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We have seen an increased number 
of cases over the last week involving 
people with narcolepsy being denied 
medication or having existing 
medication threatened with withdrawal 
on the basis of cost.

Where we can, we will help you 
by intervening & supporting both 
the patient and consultant. We say 
consultant as we believe that this 
position is not of their making and they 
and their staff deserve our full support 
as they struggle with the type of policies 
outlined in our petition update.

This week, we have managed to retain 
access to Xyrem for one patient but 
only with the full support of their family, 
legal engagement and the intervention 
of Narcolepsy UK. We are small, we 
are dedicated but we are under a 
huge amount of pressure to keep up 
our current level of engagement and 
support.

One thing we do know though........
you are all exceptional and worth it!

Narcolepsy UK
29 Nov 2015 - A decade has past since 
the European Medicines Agency 

approved Xyrem for use in the European 
Union. Four years have passed as Jacky, 
a British and E.U. citizen, has been 
repeatedly denied access to that same 
drug by NHS England.

Why?

It's shockingly simple. A chronic, 
neurological condition like narcolepsy 
should be managed by specialist staff 
in specialist centres who are backed 
with clinical commissioning policies 
developed by the central body that is 
NHS Specialised Services.

Yet, a decade from licensing, decisions 
around the provision of this drug are 
taken via Clinical Commissioning Groups 
across the UK who routinely ignore 
the advice of specialist neurologists 
as they blindly follow the only policy 
open to them, the "Individual Funding 
Request"or "IFR".

The IFR requires an individuals 
"exceptionality" and the "cost-
effectiveness" of the drug to be taken 
into account. Both of these mean that 
an IFR is a veritable tail-chasing and 
ultimately money wasting exercise for 
both patient & clinician. 

So, whilst people with narcolepsy may 
well be judged as unexceptional and not 
worth the investment, this medicine has 
been licenced in the European Union 
for ten years and for NHS England not 
have a clinical commissioning policy is 
unforgivable.

https://www.change.org/p/david-
cameron-mp-stop-denying-access-
t o - m e d i ca t i o n - f o r - p e o p l e - w i t h -
narcolepsy/u/
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StoP PReSS!
Narcolepsy UK has been asked to 
be involved in a review of clinical 
commissioning in relation to the 
prescribing of Sodium Oxybate.  With 
only a short amount of time to 
attend to this Narcolepsy UK made its 
feelings known that the time frame 
was not adequate to consult with 
Professionals working in the field of 
Narcolepsy.   However the first reply 
to the enquiry was returned to the 
Commission by 9am on the final 
day.   We shall continue to vigorously 
fight your corner.
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MY memories of Conference
Nicola Rule, Operations Manager, writes:
Each time I set about organising 
Conference I have the jitters about finding 
the right venue (don’t say anything about 
this years !!!) , the right mix of speakers, 
etc.   But most of all I wonder if the days 
will be a success and if people will go 
away feeling that they have a) achieved 
something b) enjoyed themselves and c) 
made some real friends.   Well we had a 
few trials and tribulations with the Hotel 
but may I thank all who came for bearing 
with us and, seemingly,   having a jolly 
good time.

Two new ideas this year were Nish who 
took a class on mindfulness/yoga/her own 
way of coping with her illness - I did not 
manage to get into this but feedback has 
been tremendous. The second I hesitated 
with because it was talking about the 
bleak side of narcolepsy and how both 
PWN and their families sometimes feel 
quite wretched…..there were a few tears 
among brave souls who shared their 
concerns and hopefully felt liberated by 
doing this, certainly worth making this a 
permanent session.

A couple of name drops are required : Nikki who created a lovely raffle and Heathers 
Entrepreneurs raising £161 for NUK, Lucy and her group of girls who took a couple 
of Q&A sessions, April who designed a unique t-shirt design for us.

On Saturday evening we had a simple social event which included judging cakes 
baked by delegates - the Champion Baker was Diana Jones judged by a group of 
ladies including two original members of UKAN - Founder Dorothy and her friend Ellis. 

Narcolepsy UK
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This is me, Nikki Huxley. I am the Narcolepsy 
UK Networking coordinator for Wales.

I have had narcolepsy/cataplexy for about 16 
years.  I used to work full time but recently 
even after reducing my hours, I lost my job. 
As a single mum I try not to let it get in the 
way but occasionally it does. 

