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Stop denying us 
access to key 
medication
THOUSANDS of people and a 
key organisation are backing 
Narcolepsy UK’s (NUK) calls 
for Prime Minister David 
Cameron to stop denying 
people with Narcolepsy 
access to vital medication.

Almost 2,500 people have 
signed an online petition 
calling on Mr Cameron and 
the Secretary of State for 
Health, Jeremy Hunt, to stop 
NHS clinical commissioning 
groups from denying people 
access to drugs like Modafinil 
and sodium oxybate.

The British Sleep Society 
(BSS) says the systems for 
applying for funds on an 
individual patient basis are 
“flawed” and clarity on the 
decision making process for 
who gets what medication is 
“urgently needed.”

NUK is arguing that 
the decision shouldn’t just 
rest with accountants or 
pharmacists who say the 
drugs are not cost effective 
or they are abused by some 

people. In the citation which 
introduces the petition, which 
is being hosted on the website 
change.org, NUK states: “We 
believe the right to access 
effective medication is a 
fundamental human right.

“It should not be down to 
the judgement of either an 
accountant or a pharmacist 
in the NHS to deny an 
individual the right of access 
to treatment that could see 
them function in society as 
either a family member, work 
colleague or simply a friend to 
others.”

The British Sleep Society 
(BSS) has now also backed 
the petition and confirms that 
there are “significant issues 
with availability of the most 
effective drugs” for people 
with Narcolepsy.

A statement from the 
society said: “Committee 
members of the BSS who are 
involved in the management 
of Narcolepsy can confirm that 
there are significant issues 

with availability of the most 
effective drugs.

“When severe, Narcolepsy 
is a debilitating and disabling 
illness that impacts on all 
areas of daily functioning 
across 24 hours.

“Medication is rarely 
curative but usually has a 
positive and significant effect 
on the core symptoms. 

“The most effective drugs 
are relatively expensive and, 
by the nature of Narcolepsy, 
are given on a long term 
basis. It seems clear that the 
availability of treatment varies 
enormously across the UK 
and the application process 
for individual funding requests 
is flawed.

“In particular, the issues of 
drug ‘cost effectiveness’ and 
patient ‘exceptionality’ are 
poorly defined and not widely 
understood. 

“Physicians treating 
the significant minority of 
patients with Narcolepsy 
who are not well controlled 

on conventional medication 
are frequently frustrated 
by the current system that 
determines drug availability. 

“Further clarity on 
decision making and 
improved assessment tools 
for Narcolepsy are urgently 
needed.”

NUK chair Matt O’Neill 
welcomed the backing of 
the society and said: “This 
is extremely welcome and 
shows that those involved in 
our treatment understand, are 
sympathetic and are equally 
demanding of change.

“We believe that clinical 
doctors are in the best 
position to judge the most 
effective medication and in 
consultation with their patient, 
their recommendation as to 
medication should be given 
priority – not the decision of 
accountants and/or finance 
controllers of the Clinical 
Commission Groups (CCGs).

“By the end of November 
l  see next page
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Busy time as 
we prepare 
for new year
THE HAMMOCK Diaries is written by 
chair Matt O’Neill from his place of 
inspiration.
Here is his latest diary entry as the 
cold winds of winter set in.

SLIGHTLY disappointed that on 
December 3, the day I am writing this, I 
am not still lolling around in the hammock 
but I am also glad that colder weather has 
finally arrived to make things feel more 
festive.

For those of us who are not working or 
unable to drive, the transition from autumn 
to winter can feel quite claustrophobic and 
limiting. 

I love being outside at the best of times 
but since developing Narcolepsy, I seem 
to have regressed to childhood and as 
the clocks go back and the night arrives 
earlier, I sometimes feel like I am running 
out of steam earlier.

Luckily, there is always so much to 
do in December. Besides the Christmas 
preparations, there is also a huge amount 
of activity within Narcolepsy UK as we 
draw one year to a close and finalise 
plans for 2015.

We always hold our final board 
meeting in December and this is where 
we review the current year and try to plan 
our activity for 2015 against our charitable 
objectives and what may be our income 

and expenditure. 
I’m sure it will be harder to raise funds 

in 2015 than this year but I am sure we 
will still manage to provide a service to 
people with Narcolepsy in the UK which 
exceeds our resources.

