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The link between an upsurge in 

the number of cases of narcolepsy 

and the Pandemrix swine ! u 

vaccine has been acknowledged by 

the government, and opened the 

door to claims for compensation 

under the Vaccine Damage 

Payments Scheme.   That scheme 

is a statutory regime under which 

anyone found to have su# ered 

a severe disability as a result of 

vaccination is entitled to an award 

of £120,000.

Solicitors acting for many people who 

developed narcolepsy after receiving 

Pandemrix brought a test case in the 

name of one victim over three years 

ago.  The DWP’s Vaccine Damage Unit, 

which administers the compensation 

scheme, refused to make an award, on 

the grounds that the disability was not 

“severe” and therefore insu"  cient to 

qualify for compensation.  That decision 

was appealed to what is called the First 

Tier Tribunal, which decided in 2014 

that the test case applicant’s narcolepsy 

did indeed constitute a severe disability, 

and that therefore they should be 

awarded compensation.

Unfortunately, the DWP chose to appeal 

against that decision, and the case 

proceeded to the Upper Tribunal.   In 

a ruling issued in early June 2015, the 

Upper Tribunal has now rejected the 

DWP’s appeal.

Not only did the Upper Tribunal # nd 

against the DWP, it was also very critical 

of the manner in which the DWP had 

conducted the matter.  In particular, the 

judgement criticised the unacceptable 

standard of the DWP’s formal written 

submissions, its failure to provide a 

summary of its evidence (amounting 

to 1,500 pages), and its failure to even 

send a representative to the hearing.

The rejection of the DWP’s appeal means 

that there is now a real prospect of 

compensation for those who developed 

narcolepsy as a result of having the 

Pandemrix vaccination.   Whilst the 

statutory award of £120,000 will never 

fully compensate for the impact of 

narcolepsy, it will help to some extent 

those struggling as a result of what 

happened to them.  Equally importantly, 

the ruling recognises the seriousness 

of narcolepsy and the magnitude of 

its e$ ect on those a%  icted by it.   This 

is potentially of signi# cance for all 

su$ erers from narcolepsy, not just the 

victims of Pandemrix.

However, the matter may not yet be 

over.  The DWP has 21 days in which to 

launch a further appeal, this time to the 

Court of Appeal.  At the time of writing, 

it is not yet known whether this will be 

done, but we will keep you informed.

In the meantime, many of those who 

contracted narcolepsy from Pandemrix 

are pursuing civil claims against GSK, 

the manufacturer of Pandemrix.   If 

successful, those claims could lead to the 

award of full compensatory damages, 

though it should be noted that GSK 

was indemni# ed by the UK government 

when it supplied the vaccine, as the 

product had not been fully tested and 

approved at the time it was used.  This 

means that ultimately compensation 

will be paid out of the public purse, and 

not by GSK.

Matt O’Neill, Chair of Narcolepsy UK, was 

called as a witness in the proceedings 

before the First Tier Tribunal.  Narcolepsy 

UK is committed to supporting all 

people with narcolepsy, irrespective of 

how they contracted the condition.

We are grateful to Peter Todd, of Hodge 

Jones & Allen solicitors, who has 

conducted the test case on a pro bono 

(unpaid) basis, and to George Peretz QC, 

who was instructed as advocate for the 

hearing before the Upper Tribunal, also 

pro bono.
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Goodbye and hello
GRANTS fundraiser Clare Baldwin has left the role after four years, but won’t be 

saying goodbye to Narcolepsy UK, she has joined the Board of Trustees.

Clare said: “The job has been hectic, challenging but truly rewarding. It’s a tough 

fundraising climate, I’ve had to call upon my most compelling letter writing skills 

and persuasive telephone manner to beat other great little charities to shrinking 

pots of money.

“But what a great boost when a trust, foundation or the Lottery puts its faith in – and 

cash behind – our work supporting the narcolepsy community.

“The charity may be small but it’s doing great things with limited resources. And it’s 

so fantastic to see the enthusiasm of fundraisers out in the community thinking up 

every which way to do their bit to grow the £s. Thank you, I felt we were all working 

together to # nd the means of keeping our vital services running.

