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Feel the benefit of 
our new helpline
NARCOLEPSY UK has launched a new 
telephone helpline to help members negoti-
ate the complex benefits system.

The move comes at a time when the ben-
efits system in this country is undergoing 
major change and it is hoped the new ad-
vice service will help to ensure people with 
narcolepsy continue to receive the support 
they are entitled to.

Over the next two years, Incapacity Ben-
efit and Income Support is being phased 
out and will be replaced by Employment 
and Support Allowance (ESA).

The Disabled Living Allowance (DLA) is 
due to be replaced by Personal Indepen-
dence Payments (PIPs) in 2014, around 
about the time that the Universal Credit is 
due to be introduced.

But what does this all mean for narco-
lepsy sufferers? Is it bad news or good 
news for people with narcolepsy? How do I 
fill out the forms? Where do I get the forms 
in the first place? How can I get what I 
deserve? 

To help answer all of these questions, at 
September’s conference in Cambridge it 
was announced that the charity had de-
cided to launch a helpline for people with 
narcolepsy.

The new advice service will operate two 
evenings a week – from 5-7pm on Tuesday 

and Thursday evenings.
Call 0845 4500 394 on these days and 

times only to obtain advice on your benefit 

problems. You can also e-mail info@
narcolepsy.org.uk at any time for help with 
benefits as well.

Full review of Cambridge Conference inside:
see pages 2-7 for reports and pictures
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Early diagnosis 
key for sufferers
– says chairman
THE CHAIRMAN of Narcolepsy UK was 
invited to speak during the opening day of the 
British Sleep Society’s (BSS) conference.

Bill Harris spoke at the crossover session 
between Narcolepsy UK and the BSS 
on September 25.

During an evening devoted to nar-
colepsy, Dr Mignot presented an in 
depth report on narcolepsy research 
and genetics.

Bill Harris then reviewed the prob-
lems that affect the lives of many 
people with narcolepsy to a packed 
auditorium.

He explained that the differences that can 
be made by an early diagnosis were huge 
and that the time it took the majority of those 
with narcolepsy to get through to seeing sleep 

specialists was still far too long.
For those over 40, it is not unusual to hear of 

17 year waits to be diagnosed, while those in 
their 20s and 30s were still waiting a decade 

to find out what was wrong with them.
Putting aside the problems of drug 

control and pricing, by the time an 
individual with narcolepsy gets to a 
sleep consultant the battle is over.

Bill Harris explained that what is 
needed is a concerted effort between 

consultants and the charity to get the 
message cascaded down to the GPs, 

who act as ‘gate keeper’ for so many 
services.

Only by making them more aware of narco-
lepsy can the battle to reduce the time it takes 
to get a proper diagnosis be won.

DURING a busy weekend, Narcolepsy UK 
chairman Bill Harris invited all members to 
help set the path for the future of the charity.

When addressing the Narcolepsy UK confer-
ence at Robinson College in Cambridge on 
September 24, he told members their ideas 
were needed to shape the future direction of 
the charity’s work.

In his address to conference, Bill Harris (pic-
tured right) explained that the charity always 
responded to ideas from members and that 
the committee needed more input from those 
using the charity. While the charity is always 
looking for extra trustees this is about setting 
the future course of the organisation.

Narcolepsy UK is in the process of  creating  
a three year plan and the next one is due to be 
constructed soon.

Do you have any ideas for things that you 
would like the charity to do? Could you spare 
a half day to talk them through with like 
minded people at a meeting in London? This 
session is to be held on December 10 at the 
offices of the Directory of Social Change, 24 
Stephenson Way, London, from 11am.

You can also e-mail your ideas and questions 
to info@narcolepsy.org.uk or post them to us 
using the address at the bottom of the page.

Bill reminded delegates that the charity was 
also keen to talk to people who would like to 
sit on special sub groups.

You don’t have to be a trustee, just a 
member with an interest in a specific area of 
narcolepsy or perhaps you have an area of 
knowledge you would like to offer for use.

If you have an interest in helping the charity 
out with how we work with GPs, children, 
drug companies, market ourselves or a host of 
other topics, we would like to hear from you.