Please also accept my personal thanks 
and that of the trustees and team for all 
of your networking meetings, fundraising 
activities and support. 

Merry Christmas to you all and a happy 
and prosperous New Year.

PS - don’t forget to sign our petition 
at www.change.org and ask your family, 
friends and colleagues to do likewise.
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Petition calls on Cameron 
to take action on medication
l continued from front page

we had received no response from the 
Prime Minister so we added the Secretary 
of State for Health, Jeremy Hunt, to the 
petition.”

The target for the petition is to gather 
5,000 names supporting NUK’s calls on 
Mr Cameron and Mr Hunt to review the 
situation so that people with Narcolepsy 
are given access to the drugs which could 

make a real difference to their lives.
The internet link for the petition is: 

www.change.org/p/david-cameron-mp-
stop-denying-access-to-medication-for-
people-with-narcolepsy?recruiter=10979
2080&utm_campaign=mailto_link&utm_
medium=email&utm_source=share_
petition

There is also a link to the petition on 
the NUK website – visit www.narcolepsy.
org.uk
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Plenty of highlights
from my first year 
in managerial role
WELL here we are at the end 
of my first year as operations 
manager, writes Nicola Rule, 
and what an interesting one it 
has been.

Along the way I have been 
fortunate enough to meet 
some fascinating people from 
all walks of life and I now have 
a much better understanding 
of Narcolepsy than ever 
before – despite having lived 
with a Narcoleptic daughter 
for nigh on 20 years.

However, what has really 
bowled me over is the 
marvellous support People 
With Narcolepsy (PWN) give 
to one another. At any time it 
would seem there is always 
someone there with a kind 
word or a gesture of support – 
a real ‘community.’

So in the last year what 
has happened? The answer 
is lots! We have hosted two 
conferences which each were 
heavily subscribed and the 
last one sold out.  

A number of networking 
groups/meet up groups have 
started to form around the 
UK, of which I have joined 
Heather at Northampton, Sam 
at Liverpool and Jayne at 
Barnsley, along with one I ran 
in London.

Once again it is the 
opportunity to share 
experiences which seems 
to make these group meet 
ups so valuable – you go in 
wondering if you ‘dare’ and 
come out with a whole host of 
new friends and confidantes.

On Facebook our own 
page has been very popular 
and the number of followers 
has grown tremendously, 
this along with interaction 
on other Facebook groups, 

has probably raised the 
profile of the charity within 
our community more than 
anything else.  

Community fundraising is 
now a whole new ball game 
and something the trustees 
and staff are immensely proud 
of. That PWN, their family and 
friends will hold events of all 
kinds to raise money to help 
the charity run is amazing and 
has really snowballed in the 
last 12 months.

From a public relations 
point of view we have talked 
to and provided articles for 
a number of different media, 
from TV and radio to local 
magazines and national 
publications, all to bring this 
illness to peoples’ attention.   

We have also found an 

increasing number of new 
registrants to NUK, people 
who have only just learned of 
our existence despite being 
diagnosed for any number of 
years. We are making more 
contacts within the medical 
profession, sleep centres, etc. 
to encourage more awareness 
of Narcolepsy which may, 
with luck, lead to less delay in 
diagnosis.

These are just a few 
highlights of the year. Moving 
into 2015 we have more 
challenges ahead in sourcing 
funding. However, despite 
staff costs we have far fewer 
standing overheads than 
many other charities.

We are also building a team 
of volunteers to help with 
fundraising and awareness. If 

you have a skill to offer then 
please do – voluntary work is 
a good addition to any CV.

There is still much to do yet 
with your on-going support 
I am sure 2015 will be one 
of those amazing years 
where we get to know more 
and more of the people who 
were, once, just names on a 
computer screen. Feel free to 
ring me even if it’s just to say 
‘hello, how can I help.’

Finally a few words of 
thanks to the dedicated team 
I work with (in alphabetical 
order to avoid favourtism): 
Clare (fundraising), Liam 
(volunteers) and Rebecca 
(helpline). A team who really 
do go the extra mile to help.

