
Mid-March saw the celebration of 
“Suddenly Sleepy Saturday” along with 
a meeting of the SOUND organisation 
and the official launch of the Narcolepsy 
Ireland charity. http://narcolepsyireland.
org

A chance to meet old friends and new 
(Including some attendees from the UK) 
and listen to an update on progress from 
the paediatric narcolepsy project being 
run by Jane Blackwell, partially funded 
by Narcolepsy UK in 2016.

I spoke briefly about the challenges that 
have been affecting us over the last 12 
months and try to give a good feel for 
the very varied types of support and 
awareness activity that we are involved 
in. I warned also of the potential for 

Ireland to feel some of the pain we have 
experienced across the UK where our 
medication has been withheld due to 
cost constraints across the NHS.

It was very interesting to hear 
Larry Kavanagh of SOUND https://
soundireland.iemaking a heartfelt plea 
for additional people to step forward and 
become Trustees to assist in the running 
of their charity. This is so important, 
for without the individual giving up 
their own time and applying some of 
their own skills to benefit others, small 
charities such as SOUND and Narcolepsy 
UK would simply cease to exist.

The afternoon saw the launch of the 
official Narcolepsy Ireland charity , 
Preceded by a great talk and Q&A 

session by Julie Flygare, http://
julieflygare.com who I’m sure most of 
you will have heard of. It was great to 
meet Julie and I had the chance to get to 
know her a bit better over dinner on the 
Saturday evening and discuss the many 
communalities and differences between 
the way that Narcolepsy is both viewed 
and treated in Europe and the USA. 

It is always fantastic to spend time with 
both charities in Ireland as we have so 
much in common, even if legislation, 
social benefits and treatments do vary, 
we can at least support each other. 

By keeping in touch and sharing our 
experiences we build a better insight for 
all of us. 

Matt O’Neill, Chair, Narcolepsy UK

These words sum up Narcolepsy UK 
Annual Conference which is growing 
year on year with more and more people 
coming along to meet up with old friends 
and others coming to see those only 
know in a virtual world.

This year we have Markku Partinen who is 
a world renowned Professor specialising 
in narcolepsy and John O’Reilly who has 
some innovative strategies to secure 
medication for his patients.

Alongside this we have a number of break 
out meetings to develop Mindfulness, to 
talk frankly and openly about anxieties, 
our superb Art Exhibition (if you’ve not 
entered be quick to do so), as well as 
Narcolepsy Entrepreneurs developing a 
network of like minded ventures. There 
will be a play centre for children and 
some sessions specifically for young 
adults who may prefer to explore some 
subjects more privately than in the main 
hall. BRING YOUR BEST CAKE for our 
Cake Competition.

Luncheon will be served on Saturday, in 
the evening the conference room will be 
available with adjacent bar for groups 

who would like to get together informally 
whilst Sunday will be very relaxed and 
focus on socialising and asking questions 
of your peers rather than professionals.
For more details please visit our wbsite: 
http://www.narcolepsy.org.uk/civicrm/
event/info?reset=1&id=19
The Date is September 17th, 2016 9:30 
AM to September 18th, 2016 1:00 PM 
Renaissance Manchester City Centre Hotel 
Blackfriars Street Manchester, M3 2EQ
Pricing: Adults £25/ Young People 16 - 18 
£15 /children under 16 free of charge.

If you do not use a computer or have 
questions please contact Nicola Rule 
07920 650 552 to book.
All Bookings will need to have been made 
and paid by 1st September thank you.
If this is your first Conference then please 
be assured this is an informal affair, 
you wear whatever is comfy, we have a 
snooze room for anyone who needs it 
but most people doze on, or fall off, their 
chairs:) We look forward to meeting you.
Kind Regards
Nicola Rule
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“GAINING MOMENTUM”

Left: Professor 
Markku Partinen 
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O’Reilly
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CONFERENCE SATURDAY NIGHT 
CHATTER – we are delighted to 
announce that the main Conference 
Room will be available for a get together 
on Saturday night – no additional costs 
and a ‘buy your own’ bar 

Do come along, bring the family, and 
exchange experiences, tips, moans, and 
laughs with friends old and new

GREAT NORTH RUN – LONDON 
MARATHON – to name but TWO – 
lovely folk are running for our charity – 
how good is that!!!