The time commitment would be limited and 
all expenses would be paid.

December 10 is Decision Day 
for the future work of charity
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Xyrem and Pandemrix 
on mind of UK expert

IN HIS first speech at a Narco-
lepsy UK Conference, Dr John 
Shneerson impressed delegates 
with his views on medication, 
Pandemrix and the current situa-
tion regarding narcolepsy. 

He began his talk by explain-
ing how we got to where we are 
today before focusing in on two 
hot topics – the use of Xyrem and 
the effects of Pandemrix.

Focusing on Xyrem he 
explained why it was such a diffi-
cult drug to get and why it wasn’t 
for everyone. Xyrem is used by 
less than 200 people in England 
and Scotland and Wales had only 
just started to prescribe it.

While cost must be one of the 
reasons why it isn’t more widely 
used it isn’t the only one. Some 
people, perhaps as many as 25 
per cent, are not able to cope with 
the drug’s side effects and the 
need to wake up during the night 
to take the second dose.

The salt content of Xyrem is 
also something that can make 
prescribing problematic – a daily 
dose of Xyrem holds a good 40 
per cent of your salt RDA.

In later questioning he ex-
plained that while Xyrem has not 
been approved by the National 
Institute for Clinical Excellence 
(NICE); no orphan medical drug 
had. Orphan medical problems 
are conditions that affect small 
percentages of the population.

Many primary care trusts had 
used this lack of NICE approval 
to decide not to give Xyrem to 
patients but that now seemed to 
be less of an issue and it was just 
about proving clinical effective-
ness.

To apply for Xyrem your con-
sultant has to fill out an applica-
tion for an Individual Funding 
Request (IFR). An IFR does not 
have to prove that you will ben-
efit from using a certain drug.

Your consultant has to prove 
that you will benefit more than 
the majority of other people who 
might be offered the drug. This 
was proving difficult to do as it 
comes down to almost proving 
that an individual is unique and 
that is why it is so difficult to get 
Xyrem.

Later in the day when Dr 
Mignot and Dr Shneerson were 
answering questions jointly this 
topic was raised again and Dr 
Mignot asked how this sort of 
procedure could fit into the NHS 
ethos of care free at the point of 
delivery. In an interesting aside it 
was pointed out that Xyrem costs 
over $50,000 in the USA, which 
is three times the price that the 
NHS pays for it in England.

Moving on to Pandemrix 
and narcolepsy, Dr Shneerson 
explained that almost 35 mil-
lion doses of Pandemrix were 
produced and used and it seems 
possible that up to 300 children 
developed narcolepsy.

Dr Shneerson reminded del-
egates that it was mainly four to 
16 year olds that were affected 
and so far all those tested had 
the HLA-DQB1*0602 genetic 
marker. In other words they had a 
disposition to develop narcolepsy 
at some stage if they came into 
contact with a trigger.

It was possible they would have 
gone on to develop narcolepsy, 
either from an upper airway 

illness or some other trigger and 
Pandemrix, in a small number of 
cases, just activated the trigger 
quicker.

Dr Shneerson brought the 
conference up to date on the lat-
est developments from Finland 
where the final report of the team 
looking at Pandemrix had just 
reported. They had found mini-
mal H1N1 antibodies in those 
tested but in a quarter of children 
discovered to have developed 
narcolepsy after taking Pandem-
rix they found antibodies to the 
adjuvant used.

An adjuvant is used to boost 
the effectiveness of the vaccine 
and in this instance a substance 
called squaline was used – which 
is found naturally in the body and 
more research needs to be done 
before we can fully understand 
why using this particular type of 
adjuvant seems to have triggered 
such a reaction in Scandinavia. 

During the question and answer 
session Dr Shneerson was 
asked if he believed the number 
of those in the UK who had 
developed narcolepsy had been 
under reported. He explained any 
GP who believes a patient had 
an adverse reaction to a vaccine 
was obliged to report the event 
through a system known as the 
Yellow Card monitor. To date just 
over a dozen children had been 
flagged up using this system.

In terms of the numbers 
found in Scandinavia, it could 
be expected that eight cases of 
narcolepsy would be found for 

every 100,000 vaccinations in the 
at risk age group.

