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We’re launching 
into a new future

LAST month’s annual confer-
ence in Cambridge signalled the 
beginning of what is the most 

exciting period in Narcolepsy UK’s 
proud history.

There were so many announcements 
during the conference that delegates 
were left buzzing with excitement after 
a day packed with presentations and 
question and answer sessions.

The committee have decided to scrap 
annual membership fees as work begins 
to attract funding from a whole range of 
grant giving organisations.

The charity has also been given a 

new corporate identity with the launch 
of a new logo and we will now have a 
much improved presence on the internet 
thanks to a new website which was 
launched this month.

The conference attracted the biggest 
number of delegates for some time, 
with 200 people attending the event.

They heard about the latest medical 
research developments into the condi-
tion, while also receiving vital informa-
tion on nutrition and PCT appeals.

Don’t worry if you weren’t at the con-
ference – all of the developments are 
detailed in this edition of Catnap.

l Membership fees 
for Narcolepsy UK 
are scrapped

l New website and 
new charity logo are 
launched

l Annual conference 
in Cambridge attracts 
200 delegates

l Member gets in the 
swing to raise funds

l News of exciting 
medical research

Members attending 
one of the talks at 

the 2010 conference
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Membership 
fees scrapped
Being a member of Narcolepsy UK is 

now free for everyone. The news was 
announced at the annual conference in 

Cambridge last month after the committee of 
Narcolepsy UK decided to move away from 
membership fees as a source of revenue.

Membership fees were introduced shortly 
after the charity was formed in 1981 and were 
introduced to pay for the production of Catnap 
and to subsidise the yearly conferences. 

With a new name and logo, the launch of a 
refreshed internet presence and the charity’s 
30th anniversary in 2011, the decision was 
made by the board of trustees that now was 
the time to try another way of funding. 

Charities by their very nature are inclusive 
– if charging a fee stopped even one mem-
ber from joining the society then the charity 
would be failing in its purpose.

It also reflects the fact that should someone 
ask for help from the charity they would 
receive it even if they were not a member.

The charity is here to support the narcoleptic 
community, the entire community and not just 
those who pay their membership fees.

The trustees hope that this will persuade 
more people with narcolepsy to join Nar-
colepsy UK and take an active part in its 
development.

The charity is still using the term ‘members’ 
to recognise those who have narcolepsy and 

have approached the charity for support. Rath-
er than ask for money from our members, the 
charity has produced a three page membership 
survey that everybody will be asked to fill out.

This is available online or it can be posted to 
potential members. That’s the only commit-
ment that Narcolepsy UK wants from you. 
After that you can gain full access to the 
website and Catnap will be either posted or 
e-mailed to you.

The charity will still need funding to be a 
vibrant presence. We hope that members will 
continue to support the charity financially, 
though this time with a donation rather than 
a membership fee. All donations can be gift 
aided if you are a UK tax payer.

In the months ahead the website and Catnap 
will have ideas for fundraising events that we 
hope you might be willing to try.

If you would be interested in acting as a 
local supporter of Narcolepsy UK do let us 
know and we can send you more information. 

For the first time in the charity’s history it 
will be approaching grant giving trusts and 
asking for their support.

Members who currently pay their fees by 
direct debit can leave this in place and your 
usual annual fee will be collected as a dona-
tion instead. If you do not wish us to continue 
taking this amount of money please cancel the  
direct debit with your bank.

FOR THE first time in a number of years the 
Annual General Meeting of Narcolepsy UK 
took place in London, and not on the eve of 
the annual conference.

That wasn’t the only new look to the eve-
ning – this was the first AGM for the charity 
under its new name.  The meeting took place 
at The Wellcome Collection in Euston Road.

The meeting was opened by Bill Harris, who 
is the chairman of Narcolepsy UK. Apologies 
were received and the minutes of the 2009 
meeting approved and signed.

The annual report was then presented with 
the accounts for 2009/10. This led to sev-
eral interesting questions from the members 
including the following.

Why has the cost of producing Catnap 
increased? The treasurer Mike Armstrong 
reported that the postage costs for Catnap had 
increased over the last year, with increases in 
paper and print charges also affecting the cost.

John Cherry explained that a deal to print 
and post Catnap had been agreed which would 
reduce costs marginally in 2010/11.

Why had the costs of running the charity in-
creased so much? The chairman reported that 
the number of direct employees had increased 
over the last year as the charity moved away 
from relying totally on volunteers. He expect-
ed income from grant giving trusts to make up 
much of the shortfall in the coming year.

Why has income from members subscrip-
tions reduced? The chairman and treasurer 
reported that fewer members were keeping 
their subscriptions going but as the treasurer 
pointed out, decreases in membership fees are 
offset by an increase in donations.

Other business transacted at the meeting in-
cluded the re-appointment of the auditors and 
the confirmation that the majority of trustees 
were willing to stay in office.

