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Book places now
for conference 
and get involved
DETAILS of Narcolepsy UK’s 
(NUK) 2015 conference 
weekend have been released 
and it promises to be the 
biggest one yet.

This year’s event will be 
held in Birmingham again 
– this time at the Paragon 
Hotel – over the weekend of 
September 5-6.

If you are thinking of 
attending the charity’s annual 
event delegates are being 
urged to book early to take 
advantage of a limited number 
of discounted tickets. 

The conference provides 
the opportunity to meet friends 
old, new and yet to be made.

It provides the chance to 
hear professional medical 
speakers who are familiar 
with narcolepsy and cataplexy 
alongside speakers who have 
direct personal experience of 
living with this condition and 
its side effects.

We hope to put on some 
special break out meetings 
for teenagers and also for 

youngsters to lead meetings 
with people of the same age, 
to discuss the problems of 
school and how to get the best 
from school and university.

NUK’s helpline and 
benefits advisor Rebecca 
Malone will be there to give 
general benefits advice and to 
book phone appointments for 
more complex cases.

Liam Sloan, volunteers 
co-ordinator, will be on hand 
to encourage you to volunteer 
for NUK activities.

NUK trustees will be 
available to chat to you 
throughout the weekend and 
we shall all be encouraging 
you to ‘get involved’ with the 
charity in some way.

The conference is 
taking place at the Paragon 
Hotel, 145 Alcester Street, 
Birmingham, B12 0PJ.

Saturday’s part of the 
conference runs from 10am 
until 4pm and includes a buffet 
lunch in the ticket price.

The programme of 

professional speakers that 
day will end with a question 
and answer session on the 
theme ‘To Sleep – Perchance 
to Dream,’ involving keynote 
speaker Dr Paul Reading.

To give you more time to 
share tips and experiences 
with fellow delegates, from 
7pm onwards a light buffet, 
bar and gentle background 
music will be provided to allow 
for a social evening, where 
children can play, parents 
can relax, and where we 
can all share experiences of 
narcolepsy and cataplexy with 
people of all ages. 

The event is family 
friendly with playleaders for 
youngsters during the day and 
a play park is handily situated 
next to the venue.

Sunday’s programme is 
still in the planning stage 
but proceedings will be very 
informal and relaxed and will 
run from 10am to 1pm.

The weekend also 
includes an art exhibition, 

entrepreneurs table to put 
out flyers or show your crafts, 
and on the Sunday bring your 
home baked cakes for the 
‘Best Looking Cake’ contest.

 Why not invite your GP 
and/or teacher along to the 
conference so they can also 
learn more about narcolepsy 
and cataplexy. They will 
get first hand accounts plus 
professional medical opinions.

If you are booking to stay 
at The Paragon Hotel ask for 
one of the newly refurbished 
rooms. Limited free parking 
is available at the venue 
on a first come, first served 
basis. The ticket price for the 
weekend includes attendance 
on both days of the event and 
also Saturday evening’s light 
buffet.

More details of the 
speakers as they are 
confirmed, as well as full 
booking details, are available 
at: www.narcolepsy.org.uk

A booking form is included 
with this edition of Catnap.
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A day full of 
positives in 
Germany
Narcolepsy UK chairman Matt O’Neill 
reports on what was a fruitful trip to 
Germany for European Narcolepsy 
Day.

THIS year Germany was the host for the 
Sixth European Narcolepsy Day. 

The EU-NN (European Narcolepsy 
Network) organised this day together 
with the German Narcolepsy Association 
(DNG) and Prof Young and his team 
from the Department of Sleep and 
Neuromuscular Disorders of the 
University of Münster.

This is a very important meeting in 
our annual calendar and I came away 
feeling much more engaged and involved, 
thanks to all of the awareness raising we 
have done in the UK and particularly with 
colleagues from Sweden, Ireland and 
Norway.

With 90 participants from 15 national 
patient groups attending, and sessions 
chaired by both clinicians and patients, it 
felt like we are now really gaining some 
momentum. 

Results from a prospective database 
of the European Narcolepsy Network 
were presented but I believe they do not 
show an accurate picture of narcolepsy 
diagnosis or treatment in the UK as the 
sample data was too small.

I have agreed to support the database 

and will work with our European 
colleagues and sleep centres in the UK to 
provide more data to help provide a more 
realistic picture.

