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News & Snippets

Tysabri Withdrawn After Patients
Die; New Pill Decreases Gut
Permeability; Cannabis Drug
'Sativex' Targets US; Low
Testosterone Link With Severity of
MS; Exposure to Siblings During
Early Life Reduces MS Risk; St
John's Wort As Effective As
Depression Drug.

Postbag D Your Letters

'‘Best Journal on MS', Solution for
Cold Feet Works A Treat; Cosysoles
'‘Absolute Heaven', Poor Circulation,
MS & Raynaud's Syndrome; Eskimo
3 Capsules - Correction; Ratio of
Omega 3 to Omega 6 Essential
Fatty Acids; Zinc Combats Stress; Is
My Wife's Scooter An Unexploded
Bomb? Crass Comments From
Neurologist; Can Cannabis Trigger
MS Relapses? Is Cannabis A Medical
Necessity? Codeine and
Hallucinations; Urilock for Bard Flip-
Flow Catheters; Tremendous
Weight Loss on Best Bet Diet.

Aimspro Update
Aimspro now available as
'Specials' - named patient basis;
NHS reactions; Aimspro Trial
Results; Proventus.

"This Treatment Really
Can Transform Your Life'

By Canon Andrew White, who has
one of the most dangerous jobs
in Iraq and the Middle East.

It Worked For Me -
Reflexology

Jill Cowan feels energised and
totally balanced after a session.

The Strain of Being
Banned From The Train

Alastair Hignell's less than good
news update on his travails and
travels.

My Stoma Saga

When constipation became
unbearable for this wife and
mother, she decided to take
drastic action and have an
ileostomy.

Cryptic Crossword Clues
By Cryptic Charlie Gee.

More News & Snippets
Squiffy's Staggering
Marathon
John Hapkirk may walk with
crutches, but that doesn't stop
him from taking part in the Flora

London Marathon raising money
for the MSRC.

MSRC Pages
My Marathon - ways to raise
funds doing 26.2 of anything!
Become a Centurion Supporter!
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More News & LDN Update

Trials on LDN, LDN article in
'‘Medical Hypotheses.'

The Story Behind My Stories

by Anne Bye; Cambridge Genetics
Research thank you.

The Ashton
Embry Column

MS and Vitamin D
Supplementation - How Much Do
You Need?

Obituary: Jackie Scott

Stalwart of the Counselling
Service who founded travel
company Can Be Done.

Book Review -
The Endorphin Effect

A book about the feelgood
hormones, reviewed by Fran
Pulling.

Profile - Lady Edith Rifkind

By Judy Graham. Edith Rifkind
does many things to control her
MS, including the Best Bet Diet,
exercises, physiotherapy and
Marma massage.

Life Is For Living

Trip Of A Lifetime, by Sylvia
Brown, who experienced the best
day of her life on an incredible
trip to South America which took
in Peru, Brazil and Argentina.
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Space Travellers On
Top Of The World

Space enthusiast Andy Salmon
fulfilled a dream when he went
with friends on one of the last
transatlantic Concorde flights.

You Shop, We Gain +
Supplements Safer Than Eating Fish.

Bits and Pieces

Volunteers wanted to Speakeasier
charity. Poem: 'Vertigo' by Celia
Anson, New Pathways Cover Shot
Photo Competition Winner Cathy
Macbeth.

Rights & Benefits.

Baked Thai Red
Curry Chicken
With Coriander Chutney and Thai
Red Curry Paste, with thanks to
Delia Smith.
Cryptic Crossword
Answers & Explanations

MS Therapy Centres
and Support Groups
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Pathways Readers

This issue is brimming full of
news. In fact there's so much of it,
there's news all over the magazine.
With the main stories, it's a case of
‘Do you want to hear the good
news, or the bad news?..........!

When | received information in
February on the drug Tysabri (formerly
Antegren) it was all good news,
with patients doing exceptionally well
in the trials. Then, bang - two
patients taking a combination of
Tysabri and Avonex developed a fatal
neurological illness, from which they
have both died. So - just when people
thought a breakthrough treatment
was round the corner - Tysabri was
suddenly withdrawn.

