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elcome to the November edition of the newslet-
ter. I'm on half term at the moment, but with the

work for my application,

I don't think I'm actually

going to get a free minute, never mind a holiday!

My application has gone off to the universities, and I'm
waiting to see if I get any interviews, as well as preparing
for an entrance exam at the beginning of the month, so I
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apologise if this isn't quite up to
scratch.

I thought I'd start this month by
telling you about the English Half
Marathon which took place on
the 4th of this month. Any of you
who watched or ran will already
know that the atmosphere was
amazing, with strong support
along the whole length of the
course. I ran it myself, this being
the second half marathon I have
done. However, due to one thing



or another, didn't actually
get around to training for
this one, perhaps not the
wisest of moves! Thankfully,
rugby training had at least
kept me fit enough to run the
whole course, which I did in
2 hours 13 minutes. This
was much slower than my
previous time, but I was
happy just to finish. I would
definitely recommend that
anyone considering partici-
pating next year should do
so. The sense of achieve-
ment is immense, and I saw
all ages and abilities taking
part; this is definitely a run
for anyone.

Having been unsuccessful in
my application for the Lon-
don Marathon 2010, I am
entering the Edinburgh Mar-
athon for next year, and will
be running it for Warrington
Multiple Sclerosis Society. I
will keep you posted on this,
and once I have confirmed
that my application has been
successful, any sponsorship
will be gratefully received.

As I'm writing this,
Gardener’s world is on the
TV, with a feature about
Ralph Upton, a 96-year-old

man growing twenty thou-
sand pumpkins every year,
as he has done for the last
forty five, for a display which
covers a whole house. “The
Pumpkin King”, as he is
known, is like something out
of Roald Dahl, and I can't
help thinking about those
illustrations by  Quentin
Blake. This kind of passion
for something is amazing,
and has shamed me into
starting training for my run;
it now seems paled into in-
significance by the harvest-
ing marathon he must have
to endure every year!

On the subject of determina-
tion, I'd just like to mention
a book I've been reading.
It’s called “In the blink of an
eye” by Hasso and Catherine
von Bredow and is about a
man who has Locked-in Syn-
drome. There was an article
about him a while ago in The
Times, so some of you may
have heard of the book al-
ready. This is where damage
to the lower brain and brain-
stem, either from illness or
trauma, causes the patient
to be completely paralysed,
apart from their eyes. How-
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ever, the patient is completely conscious and aware, and so
must attempt to communicate simply with their eyes, by
movement or blinking. The book is about his life after the
stroke which causes his syndrome, and how his condition
affects how he is treated. It was completely dictated via
eye movements and blinks, an incredible feat in itself.
Although slightly off topic, I decided this book was worth a
mention.

Thank you for reading my editorial, and as always, please
contact me if you have any suggestions or queries, and also
if you would like any information on any of the runs I have
mentioned in my piece.

Sam King




—— Fingolimod (FTY720)

TY720 is taken as a tablet
once a day.

Trailed in people with relapsing
remitting MS, though trials in
progressive MS are planned to
begin shortly.

How does it work?

FTY720 binds to immune cells
called lymphocytes and traps
them in the lymph nodes. This
lowers the numbers of activat-
ed T cells circulating in the
blood stream and CNS, which
reduces inflammation and mye-
lin damage in the brain and
spinal cord.

Most recent trial results

The phase Il study was con-
ducted at 32 centres in 11
countries (Europe and Canada)
using 281 people with early
active relapsing remitting MS
split into three groups compar-
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ing two doses of FTY720 or a
placebo. It evaluated the effect
of FTY720 as measured by
MRI and relapse rate, as well
as safety.

After 6 months the study was
extended to 18 months and
people receiving the placebo
were re-randomised to receive
one of the FTY720 drug doses,
while people already on the
drug continued with their origi-
nally assigned treatment.

Both groups taking FTY720 ex-
perienced more than 50 per
cent reduction in their annual
relapse rate during the first 6
months compared to placebo.

A total of 173 people have fin-
ished three-years of the study.
Continuous use of the drug led
to sustained low relapses, with
more than 67 per cent of the
participants remaining free of
relapses after three years. In
addition, the inflammatory ac-
tivity associated with MS, as
assessed by MRI scans, re-
mained low, with 89 percent of
people with MS free of active
brain lesions three years after
starting the treatment.