Ann Williams is standing down before the 
next AGM and Kay Underwood had resigned 
since the last AGM. Jenny Taylor and Graeme 
Moir stood for re-election and Tim Kavanagh 
was elected as a new trustee.

To obtain a copy of the annual report and ac-
counts, e-mail john.cherry@narcolepsy.org.uk

AGM’s new date on calendar
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DELEGATES at the conference 
got a sneak preview of Narco-
lepsy UK’s new website.

Jenny Taylor, trustee and chair 
of the marketing sub committee 
which has been working on this 
project, gave delegates a sneak 
preview of the site’s design. 

Jenny explained that the logo 
now being used was originally 
considered a number of years ago, 
but wasn’t considered quite right.

Now, after a colour change and 
softening the image the trustees 
are confident it will become syn-
onymous with narcolepsy. 

The website has been redesigned 
and utilises the best of content not 
only from the existing Narcolepsy 
UK website but also from the web 
presence of Narcolepsy Connec-
tions.

Jenny reported that the charity 
had been working very closely 
with the Connections group to 
present a unified presence and it is 
hoped this presence will grow in 
the months ahead.

The new forum section on the 

website will be called Narcolepsy 
Connections. This is to recognise 
the coming together of the two 
groups and to remind visitors 
that this is the area where people 
with narcolepsy can connect in an 
informal but regulated manner.

The new website provides a 
far more pleasurable browsing 
experience than before. Using bet-
ter graphics and a much improved 
structure of menus no piece of 
information is more than ‘three 
clicks’ away from users.

Enhanced sections on the Dis-
abled Living Allowance, driving 
and how to appeal a PCT decision 
are already in place.

As many members have request-
ed it, for the first time the website 
will also include templates of doc-
uments which might help them.

With major changes in both 
health and social security 
inevitable in the months ahead 
many changes can be expected. 
However, at the moment we are 
providing information that is 
relevant to today’s legislation.

Like all information websites 
this is very much a work in 
progress and weekly updates are 
planned.

Log-on regularly to find out 
what is happening and how you 
can become involved.

Also new to the site this month 
will be the opportunity to donate, 
securely, online. All you need is 
your credit or debit card and just 
click the donate button, and then 
follow the instructions.

Almost 70 per cent of our exist-
ing members have looked at our 
website for information in the last 
year. The information they gave, 
about what was good and not 
so good provided the blueprint 
for the new website design and 
content.

At the time of going to press, the 
website was in its final develop-
ment stage and was due to go live 
at the beginning of this month.

Members who spot a redundant 
link or an error are requested to 
contact john.cherry@narcolepsy.
org.uk to report them.

NARCOLEPSY UK has an-
nounced that it has merged 
websites with Narcolepsy 
Connections.

The new Narcolepsy UK 
website includes many of the 
sections of the Connections 
website.

The ‘members area’ of 
Narcolepsy Connections can 
now be found by accessing the 
home page of Narcolepsy UK 
where it has merged with the 
UKAN members area.

If members want to interact 
with other members through 
the website they will now 
log-on to Narcolepsy Connec-
tions – the new name for the 
interactive areas.

Users of both Narcolepsy 
Connections and UKAN/
Narcolepsy UK are a lively 
bunch and this enhanced ca-
pability should see the busiest 
narcolepsy interaction site on 
the web. To log-on go to www.
narcolepsy.org.uk and click 
narcolepsy connections.

Narcolepsy UK has unveiled its new 
identity for the charity. During the 
conference in Cambridge members 

got their first look at the new logo for the 
charity and there was a familiar look to what 
they saw.

The vibrant orange of the old logo has been 
used again, as has the familiar sleeping face 
logo.

But a softer blue has also been introduced, 
as well as the charity’s new name, and what 
we now have is a powerful-looking logo that 
members and the general public will be see-
ing more of in the months ahead.

The new look was produced with creative 
help from a design agency and we feel the 
design does focus on what people know about 
narcolepsy – that it is a sleep disorder.

While the charity has been trying to make 
the general public realise that people with 
narcolepsy actually have a neurological 
disorder we do realise that sleepiness is the 
dominant symptom and that the public associ-

ate sleepiness with this condition.
It was felt that at this stage of the charity’s 

development, awareness about the condition 
in general was more important than explain-
ing how it was caused.

We also needed a design that would be 
recognisable, worked well in all media and 
worked as well in black and white as it does 
in colour.

As the design of the logo is round and 
friendly we also decided on a similar font for 

the name.
These colours and the more rounded type-

face will be rolled out over the coming weeks 
and months.

It will be most visible on the website but 
as letter headed paper and our manuals run 
out we will be replacing them with the new 
design.  

As publicity on the charity continues to 
increase, hopefully you will be seeing a lot 
more of our logo in the media too.

UK Narcolepsy 

New identity is unveiled 
with a familiar face...

Linking with 
Narcolepsy
Connections

New website key part of strategy 
to help improve charity’s profile 
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Charity status change so vital for the future
A DAY full of talking points and surprises be-
gan with Bill Harris, chairman of Narcolepsy 
UK, making a series of policy announce-
ments.