EUROPEAN NARCOLEPSY DAY 19th 
March -THANKS to all of our local Hosts 
who kindly brought people together at 
various meet ups throughout the UK. 
Let’s make it our challenge for 2017 that 
we have for a meet ups across the UK, 
one per county, and we have a phone 
relay from group to group.  Get your 
thinking caps on and register now – let’s 
make  2017 a BIG one, maybe have a 
theme and send in pictures to choose a 
favourite photo.
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by Narcolepsy UK. Extracts from 
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is made to verify the information 
in Catnap, Narcolepsy UK, its 
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editor do not accept responsibility for 
any inaccuracies that may occur. The 
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professional advice. Enquiries to nicola.
rule@ narcolepsy.org.uk

Having kindly received a donation from 
the R S MacDonald charitable trust it was 
possible to run a conference at Surgeons 
Hall, Edinburgh.
Some 40 people enjoyed great fellowship, 
mutual support and an extremely 
interesting talk by Dr Eric Livingston, Matt 
O’Neill, Chair Narcolepsy UK and Nicola 
Rule, Operations Manager.
Rebecca and Liam were also on hand to 
offer support to delegates and advised on 
benefits and volunteer opportunities.
A great day was enjoyed by all and 
a number of delegates signed up as 
volunteers it saw new friendships forged 
and a number of delegates have already 
benefited from the advice the charity 
provides which is, of course, FREE.

Narcolepsy 
Entrepreneurs
From the start this group of self 
employed people have had enthusiasm 
and the courage to work for themselves.

After growing on Facebook, 2015 saw 
us take to the national conference. We 
sold a variety of home made items from 
cookies to jewellery, spoons to sleep 
masks. Raising funds for Narcolepsy UK.

This September we will be at our second 
conference.  If you want to join in find us 
on Facebook.

We also cover all network marketing. 
There’s lots of people with narcolepsy 
selling everything from health and beauty 
to cookery and beyond.

The range is vast. Support is through 
Facebook talking and sharing issues of 
business and meeting in person where 
possible. 

Meeting 
up
Left:  
South Shields
 

Right:  
Sheffield

Picture reproduced by kind permission of 
Northampton Herald & Post.
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A big  for founder 
Clare Baldwin talks to Dorothy 
Hand about life with narcolepsy in 
the 1950s when bemused doctors 
dished out ‘tonics’, her struggles for 
diagnosis, and how Narcolepsy UK 
began 
On 14 November 1981, Dorothy Hand 
arrived at a meeting room she’d hired 
in Manchester to find a group already 
waiting at the door. Thirty nervous 
individuals answered her call in 
newspapers, on radio and TV for PWNs to 
come together and find support. She put 
the kettle on, and our charity was born.
Recalling that first, pivotal meeting, 
Dorothy, 79, says: “No one had ever met 
anyone with narcolepsy before and we 
couldn’t stop them talking! It was just 
incredible.”
Looking back, she believes her own 
narcolepsy started with a motorbike 
accident and a head trauma as a 16-year-
old in Dublin in 1952. Symptoms of EDS 
and automatic behaviour soon became 
apparent and Dorothy’s GP prescribed her 
a “tonic”.
There followed a decade back and 
forth across the Atlantic, in a variety of 
jobs, and all the while her narcolepsy 
symptoms worsened. Another doctor 
blamed them on a relationship break-up.
In Canada, an armed guard stood sentry 
as she pored over millions of dollars as a 
savings bond checker. “But the job was 
repetitive and boring. I’d suddenly be 
aware I’d been dozing at my desk.” In 
Dublin, as a cinema usherette, “I would 
fall asleep on my feet in the dark”.
Los Angeles beckoned, with a 
housekeeper’s job, and in 1959 on 
Hollywood Boulevard Dorothy struck up a 
conversation with two Irish girls who are 
key to our charity’s story.
Meanwhile a final move, to Manchester 
via Dublin, saw the hospital orderly get a 
breakthrough with identifying her mystery 
illness. A doctor by chance had just 
seen a patient with narcolepsy, and he 
referred her to a professor of neurology. 
It was 1969 and at 31 she finally had a 
diagnosis.
Dorothy wrote to those two Irish 
girls in Hollywood to tell them her 
news. Coincidentally they had seen a 
TV programme about the American 