Current situation

Novartis has initiated a 24 month phase lll trial called FREEDOMS
Il including more than 2000 people with relapsing remitting MS
between ages 18-55 in the US. Enrolment began early in 2006.
Final results are not anticipated before 2009. (Clinical Trials.gov
Identifier: NCT00355134)

There is a large phase lll trial called TRANSFORMS where the
benefits of fingolimod are compared to beta interferon, in a world-
wide study including more than 1200 participants. Final results are
not anticipated before 2009. (ClinicalTrials.gov Identifier:
NCTO00340834)

There are also plans for a trial to begin towards the end of 2008
assessing the benefits of FTY720 in progressive types of MS.
Information about this trial will be updated here as it becomes
available.

Side effects

In the initial 6 months side effects such as first dose heart rate
reductions, increased blood pressure, alterations in liver function
and mild increases in airway resistance were reported. These did
not appear to progress with continued dosing after 6 months. Up to
18 months the most frequent adverse effects were non-serious
infections (colds, flu) and headache.
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Forthcoming Events
4th November | Social Alford Hall 7:30 p.m.

12th November | Dog racing Bellevue

6th December | Christmas party Paddington House

Requests for transport - Jeff Richards 07738609018




Cannabis Spray (UK/Canada)

Cannabis spray has become
available to people with MS
in the UK and Canada! This is
good news. People with MS in
the UK have finally been granted
access to cannabis-based pain-
relieving drugs via a new 'named
patient' scheme backed by the
Home Office. Many people with
MS experience relief from painful
symptoms such as spasms when
they use the spray.

Under the new arrangements,
the prescription of Sativex would
only be permitted under Home
Office licence.

A doctor would have to take re-
sponsibility for the prescription of
the unlicensed drug, which would
have to be imported from Cana-
da for that particular patient.

Primary care trusts could decide
to fund the treatment on the
NHS. Otherwise, the drug would
cost patients approximately £4 a
day.

Mike O'Donovan, chief executive
of the MS Society said the pre-
scription of the drug was: "a
move in the right direction".

He added: "We believe there is
now good evidence that canna-
bis-derived medicine can relieve

distressing symptoms like spas-
ticity [stiffness and muscle
spasms] and pain in MS.

"Many people do not find avail-
able treatments effective and will
now have the opportunity to try a
new drug which could significant-
ly improve their quality of life.

"We very much hope it will not be
long before it is licensed for NHS
prescription."

Chris Jones, chief executive of
the MS Trust added: "We must,
however, highlight that, as with
any treatment to alleviate MS
symptoms, those which work for
some people may not for others.

The company which makes Sa-
tivex, GW Pharmaceuticals, has
been seeking a UK licence for
the drug since 2003.

It has been granted a licence to
cultivate cannabis for medical
research purposes in the UK.
Plants are being grown at a se-
cret location in the English coun-
tryside.

The company says it will contin-
ue to seek a full UK licence for
the drug.

Joolys Joint & BBC News



For the Future

Scientists in Bristol claim
results from a research
project into multiple sclerosis
(MS) could lead to treatment
to reduce the severity of the
disease.

The team carried out tests on
mice and found those with higher
levels of galanin, a protein within
brain nerve cells, were resistant
to MS.

Professor David Wraith at the
University of Bristol said the re-
sults were "extremely promis-

ing".
The team said it could be at least

10 years before a drug is devel-
oped.

Professor David Wynick, who
works on the function of galanin,
set up the project with a group of
other scientists working on the
development of a vaccine for the
treatment of multiple sclerosis.

He said: "It has been known for
some time that galanin plays a
protective role in both the central
and peripheral nerve systems -
when a nerve is injured levels of
galanin increase dramatically in
an attempt to limit cell death."

The team discovered that mice
with high levels of galanin were
completely resistant to the MS-
like disease, experimental au-
toimmune encephalomyelitis
(EAE). Transgenic mice that con-
tained no galanin at all devel-
oped a more severe form of the
disease.

Subsequent tests on human
brain tissue affected by MS
showed galanin to be specifically
increased in MS lesions and
shadow plaques, which are often
seen in acute MS.
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There is no cure for MS, but drugs can be used to reduce the
number and severity of relapses, and to reduce the number of new
attacks.

Dr Doug Brown, research manager at the MS Society, said: "This
is an early study and there's a long way to go before we understand
what this means for people with MS, but any insight into how MS
might be treated is valuable to researchers. "This is worth further
investigation."