The announcement that the society had 
decided to remove the burden from members 
of an annual fee caused quite a stir.

Bill explained that while he hoped members 
would still support the charity financially, 
in future we would be asking for donations 
rather than membership fees.

In a far ranging talk, it was explained that 
the charity would be approaching grant giving 
trusts, livery companies and business organi-
sations for support and sponsorship.

He also hoped that members could do more 
and mentioned taking part in marathons, 

sponsored walks and golf matches – not just 
to increase funds but also to raise awareness 
of the charity and the condition.

Bill and director John Cherry then went on 
to explain that to move ahead the charity had 
to change its status. At the moment it was an 
Unincorporated Association, which meant 
that the charity had no legal status.

Contracts, even the website name is not 
‘owned’ by the charity but the individual 
trustees. The plan was to become a Charitable 
Company Limited by Guarantee, hopefully by 
the middle of 2011 if members agreed.

Bill then explained how he hoped the char-
ity could develop in the future. Educating the 
GPs who are the gatekeepers of health servic-
es was as important as educating the general 

public about narcolepsy and its effects. 
Members were asked to show their sup-

port for the proposals and the results were 
unanimous.

Bill explained that the trustees would now 
continue talking to the Charity Commission 
and hoped to come back to the members with 
more information later in the year.

All members would then be sent a copy of 
the proposed new constitution and an EGM 
would be called to vote on the proposals.   

Members were offered copies of the pro-
posed new constitution either in hard copy or 
via e-mail though members were reminded 
that this had not yet been approved by the 
Charity Commission and could look quite 
different by the end of the process.

Conference attracts 200 
delegates to Cambridge
Sunshine and showers 

greeted the 200 delegates 
to the 2010 Narcolepsy 

UK Conference. Held for the first 
time in the stunning setting of 
Fitzwilliam College in Cam-
bridge, the day surprised and 
delighted many of the members 
attending.

Trustees had decided to move 
away from the usual format of 
members sharing experiences 
with other members to that of a 
conference where the profession-
als provided an overview and 
then took part in question and 
answer sessions. In addition, the 
breakout rooms were busy with 
sessions managed by Cambridge 
Citizens Advice Bureau, provid-
ing delegates with information 
on how to apply for allowances, 
appeal decisions and how to get 
the most from your PCT. 

The day started with local MP 
and Minister of State, Jim Paice, 
opening the meeting and provid-
ing delegates with an overview of 
the coalition government’s policy 
on healthcare.

Government policy was to pro-
tect the NHS and not impose cuts 
on it, he said. While efficiency 
savings were being discussed and 
expected, this related to manage-
ment issues and should have no 
effect on frontline services.

He also went on to remind 

delegates that while this year’s 
winter flu inoculations would 
have an H1N1 element in it, 
scientists in this country consider 
the vaccine safe.

He also mentioned the latest 
follow up reports coming from 
Sweden also suggested the link 
was exaggerated.

The message from the Chief 
Medical Officer remained for 
those offered the winter flu 
inoculation to take it.

Members then listened to a 
fascinating talk from Dr Indranil 
Chakravorty on how the myster-
ies of Narcolepsy were starting to 
reveal themselves.

The question and answer 
session following was widely 
attended and when that finished 
Dr Chakravorty had a long queue 
of individuals wanting to ask 
specific questions. So many that 

he missed his lunch!
It was a similar experience in 

the afternoon when Deborah 
Colson of the Brain Bio Centre 
talked about nutrition and sleep 
disorders. Both the main talk and 
the question and answer session 
overran. More details of both 
talks can be found on page 5.

While this was going on the 
breakout rooms were running 
seminars on how to apply for 
grants, how to appeal against a 
request for funding from your 
PCT and on children with nar-
colepsy. 

Bill Harris, chairman of Nar-
colepsy UK was very pleased 
with the event: “This wasn’t our 
conference it was and always is 
the members.

“This year that was especially 
true because they designed it. We 
asked what they wanted and then 

delivered it. The fact that this has 
been the largest conference for 
a decade suggests we are on the 
right track.

“Not everything was 100 per 
cent right. We are going to have 
to look at the way we handle 
questions from the floor and limit 
the time that speakers give on a 
one to one basis.

“Also we need to look again at 
breakout sessions. It’s important 
to provide members with the lat-
est information on grant applica-
tions and PCT rules but we must 
allow time for members to share 
their experiences and stories.

“All in all we were very happy 
with the day and want to ensure 
that future conferences are as 
successful.”

Narcolepsy UK director John 
Cherry, who helped organise the 
conference, was also pleased 
with the day. He said: “The staff 
at Fitzwilliam, particularly the 
catering staff and college porters, 
were fantastic.

“Many members said the food 
was the best they had had at any 
conference. Others mentioned 
that the main auditorium was per-
fect – lots of natural light, areas 
of shadow for relaxation and a 
light and airy feel to the place.

