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It was seven years ago when Narcolepsy 
UK last visited the south west of England 
but we are pleased to report for the last 

conference of the year we are heading back 
to Bristol.

On Saturday, September 15, our Autumn 
Conference will be held at Armada House 
(pictured right), in the heart of the city.

The guest speaker will be Professor Adam 
Zeman, who is a long time supporter of the 
charity and one of our medical advisors. Pro-
fessor Zeman is Professor of Cognitive and 
Behavioural Neurology at Peninsula Medical 
School in Exeter and has a special interest in 
children with narcolepsy and ensuring early 
diagnosis of narcolepsy. 

We will also have a guest speaker from 
Evelina Children’s Hospital in London 
talking about ‘Developing a comprehensive 
service for children and young people with 
narcolepsy’ – an area which concerns many 
families. 

We will also have our usual breakout 
sessions on benefits and one-to-one advice 
if needed. By special request for those who 
missed it, John Cherry will also be explain-
ing how the charity can help in your fight for 
treatment regimes for you or family members.  

While this is a day where the guest speak-
ers will be talking about issues relating to 
children with narcolepsy, we do hope that 
the full programme will allow adults to find 
something of value too.

Plus the opportunity to meet someone 
else who knows exactly what you are going 
through is always as important as the meeting 
content itself. It should be a really useful and 
enjoyable day so why not bring the family 

and stay for the weekend.
Through Armada House we have arranged 

special discounted rates to delegates attending 
the conference at both the Radisson Blu hotel 
and a designer B&B called Brooks Guest-
house. Howver, there are lots of other hotels 
within five minutes walk of the conference.

If you wish to take advantage of any of the 
discounts we have available on hotel accom-
modation, please contact us using the details 
at the bottom of the page.

If you are bringing children we can provide 
a list of local attractions, from bowling in a 
1950s-style American bowling arena through 
to the award-winning @Bristol and of course 
the SS Great Britain, zoo and a walk over the 
Clifton Suspension Bridge.

You will be welcome to come back to the 
venue for lunch or take a packed one with 
you – just let us know how we can help.

Of course if you would like to stay together 
as a family at the meeting you will be pleased 
to know our ever popular ‘snooze room’ will 
be operating again.

Full details of the meeting are now on the 
website, including travel guides, maps of how 
to get to Armada House and we will shortly 
have the full agenda online plus the opportu-
nity to book and pay online too.

Enclosed with this edition of Catnap we 
have an application form for the Bristol Con-
ference so you can book your places.

Full travel and hotel information for the 
Bristol Conference is now on our website.

Ship shape and ready 
for Bristol conference
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A NARCOLEPSY sufferer is preparing to 
raise over £5,500 for Narcolepsy UK by walk-
ing the length of a national footpath dubbed 
the country’s oldest road.

Matt O’Neill will be following in the 
footsteps of prehistoric man when he takes 
on the Ridgeway National Trail – an 87 mile 
footpath which stretches from near Aldbury in 
Buckinghamshire to Avebury in Wiltshire and 
it is said to date back to pre-historic times.

Matt was diagnosed with the condition in 
October last year and while he was coming 
to terms with being told he had narcolepsy he 
decided to give something back to the charity 
which had offered him a huge amount of help.

He explained: “I have been off work for 
a year now and the last 12 months have 
been exhausting for us all. From struggling 
to understand what was happening to me, 
watching the impact on those closest to me 
and progressing through tests, medicines and 
differing regimes takes its toll.

“My employer, doctor, consultant and other 
professionals at the National Neurological 
Hospital in London have been very supportive 
but it is the charity that I am raising funds for 
that has made the most difference to me.

“Narcolepsy UK have provided me with 

support unavailable from any other area. The 
charity is managed by volunteer trustees and 
has only the equivalent of two full time staff 
spread across three roles.

“While all of the staff are extremely 
dedicated, the charity receives no major 
funding and is reliant on individual donations, 
bequests and sponsored events such as this.”

Matt will be tackling the walk with the help 
of his son Tom between August 14 and 21.

If you would like to make a donation to his 
fundraising effort, please go to the website: 
http://uk.virginmoneygiving.com/team/
Narcoleptics

Stepping out for charity along
country’s prehistoric footpath

It is with much sadness that we have 
to report news of the death of long-
serving trustee Mike Armstrong, who 

passed away peacefully on May 18.
Mike first started supporting the charity 

in 1992 but didn’t become a trustee until 
1999 when he was co-opted on to the board. 

