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EU backing for 
alliance’s work
NARCOLEPSY UK (NUK) 
has been helping to raise 
awareness of the problems 
caused by the Pandemrix 
vaccine by taking the 
campaign to gain publicity for 
the plight of the victims to the 
heart of Europe.

NUK chairman, Matt 
O’Neill, was part of the 
delegation from the 
Pandemrix Narcolepsy 
European Alliance who have 
made two key visits to events 
on the European continent so 
far this year. Pandemrix is a 
vaccine widely approved by 
governments across Europe 
to help prevent outbreaks 
of Swine Flu and was 
used widely to protect the 
population from the potentially 
deadly strains of the flu 
virus. It was produced by 
GlaxoSmithKline.

However, narcolepsy 
developed in some children 
who had been given the 
vaccine and the alliance is 
now working hard to highlight 
these cases and ensure the 
youngsters receive adequate 
compensation as a result.

On February 13, ten 
members of the alliance, who 
were representing around 

1,000 families across Europe 
who have children who have 
developed narcolepsy after 
being given the vaccine, 
travelled to the headquarters 
of the EU Commission 
in Brussels to meet with 
commissioner for health, Tonio 
Borg. The primary points the 
delegation from the alliance, 
which included Matt O’Neill, 
put across to Mr Borg were:
l The need for 

active engagement from 
GlaxoSmithKline, the EU and 
state authorities on restoring 
the injured to full health
l Adequate support for the 

injured to restore their quality 
of life and to allow them to 
reach their full potential
l Adequate financial 

compensation in all cases in 
all countries
l Promoting knowledge 

sharing and best practice 
between countries

The meeting brought two 
initial agreements from the 
commissioner for health.

Mr Borg stated that 
funding may be available for 
research into the issue, if the 
alliance applied for it, and he 
agreed to assist with raising 
awareness of the issue within 

the European Parliament.
The alliance’s next steps 

after the meeting were to 
make another presentation 
on the latest situation during 
a meeting in Copenhagen, 
which took place last month, 
and they are to make an 
application to the EU for 
funding to help with research 
and awareness.

At the very beginning of 
the year our chairman was in 
Norway attending the second 
annual Nordic Symposium on 
Narcolepsy. The Oslo event 
was opened by Norway’s state 
secretary from the Ministry of 
Health and Care Services.

Matt O’Neill was in 
attendance as part of the 
alliance and he took part in 
two days that were packed 
with presentations on the 
condition. The meeting helped 
to make stronger the bonds 
already formed with similar 
groups in Ireland, Sweden, 
Norway and Finland.

The presentations at the 
event included the subjects 
narcolepsy after H1N1; 
the molecular biology of 
narcolepsy, genetics and 
immunology; and current and 
potential treatments.

Matt O’Neill (centre) with Dr Emmanuel Mignot and Dr 
Markku Partinen in Norway
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Tasty ways to 
raise vital cash
MEMBERS and supporters of Narcolepsy 
UK continue to help the charity by holding 
regular fundraising events.

Pictured (right) is Barbara, who held 
one of the first fundraisers of 2014 to help 
swell the charity’s coffers.

On a cold January morning, Barbara 
set about mobilising her generous friends 
to join her for a coffee morning.

With plenty of luscious cakes up for 
sale she was able to raise plenty of 
money and the event generated a total 
donation to Narcolepsy UK of £271.

Meanwhile, Nick Evans has been in 
contact with the charity about helping 
to raise some funds for the work we 
carry out. His son Josh has just been 
diagnosed with narcolepsy and cataplexy. 
Nick said: “While he is getting the care he 
needs from the hospital, I want to promote 
awareness of this condition.

“There is a great organisation who help 
families like ours called Narcolepsy UK.

“We are trying to raise money for this 
organisation as they do great work with 
support and research into this condition.”

Thanks for the kind words Nick and 
it is good to see that you are going to 
great lengths to help raise awareness and 
money for the charity.