“Having rooms and conference 
centre in such close proximity 
was a major bonus.”
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The main medical topic of 
the morning, and one that 
had conference delegates 

talking for most of the day, was 
the talk and question and answer 
session from Dr Chakravorty, of 
the Lister Sleep Centre and St 
George’s Hospital and Medical 
School.

Entitled ‘Narcolepsy – the 
mystery unveils,’ Dr Chakravorty 
gave an overview of where the 
science of sleep medicine has 
come from before focusing on 
the huge strides made in the last 
10 years. 

One of the main problems with 
narcolepsy is the poor awareness 
and diagnostic rate.

Between two to five caucasian 
people per 10,000 will have some 
form of narcolepsy – Dr Chakra-
vorty believes the figure is closer 
to the five than the two.

This means that for every one 
case that is diagnosed at least five 
remain undiagnosed.

Probably the same figure is 
misdiagnosed. In total he be-
lieves 19 out of 20 narcoleptics 
are either missed or not offered 
the correct treatment.

He then went on to talk about 
a report that was issued in 2003 
which looked at drugs and aging. 
They found that nearly half of 
those with narcolepsy present 
after the age of 40.

It was also at this age that sleep 
apnia, PLM (periodic leg move-
ment) and REM sleep disruption 
was more likely to occur.

He pointed out that individu-
als could have been managing 
the symptoms themselves for a 
number of years and that it was 
unlikely that 40 was the age 
when the condition starts.

While there is no evidence 
yet of a significant genetic link, 
evidence was published in 2008 
of the possibility that something 
at a genetic level was affecting 
narcolepsy.

Women are twice as likely to 
develop narcolepsy as men and 
if you have a direct relation with 
narcolepsy the probability of 
you becoming affected increases 
significantly.

In monozygotic twins if one has 
it, the chances of the other being 
affected increases by up to 31 
per cent.

Moving on to consider the ad-
vances since De Lecea and Saku-
rai discovered Hypocretin/Orexin 
in 1998, how the hypothalamus 
works was first explained.

It was discovered that hypo-
cretin/orexin did far more than 
just regulate sleep – it was also 
involved with energy levels, 
memory, learning and reward 
seeking. When delegates were 
asked how many had problems 
with body temperature, memory, 
the endocrine or cardiovascular 
system as well as sleeping, every-
body in the audience had at least 
one of the secondary problems.

The role of hypocretin in sleep 
management has been known 
since at least 2000 and from that 
time hypocretin production had 
been checked in people with 
sleep disorders.

It has been estimated (and 
found in animal models) that up 
to 90 per cent of hypocretin pro-
ducing cells have been destroyed 
in those people with narcolepsy.

The next big question to answer 
and the final part of the talk re-
lated to what was killing them.

Two important pieces of work 
were considered – the University 
of Lucerne and Geneva findings 
of trib 2 antibodies and the report 
issued in March this year in The 
Journal of Sleep Research. 

The findings that trib 2 antibod-
ies are the ones which cause the 
destruction of the hypocretin 
producing cells was a major 
advance, but everybody has trib 2 
antibodies.

The problem with people with 
narcolepsy is they have many 
times more than the rest of the 
population.

Rather than being just a con-
stant background, trib 2 antibod-
ies in those with narcolepsy are 
very high in the first two to three 
years of the condition.

They sharply decrease after that 
time and then stabilise for the 
next 30 years at a higher level 
than that of control subjects.

The more trib 2s you have the 
more they damage the hypothala-
mus, and the more damage to 
the hypocretin producing areas 
the more severe the narcolepsy 
can be.

Diagnosing narcolepsy early 
therefore becomes more impor-
tant than ever.

The findings reported in The 
Journal of Sleep Research could 
well be an indication of what 
turns the production of trib 2 
antibodies up – a sore throat.

Not just any sore throat but a 
sore throat that involves a trip to 
the doctor before the age of 21.

It has been found that those 
who had a streptococcal infec-
tion (strep throat) had an almost 
six fold chance of developing 
narcolepsy.

We know there has to be a 
missing environmental trigger – 
is strep throat it? Streptococcal 
infections have been linked to 
other diseases so perhaps it will 
be found to have an effect on 
narcolepsy too.

That might be by molecular 
mimicry or a super antigen infec-
tion or some other as yet to be 
found pathway. It does look inter-
esting for future research.

Dr Chakravorty was keen to 
point out that the vast majority 
of those who get a strep throat 
infection do not develop narco-
lepsy.

There must be some, perhaps 
genetic switch, that on a certain 

group of susceptible people is 
turned on by the streptococcal 
infection.

That then increases the anti-
body production which destroys 
the hypocretin producing areas 
and leads to narcolepsy.

A very important question was 
asked in the question and answer-
session – if my child develops a 
severe throat infection and I am 
a narcoleptic, should I request 
further treatment from my GP?

