conviction.

However, the DVLA did not agree with this idea and set out 
their reasons why not in a letter to the charity. The DVLA 
writes: “A driver who fails to inform DVLA, or knowingly makes 
a false declaration when applying for a driving licence, and 
subsequently continues to drive whilst medically unfit to do so 
is guilty of an offence under the Road Traffic Act 1988.

“A driver might also be subject to a separate prosecution for 

a road traffic offence should they be involved in an accident 
where their medical condition was found to be a contributory 
factor. Decisions about whether such a prosecution would 
be appropriate would be a matter for the police and Crown 
Prosecution Service but consideration might be given by them 
as to whether the agency had been informed of any relevant 
medical condition.

“Failure to inform the agency would also be likely to invali-
date a driver’s car insurance policy.

“In the circumstances, I am afraid it is not possible to offer 
the ‘amnesty’ that you suggest for those whom, to date, have 
not informed the agency. We do, though, support drivers who 
inform the agency in the interests of road safety and to ensure 
they continue to drive within the law and their car insurance 
policy remains valid.

“I hope it will reassure your members to know that it is not 
DVLA practice to routinely follow legal action against driv-
ers who have delayed notifying but that does not prejudice 
the agency’s position to pursue situations where considered 
appropriate.” So no amnesty for Narcolepsy UK members but 
the agency is suggesting it is unlikely to prosecute people who 
inform them of their medical situation.

Narcolepsy UK recommends that all drivers with narcolepsy 
inform the DVLA of their condition as soon as possible.

Best to keep
on the right 
side of DVLA