Being made unemployed was actually a blessing in a very odd and stressful disguise.  
I have finally turned by hobby into a home business, and use my little business to 
help raise awareness and funds for Narcolepsy.

I have also started working for Narcolepsy UK.  I have been in post since July, but 
started working as a volunteer last October after my first conference. 

As the network coordinator for Wales I work closely with Nicola to try and link up PWN 
through out Wales, translating our leaflets into Welsh, posting on fb occasionally in 
Welsh, to offer to support and advice to families in the hope that they will get as 
much out of meeting others that I have.

Nikki Huxley
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Following on from the success of last 
year, once again at the Narcolepsy UK 
annual conference, we hosted a small 
exhibition of artwork and other creative 
works from the narcolepsy community.
We had 10 artists contributing, all 
people with narcolepsy. Submissions 
came from far and wide, including 
friends of the charity from around 
the world. Mediums included digital 
artwork, paints, inks, photography, 
crafts and more. The table in the main 
hall,  seemed to be a popular move, 
with almost every person attending 
the conference taking the time at 
some point to come over and view the 
pieces up close. Also of note were the 

art and Creativity
Narcolepsy UK T-shirts which could be 
seen dotted around the event, featuring 
a design from one of our contributing 
artists.

Next to the art display, a narcoleptic 
entrepreneurs table was also set up. 
This featured all manner of creations 
for sale by the makers, and generated 
much interest. If you were looking for 
cards, jewellery, craftwork, or a selection 
of fine homemade cakes and treats, this 
was the place to be.

Feedback was entirely positive, and 
some took a real interest in finding 
out a little more about a piece or artist 

that caught their eye. We would like to 
extend our deepest thanks to all those 
who contributed, and hope to able to 
see more of your work sometime soon.

Make it date!!
6th February 2016
Conference / Meet Up at 
Surgeons Hall edinburgh

A very well priced event courtesy of 
The R S Macdonald Trust and free for 
children.
Come and meet us, listen to our 
guest speakers, make new friends, 
meet old friends and luncheon is 
thrown in.  
Book now - and don’t miss this 
opportunity.
https://www.eventbrite.co.uk/e/
narcolepsy-uk-edinburgh-2016-
meet-up-conference-tickets

“Breakout” groups
Ed Coates Deputy Chair Narcolepsy UK 
writes:

There were a number of smaller group 
sessions or breakout group of specific 
interest to just some conference 
participants all were designed as 
opportunities for people to talk in a  
more intimate setting about the 
challenges they faced. Most of these 
were very well attended and participants 
appeared to enjoy the opportunity for 
conversation.

The charity has long recognised 
conference is important for those 
coming again or to their first. The 
subjects included ; Mental Health 
and Wellbeing (delivered for parents 
of children and young people), 
Mindfulness and Meditation, 
Volunteering and Fundraising,   life 
with Narcolepsy, frustration/irritability 
and anger – and a young persons self-

run group – in addition there were a 
number of individual sessions bookable 
on a surgery basis for Rebecca to see 
people about welfare rights.

Mindfulness and Meditation

Run by the inspirational Dr Nishanthhie 
Dolage a Consultant Psychiatrist in the 
NHS who herself has battled the effects 
of Narcolepsy. She took participants on 
a journey through her life; engaging, 
entertaining but also very moving. A 
story of overcoming adversity in many 
ways – a powerful message in itself 
especially to people with Narcolepsy. 
She drew participants into simple 
exercises in meditation and mindfulness 
which at once demonstrated their 
potential for people with Narcolepsy. 
She wove these into a theme that left 
us all with hope that it is possible to 
live with it and to live successful and 
fulfilling lives.

Young people’s group

Jenny Taylor, and I had the pleasure of 
sitting in with a group of 14 or so young 
people who gathered to talk about 
their experiences (good and bad). They 
needed little encouragement to talk – I 
asked the odd question but by and large 
they ran it themselves – and to great 
benefit. I was particularly affected by 
the impact on one young person who 
was having quite a tough time at school. 
I had only just met her with her parents 
who were at their first conference - she 
came in with me to meet this room full 
of people. She was clearly nervous – 
but mid-way through the session she 
picked up on the conversations and 
then gradually joined in. The group did 
nothing special for her – they were just 
special in the way that they created a 
special atmosphere of respect where 
everyone was there for a reason and it 
was OK to “be” and to be part of!
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NOVEl 
FUNDRAISINg 
Carrier bag sales 
being donated

to charity

With warm wishes
for a great holiday

period and for
a wonderful

New Year ahead.