Dr Chakravorty did have a view 
on this, and that view might not 
be shared.

If you were a diagnosed narco-
leptic, that came from a family of 
narcoleptics and your child had 
confirmed streptococcal infection 
and had been genetically checked 
and found to have the HLA-
DRB1 and HLA-DQB1* gene 
variant then yes he would request 
further intervention from the GP.

In conclusion, Dr Chakravorty 
talked about the opportunities of 
the new drug regimes, how suc-
cessful Xyrem has been to many 
patients, how in the next 10 years 
the next generation of drugs 
will be a “step change” from the 
ones we rely on today and when 
(not if) the problem of getting a 
synthetic version of hypocretin 
through the blood/brain barrier is 
resolved many of the effects of 
narcolepsy will be reduced.

Dr Chakravorty had a final 
comment that we can all agree 
with. “It is becoming increas-
ingly clear that the sooner an 
individual with narcolepsy is 
diagnosed the better the outcome 
should be.” 

There seems to be a ‘golden 
year’ where production of anti-
bodies increases and hypocretin 
starts to decrease.

If we can get to the person 
during that year, their long term 
outlook could be completely 
different.

At the moment the average time 
delay between onset of symptoms 
and diagnosis is between 10 and 
14 years.

If we can get that down to 
months, we could change the 
lives of thousands of people.

Strep throat link made 
to onset of narcolepsy
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IN A particularly busy audito-
rium, Deborah Colson from the 
Brain Bio Centre went through 
her ideas for help in reducing the 
effects of narcolepsy on individu-
als.

No matter what you might hear, 
nutritional intervention alone 
can’t cure narcolepsy. When 
those antibodies have killed the 
hypocretin producing areas of the 
brain, eating a balanced diet will 
not bring them back.

However, there are some 
nutritional things you can do that 
could reduce the effects and per-
haps fight off some of the excess 
production of the antibodies.

 Deborah is very keen for ev-
erybody to obtain their nutritional 
requirements from a healthy bal-
anced diet, though to begin with 
you might have to take supple-
ments to get you to where you 
want to be. The long term goal 
has to be to wean you off supple-
ments and on to a healthy diet 
that gives you all you need.

If you have to buy supplements 
get them from a specialist sup-
plier and don’t rely on supermar-
ket or chemist shop brands.

Deborah then looked at some 
specific areas where nutrition 
might help.

She started with blood sugar 
control and some studies and an-
ecdotal reports suggest that high 
protein diets reduce excessive 
daytime sleepiness. This could 
be related to better blood sugar 
control.

If that is the case, a low gly-

caemic load (GL) diet – moder-
ate protein and only low GL 
carbohydrate intake – may bring 
the improvements in daytime 
sleepiness, better quality night 
time sleep but without the ad-
verse side-effects and long term 
health risks associated with high 
protein diets.

Further information on GL diets 
can be found on the internet.

Many members were disap-
pointed to find that the benefi-
cial effects of alcohol had been 
significantly over rated!

Beer and lager because of the 
wheat content could be non 
beneficial, as could any spirit 
made from grain. Wine had lots 
of antioxidant properties but 
was relatively high in sugar and 
should only be considered an oc-
casional treat. 

In terms of nutrient deficien-
cies, Deborah explained that a 
number of nutrient deficiencies 
could be relevant. For example, 
vitamin D deficiency is com-
mon and is linked with MS and 
Parkinson’s – both diseases share 
similar features with narcolepsy.

Vitamin D is an immune 
modulator, anti-inflammatory and 
stimulates production of BDNF 
(brain-derived neurotrophic fac-
tors). A lack of essential fats are 
associated with neurodegenera-
tive disorders such as dementia, 
MS and Parkinson’s.

Restless Leg Syndrome (RLS) 
is common in narcolepsy and the 
shortage of minerals magnesium 
and iron are implicated in RLS.

Chromium deficiency may 
affect blood sugar control and 
mood and zinc may be associated 
with poor concentration.

Deborah has a favourite mineral 
(chromium) and vitamin (D). She 
thinks that most of us are defi-
cient in either or both of these.

A blood test is available from 
your GP to find out if you are 
short of vitamin D.

The role of essential fats was 
also looked at as they are known 
to support optimum brain func-
tion. Taking a daily dose of cod 
liver oil to increase omega-3 
levels will not hurt and starflower 
or evening primrose oil is a good 
source of omega-6.

However, the best way to get 
these is through diet. Increase 
your intake of seeds and nuts, 
use lots of seed based oils in 
your cooking – particularly hemp 
oil, walnut oil and olive oil for 
salad dressings. Choose oily fish, 
sardines, herring or salmon two 
or three times a week and reduce 
and if possible avoid fried and 
processes foods.

Deborah finally talked about 
how food could help an auto im-
mune disorder, as it seems more 
likely that narcolepsy will be 
considered such a condition.