As the NHS decided all under 
fives would be considered at 
risk this would involve just over 
one million vaccinations. So 80 
children should be found if the 
statistics from Scandinavia fol-
low through in the UK.

However, research from Ger-
many and other countries has not 
shown the percentage levels of 
Finland and Sweden so it is quite 
possible that the figure of 80 is 
an upper figure that would not be 
reached.

What could also be happen-
ing, he explained, is that due 
to the level of media interest in 
narcolepsy, children who had the 
condition are being noted and 
found earlier than usual.

If that is the case, this would 
bring some good out of what 
has been a terrible story for the 
families involved.

In other questions Dr Shneerson 
discussed the Modafinil situation, 
especially prescribing it to chil-
dren. He explained that Modafinil 
is an important part of the arsenal 
of drugs used to support people 
with narcolepsy but in some chil-
dren some side effects had been 
noticed, including quite a severe 
rash and this was why a warning 
had gone out. 

The doctor or consultant can 
continue to prescribe the drug if 
it is considered appropriate and 
even start prescribing it if they 
thought that the drug could pro-
vide benefits to the patient. 

THE SECOND Narcolepsy UK conference of the year 
brought together the two leading names in narcolepsy
research and treatment and their talks showed major
medical breakthroughs may only be a few years away.
Almost 200 delegates listened to presentations by Em-

manuel Mignot and John Shneerson during September’s 
conference at Robinson College in Cambridge.

They were left amazed by the amount of research going on 
around the globe and the strides forward that have been 

made in diagnosing the causes of narcolepsy and what can 
be done to treat them in the last few years.

Across the next three pages we provide a summary of the 
presentations given by each speaker.
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DR MIGNOT charmed his audi-
ence at the Cambridge confer-
ence with his enthusiasm and 
amazed members with details 
about the variety and depth of re-
search going on around the world 
at the moment. 

His talk began with how we 
got to where we are, looking 
at the development of hypoth-
eses which were later proved in 
scientific research. Things such 
as the finding of orexin/hypocre-
tin and how the lack of it causes 
narcolepsy was, he reminded us, 
discovered about 10 years ago.

Going from that to where we 
are today was an immense jump 
in the understanding of sleep and 
narcolepsy. The next key he said 
was understanding exactly why 
some people got narcolepsy and 
others didn’t and that took us into 
the realms of genetics.

Certainly one genetic marker, 
an HLA subtype known as 
DQB1*0602 is found in between 
90 per cent and 95 per cent of 
people with narcolepsy, but it is 
also found in 20 per cent of the 
population as a whole. Dr Mignot 
went on to describe what the 
HLA molecule does. An HLA 
molecule is a Human Leukocyte 
Antigen. These sit on the surface 
of white blood cells to co-
ordinate the immune response of 
the body. Without them the body 
would over-produce white cells.

Dr Mignot believes that other 
HLA subtypes might also have 
a part to play in narcolepsy and 
he is actively studying the role 
of two others, DQ1 and DR1. 
With quicker and cheaper genetic 
information available he believes 
answers to certain questions will 
come even faster in the future.

Dr Mignot did underline the 
fact that genetics alone were not 
the cause of narcolepsy. If you 
have narcolepsy and cataplexy 
the risk of a child developing 
the condition is only one per 
cent to two per cent but the risk 
of developing daytime sleepi-
ness without cataplexy might be 
slightly higher at three per cent to 
four per cent.

These risks he said were 

probably smaller if you had 
DQB1*0602 but have no other 
family members with narcolepsy.

Dr Mignot reminded confer-
ence that in cases where one 
twin developed narcolepsy in 70 
per cent of cases the other twin 
didn’t. He went on to describe the 
probability that narcolepsy was 
an auto-immune disorder but that 
no one was absolutely sure how 
HLA-DQB1*0602 is involved.

Using MS as an example, he 
explained how the immune sys-
tem attacks the surface of nerves 
that allow conduction. The 
genetic link to that was another 
HLA subtype but this time DR2. 

In people with narcolepsy the 
70,000 cells in the hypothalamus 
that produce the hypocretin/
orexin are destroyed and it is 
most likely that these cells are 
destroyed by an auto immune 
reaction.