BBC News
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100+Club

here are 109 members if you're not one of them please consider
joining contact Chris Janovitz on 723564. Remember the more people
join the higher the prizes go don't delay.

2nd of September 2009 7th of October 2009
Members 109 Members 109
Prizzz  Num Name Prize. Num Name
1st 055  Chris Janovitz 1st 014 John McQuillan
2nd 082 Tina Dutton 2nd 042 Jim Wilde
3rd 018 Peter Travers 3rd 020 Mary Burke
4th 107 Esther Thomas 4th 095 Val Stock
076 John Paice 016 Barry Daniels
097 Mary Barbour 009  Charles Dooley
099 J Wrenshall 051 J.E. Carter
087 JCurley 087 Joyce Melbourne
The amounts were £118.00, £66.00, The amounts were £118.00, £66.00,

A11£38.00 and 5 at £10 respectively £38.00 and 5 at £10 respectively



Fundraising

ello again everyone,

these newsletters seem
to come around quicker each
time.

The tombola stall at Disabili-
ty Awareness Day made
£358.40, although the tom-
bola was busy it did appear
to be a little quieter this
year, maybe it's the reces-
sion I'm not sure, however
as usual we had an enjoyable
if not tiring day.

Simon Lilford son of Pam and
George took part in the
world record drumming com-
petition held in Birmingham
this year and donated some
of the proceeds to the MS
Warrington. Thanks to all
those who sponsored Simon
from the Branch.

Unfortunately this year we
had to have our Flag Days on

( Kerry & )

Clinical Nurse Specialist in M.S. I.?j’“
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separate dates for various
reasons, sometimes this is
an advantage as it means we
have more collectors to help
at the various collections.

Over the last few years our
collectors have dwindled
considerably and now we
have to rely on the continued
help of a small core of volun-
teers. I know this type of
event is not to everyone’s
taste but if you have any
family or friends that could
spare a hour helping out on
one of the collections each
year we would be really
grateful, you do not have to
ask for money, we find that
people come to us willingly.

I am most grateful to the
Lions who every year sup-
port us and in some areas
they actually organise and
run the event on our behalf.
We couldn’t do without their
help. Thank you.

Flag day at Culcheth raised
£221.90 despite it being in
the middle of Summer and
people are on holiday how-



ever the weather was kind to us this year and the residents
were extremely friendly.

Flag day at Stockton Heath Flag was in September this year
and raised £479.11. Thanks to all those who helped.

Saturday 17 October we held our annual 60's & 70’s
evening. We were not able to book Andy Lloyd this time but
Gary Tench was still excellent and those present enjoyed
his music. It was a good evening but unfortunately the
numbers were not great. Possibly we may look at changing
the month as lots of people still go on holiday in October
and it's a great night to miss. As of yet I am not sure of the
exact figure we made but will let you all know in the next
Newsletter.

Our thanks go to Brendan and Becky from BT Skips who
again kindly sponsored the event and brought along a few
of their friends.

If anyone has any unwanted gifts could they please let me
know. Our supply of tombola and raffle prizes have drasti-
cally dwindled.

I hope to see a lot of you at the Xmas Dinner in December.
Julie Richards

MS Helpline Freephon

Tel. 01744 615851

Mobile 07887 615040
Par‘gel Id:liver'y service. Accounts Br'a nCh
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|
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Membership News

S ince the last newsletter we have 2 new members, | |
] Welcome to the branch to

both of you.

We have also been recently informed that Kay Robinson from Orford died
in July this year.

By now you should have received details from headquarters to renew your
membership as last year members who wish so can contact Peter Travers
who will complete this for you, telephone 492970.

Unfortunately this will be the last newsletter prior to Christmas and it is
being sent early to accommodate the Christmas party menu which you
need to fill in and get back to Dorothy Lewis by no later than 14th of
November.

It seems silly in October(it’s only the 19th as I’'m writing this) but I wish
you all Merry Christmas and a Happy New Year I look forward to seeing
you at the Christmas party.

The next newsletter will be in January.

Chris Janovitz

Christmas Cards
s in previous years there will be notice-
boards available at the entrance to the
dining room at Paddington House to enable
you to place a Christmas card rather than
delivering individual cards.

A collection box will be available for you to
make a donation to the branch in lieu of this.
Details of those taking part will be included
with January newsletter
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