Auto-immune conditions may 
be improved by increasing muco-
sal tolerance and improving the 
balance between Th1 and Th2.

Simply put, this involves im-
proved gut ecology and remov-
ing dietary allergens – the most 
likely being gluten, wheat, dairy, 

soya, yeast and eggs.
Anecdotal reports and clinical 

experience indicate these foods 
can be associated with excessive 
daytime sleepiness, sleep distur-
bance and a range of other signs 
and symptoms.

Try removing these foods from 
your diet for a month and see if 
your wellbeing improves, then 
gradually reintroduce one at a 
time, starting with eggs, and see 
if you respond.

This exclusion could be accom-
panied by the supplementation of 
probiotics such as lactobacillus 
acidophilus, bifidobacter and sac-
charomyces boulardii to improve 
gut ecology and at this time 
taking supplements to make up 
the reduction from the foods you 
have removed is a must.

If you feel that you do have a 
problem with wheat ask your GP 
for the test to rule out that you 
are a Coeliac.

In conclusion Deborah was 
asked where you should go on 
holiday to help the symptoms of 
narcolepsy. She said somewhere 
that had strong sunlight to in-
crease vitamin D production and 
as you should expose as much 
of your body as possible without 
burning, somewhere that was 
warm all the time.

A diet that was rich in nuts, 
fruit and oily fish would be useful 
and one that used lentils, beans 
and rice more than currently 
found in the UK. The nearest 
place that meets all of these crite-
ria is Portugal.

Tips to reduce narcolepsy effects 
through diet prove very popular

NEWS FROM MEMBERS: TRISH Bag-
galey, of Scunthorpe, organised a golfing day 
at her local course which raised an amazing 
£1,680.

If that wasn’t valuable enough her employ-
ers Bibby Line Group then added a further 
£1,500 under their ‘Giving Something Back’ 
campaign. These sorts of events are invalu-
able to the society in two ways. They raise 
significant sums of money that we can put to 
good use and they increase awareness of the 
condition and the society.

If you are planning an event like the one 
Trish organised do let us know – we can 
help with publicity and information packs if 

needed. On behalf of all our members a huge 
vote of thanks goes out to Trish and to Bibby 
Line Group for their support.

Dorothy Pickering has written this tribute 
to narcolepsy sufferer John Pickering, who 
recently passed away

John was first diagnosed with narcolepsy in 
his early 20s by an Austrian doctor who pre-
scribed Dexedrine tablets. These he took for 
years until they developed the slow release 
capsule which was a great help.

He managed to live a ‘normal’ life with not 
many people knowing he had narcolepsy.

In about his mid-50s, our youngest 

daughter, who was interested in alternative 
medicine, persuaded him to try acupuncture 
and this was a great success.

As John got older and retired he found the 
narcolepsy took over a bit more and he prob-
ably gave in to it as there was no need to fight 
it. John had two knee replacements when he 
was 80 and recovered well and walked every 
day round our village.

He continued to walk well until a few 
months before he died in March. The 
narcolepsy seemed to increase as his health 
deteriorated. The whole village turned out for 
John’s funeral to give him a wonderful send 
off. He will be sorely missed.

Trish tees up some great fundraising support
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AFTER talking to several consultants, 
John Cherry gives his tips on how to win 
an appeal against your PCT’s funding 
refusal for drugs.

1. Get a copy of the funding refusal 
letter. Until you know the grounds for 
refusal, you will not know the grounds to 
appeal on.

2. Write via e-mail to the person who 
wrote the letter of refusal and request full 
disclosure about the way your case has 
been handled so far.

Inform them you need the following 
information: A complete copy of the 
minutes of the original application hear-
ing; A complete copy of the minutes of 
the appeal hearing, if it has happened;  
Complete set of all documents sent to 
the members of the appeal committee 
before the meeting; A confirmation of 
the job title, medical qualification, clinical 
qualification or other relevant qualification 
of panel members on the original panel 
and on the appeal panel; Confirmation of 
whether a sleep specialist was present 
on the original panel that refused funding;  
Request information on who will be giving 
an expert opinion to the appeal panel; 

Copies of the PCT policies governing the 
exceptional treatment process, including 
any specific policies relating to the appeal 
process; Copies of any documents or 
statements about the drug that the PCT 
relied on in its original decision making 
process; Copies of the original applica-
tion for funding letter that was sent to the 
PCT by your consultant, together with 
any evidence that was submitted; Terms 
of reference for the appeal panel and 
the date these were ratified by the PCT 
board; Copies of refusal letters from the 
PCT for similar applications

3. Request that all of these documents 
be sent to you via e-mail and also hard 
copy to your home address. It is your 
right to have this information.