“Chris Allen has joined Narcolepsy UK as fundraiser, and I wish her every success in 

her new role.”

We are pleased to introduce our 
New Fundraiser - CHRIS ALLEN

Chris has been a consultant fundraiser for many types of organisations and projects 

and has successfully raised money from a wide range of di$ erent sources, for 

example, NHS Primary Care Trust, European Social Fund, Trust for London, local 

authority funding streams, fundraising events, major donors and corporate sponsors. 

Perhaps her most unusual fundraising story was working with Brent Cross Shopping 

Centre to # nancially support a London 2012 Olympic athlete in his preparation for 

the games. She has also run a small charitable organisation working with vulnerable 

children so she knows # rst-hand the challenges and # nancial struggles faced by the 

voluntary sector.

Narcolepsy UK
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The Hammock Diaries July 15, 2015

I think like many of you with narcolepsy, 

I have been “enjoying” the high 

temperatures of early summer to a 

mixed degree. I certainly struggle with 

my energy when the mercury rises 

along with my perspiration, inability to 

concentrate and general irritability!

It’s certainly been great hammock 

weather but only in the shade as 

sleeping in direct sunshine turns 

my head very pink and I’ve found it 

impossible to combine both hammock 

& a hat. It’s much more di"  cult than it 

sounds.

I struggle with the uphill battle to obtain 

fairness and consistency in the way we 

are treated by both the Dept. of Health 

and Dept. of Work & Pensions and have 

continued to work with solicitors to 

obtain recognition of the severity of 

narcolepsy as part of the claims under 

the Vaccine Damage Payments Act 

1979.

Previous Trustees of the charity worked 

hard to have narcolepsy recognised as 

a disability in the UK and this is why 

we have protected rights under the 

Equality Act 2010. Both I & the current 

board of Trustees are determined that 

we continue to raise awareness of our 

condition, it’s impact on us, our friends 

and families.

My priorities remain raising that 

awareness to ensure access to 

recommended medications, the 

appropriate level of bene# ts and 

generally protecting our rights in 

education, work and play.

Writer Matt O’Neill Chair Narcolepsy UK 

– from his hammock

Hope for the future?
Trustee Steve Jones reports on an 

interesting development that suggests 

a cure for narcolepsy might one day be 

possible.

Narcolepsy is now generally believed 

to be an auto-immune disorder 

resulting from the destruction of cells 

within the brain that are responsible 

for the production of hypocretin.   As 

such, replacement or regeneration of 

those cells might lead to a treatment 

for narcolepsy that actually cures the 

condition, rather than just alleviates the 

symptoms.

Regenerative medicine has been a hot 

topic for several years, with particular 

attention focused on therapies using 

stem cells.  Our bodies are made up of 

countless di$ erent types of cell, and 

stem cells have the potential to turn into 

any of those di$ erent types of cell.   If 

certain cells are missing for any reason, 

and stem cells could be “persuaded” to 

turn into those cells, then the de# ciency 

would be recti# ed.

The # rst stem cell therapy has just 

been recommended for approval in 

Europe.  Holoclar is a treatment for the 

eyes, involving stem cells taken from an 

undamaged part of a patient’s cornea 

and then used to treat the e$ ects of 

physical or chemical burns to the eyes.

According to the report of this 

development in the Jan/Feb 2015 

edition of Pharma Times, “Stem cell 

therapy has the potential to treat any 

disease” and “In 10 years’ time advances 

in stem cell technology will have been 

so signi" cant that it will not be possible 

to talk about modern medicine without 

reference to stem cells”.   Those are 

ambitious claims, and the treatment of 

narcolepsy presents particular challenges, 

not least the fact that the location of 

the missing cells is deep within the 

brain.  Nonetheless, the approval of the 

# rst stem cell therapy shows that these 

treatments are not science # ction, and 

gives genuine hope that the technology 

may be widely applicable in the future, 

perhaps within the lifetimes of many 

su$ erers from narcolepsy alive today.

Some of you may have already 

noticed there has been a change in 

the colour of the charity logo. This 

change is based on feedback we 

have received about the di"  culty of 

reading the old yellow text against a 

white background. We hope everyone 

agrees that the new orange colour is 

far more visible and clear.