Narcolepsy Association, gave her its 
address, and she wrote and joined.
She says: “I thought to myself, there 
must be so many other people with this 
weird, unusual and rare disorder. I asked 
a tutor at Manchester University how I 
would go about setting up something 
similar to the US charity, and she told me 
first to identify a need.”
So Dorothy wrote to newspapers in 
Manchester, went on local radio and got 
a mention on a regional health show 
which forwarded her over 40 letters. She 
says: “They asked all sorts of questions, 
from ‘can I have a baby’ to queries about 
medication.  There were letters asking 
deep questions from desperate people, 
and terribly sad stories.” 
It was clear Dorothy had identified the 
need. So she hired the room and wrote to 
everyone who had contacted her, mostly 
from the Greater Manchester area and 
the older generation.  They were to arrive 
from Blackpool, Crewe, the Lake District 
and Guernsey too. 
“They were very nervous. I sat them in a 
circle. We heard stories of misdiagnosis, 
of people being sectioned, the tales 
were horrendous. Doctors just didn’t 
understand. One woman was told she 
was burning the candle at both ends, 
another, ‘this is what happens to women’. 
There was just no adequate help or 
information.”
But friendships were forged, knowledge 
gained and mutual support in abundance 
at that memorable first meeting in 1981. 
It became a regular monthly fixture. And 
on 20 July 1983 Narcolepsy Association 
(UK) – aka UKAN – was registered as a 
charity (name change in 2010). A lawyer 
gave her services for free and the first 
constitution was accepted by the Charity 
Commission. 
By now, with lots of publicity, on radio 
and letters to papers, the phone calls to 
Dorothy were increasing. Letters arrived 
from as far afield as South Africa and New 
Zealand.
Dorothy’s fledging charity had no funding, 
so she wrote to the American Narcolepsy 
Association for permission to use its 
literature. It meant she could send leaflets 
to every GP in Manchester. “We were 
growing in our knowledge, but on the 

whole the medical profession didn’t want 
to know.”
In 1985 UKAN held its first residential 
conference, over a weekend at 
Manchester Poly. Speakers were Professor 
David Parkes, a neurologist at King’s 
College London; a pharmacologist and 
welfare rights officer. Some 40 people 
attended. “The most important thing was 
to give them space to chat.” A mayoral 
reception for the charity was “quite a big 
deal” and repeated  in 2001.
UKAN was still meeting every month in 
Manchester but by the 1990s numbers 
were falling. “People were getting older, 
their questions had been answered, their 
needs met,” Dorothy explains. Happily 
local groups were setting up around the 
country.
Her work in the North-east had been 
recognised by local community health 
councils – in 1983 and 1986 the mother-
of-two received Thank U Awards. 
Nationally, Dorothy won her 1984 
campaign to get narcolepsy drug Ritalin 
prescribed again after it was withdrawn 
from the market. 
And she extended connections abroad, 
forging links with allied organisations in 
Germany, Norway, the Netherlands and 
Canada. Dorothy chaired the inaugural 
meeting of UKAN’s Irish branch, in Dublin 
in 1994, which two years later became an 
independent association.
Two decades on from UKAN’s launch, 
Dorothy was chair and its first president, 
but by now a committee eased the 
load, the ongoing running of the charity 
managed by a team of volunteers. 
She says today: “We helped thousands 
of people over the years. I’m proud of 
what I achieved with the help of very 
many dedicated volunteers.” So are we, 
Dorothy. Thank you.

If you are referred to hospital or 
other NHS premises for NHS specialist 
treatment or diagnostic tests by 
your doctor, dentist or other health 
professional, you may be able to claim a 
refund of reasonable travel costs under 
the Healthcare Travel Costs Scheme 
(HTCS).
To qualify for help with travel costs 
under the HTCS, you must meet three 
conditions:

Condition one: At the time of your 
appointment, you or your partner 
(including civil partners) must receive 
one of a number of qualifying benefits or 
allowances, or meet the eligibility criteria 
of the NHS Low Income Scheme.
Condition two: You must have a 
referral from a healthcare professional 
for a specialist or to a hospital for 
further NHS treatment or tests (often 
referred to as “secondary care”).

Condition 
three: 
Your 
appointment must be on a separate 
visit to when the referral was made. 
This applies whether your treatment is 
provided at a different location (hospital 
or clinic) or on the same premises 
as where your GP or other health 
professional issued the referral.
For more information, visit NHS Choices.

Free travel to the hospital



I thought it would be useful to provide 
you all with an update on where progress 
with patient access has reached for 
the new, first-in-class, medicine known 
as Wakix® or Pitilosant. This oral 
medicine acts on histamine H3 receptors 
in the brain, leading to the release of 
increased histamine, thereby enhancing 
wakefulness and alertness.

l2007 - Orphan designation granted
As narcolepsy is a rare condition, Wakix® 
received an orphan designation from 
the Committee for Orphan Medicinal 
Products (COMP). Orphan designation 
is the key instrument available in the 
European Union (EU) to encourage the 
development of medicines for patients 
with rare diseases. The most important 
factor for patients here is that an orphan-
designated medicine qualifies for ten 
years’ market exclusivity. The developer 
is also granted access to incentives 
such as fee reductions for marketing 
authorisation applications & scientific 
advice.

lNov 2015 - EMA Committee for 
Medicinal Products for Human Use 
(CHMP)
EMA (CHMP) evaluated all available data 
on the safety, efficacy and quality of 
Wakix®, resulting in its recommendation 
to authorise Wakix® for narcolepsy 
patients with or without cataplexy. 