4. Ask for acknowledgement that your 
request for information has been received

5. If all else fails ask for the PCT PALS 
(Patient Advisory and Liaison) officer to 
help by asking them to urgently take up 
your information request

6. Again remember to ask for the name 
of the PAL you are dealing with

7. Your appeal will need to address the 
specific, individual points given by the 

PCT for refusal. You will need to argue 
your case on the specific grounds in your 
refusal letter

8. Make sure you have the full support 
of your consultant. Ask for copies of his 
support letters.

9. Consider approaching your MP and 
GP for additional letters of support

10. Your local county council will have 
an oversight committee that has a re-
sponsibility to ensure the PCT acts fairly. 
Write to your councillor and ask for their 
support to get the treatment you need.

11. Ask the PCT for confirmation in 
writing that you can present your case, in 
person, at the appeal hearing.

12. If you are unable to present the 
appeal yourself ask for confirmation in 
writing that another individual can present 
your case for you

13. At the hearing be prepared – make 
your case in a business like manner. Take 
notes and ask for clarification on points if 
you don’t understand them.

Consultants have reported that patients 
who ask for some or all of the above, sta-
tistically stand a better chance of winning 
their appeal.

Narcolepsy UK director 
John Cherry takes an in 

depth look at which Primary 
Care Trusts provided the 

best chance of getting new 
drugs and how to appeal 
against their decisions.

I took up the task of looking at which 
PCT’s gave the best chance of get-
ting new drugs through the exceptional 

circumstances route. This I thought would be 
quite easy – how wrong I was.

After talking to 30 PCTs across the country 
the first thing I discovered is how difficult it 
is to find out what framework they are work-
ing to. Here is a classic example – what do 
you call the process? I have come across the 
following terms: Exceptional Case Review 
Board (and Panel), IFR (Individual Funding 
review), Priorities Panel, Priorities Forum and 
Commissioning Advisory Group.

The next point is about record keeping. Not 
one trust could give me a breakdown on how 
many applications for non cancer drugs had 
been made through the exceptions/IFR/etc 

route. They could give global figures (in some 
cases) but not specific ones. How then you 
might ask can they meet the specific require-
ment for transparency in the NHS Act?

If that is bad consider this – out of 30 
PCTs not all of them had written protocols to 
explain how their processes work. Of the 24 
that did you will not be surprised to learn they 
were all different.

One PCT didn’t even have a regular panel 
to review exceptional cases. Only 18 of the 
30 PCTs that had a protocol admitted they 
took social criteria and personal circumstanc-
es into consideration – 40 per cent don’t even 
though it’s an explicit requirement.

Then the make up of panels is interest-
ing, with one PCT I spoke to not using any 
clinicians at all (Sheffield) and one with one 
(Camden). If you don’t have clinicians on the 
panel how can you decide exceptionality?

There is a huge variation in the number 
of exceptional funding requests received by 
PCTs. This suggests that either some PCTs 
are particularly generous in their funding of 
exceptional cases or they are discouraging 
clinicians from using the exceptional funding 
route.

I found one PCT (Mid Essex) that kept good 

statistics and stated that 96 per cent of total 
exceptional requests were funded, while a 
neighbouring PCT (South West Essex) could 
not find any exceptional request that had been 
approved in 2008/09.

There are currently 151 PCTs in England 
and I contacted 20 per cent of them. If we 
extrapolate the information they could give I 
would estimate that between 5,000 and 6,000 
requests for exceptional funding are made 
every year.

Of these between 3,000 and 3,500 are for 
cancer treatment. Overall approval seems to 
be about 70 per cent for cancer patients and 
40 per cent for other patients.

So to answer the question where should you 
live to get the drugs you need it would be:

1. A PCT that has a good written policy on 
exceptional case review (West Kent, Cam-
bridgeshire and Norfolk PCT)

2. Have a PCT that uses clinicians on the 
panel (well done Hillingdon with five clini-
cians and one administrator, East and North 
Herts and Havering)

3. Chose a PCT than can provide you with 
the details of funding exceptional acceptances 
in the past (Mid Essex, Waveney and West 
Kent)

PCT’s not consistent in 
their drug appeal work

How to take on PCTs and their decisions
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You will no doubt have heard or seen 
news that a swine flu vaccine called 
Pandemrix has been suspected of 

causing narcolepsy.
It is important to understand the full impli-

cations of what has happened and how that 
might affect you. Pandemrix was supplied to 
30 million people in the European Union as 
a vaccine against the H1N1 version of swine 
flu. On August 24, Finland suspended its 
national vaccination programme after doctors 
reported eight cases of suspected narcolepsy 
after patients had been given Pandemrix.

In the following days Sweden then reported 
10 cases, six in France and one in Germany 
and Norway. There have been no reported 
cases in Britain to date.

To put this in context that is less than .001 
per cent of the people who had the vaccine.
Out of the 30 million that were given the vac-
cine statistically at least 10,000 of them will 
have narcolepsy.

As the syndrome is so under diagnosed 80 
per cent of the total will not have a diagnosis 
of narcolepsy. It could be that doctors who 
were looking for a reaction to the vaccine dis-
covered patients with an existing condition.