UPDATE YOUR CONTACTS
EMAIL your name, address, tel no

and email address to
nicola.rule@narcolepsy.org.uk
in order that we may check our

details are current - thanks

2015 has been a very positive year for 
Narcolepsy UK with SO many more 
supporters working on our behalf 
to help the charity continue to offer 
services to all persons with narcolepsy, 
their family, friends, teachers, healthcare 
workers, employers etc.

We are becoming known for giving 
good advice to our clients also to 
schools and employers to aid the 
uptake of information about this 
particularly curious illness of ours.  Visits 
to schools have paid dividends for our 
people of the future and working with 
Employers, and housing providers, has 
helped a number of PWN to continue in 
their job or acquire adaptation to living 
accommodation.

Funding is becoming increasingly hard 
to obtain and we really DO rely on your 
goodwill to help us with funding and 
you find some interesting ways to do 
this, viz :

•	 Transforming Ties into Quilts
•	 Brownies have fund raised for us

Fundraising and Raising awareness
•	 Shopping through Give as you Live 

and by Selling on EBAY
•	 Cake Sales are always good earners 
•	 Turning Ties into Patchwork 

Products
•	 Gifts in Wills and Donations at 

Funerals are all very welcome but 
remember if you want to leave a Gift 
in Your Will please write it clearly 
into your last will and testament 
using the words Narcolepsy UK 
or such name as the charity may 
adopt in the future

•	 Sale of Tea Shirts and Wristbands to 
name but a few 

If you wish to fundraise on our behalf 
please enquire of 
nicola.rule@narcolepsy.org.uk

Raising Awareness has worked well for 
the charity and our readers during 2015. 
We have been approached by a number 
of TV companies and our Chair, Matt 
O’Neill, took part in several of these.

We must thank others who put 
themselves forwards and were either 
filmed or interviewed for TV/Radio or 
Magazines/Newspapers - it’s not always 
easy to put yourself in the public eye 
but by doing this it really does help the 
man in the street appreciate what PWN 
go through on a daily basis.   However 
perhaps Jeremy Kyle has never received 
such an incredible reaction from a lady 
before!

So how you can you help : in small 
ways by raising a few pounds from a 
sponsored event such as taking part 
in our 30 Walks Event or in big ways 
such as Running a Marathon (several 
people have and 2016 brings another in 
London).  All ideas are welcome at the 
same time publicising these events in 
your area by a letter to the Editor of your 
local paper.

If you do not want to ‘go public’ then it is 
always possible to simply donate a few 
pounds a month by setting up a Bank 
Standing Order, no fuss, no fanfare, but 
a considerable amount of thanks.

HElPlINE:  0345 4500 394 

Whilst appreciating that many people 
enjoy the paper edition of Catnap we 
are also aware that more and more 
request electronic notification only.  
Catnap is one of the charity's highest 
overheads and with ever increasing 
costs of postage the difficult decision 
has been made to cease a mass mailing 
of Catnap during 2016.

Catnap is available on our website 
www.narcolepsy.org.uk for download 
or to read on-line - the cost of which is 
minimal compared to print and post,  
Funders also look at more economic,  
and 'greener', means of communication 
making funding for paper documents 
less accessible. Thus our resources are 
being directed to enabling documents 
to be available from our website for 
viewing/download wherever you may 
be in the world at the time you need 
access.

We would therefore ask readers who 
still need to receive a paper copy to 
RING 07920 650 552 and request to go 

the Future of Catnap
onto our database for a postal edition 
- we shall be pleased to help you stay 
abreast of news and events.

We thank you for your support.

During the Holiday Period our charity 
will be running on reduced staffing 
levels, there may be a delay in replying 
to emails and/or phone messages.   
Please bear with us and note that  
this runs into January for staff in  
Scotland who have an extra days 
holiday on 4th Jan - which will affect  
our Helpline. 

Holiday Period