However, showing the confer-
ence work that was not due to 
be published until later this year, 
he explained that the TRIB 2 
was not the culprit. Both he and 
Professor Tafti, who made the 
original discovery, now agree 
that this is not the answer and 
the search must continue for the 
actual destroyer of the orexin/
hypocretin producing cells.

He said that all trials involv-
ing high dose steroids or IVIg in 
patients recently diagnosed with 

narcolepsy have produced poor 
results and that he would not 
recommend or indeed give either 
treatment to new patients present-
ing with narcolepsy to try to stop 
the condition developing.

 The drug situation he left to the 
end of his talk but this was very 
interesting. While the problems 
associated with Pandemrix-
developed narcolepsy – which 
seems to differ slightly in its 
presentation from ‘standard 
narcolepsy’ – has been 
a tragedy for indi-
vidual families, it has 
opened a whole new 
line of research that 
might deliver results 
to benefit everybody.

Again he showed 
members some recently 
collected data from chil-
dren with narcolepsy in 
China. Dr Mignot 
pointed out 
that China did 
not offer the 
Pandemrix 
vaccine to 
its popu-
lation yet 

data suggests that they too had a 
‘spike’ in the number of people 
developing narcolepsy.

This data showed two things – 
significant increases in narco-
lepsy in 2009-10 and again this 
year and also that people seemed 
to develop the symptoms of nar-
colepsy for the first time in the 
summer months of the year.

From this data he made 
two suggestions. That H1N1 
itself could cause the onset of 
narcolepsy in those with the ge-
netic predisposition. Dr Mignot 
pointed out that the Pandemrix 
vaccine was given quite late in 
the flu cycle in Scandinavia and it 
was possible that many of those 
vaccinated had already come into 
contact with the virus.

From tests carried out in China 
he could confirm that a signifi-
cant majority of those tested with 
narcolepsy did have H1N1 anti-
bodies in the blood, suggesting at 
some stage that they had been in 
contact with H1N1.

Last year we heard that upper 
airway infection in general and 
strep throat in particular did 
seem to affect the possibility 

of getting narcolepsy. Dr 
Mignot mentioned this 

again, naming several 
diseases that have 
been triggered by 
streptococcal infec-
tion. Was narco-
lepsy another? If so, 

after periods of time 
when upper airway 

infection was prevalent 
we should see an 

More breakthroughs are 
on the way, says Mignot

The audience at the 2011 Conference in Cambridge at 
Robinson College
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increase in numbers of people presenting with 
narcolepsy.

Dr Mignot showed a slide of people in 
China developing narcolepsy over a 15 year 
period and sure enough from June to Sep-
tember the numbers increased markedly. The 
supposition is these people had the flu/upper 
airway infection during the winter season and 
then over the following months, as the orexin 
producing areas of the brain were damaged, 
so the narcolepsy became more obvious.

Dr Mignot did point out that this was still 
a hypothesis and much more work needed to 
be done to prove this was the case but he was 
becoming more convinced that the possibility 
of this would be proved.

In the question and answer session Dr 
Mignot was asked if people with the *0602 
subtype should take Pandemrix or not. It 
seemed that if you took Pandemrix you had 
an increased risk of developing narcolepsy 
and if you didn’t take it and came into contact 
with H1N1 you had an increased risk of 
developing narcolepsy.

Dr Mignot did understand that this was dif-
ficult information to follow and it seemed to 
be a Catch 22 situation. He did point out that 
the possibility of developing narcolepsy from 
Pandemrix was remote. About eight extra 
cases of narcolepsy per 100,000 of vaccine 
given was a very low risk.

Certainly for those who were considered at 

risk the damage done by not taking a flu vac-
cine could be far greater that taking a vaccine.

The problem with Pandemrix seemed to be 
not the vaccine itself but the adjuvant that 
came with it – though why that would be is 
still a matter for intense speculation. 

However, as the figures from China showed, 
not being vaccinated brought equal, if not 
more risks. Dr Mignot suggested that an 
important place to start would be to have the 
blood test for *0602, especially if you had a 
history of narcolepsy in the family.