Here’s wishing you well for 
2015.
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NARCOLEPSY UK’S (NUK) annual 
conference was held in central 
Birmingham on October 18-19, and it 
saw speakers delivering interesting and 
informative sessions to a packed house 
of supporters of the charity and their 
friends and families. 

Delegates and speakers alike took 
to heart the conference theme of 
‘Supporting each other,’ leading to highly 
interactive conversations of great value to 
all who came.

The location in central Birmingham, 
close to New Street railway station, 
perhaps contributed to the sold out 
attendance.

The main programme was opened 
on Saturday morning by NUK chair 
Matt O’Neill, who outlined the work 
of the charity and touched on some 
of the main issues that are currently 
being addressed, including the ongoing 
battle for compensation for those 
whose Narcolepsy was caused by the 
Pandemrix vaccine and the issues 
of inequality faced by all people with 
Narcolepsy.

Matt was followed by a fascinating 
presentation on the work of medical 
detection dogs. Though focused mainly 
on training dogs to alert patients with 
diabetes to the impending hypoglycaemic 
attacks and to help scientists develop 
sensors for cancer diagnosis, the 

trust has also placed one dog with a 
narcoleptic owner.

Looking to the future, Jane Blackwell, 
a first year PhD student at the University 
of Leeds with a personal and scientific 
interest in Narcolepsy, outlined her 
research project into the effect of 
Narcolepsy on learning. 

Jane invited any young people who 
would like to be involved in her research 
to contact her, and anyone interested 
should contact us so that we can pass on 
their details.

Heather Korbey then gave an uplifting 
account of her experience as a self-
employed entrepreneur, showing how 
Narcolepsy need not be a barrier to a 
successful business career. 

Heather had compiled a book 
of businesses run by people with 
Narcolepsy which delegates were able to 
read.

Trustee Ed Coates then gave his 
take on the journey that many families 
face after a child develops Narcolepsy, 
from eventual proper diagnosis to 
successful management of symptoms. 
This reassuring and interactive session 
was especially beneficial for first-time 
attendees.

Saturday afternoon was taken up by 
our main medical speakers – Dr Rahul 
Mukherjee, a respiratory sleep physician 
in Birmingham, and his coaching 

psychologist colleague Amy McLelland.
The presentation focused mainly 

on ways to help achieve effective 
management of the symptoms of sleep 
disorders. 

Apart from the discussion of factors 
such as sleep hygiene and avoidance of 
stimulants like caffeine and alcohol in the 
hours before bed, which were familiar to 
most delegates, Amy introduced ideas 
about meditation, breathing exercises 
and the concept of ‘mindfulness,’ which 
had been of great help to Amy herself as 
a past sufferer of insomnia. 

Another topic which prompted a great 
deal of discussion among delegates 
was the link between Narcolepsy and 
appetite, which Dr Mukherjee confirmed 
had an undoubted physiological basis.

That brought the formal programme 
for the day to a close, but many 
delegates continued their discussions for 
another hour or so, and in groups that 
evening in the pubs and restaurants close 
to the hotel.

Day two was opened by Nicola 
Rule, NUK’s operations manager, who 
encouraged those present to get involved 
in actively supporting the charity, whether 
by fundraising or volunteering in other 
ways, for instance by organising local 
networking events.

Matt O’Neill returned to the stage 
to tell the story of his Narcolepsy, from 

Support is the key
message at sold 
out conference
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JANE Blackwell, a first year PhD student 
from The University of Leeds, who 
has a personal and scientific interest 
in Narcolepsy, outlined her upcoming 
research at the Birmingham conference 
in October. 

Jane has a ten-year-old nephew 
with Narcolepsy who has inspired her 
to research the condition with the aim 
of discovering the best ways to support 
young people with Narcolepsy so they 
can live healthy, fulfilling lives. 

Over the next three years Jane will 
investigate the effect of childhood-onset 
Narcolepsy on school performance and 
psychological wellbeing. 

There is currently very little research 
in the UK looking at the effect of 
Narcolepsy on school performance and 

mood/emotions. Jane hopes that if we 
can understand the impact of Narcolepsy 
on daily life, it will enable the design of 
effective interventions that will help to 
reduce the impact of this condition on 
educational and psychological outcomes. 