Nick’s brother-in-law, Dave Wheatley, 
decided to run in the Greater Manchester 

Marathon in support of Josh and 
Narcolepsy UK.

You can still help this marathon 
fundraising effort by sponsoring Dave. 
Visit www.virginmoneygiving.com/
DavidWheatley2 for more details of what 
he is doing and to sponsor him.
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Plenty of opportunities to 
help charity by volunteering 
your services to help others
THERE are plenty of opportunities to 
carry out volunteer work for Narcolepsy 
UK, with training available for some of the 
positions.

By volunteering to help the charity you 
can really help us to make a difference 
to the people we help with narcolepsy 
and their friends, families and work 
colleagues.

The more people who get involved with 
the charity the better – the more help we 
get the more help we can offer to others.

There are many ways you can get 
involved with Narcolepsy UK.

If you would like to become a 
volunteer, please contact our volunteers 
co-ordinator Liam Sloan on 07436 102912 

or e-mail: liam.sloan@narcolepsy.org.uk 
for more details.

Narcolepsy UK relies on volunteers 
to raise awareness, help at events, 
fundraise and provide support to sufferers 
throughout the UK. 

The charity will provide all the support 
and supervision it possibly can to help you 
become a successful volunteer. 

Volunteering is very rewarding and can 
raise your self esteem. It can also help 
gain employment and looks great on your 
CV. 

Narcolepsy UK are currently offering 
training opportunities to volunteers in 
Scotland. Please speak to Liam for more 
details and to get involved.
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‘Therapeutic’ event is 
a big help to parents
NARCOLEPSY UK held its 
first Pandemrix Conference in 
Birmingham on January 18-
19, 2014.

It was specifically set up 
for individuals resident in the 
UK with suspected H1N1-
triggered narcolepsy, their 
families, carers and friends.
Over 100 delegates attended 
the event and among those 
numbers were many children 
with what appears to be 
Pandemrix-related narcolepsy. 

One delegate brought many 
people to tears as he reflected 
on twin girls where one 
had, and one had not, been 
affected – in such a situation 
the difference in development 
is clearly noticeable. 

Many parents blamed 
themselves for allowing their 
children to be vaccinated, 
yet this was not a decision 
initiated by them but by the 
medical advice issued at the 
time.

Hence, not only are 
people who have developed 
narcolepsy suffering but 
parents, especially, have a 
different burden and that is 
one of feeling ‘guilt.’

Speakers from two legal 
practices acting on vaccine 
damage claims for various 
delegates gave a briefing 
as to how the legal system 
works, timing of cases and 
potential awards.

Other speakers, such as 

Professor Paul Gringras, 
a leading NHS consultant, 
discussed diagnosis and 
treatment, while trustees 
of Narcolepsy UK shared 
personal experiences of 
‘Growing up with Narcolepsy’ 
and ‘Living with Narcolepsy 
from a Parents Perspective.’

Further topics were 
Education and Work, which 
noted that both educationalists 
and employers need to 

give this condition as much 
attention as they would to 
others and not consider 
children lazy simply because 
they need additional rest.

Play leaders kept children 
amused during the event, 
allowing parents to relax 
and listen to speakers but 
also, and as importantly, it 
gave narcoleptic children 
the facility to meet others in 
a relaxed environment and 

share stories. A number of 
adult sufferers also said it 
was the first time they have 
met a person with narcolepsy 
and they found this hugely 
therapeutic.

The positive feedback 
which was received from the 
meeting means further events 
will be arranged, including 
local social get-togethers, all 
of which will be announced via 
the Narcolepsy UK website.

NARCOLEPSY UK has a new benefits 
and helpline advisor after Margaret 
Roxburgh stood down from the role.

Rebecca Malone is the new advisor 
who has started working with the charity 
to help with queries received via the 
helpline number and also to help people 
with the condition receive the benefits 
they are entitled to.

Rebecca is a registered practicing 
nurse and has three children, including 
Chloe (15) and six-year-old twins, and  

four step children. Her daughter Chloe 
developed narcolepsy with cataplexy 
after receiving the H1N1 vaccination in 
November 2009.