So far all those developing narcolepsy after 
Pandemrix had the *0602. If you had the vari-
ant this showed that you were more suscep-
tible to developing narcolepsy and it could 
also show that it might be advisable to avoid 
vaccines with an adjuvant in.

It might be better to have a vaccine without 
an adjuvant in it until a greater understanding 
of how the adjuvant reacted with people who 
were predisposed to narcolepsy.

The final part of Dr Mignot’s talk dealt with 
advances in medical treatment. He began by 
explaining how Modafinil had been seen as a 
‘step change’ in the treatment of narcolepsy 
and continues to be good for many people.

However, the major advance has been 
Sodium Oxybate or Xyrem, which not only 
seems to control cataplexy very well it also 
helps with many other effects of narcolepsy, 
not least the ability to aid night time sleep.

Going forward, Dr Mignot believes that the 
treatment of narcolepsy will improve even 
further. The findings of orexin/hypocretin 
have opened up new possibilities for drug 
companies to develop sleep medication based 
around orexin agonists. The ‘Holy Grail’ re-
mains to repair the damage done in the hypo-
thalamus or find some way of getting orexin/
hypocretin into the brain, perhaps using some 
form of implantable device in the brain.

JOHN Shneerson arrived at Papworth Hos-
pital at almost the same time that Dorothy 
Hands formed UKAN 30 years ago.

Over the last three decades Dr Shneerson 
has built the Cambridge-based facilities up  
into one of the leading sleep centres in the 
world.

He has campaigned for people with narco-
lepsy and for many years he has been the face 
of narcolepsy in the UK.

It was therefore entirely appropriate that 
Dorothy Hands and Zoe Shardlow, Narco-
lepsy UK’s longest serving trustee, should 
present Dr Shneerson and Dr Mignot with a 
small token of our appreciation for attending 
the meeting in Cambridge last month.

DR MIGNOT’S talk was dominated by the 
latest science on finding out what actually 
causes narcolepsy and developing the drugs 
to help tackle the condition.

However, he stressed there were also sev-
eral quite simple things that could be done to 
help people cope with the condition.

Dr Mignot described some basic sleep 
hygiene methods but came back to one of 
the themes of the conference – get people 
diagnosed as quickly as possible.

If people could be diagnosed earlier they 
can be worked with for longer and having 
narcolepsy becomes far less debilitating emo-
tionally as well as physically.

Gifts for speakers and sleep is the key
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TWO BENEFIT specialists from Cam-
bridge’s Citizens Advice Bureau warned 
members that the benefits system was likely 
to get much tougher in the coming years.

Peb Patfield warned delegates that the 
importance of filling in forms correctly 
and proving the effects of narcolepsy and 
cataplexy are set to become vitally important 
if individuals are going to obtain the benefits 
they need. Two sessions on the benefits 
system were provided for delegates in Cam-
bridge, who were also able to have one-to-one 
sessions with the CAB staff.

People on Incapacity Benefit and/or Income 
Support are now being reassessed and shifted 
into new benefits. These might be Employ-
ment and Support Allowance (ESA) or Job 
Seekers Allowance (JSA).

People already on ESA will know this 
benefit is subject to regular review and while 
it remains at the discretion of the Job Centre 
Plus as to when reviews will be held, it can 
be between every six months to every three 
years. How you 
are as-
sessed is 
also chang-
ing. People 
being 
reviewed 
for ESA are 
expected to 
explain their 
difficulties 
to the people assessing them. The assessors 
don’t have to prove you are fit to work – you 
have to prove that you aren’t.

This makes the form you fill in (ESA50) 
more important than ever and you will need 
strong support from your GP or consultant 
too. The magic number here is 15 – that’s the 
number of points you need to get from your 
ESA50 to qualify for the benefit.

Once you have filled out the form you will 
be called for a medical assessment. These 
are carried out by a Spanish company called 
ATOS Healthcare.

At the meeting they will go through the 
ESA50 criteria with you so remember what 
you said on your form. Also remember that 
the interview starts from the second you 
arrive and you could be observed from the 
moment you enter the office.