The research will involve Jane visiting 
young people in their homes at two time 
points (one year apart). 

During the visit participants will be 
asked to complete some questionnaires, 
computerised tasks and talk a little bit 
about their experience of living with 
Narcolepsy. 

It may also be possible to monitor 
sleep/daytime activity during the visit. As 
a result of this research, Jane will provide 
young people with a comprehensive 
report of their strengths and difficulties 

and recommendations for any extra 
support needed. 

Jane is really looking forward to 
spending time with everyone who 
participates and learning from their 
experiences of the condition. 

Jane would like to thank everyone who 
signed up to the research project at the 
conference and for the brilliant support 
from everyone who attended. 

It is hoped the research will begin 
early in 2015 and Jane invites any young 
people or parents of young people (up to 
the age of 16 years) who would like to be 
involved in her research to contact her via 
e-mail at J.E.Blackwell14@leeds.ac.uk

Jane will be keeping Narcolepsy UK 
updated on her progress and research 
results.

Personal interest in Narcolepsy is 
the spark behind research plans

initial misdiagnosis and failed attempts 
to achieve effective control through 
numerous different medications to 
his ultimately successful battle to be 
prescribed Xyrem, which was ‘blacklisted’ 
by his clinical commissioning group.

Trustee Bill Harris then led a session 
in which the audience was invited to 
share tips they have found helpful in 
managing Narcolepsy. All were useful 
and thought-provoking. 

Outside the main programme, 
more sessions took place throughout 
the conference in a side room. These 
included sessions aimed specifically 
at young people: one led by Bill, who 
gave an account of his own experiences 
as someone who was diagnosed as a 
teenager and then progressed through 
higher education to a successful career, 
and another highly interactive session 
facilitated by Ed on dealing with the 
anger and frustrations often (and 
understandably) felt by young people 
who live with Narcolepsy.

The side room also played host to 
a number of displays and interactive 
elements for people to browse at their 
leisure. 

These included a display of art and 
creative work from the Narcolepsy 
community, a book swap table, plenty 
of leaflets and info, plus a ‘post it wall’ 
where people could share some of their 
experiences or thoughts with others.

To give the conference an unusual 
conclusion, after lunch we were treated 
to an entertaining puppet show from 
Vagabondi Puppets – incidentally, 
another business led by a person with 
Narcolepsy.

Though the formal programme came 
to an end by 3pm, many delegates again 

continued their conversations for some 
time afterwards, exchanging experiences 
and contact details.

The opportunities at conference 
to meet other people in similar 
circumstances, whether they be people 
with Narcolepsy or other family members 
and other carers, is clearly of huge value 
to attendees. 

NUK’s trustees will endeavour to 

make future events even more useful. 
The feedback forms completed by 
delegates will help NUK to plan the next 
conference, but if anyone has any further 
comments then please do let us know.

 In the meantime, our thanks are due 
to Nicola and all the others who helped to 
organise the 2014 annual conference, as 
well as our speakers and the delegates 
who made it such a success.
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Author Sue Moorcroft talks about 
her experiences of writing about 
Narcolepsy and attending this year’s 
annual conference in Birmingham.

I DON’T have Narcolepsy – until a few 
years ago I didn’t know anybody who did 
– but then I decided to write about it.

Through Narcolepsy UK (NUK) I met 
Dominic, who does have Narcolepsy and 
who shared his experiences, giving the 
condition reality in my eyes and making 
my book, Dream a Little Dream, possible. 

Through attending conferences, first 
with a thirst for information, then as a 
speaker and this time out of a developed 
interest, I’ve made other friends within 
NUK – which increased the pleasure of 
attending the conference in Birmingham.

As the breakout talks were aimed 

at sub-groups such as benefit issues, 
parenting and education, all the talks I 
attended were in the main room where, 
as the conference had been a sell out, 
there was frequently standing room only.

Of particular note – the medical 
alert dogs presentation; NUK chairman 
Matt O’Neill’s view of his route to 
diagnosis and how he’s found life 
since; Jane Blackwell’s presentation on 
her research into Narcolepsy; a clear 
and fascinating lecture by Dr Rahul 
Mukherjee and coaching psychologist 
colleague Amy McLelland; and Heather 
Korbey’s entertaining account of her 
entrepreneurship. And not forgetting the 
friendly, open atmosphere.
l For more information on the author 

and her books, visit her website at: www.
suemoorcroft.com

Author has made many friends

RAHUL Mukherjee, a consultant and 
senior lecturer, has called for a national 
and integrated model of sleep services to 
Improve the consistency of medical care 
provided for people with sleep disorders.