No major safety concerns were identified. 
Insomnia, headache and nausea were 

among the most common side effects 
observed in the clinical trials and the 
CHMP decided on measures to mitigate 
these risks.

In addition, the CHMP requested the 
company to carry out a long-term safety 
study in order to further investigate the 
safety of the medicine when patients use 
it over long periods of time.

lFeb 2016 Recommendation for 
maintenance of orphan designation 
at the time of marketing 
authorisation
During its meeting of 16 to 18 February 
2016, the Committee for Orphan 
Medicinal Products (COMP) reviewed 
the designation EU/3/07/459 for 

Wakix as an orphan medicinal product 
for the treatment of narcolepsy. The 
COMP recommended that the orphan 
designation of the medicine be 
maintained. 

lMarch 2016 - European 
Commission
The CHMP opinion was reviewed by the 
European Commission and an EU-wide 
marketing authorisation was granted. 

lMay 2016
Stock currently held in the UK will 
remain available on a NAMED PATIENT 
BASIS  only in the short term. Although 
commercial supply is expected to 
commence in the UK in the summer, 
market research, followed by decisions 
on unit price, reimbursement and the 
route to prescribing now need to take 
place ahead of any agreements being 
confirmed with the Department of 
Health.

lCommentary
It remains to be seen whether the 
orphan designation awarded Wakix®, 
combined with the manufacturers 
challenge of agreeing UK, EU and global 
pricing will impact on our ability as UK 
patients to have universal access to 
this medication. The very real concern 
is that a combination of this and the 
lack of understanding we see in the 
commissioning side of the NHS may 
create a barrier to access for at least 
some patients across the UK.

Pitolisant / Wakix® Update
By Matt O’Neill – Chair of Trustees

On, at least, my fifth bout of cataplexy 
with birds swooping and one very upset 
mother with a chick laying still on the 
grass. I lay thinking how similar I was 
to the chick, stuck on the ground, 
helpless, unable to move, unable to help. 
The mother kept up a great noise and 
stood above the chick in a tree, clearly 
distraught.

I had been watching the Song Thrush for 
a couple of weeks, flitting from hedge to 
border where it had been doing a great 
job of eating snails, breaking into them by 
smashing them against the gravel drive 
with a flick of its head. “Very useful bird, 
great to have you nesting in the garden”, 
I’d thought.

It was the noise that startled me. 
Suddenly, from inside the house, I 
could hear lots of birds calling out and 
when I Iooked up saw the Song Thrush 
screaming at two Magpies who had 
spotted her nest and were repeatedly 
diving into that area of the hedge.

That made me cross and I decided i 
was going to even-up the odds slightly! 

Somewhere between making 
that decision and jumping up 
and moving towards the front 
door, exiting the house and 
attempting to clap and shout 
loudly, I went straight down. The 
unfolding scene made me so 
angry that cataplexy had taken-
over, making the “simple” act of 
scaring off a couple of Magpies 
an impossibility. There I lay on 
the gravel drive, not a sound was 
uttered, not a clap created as the 
lead Magpie dived and wriggled into the 
hedge and snatched a young chick from 
it’s nest.
Despite the “electricity” flowing through 
my head, I made some sort of crawling 
action that developed into a squat and 
then a dive onto the area of lawn just as 
the Magpie exited with the chick. Magpie, 
exiting badly, attacked by mother Song 
Thrush & completely disdainful of lurching 
human, dropped the chick onto the lawn 
and fled to a nearby tree.
I wobbled to the chick who had now 
righted itself and was crouched on the 

lawn, motionless. 
I picked it up and 
got “brain-zapped”! 
The bird was 
warm, its heart 
was beating rapidly 
and the I got 
“zapped” again and 
again as I showed 
the chick to the 
mother before 
slowly reaching 
through the hedge 
to place it back into 
the nest where a 
sibling started to 
call out to it.

A few hours later, after repeated attacks 
by the Magpies, numerous sorties 
launched against them by the Song 
Thrush and I (who had now enlisted the 
dog, on a lead, to add vocal support to 
the cause) darkness fell and the attacks 
and the cataplexy stopped.

That evening, I felt exhausted, stupid, 
useless and not much use to anyone. It 
didn’t last for long, morning came & went 
and after a few days the Song Thrush and 
her family moved on. I felt good.

Matt O’Neill, Chair, Narcolepsy UK
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