It is your responsibility to make sure the 
assessor has the full picture. You are able to 
take notes with you and you can take a friend/
advocate/support worker into the assessment 
with you.

Being able to go alone is a sign of capabil-
ity and if the assessor does not ask a question 

about something relevant then tell them about 
it. A final piece of advice relates to those with 
narcolepsy and 
cataplexy.

As soon as 
you go into the 
room, explain 
before you start 
your illness in 
a few words. 

Explain that 
cataplexy can 
be brought on 
by emotional 
situations and 
that if you have a cataplexy attack tell them 
what you want done. Once you have given 
that information ask them if they understand 
it. You will be told the result of your assess-
ment by phone or by post. You can appeal but 
you must do so within one month.

 You will be sent another form (GL24) to 
appeal along with a copy 
of your assessment re-
sult and medical report. 
You will need to go 
through this with your 
health worker and ask 
your GP or consultant 
for a letter refuting 
anything they may 
have got wrong. Any 
problems and you can 

contact your nearest CAB for advice or phone 
the new Narcolepsy UK 
helpline.

One of the benefits 
a lot of members rely 
on is the Disabled 
Living Allowance 
(DLA). If you are 
over 18 and under 65 
it is still available, 
and probably will be 
until 2014 at least. It 
may then be replaced 
completely by Per-
sonal Independence 
Payments (PIP).

The major change 
between PIP and 
DLA is that PIP 
only has two care 
levels compared to 
DLA, which has 
three. So if you 
are on the lowest 
level of DLA it 
will be a fight to 
get on to PIP. 

While DLA was open ended the new PIP 
will be awarded for a fixed term – so you will 

have to go for an assessment from time to 
time. Once 
again you will 
be expected 
to attend 
an assess-
ment which 
is likely to 
have the same 
problems the 
ATOS system 
can create – you 
are not dealing 
with people who 

understand your disability.
The only good news on PIP is that like DLA 

it will be considered a ‘passporting’ benefit 
and that will make it easier to get Motability, 
Care Allowance and other mobility related 
benefits.  All of this is related to the introduc-
tion of the new Universal Credit in 2013-14 
but Peb Patfield told delegates not to be 
surprised if that date is put back.

This is one of the government’s flagship 
bills and it has two set aims – to get people 
off benefits whenever possible and to make 
sure people don’t fall into the trap of being 
able to get more money from benefits than 
working.

The government’s message is clear, all 
benefits except Council Tax relief and PIP 
will be included in the new Universal Credit 
(UC). On the positive side it is only one claim 

so you don’t have 
to give the same 
information again 
and again.

So UC will be the 
equivalent of ESA, 
JSA, Pension Credit, 
Carer’s Allowance, 
Housing Benefit, 
Child Tax Credit, 
Working Tax Credit 
and Child Benefit. 

And it will be all 
calculated on one 
‘real-time’ computer 
system.

All in all this is a 
very busy time in the 
benefits field and that 
is why Narcolepsy UK 
feels it is important to 
have the support ready 
for individuals who 
need it.

Benefits system becoming 
even tougher to negotiate

Disability Living Allowance (Adult),

Carer’s Allowance and Carer’s Credit

Please read this then pass it to your carer if you have one.

This leaflet is in tw
o parts:

• Part one – for yo
u and

• Part two – for yo
ur carer, if you ha

ve one. It gives 

information about Carer
’s Allowance and

Carer’s Credit. 

Part one – for you

Your benefit could be affected if someone claims Carer’s

Allowance for looking after you.

If your claim for Disability Livin
g Allowance is su

ccessful, you may

get an extra amount for severe di
sability with an in

comerelated

benefit or Pension
Credit.

If someone is paid Carer
’s Allowance for lo

oking after you, y
ou may

not be able to get
this extra amount. Contact the

office dealing wit
h

your benefits for m
ore information. Your Disability Living Allowance

will not be affected.

Part two – for your carer

Carer’s Allowance

If you are caring f
or someone, for 35 hour

s or more each week, w
ho

is going to claim Disability Living A
llowance, you may want to claim

Carer’s Allowance
. Do not claim Carer’s Allowance

until the person

you care for is aw
arded Disability L

iving Allowance a
t the middle or

highest rate for ca
re, but you must claim Carer’s Allowance

within

three months of the Disab
ility Living Allowa

nce decision bein
g made

or you could lose
benefit.