Dr Mukherjee, consultant respiratory/
sleep physician at Birmingham 
Heartlands Hospital and honorary 
senior clinical lecturer at the School of 
Clinical and Experimental Medicine at 
the University of Birmingham, spoke 
at Narcolepsy UK’s conference in 
Birmingham.

Amongst other issues he raised, writes 
Ed Coates, he expressed strong views 
on the need to raise the profile of sleep 
medicine generally – not just Narcolepsy.

His general view is that the “health 
economy” should be addressing sleep 
disorders in a way that bringing services 
for all sleep disorders together is likely to 
provide greater national consistency.

On achieving such a situation Dr 
Mukherjee writes: “For centuries, sleep 
has been taken for granted. The fact 
sleep is an important part of health 
has only become more apparent to the 
medical profession and health policy 
planners relatively recently. 

“Over the last five to ten years, 
national guidance has started to 
emerge in the UK in various shapes and 
forms – guidance to GPs on sedative 
dependence, NICE guidance on CPAP 

use in sleep apnoea, etc.
“The Specialist Services National 

Definition Set (SSNDS) of the English 
Department of Health classes Complex 
Sleep Disorders under specialist 
respiratory medicine, perhaps because 
the treatment for the most common sleep 
disorder, sleep apnoea, is diagnosed and 
treated by respiratory physicians. 

“However, the provision of complex 
sleep disorders and rarer but life-
destroying sleep conditions like 
Narcolepsy is patchy at best.

“Therefore it will be worth persuading 
health policy planners/commissioners 
to create a hub-and-spoke model of 
sleep services where smaller providers 
of sleep services feed into regional or 
sub-national hub type sleep centres with 
facilities to accurately diagnose and treat 

conditions like Narcolepsy in a timely 
manner to enable people to remain well 
and productive in the community.”

This may be a contentious suggestion, 
for the simple fact that Narcolepsy, unlike 
many sleep disorders is not a respiratory 
disorder and therefore has different 
causes and different treatments. 

It is also, as Dr Mukherjee has 
recognised, much less common than 
other respiratory disorders and therefore 
at risk of being given a lower priority.  

Dr Mukherjee is right to highlight the 
issue. The current situation is not good; 
it is notable that – depending on where 
you live and where your sleep centre 
is located – you will have a consultant 
who has either a respiratory clinical 
background or a neurological one. 

Indeed, sleep centres are variously 
located within one or other of these 
disciplines across the country. Add to this 
the complexities of paediatric and adult 
services and it is little wonder they (and 
we) get confused.  

Poor diagnosis has been an issue for 
as long as most of us can remember, so 
this issue could be just one part of an 
important step forward for improving the 
identification and treatment of people with 
Narcolepsy.

Please tell us what you think on this 
important issue: should NUK be pressing 
the planners on this?

Call for better sleep 
services by doctor



Post: PO Box 26865, Kirkcaldy, KY2 9BX  Phone: 0845 4500 394  e-mail: info@narcolepsy.org.uk

Deputy chair of Narcolepsy UK, Ed 
Coates, gives an update on research 
being planned to look into the impact 
of Narcolepsy in children.

AS MANY of you know, I have spoken 
on this issue at both of the last two 
conferences, and have had a big 
response to what is clearly a very 
important issue. 

We are pleased to announce there 
are a number people embarking on 
post-graduate research, and in one case 
a doctorate, into a variety of aspects of 
Narcolepsy. 

At present Narcolepsy UK (NUK) are 
in conversation with three students, all of 
whom are interested in the psychological 
impact of Narcolepsy although each in 
very different ways.

Some of you will remember Jane 

Blackwell from Leeds University who 
attended the October conference. Jane is 
in the process of seeking funding for her 
in-depth study. 

The two other students are awaiting 
confirmation of their plans and all three 
will have to achieve rigorous ethical 
approval through their institutions. 