The 15 narcolepsy associations 
presented information about free access 
to narcolepsy medications in their 
countries and I was able to present our 
petition on Change.org and called for 
each national group to share it with their 
members on our behalf.

I think I have always made it clear 
where we fully support anyone with 
narcolepsy and it was wonderful to 
be able to present at the end of the 
conference as part of a discussion on 
reimbursement of patients suffering from 
narcolepsy after H1N1 vaccination. 

This issue differs widely across 
countries both in terms of impact and 
even recognition. I believe that the work 
we did in Germany helped to close the 
gap between some patients with sporadic 
and secondary narcolepsy that was 
caused by this issue. 

A consensus was reached which made 
it clear that patients with both forms must 
stand up together for their rights and 
needs.

We ended the meeting with each 
patient group agreeing to send one 
member as a representative for a task 
force that will meet regularly to plan action 
at national and European level. 
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Prince is given introduction 
to narcolepsy and cataplexy
ONE OF Narcolepsy UK’s younger 
volunteers took the initiative when 
Prince Charles visited the NCS 
Dragons Den team in Newcastle back 
in February this year.

Rayanne gave the prince a full 
explanation of narcolepsy and 
cataplexy, something the charity 
has been told he was unaware of 
previously.

Narcolepsy UK followed up this 

introduction with a letter to His Royal 
Highness requesting his support for 
the charity. Unfortunately due to his 
other commitments and busy schedule 
he is unable to get more involved in 
the charity.

The NCS team were awarded £200 
via NCS to arrange another fundraiser 
and nominated Narcolepsy UK for this 
event to coincide with Suddenly Sleepy 
Saturday.
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Be wary of change 
to drug-driving laws
ON MARCH 2, 2015, a new law on 
driving while under the influence of 
certain drugs came into force in this 
country.  

People with narcolepsy who drive may 
be concerned about the possible impact 
of the new law. 

The first point to note is the new law 
does not replace any existing laws. 
It was, and still is, an offence to drive 
while impaired by a drug of any kind, 
irrespective of whether the drug is a 
medication or an illegal drug.

The drawback of the existing law was, 
from the point of view of the police, that 
a conviction could only be obtained if it 
could be shown the driver was ‘impaired,’ 
and that was often difficult to prove, 
with the result that time and money was 
wasted on prosecutions that failed.

The new law introduces legal limits 
for a list of 16 specific drugs, including 
eight illegal drugs and eight prescription 
medicines.  

Driving while under the influence of 
these drugs is now treated in the same 
way as driving under the influence of 
alcohol – there is a specified limit and 

driving while over that limit is an offence.  
There is no need for the police to show 

that there has been ‘impairment,’ all 
that matters is the blood level exceeds 
the limit. For the named prescription 
medicines, however, the new law does 
provide a defence. 

If the medicines are being taken in 
accordance with a prescription, and 
driving was not ‘impaired,’ there will be 
no offence. It is also important to note 
the limits for these drugs have been set 
considerably higher than the levels that 
occur through proper medical use.

The prescription drugs currently 
covered by the new law are not normally 
used for the treatment of narcolepsy.  

They include temazepam and other 
so-called benzodiazepine drugs that 
are normally used to treat insomnia and 
anxiety. The complete list is: temazepam, 
clonazepam, diazepam, flunitrazepam, 
lorazepam, methadone, morphine and 
oxazepam.

However, it is likely that amphetamine 
will be added to the list in the near 
future, and this will affect those who take 
dexamphetamine.

If you are in any doubt as to whether 
any medication you are prescribed is 
covered by the new law, you should ask 
your doctor.

All this means that general advice to 
people with narcolepsy whose symptoms 
are well enough controlled by medication 
for them to be able to drive remains as 
follows:
l Your medication should always 

be taken strictly in accordance with the 
instructions given to you by your medical 
practitioner.
l Failure to take your medication, or 

indeed taking too much, could impair 
your driving. If that happens, you should 
not drive.
l If your ability to drive is ‘impaired,’ 

whether due to your medication, fatigue 
or for any other reason, you should not 
drive.
l As a precaution, keep in your car a 

copy of documents confirming that your 
symptoms are well enough controlled by 
your medication that you are permitted to 
drive. That may be, for instance, a copy 
of a letter from DVLA or from your GP, 
together with a copy of your prescription.