He became treasurer in 2000, a position 
he held for 11 years. In addition after the 
untimely death of Peter Saunders, Mike 
took on the role of both secretary and trea-
surer, and for almost a year he helped to 
keep the charity together during what were 
very trying times.

Chairman Bill Harris led the tributes 
to Mike and said: “His constant presence 
and unwavering enthusiasm were a real 
comfort for trustees past and present.

“His encyclopaedic knowledge of Charity 
Commission requirements was legendary 
and meant that we always knew we were 
doing things by the book – which is essen-
tial for a charity our size.

“His contribution to Narcolepsy UK can-
not be underestimated and he will be sadly 
missed. Our thoughts are with his family.”

Zoe Shardlow is the longest serving 
trustee on the current committee and she 
had worked alongside Mike throughout her 
time with the charity.

She said: “Mike did so much for our 
charity and he will be missed by everyone 
who knew him.

“He was quite a character but he worked 
so hard for Narcolepsy UK. He was kind 
and helpful and he always cheerfully went 
about his work.

“Having worked alongside him for so 
long I would like to take this opportunity to 
pay tribute to a man who has played a very 
important role in the history of our charity.

“Thank you Mike for everything you 
have done to help narcolepsy sufferers in 
this country.

“You will be sadly missed by everyone 
who knew you.”

Tributes are paid to man 
who played a vital role in 
history of Narcolepsy UK
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Prescriptions could be 
free for all narcoleptics
Prescriptions in England are charged to 

those people who don’t fall into the 
following categories – over 60 or un-

der-16, in full time education up to the age of 
18 or those who are on Income Support, Job 
Seekers Allowance or ESA.

Neither DLA nor its replacement PIP gives 
you automatic free prescriptions. 

In 2011, after some campaigning, the 
Department of Health’s business unit – who 
control free prescriptions – slightly changed 
the wording on the FP29 form that doctors fill 
out for free prescriptions.

Before September it just said if you had 
epilepsy you could claim free prescriptions. 
Now the wording is different – it states you 
can claim free prescriptions if you have a 
condition, any condition that is long term and 
which, in the view of the person’s consultant, 
means they should not go out without another 
to support them.

Anyone with narcolepsy or cataplexy that 
fills these criteria should ask their consultant 
to write to their GP stating that in his/her 

view the patient “... has a continuing 
physical disability that prevents the 
person from going out without help 
from another.”

This should then be taken to your 
GP and they should be asked to fill 
out an FP29 form which is then 
sent to the NHS Business Unit and 
they provide you with a card that 
gives the holder five years of free 
prescriptions. 

At the end of year five repeat the 
process to ensure you continue to 
get free prescriptions.

We have had several successes 
with this, though doctors still 
seem to think this question relates 
to epilepsy only.

It does not – anyone who has 
a condition that fills the criteria 
of being long lasting and you are 
in harm’s way if you go out by 
yourself should be allowed to 
have free prescriptions.

NEW TREASURER Nicola Rule attended 
the conferences in Edinburgh and Leices-
ter this year – here is what she has to say 
about both events and her advice on how 
members can generate fundraising for the 
charity.

“I was delighted that both at Edinburgh and 
at Leicester we had so many members willing 
to support the charity with fundraising initia-
tives – from a dance night to an event at Santa 
Pod Raceway.

“Narcolepsy UK will help support mem-
bers in fundraising events – we have t-shirts 

and are developing some pop up banners 
which we can send around the country.

“Connors Computer Build is going great 
guns – we’ve had some marathon runners 
raising funds and a variety of walkers are 
preparing for their challenges.

“Corporate social responsibility is big 
among employers, especially if we can facili-
tate a means of their gaining kudos without 
having to put in too much effort.

“How do we tap into this? Suggest to your 
employer that they nominate Narcolepsy 
UK as their charity and do a few fundraisers 
within work time.

“It could be as simple as ‘dress down 
Friday’ which costs the employer nothing but 
can raise £1 a head from the staff involved.

“The Narcolepsy UK logo and a banner 
saying ‘we support Narcolepsy UK’ can be 
placed on their website.