Once this is in place we will let people 
know through the NUK website and 
possibly allow the students to place 
information in a way that will enable them 
to explain what their plans are and, most 
vitally, seek potential people who may 
wish to take part in the study. 

There is more work to be done on this 
and there will be a need for safeguards, 
for example providing anonymity if 
wished for, or dealing with serious safety 
issues if any crop up.

It is hoped that we will be able to 
say more early in the new year, the 
hope being that through supporting 
these initiatives we contribute more to 
our understanding of the psychological 
impact on people with Narcolepsy and 
through the findings we are in a better 
position to advise and support people on 
how to manage them.

Research will help 
our understanding 
of the condition

Displays at conference in Birmingham added to what the delegates could get out of event
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Operations manager Nicola Rule talks 
about a topic which is not an easy one 
for most to address and one which is 
often left too late.

SOME readers may know that 
Narcolepsy UK (NUK) started life 
as the United Kingdom Association 
of Narcolepsy (UKAN) in a house in 
Manchester when Dorothy Hand decided 
to do something to help others with 
Narcolepsy.

That was over 30 years ago but much 
later there was a name change and a 
legacy which allowed this small, but 
pro-active, unincorporated association 
to modernise and become a charity and 
company limited by guarantee.  

Without that legacy, NUK would 
probably not have grown to its current 
size and reach – for example, being 
pro-active in Europe and helping to gain 
recognition for Pandemrix cases.

We are all grateful for those persons 
who have already left money to support 
others.

In recent years the need for support 
of a particular nature seems to have 
grown – we now see many people who 
are in need of assistance and support in 
applying for benefits, both for themselves 
and their young children, and in 
appealing the refusal of benefits.  

We are pleased to report an excellent 
success rate with people we have helped 
through this traumatic time – please 
remember some people have existing 
benefits withdrawn and are still expected 
to ‘cope.’

To provide this service we need to 
raise £21,543 a year at least.

In order to run any business there 
are all of the usual running costs for 
telephones, printing, etc, and in the 
current age the NUK website is now in 
need of a spruce up.

While being state of the art a few 
years ago it is now a little dated and hard 
to navigate, especially for people who 
may have a short attention span.   

A plan is in hand to update the site 
to make it more user-friendly and to put 
much more of the text into a format which 
can easily be downloaded and handed 
to a GP, a school, college or employer 
without the need for our office to post it 
out.

Alongside this there is a cost saving 
in the volume of printed material we then 
need to hold (don’t worry, we are not 
doing away with paper just reducing it), a 
saving on postage, as well as time taken 
in collating, etc.

The day to day running costs are 
£3,276 a year. Thankfully we have 
volunteers who help upload information 
or it could be much more.

That’s just a couple of instances of 
how money can be used to help not just 
People With Narcolepsy (PWN) but also 
families, friends, colleagues, schools, etc.  

We are a recognised source – how do 
we know this?  We have social workers 
ring in asking for information to help 
support their clients, teachers wanting 
to know more to help pupils – hence we 
need to ensure we are able to provide 
this quickly and efficiently throughout the 
UK.

A goal for the charity is to facilitate the 

training of specialist Narcolepsy nurses 
in England, Wales and Ireland (Scotland 
already has them), to help educate GPs, 
general nursing staff and educators all to 
provide a better experience for PWN and 
help obtain a more speedy diagnosis.

If you would like to assist future 
generations, and your own peer group, 
then a legacy gifted in your will may be 
something you would like to consider.

If you do, it is important to ensure the 
wording is for Narcolepsy UK (07790071) 
and any name the charity may adopt in 
the future to ensure your gift goes to the 
right place. 

Use a STEP or SFE registered 
solicitor who can be found via the website 
for either organisation.

How did this editorial come about?  
We had a call asking about being named 
in a will, commented on Facebook, and 
someone popped up saying ‘that’s my 
family.’

Splendid that the donor could hear, 
now, how grateful we are for this practical 
approach. Should you wish to discuss 
this further, and confidentially, please call 
Nicola Rule on 07920 650552.

We can also help if you wish to set up 
a small regular donation to the charity.

Your legacy can 
make difference 
to NUK’s future

Legacies help meet costs of events like the conference