OUR FANTASTIC supporters are pulling 
out all the stops with brilliant ideas to 
raise much-needed funds for the charity.

Elvis was in the building at a York 
sports bar, invited by Lindsey Hamilton, 
who urged a little less conversation 
and a little more splashing the 
cash for Narcolepsy UK. 

While over in 
Liverpool, Gordon 
Allen raised the roof at 
the Casa Bar, with an 
evening of live music 
entertainment featuring 
choirs, solo artists 
and groups. Raffles on 
both nights boosted the 
charity’s coffers.

Jayne Collins and 
Alex Smith pounded the 
streets of the capital when they took on 

the mighty London Marathon, and Colin 
Mountford donned his running shoes for 
the Great North West Half Marathon in 
Blackpool. 

Nicola Diesel is leading The Dream 
Team in The Color Run Birmingham, 

billed as “the craziest, most 
colourful 5km of your life.”

Wool wonder Sophie 
Tompkins is crocheting 
like mad and requesting 
commissions to sell in 
aid of NUK, while Jade 
Stephens will be busy 
baking for her cake sale 
and raffle at Bracknell’s 
networking meet-up. 

Linda Munns took 
her fundraising zeal to the office 

and organised a dress down day, 
cake sale and raffle at the Nationwide 

Building Society in Northampton.
Rachel Cowan took on the challenge 

of the Brighton Half Marathon. She 
quipped on her Virgin Money Giving 
fundraising page: “I hope to win the prize 
for the best ‘half marathon ever run by 
a middle-aged woman with narcolepsy 
who has smoked a lot and is known for 
napping, not running’ – a fiercely fought 
and highly coveted prize!”

At Hunstanton in Norfolk, cue tips 
were being chalked in readiness for a 24-
hour snooker marathon being organised 
by the Elwin family.

Meanwhile in Yorkshire one couple 
weren’t going to starve when they got 
snowed in. An Arctic blast forced the lady 
to postpone her coffee morning – leaving 
her and her husband trapped indoors with 
a table laden with tantalising cakes.

Clare Baldwin, Fundraiser

Supporters are pulling out all the 
stops to raise much needed funds

One supporter 

ran a coffee morning

and raised £230. In

addition to this she found

 a lady living in the same

village with narcolepsy.

Having both lived in the

same place for some 50

years this was a chance

encounter created by a

postcard in a shop

window
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THE NARCOLEPSY UK (NUK) Big Meet 
Up event was our way of celebrating 
European Narcolepsy Awareness Day 
2015. 

NUK’s networking groups have been 
growing steadily and when we asked you 
to arrange meet ups on the weekend of 
March 14-15, you responded. 

We had a total of 12 meetings taking 
place all over the UK, most taking place 
on the Sunday and a couple took place 
on the weekend before. It was a chance 
to meet up with friends, make new ones 
and raise awareness. 

Meeting places varied from cafes, 
pubs and restaurants to social clubs and 
health organisations. You made cakes 
and cookies, sourced raffle prizes, gave 
out leaflets and had a jolly good chinwag. 

Many of you raised money too, and 
top of the class is Jade Stevens, from 
Bracknell, who raised £500 with her 
cake sale and raffle. Family and friends 
also benefited from meeting others in a 
similar situation to themselves. Some 
met another person with narcolepsy for 
the first time and told us of friendliness, 
relief at knowing others have the same 
challenges and learning how they 
manage day to day. Meetings took 
place in Bracknell, Cornwall, 
Edinburgh, Liverpool, London, 
Manchester, Northampton, 
Suffolk, Swindon, Teeside, 
Weston-Super-Mare and Wrexham.

Our friends in Ireland at Sufferers 
Of Unique Narcolepsy Disorder (SOUND) 
held an event on the weekend of March 

8, which was also hugely successful. 
Thank you to all who hosted or 

attended a meeting and helped spread 
awareness on the day. It really felt 

like the community of people with 
narcolepsy in the UK and Ireland 
came together.

Many of you have already 
decided on further meetings in 
your area. This day was such 

a success that we plan to have 
another similar day in about six months 
time – or why not become a volunteer 
and arrange a meet up close to you.

The Big Meet Up