After research carried out by Swiss and 
French scientists we can now say that for the 

majority of those with narcolepsy, it has been 
brought on by an auto immune response.

An antibody was discovered which attacked 
and killed a specific area of the brain that 
produced a neuropeptide called hypocretin, 
which is needed to regulate sleep.

Scientists have not yet discovered the trig-
ger for this autoimmune response. It could 
be a reaction to a seasonal virus, it could be 
genetic; it could be a host of things including, 
though unlikely, a reaction to a vaccine. 

If there has been an auto immune reaction, 
doctors could test a small sample of spinal 
fluid for hypocretin.

If no hypocretin is present it would indicate 
that the production areas had been attacked 
indicating an auto immune reaction.

Whether this was a recent response or had 
happened some time ago could not be proven, 
unless the patient had been checked prior to 
vaccination and found to have normal levels 
of hypocretin.

Unless The European Medicines Agency 
changes its advice or a significant number of 
new cases are discovered the recommenda-
tion remains to take the vaccines that are 
offered to you.
l The European Medicines Agency’s 

(EMA) committee for Medicinal Products 

for Human Use (CHMP) has reviewed all 
available data on the suspected link between 
narcolepsy and Pandemrix.

The committee concluded that the avail-
able evidence was insufficient to determine 
whether there is any link between Pandemrix 
and reports of narcolepsy, and further studies 
were necessary to fully understand this issue.

The committee agreed that at present the 
benefit-risk balance for Pandemrix continues 
to be positive, and that while the review is 
still ongoing there was no need for Europe-
wide restrictions on use.

The ongoing review is complex and will 
take some three to six months to complete. 
The agency is working with experts from 
across the European Union to carefully scruti-
nise all available reports.

The agency is in contact with its inter-
national regulatory partners (in the United 
States of America, Canada and Australia), to 
compare the available data with information 
from outside Europe.

In addition, an investigation in collaboration 
with the European Centre for Disease Preven-
tion and Control (ECDC) and the World 
Health Organization (WHO) is in progress.

The agency will provide updates as new 
information becomes available.

RESEARCH on the causes of 
narcolepsy and its effects contin-
ue with even greater speed since 
the findings of the link between 
antibodies and narcolepsy.

There was a very interesting 
paper reported at the American 
Headache Society’s Annual Sci-
entific Meeting in Los Angeles, 
about REM sleep and headaches.

Many of our members have 
reported a higher than expected 
level of either ‘cluster headaches’ 
or migraines. American scientists 
say new research shows that 
sleep deprivation, and in particu-
lar REM sleep changes, leads to 
increases in the levels of key pro-
teins that are suspected to have a 
significant effect in the underly-
ing pathology of migraine. 

Paul Dunham and his team 
at Missouri State University’s 
Centre for Biomedical and Life 

Sciences are trying to understand 
the mechanisms by which sleep 
disturbance increases the risk of 
migraine and triggers them. 

Dr Durham said: “We used 
an established model of sleep 
deprivation to measure levels of 
proteins that lower the activa-
tion threshold of peripheral and 
central nerves involved in pain 
transmission during migraine.

“We found that REM sleep 
deprivation caused increased 
expression of the proteins p38, 
PKA, and P2X3, which are 
known to play an important 
role in initiating and sustaining 
chronic pain.”

Little is known about the bio-
logical mechanisms that underlie 
how certain factors trigger a mi-
graine attack and medical experts 
believe this research is important 
in helping to change that.

WASHINGTON State University 
researchers have discovered the 
mechanism by which the brain 
switches from a wakeful to a 
sleeping state.

The finding clears the way for a 
suite of discoveries, from sleep-
ing aids to treatments for stroke 
and other brain injuries. “We 
know that brain activity is linked 
to sleep, but we’ve never known 
how,” said James Krueger, WSU 
neuroscientist and lead author of 
a paper in the latest Journal of 
Applied Physiology.

The mechanism – a cascade 
of chemical transmitters and 
proteins – opens the door to a 
more detailed understanding of 
the sleep process and possible 
targets for drugs and therapies 
aimed at the problems of fatigue 
and sleeplessness.

The researchers documented 

how ATP (adenosine triphos-
phate), the fundamental energy 
currency of cells, is released 
by active brain cells to start 
the molecular events leading 
to sleep. The ATP then binds to 
a receptor responsible for cell 
processing and the release of cy-
tokines, small signalling proteins 
involved in sleep regulation.

By charting the link between 
ATP and the sleep regulatory 
substances, the researchers have 
found the way in which the brain 
keeps track of activity and ulti-
mately switches from a wakeful 
to sleeping state.

Researchers can now look at 
developing strategies where 
specific brain cell circuits are 
oriented to specific tasks, slow-
ing fatigue by allowing the used 
parts of the brain to sleep while 
one goes about other business.

Narcolepsy’s link with 
swine flu jab unproven

Looking at links between 
REM sleep and headaches

Breakthrough in finding 
out how the brain sleeps