Carer’s Allowance and other benefits

Some benefits, allowa
nces or pensions

can affect how much Carer’s

Allowance we can
pay. This means that if you g

et another benefi
t,

we may not pay Carer’s
Allowance at all, o

r pay it at a reduc
ed rate.

But you may still be entitled
to Carer’s Allowan

ce even if we can
not

pay it, and being
entitled means that you may get an extra am

ount

paid with incomebased Jobseeke
r’s Allowance, inc

omerelated

Employment and Support A
llowance, Income Support, Pensio

n

Credit, Housing Be
nefit or Council Ta

x Benefit.

Employment and Support Allowance

Claim form and notes about how to claim

ESA1 10/11

For our use 
Issue date

Office code

/ /

About this form
You may not get Employment and Support Allowance if you do not
l answer all the questions on the form that apply to you and your

partner, if you have one, andl send us the completed claim form and all the documents we ask
for straight away.

If you are unable to do this, please tell us why in Part 22 Other
information. Sometimes we may still be able to deal with your claim.You should send your claim form back to us within one month

of the date it was sent to you. If you do not, you may only get
benefit from the date you give us all the information we need.Please read the notes before you fill in this form.

They will help you decide what to claim.

How to claim
The best way to make a claim is by phone. Please contact us on 0800 055 6688.Calls to 0800 numbers are free from BT landlines but you may

have to pay if you use another phone company a mobile or if
you are calling from abroad. 
If you have speech or hearing difficulties you can contact us
using a textphone on 0800 023 4888.You can ask a friend or relative or an organisation that you

know and trust to help you, or contact Jobcentre Plus.This form is available in Welsh if you live in Wales. 
If you wish to speak to us in Welsh please contact us on
0800 012 1888.

24-Aug-11

To find out where to send your claim, please click here.

Presented to Parliament by the Secretary of State  
for Work and Pensions by Command of Her Majesty 
July 2010 

Cm 7 9 1 3.  

£14.75

21st Century Welfare. 
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NARCOLEPSY UK relies on the support of  
members to keep the charity running and two 
things have happened recently which show 
that it is important to keep your Will up to 
date.

BRAIN DONATION
Narcolepsy UK was recently contacted by a 

family whose mother had left her brain in her 
Will to the charity.

This is an amazingly generous thing to do, 
and certainly several years ago when the 
causes of narcolepsy were being researched 
several institutions were in need of brains 
from people who had narcolepsy.

However, we did advise members back in 
2005 that brains were no longer being har-
vested as research had wound down.

Unfortunately for this lady’s family she 
had not changed her Will and they had to go 
through the distress of contacting us to see 
what to do with the brain.

We contacted the Brain Bank in London and 
they were unaware of any unit that needed 
brains of people with narcolepsy in the UK, 
but they would have been happy to receive 
it for general research if it was less than 48 
hours old.

As we could not get the brain to them in that 
timescale because of weekends, we had to 

reject the offer. 
Offering organs after death is the most 

wonderful gift anyone can ask for – be it for 
research or to help an individual.

However, we know of no British unit that 
is looking for brains at the moment so as a 
charity we have decided to ask any member 
that has donated their brain in a Will to us, to 
either make the donation to the narcolepsy 
unit at Stanford in the United States (and let 
them know so they can decide if they want 
to use it and plan for retrieval) or remove the 
request from your Will.  

We didn’t take the decision lightly because 
we recognise the enormity of the gift. It’s just 
as there is no UK facility at the moment using 
brains for narcolepsy research, we don’t feel 
we have the experience to add to the process.

 

CHARITY LEGACY
Leaving a legacy in your Will to a charity 

is another amazing thing to do and we are 
pleased that so many members do this.

Do remember it does not have to be all your 
property or savings. In some cases it can also 
carry a tax advantage to the estate, so do talk 
to your solicitors about your situation.

When making a donation in your Will, 
recognise that things might change and it is 

in the best interests of this or any charity that 
your solicitor fully understands where the 
donation should go.