Excitingly, this marks the # rst stage of 

a large project we have been engaged 

in for some time, which in due course 

will see a complete overhaul of the 

website, plus new content that should 

hopefully signi# cantly increase the 

online support we are able to o$ er all 

people a$ ected by narcolepsy.

Notice a
change?

LOGO

GREAT  TO ANNOUNCE

RR has just passed a

Degree  in

Biological Sciences

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

!
CHANGE OF HELPLINE

PHONE NUMBER 

Please note a change to save

you costs on calling.
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Following disturbing reports in 

the press about the way some 

charities fundraise,   this seems 

an appropriate time to let 

you know that not only does Narcolepsy 

UK value all of those generous people 

who donate to the charity, we also respect 

your privacy.

We are currently signing up to the new 

Fundraising Standards Board Code of 

Conduct but are con# dent that we have 

already met their needs.   We want to 

share with you our pledge that :-

• We do not employ external 

agencies to collect money on our 

behalf.

We try to make this event less ‘stu$ y’ 

than some whilst still providing 

helpful advice for pwn young, old and 

in-between.

This year the ticket price includes a 

light bu$ et and the opportunity to 

mix and chat during Saturday evening.

REMEMBER! 5/6th September is 
conference in Birmingham – hope you 
can make it   

• We do not use cold calling 

techniques - in fact, we do not ring 

people to ask for support; so do 

please tell us if anyone does use our 

name in this way.

• We do not sell or share your 

personal details with anyone else 

- if there was a need to do this 

we would ask your consent # rst.

If you want to be removed from our 

Database we will endeavour to do that 

swiftly and e$ ectively without asking 

questions.

Narcolepsy UK is the Support Charity for 

not only persons with narcolepsy but 

also for your family, friends, employers, 

educational establishments, and …. 

even medical professionals if they are 

not familiar with this rare illness we are 

pleased to assist.

If you do have any concerns at all then 

please do telephone or email to our 

Operations Manager

Nicola Rule

07920 650 552

nicola.rule@narcolepsy.org.uk.
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A GIANT

THANK YOU TO EVERYONE WHO 

SUPPORTS US FINANCIALLY AND 

ALSO BY RAISING AWARENESS 

WHICH IS EQUALLY AS

VALUABLE TO PWN

For a link to the booking site please  

visit:http://www.eventbrite.co.uk/e/

n a r c o l e p s y - u k - 2 0 1 5 - a n n u a l -

c o n f e r e n c e - t h e - b i g g e s t - y e t -

tickets-16416211330                           

BOOKINGS TO BE IN ADVANCE 

PLEASE SORRY NO TICKETS ON THE 

DOOR % nal bookings 17/08/15
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Received a copy of the Catnap 

magazine in the post today and 

would like to thank whoever sent it 

to me.   I’m thrilled with the article, 

photos and that PWN and their 

supporters from Teeside got a 

mention. I’m not sure if it was yourself 

who sent me the copy so please pass 

on my thanks if it wasn’t. 

I’ve shown Angelique Kirk, the mother 

of PWN Clare Kirk and grandmother 

to the three sisters in the photo and 

she was so thrilled she gave a little 

scream in the school playground.  The 

children’s teachers have been shown 

the article too.   All the children were 

awarded certi# cates in assembly, 

after been asked to tell the rest of 

assembly a little about Narcolepsy 

and cataplexy, therefore raising 

awareness amongst children and 

teachers.   Thank you again.

“A very 
welcome 
Tribute to 
Catnap May 
15 edition”

Matt O'Neill Chair Narcolepsy UK 

and NIcola Rule Operations Manager 

visited Westwood First School in Leek 

to present to young people and then 

to Teachers and Support Sta$  from 3 

local schools plus a School Nurse. Power 

Point presentations were adapted to 

ENQUIRIES ring Nicola Rule:  07920 650 552

Pupils wake up to sleeping condition

the audience with Matt and Nicola 

providing anecdotal information 

during Q&A sessions. O"  ce Manager 

at Westwood First School Debbie Potts 

said 'It was a powerful assembly and the 

children were interested in what they 

were being told'