Rebecca said: “I am looking forward to 
my role within Narcolepsy UK and hope 
that I can help do wonderful things with 
the charity in 2014 and beyond.”

Margaret Roxburgh had been working 
with Narcolepsy UK for a number of years 
and she had become popular with the 
people she helped via the helpline. 

NUK chairman Matt O’Neill said: 
“We all wish to say a big thank you to 
Margaret for all she has achieved over 
the years.” Former NUK chairman, Bill 
Harris, added: “Margaret has decided to 
move on from Narcolepsy UK after many 
years of being the ‘voice’ of the charity 
and the person who has helped so many 
through both the trials and tribulations 
of narcolepsy as an individual, parent or 
carer in addition to the minefield that is 
our benefits system.”

Plenty of praise for Margaret’s work
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NICOLA Rule (pictured right) has 
changed her role with the charity in 
recent months. Below she talks about 
what those changes are and looks at 
what has been going on inside the 
charity.

MANY of you will know I was a trustee 
of the charity but in December moved 
sideways to become operations manager; 
since when I have not stopped running.

My role is to keep ‘the office’ in order 
and make sure all the official bits are 
done on time, to liaise with our other staff 
to ensure they and our volunteer helpers 
are working efficiently and happily.  

My first task was to organise 
the Pandemrix Conference held in 
Birmingham in January, and what a 
brilliant weekend that was.

It was a real joy to meet so many 
families all supporting one another.  

From this event came so many offers 
of help with networking groups and 
fundraising that I am still trying to sort 
the logistics so that people have less 
distance to travel. 

Networking groups will evolve through 
the wants and needs of the people who 
join in – we still have space for more 
organisers as there are some areas with 
three and others with none. Can you help 
us with this?  

Some of the Birmingham delegates 
work for quite large concerns and 
were keen to see if they could involve 
their employers in corporate social 

responsibility – want to know more?  
Please ask.

Having said goodbye to Margaret on 
the helpline we have welcomed Rebecca 
who has taken to this like a duck to water.  

Clare continues to seek out funding 
and comes up with new ideas to 
fundraise, Liam is working well with our 
volunteers and is doing the paperwork 
required to ensure the charity is offering a 
viable volunteer role.

Don’t forget volunteering can really 
work for you if you have not been in 
employment for a while – a reference 
from Narcolepsy UK to say you have 
been volunteering can be really helpful 
and bulks up your CV.

We have started to set up 
ambassadors for the charity – people 
who will go into schools, GP surgeries 
and such like to dispense leaflets and, 
if required, explain narcolepsy in more 
detail. This we believe is a means of 
awareness raising at grassroots level and 
very important.

New ideas are vital to keep evolving 
so if you have some drop me an e-mail 
at: nicola.rule@narcolepsy.org.uk

Change in roles but Nicola is still busy 
working to raise profile of the charity

THE HAMMOCK Diaries is a new feature for 
Catnap – it is being written by chairman Matt 
O’Neill from his place of inspiration

Spring is almost round the corner and I can 
get back to sleeping in my hammock out in 
the fresh air, with my spaniel to watch over 
me.

Being at home means that as my body 
doesn’t respond well to 15 minute naps, I can 
normally let it tell me how much sleep I need.

So, back to staring at my feet, not because 
I feel any embarrassment or shame about 
being narcoleptic, they are just the last thing I 
see as I fall asleep during the day.

This is where I get my inspiration for 
ideas for the charity. Where I think about the 
number of inequalities we narcoleptics have 
to face every day, with school, work, access 
to health treatment, benefits and our family 
lives and relationships.

Naturally narcoleptic or a recipient of 
Pandemrix-induced narcolepsy, we are all a 
very special group of people with the same 
chronic neurological condition.

Challenging and removing inequalities, 
misconceptions and blockages to leading as 
normal a life as possible is why I am proud to 
be chairman.

I am also very proud of my hammock.

Hello from my hammock of inspiration