Many of you will have a donation made out 
to UKAN or the Narcolepsy Association of 
Great Britain; a few of you could have used 
the charity number 326361.

Don’t forget we have changed our name 
to Narcolepsy UK and will soon change our 
charity number too and it would be of great 
use if your Will reflected that.

You could write the donation to just Nar-
colepsy UK, which will be the name of the 
future charity. Or you could add the line or 
any charity that replaces it if you have used 
UKAN or the charity number.

Please rest assured that we will get any 
donation you leave us – it can just take time 
and money to complete and we are sure that 
isn’t what you would have wished.

If you are in any doubt please speak to your 
solicitor and we are sure they can create the 
wording that protects the charity and reflects 
what you want to do.

If you would be interested in finding out 
how you can support the charity after your 
death or any information on leaving a bequest 
in your Will, please do contact Narcolepsy 
UK using the contact details at the bottom of 
this page.

Keeping Wills up to date 
will really help charity

Delegates and speakers enjoyed the facilities at this year’s venue – Robinson College in Cambridge
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Dog sniffs out trouble 
for narcolepsy sufferer
WE ALL know that dogs can sniff out 
drugs and explosives, but what about 
narcolepsy?

Claire Guest from Medical Detection 
Dogs gave a fascinating talk on what their 
dogs can detect and how they are trained 
during the Cambridge conference. 

It all started when a friend of Claire’s 
had a dog which kept sniffing at a mole 
she had. She eventually had it checked and 
discovered it was a malignant growth - her 
dog had saved her life!

Inspired by this story, Claire got some 
funding for research and quickly discov-
ered that dogs were able to detect different 
types of cancer from urine samples and 
even from people’s breath. This has now 
expanded to other medical conditions, most 

notably diabetes – where dogs have been 
placed with people who historically had 
multiple attacks on a daily basis.

The dogs are trained to alert their owner 
that their blood sugar level is low – mean-
ing they can top up before having an at-
tack. Not surprisingly, the impact on their 
lives has been profound.

 Most recently, they have been working 
with Kelly, a narcolepsy sufferer. Initially, 
her dog Theo was trained to alert her fam-
ily when she had a cataplexy attack, and 
then to ensure she has company until she 
recovers.

Now they are working on getting Theo to 
warn Kelly if a narcoleptic attack is immi-
nent – which is proving to be quite difficult 
because the trainers need to be in-situ and 

they need to spot an imminent attack so 
that the dog can learn to spot it.

However, the signs are looking good. 
Kelly reported that her quality of life has 
already improved significantly – not just 
because of the help and warnings but also 
because the presence of Theo has increased 
her self-confidence and therefore reduced 
the number of cataplexy attacks.  

 Medical dogs currently have a long wait-
ing list for dog placements. However, Nar-
colepsy UK are making joint applications 
with the charity for funding for another 
narcolepsy dog.

We already have a list of potential recipi-
ents, but if you’d like to be added, then 
please let us know – our contact details are 
at the bottom of this page.

FOR THE first time Narcolep-
sy UK is offering Christmas 
cards for members to buy.

This is an opportunity not 
only to support the charity but 
to spread the word about nar-
colepsy to a wider public. 

The Christmas cards were 
first offered for sale at the 
Cambridge conference and we 
are now offering these to all 
members to purchase.

We have four designs (as 
shown above) and we are 

offering a pack of 12, which 
wil give you three of each 
design for just £10, plus £2.95 
postage and packing for any 
reasonable number.

To order your cards please 
contact the Narcolepsy UK 
office by phone, e-mail or post 
using the contact details at 
the bottom of this page.

Any cheque should be 
made payable to Narcolepsy 
UK and credit cards can be 
accepted via the donation 

site on the Narcolepsy UK 
website. Cards will be posted 
within seven days of receiving 
the order and the last date to 
make sure you have the cards 
for Christmas is December 5. 

if you would like to make an 
extra donation to Narcolepsy 
UK at the same time, all help 
is gratefully received.

If you would like to talk 
about a regular donation to 
the charity please contact us. 
We rely on your support.

Buy your Christmas cards from us
and support Narcolepsy UK