“At the end of the year when all the funds 
are in we can provide a Certificate of Support 
for the company. Do talk to your HR man-
ager/director about this and contact me should 
you need any help.”

Don’t forget we also have lapel pins avail-
able for sale. To contact Nicola Rule use the 
contact details at the bottom of this page.

Great events and great ways to raise funds

FOR THE first time ever, the International 
Paediatric Sleep Association is holding a 
world congress in Britain.

On December 5-7 some of the world’s 
leading sleep physicians will be at the Man-
chester Central Convention Complex talking 
about sleep medicine.

Among the world’s leading experts tak-
ing part are Professor Paul Gringras, from 
Australia Declan Kennedy and from America 
Jodi Mindell. Making a return to the UK is 
Emanuel Mignot for what will be his only 

speaking engagement in Britain this year.   
While this is very much a scientific confer-

ence aimed at practising physicians, on the 
morning of December 5 there is a special 
narcolepsy workshop open to families of 
those with narcolepsy and, of course, children 
with narcolepsy.

The guest speaker will be Dr Mignot and 
this is a great opportunity to hear one of the 
great minds of narcolepsy talk about future 
developments. 

If you would like to attend please be aware 

this event is planned to start quite early at 
9am – we are talking to the organisers to see 
if a later slot could be made available.

This will mean all but the members who 
live close to Manchester will either have 
to leave very early or travel the day before.  
There is also a charge of £20 per person to 
attend the workshop.

We will have more details about the event 
in the next issue of Catnap but if you intend 
to go to Manchester do book your hotel 
rooms as soon as possible.

Sleep experts will be heading to Manchester event



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

Members are benefitting 
as meetings hit the road
As requested by delegates at the 2011 

conference, this year we are out on 
the road and have already visited 

Leicester and Edinburgh.
At both locations it’s been very nice to 

see so many new faces as well as welcoming 
back several of our regular attendees. 

In Edinburgh we were guests of The Royal 
College of Surgeons at the King Khalid Cen-
tre, a truly unique venue. 

Among the interesting talks that delegates 
heard was one from Markku Partinen, who 
was the first person to report on the link 
between Pandemrix and Narcolepsy.

In his latest research, Dr Partinen is look-
ing at the global increase in childhood narco-
lepsy and the use of adjuvants in vaccines. 

Regarding the spread of childhood nar-
colepsy, Dr Partinen was able to show those 
countries which vaccinated higher groups 
of children have developed higher levels of 
narcolepsy.

In Finland, Sweden, Norway and Ireland 
where over 50 per cent of the ‘at risk’ group 
were vaccinated – and in Finland and Sweden 
it was close to 70 per cent, they are showing 
higher levels of narcolepsy cases.

The figures show between eight and 13 
times more risk of developing narcolepsy 
than among those not vaccinated.

The UK vaccinated 25 per cent of the 
children in the ‘at risk’ group – just under one 
million – and it is expected that at least 80 
extra cases will be discovered because of this.

The adjuvant used is also being reviewed 
by Dr Partinen and the Vitalmed team in 
Finland. It is believed the adjuvant may be 
the cause of the problem – certainly signifi-
cant antibodies for ASO3, the adjuvant used 
in Pandemrix, are found in children who 
develop narcolepsy after Pandemrix had been 
administered.

In the other drug licensed as a vaccine, Ar-
apenrix also contains ASO3 but it was made 
at a different factory and does not seem to 
show the same level of problems as Pandem-
rix.  All fascinating stuff and while we remain 
with more questions than answers, once again 
attendees at a Narcolepsy UK conference 
received the most up to date information on 
this important subject.

In Leicester we were guests of the charity 
Voluntary Action at their unique setting – the 
Orange Rooms. Once a derelict knitwear fac-
tory, the Orange Rooms are Leicester’s most 
environmentally friendly conference facility 
and it has a great rooftop garden with views 
over the city.

Our guest speaker was Dr Andrew Hall, 
who runs one of the busiest sleep clinics in 

the country, and it includes probably the third 
largest group of users of xyrem.

How he was able to get his patients on 
xyrem took up a considerable part of his 
question and answer session and members 
also enjoyed break out groups on benefits and 

the time line to changes in the benefit system.
In the afternoon John Cherry explained 

how the charity can help members with 
xyrem applications and revealed that 70 per 
cent of those that the charity has advised have 
gone on to be awarded the drugs they needed. 