Aimspro is another drug on
which many with MS are pinning
their hopes. And while we hear
that the results from the trial in
Oxford on eye problems in MS are
very good, the trial at St George's
Hospital has been stopped due to,
we understand, the drug not being
kept frozen before injections.

But the good news with Aimspro
is that it is available as ‘Specials' i.e
. on a named patient basis, and on
page 11 we tell you what steps to
take if you want to get the drug in
this way (Be warned, it's expected
to be expensive).
| get frequent e-mails from
readers asking me how | am doing
on Aimspro. A typical one was
from Patricia Fairfield, who wrote:
Dear Judy, You answered someone's
letter a couple of issues ago and
the reader took you to task over
having preference over others in

obtaining Aimspro Goat Serum.
You justified yourself quite rightly
by saying you were trying it out for
everyone with MS. What was the
outcome? Do you feel any better?
| am an MS sufferer and would be
very interested in knowing.

My Reply: Right now | can walk
further and work longer than this
time last year. | have only slight
problems with balance, co-
ordination, bladder, sensation and
cognition and to see me at my desk
you would not guess | had MS.

However, as | do so many
things (Aimspro, supplements,
Royal Cells, Pilates and recently
acupuncture with reflexology and
massage) it's difficult to know
what's doing the trick.

What | can say about Aimspro
is that | recently had a test at the
opticians for peripheral vision and
scored a perfect 100%. On a
previous test, before Aimspro,
| was around 85%. So there
seems no doubt that it helps eye
problems in MS.

But if you want to hear about
someone who has done
outstandingly well on Aimspro,
read the article by Canon Andrew
White as his amazing life in lraq
and the Middle East has been
transformed by taking Aimspro.

Apart from that, as usual this
issue of New Pathways is brim full
of inspiring and informative articles
which we hope help readers live
life to the full despite MS.

With best wishes,

Judy Graham
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News & Snippets

If you have anything for this section, please write to News & Snippets:
New Pathways, MSRC, 7 Peartree Business Centre, Peartree Road,

Stanway, Colchester, Essex CO3 0JN

Tel 01206-505444 Fax 01206-505449 e-mail: info@msrc.co.uk

It all seemed to be going so well for ‘Tysabri! In
February excellent trial results were announced and
Tysabri' — hailed as the best treatment for MS ever -
was made available to MS patients in the US.

First The Good Newvs...

‘Tysabri’ (Formerly Called ‘Antegren’)
Withdrawn After MS Patient Dies

Yet only weeks later, it was suspended after a
patient taking it died and another became fatally ill.
(Who has since died.)

The results from two-year Phase 111 trials on
Tysabri' (natalizumab) showed a 429% reduction in the
risk of disability progression in MS, and a sustained
67% reduction in relapse rate compared to placebo.

The trials, carried out at 99 places in several
countries, involved a total of 942 patients, who
were randomised to receive either a 300mg
monthly infusion, or a placebo.

There was also an additional trial of 1000
patients in which randomised patients were given
‘Tysabri' together with the beta interferon drug,
‘Avonex’, which is made by Biogen Idec. The two
affected patients were in this group.

...Then The Bad News

The US Food and Drug Administration (FDA)
granted Accelerated Approval for Tysabri' in
November 2004 for relapsing forms of MS. The drug
accounted for $3 million in sales for Biogen in the
final weeks of 2004 with forecasts in the billions.

With such good trial results and projected
profits, the companies felt positive about the
drug's future. “These results mark a major
milesone in the treatment of MS," said Dr Lars
Ekman from Elan. “These data strengthen our
belief that ‘Tysabri* will become the leading
therapy for MS patients.”

Two patients who took part in the clinical trials
developed a serious disease of the central nervous
system called progressive multifocal
leukoencephalopothy — known as PML - after taking
Tysabri' combined with ‘Avonex: Both patients died.
No one taking Tysabri on its own has developed PML.

PML is caused when the JC virus, which normally
does no harm, becomes deadly. It is not known for
sure that the combination of Tysabri' and ‘Avonex’
brought about these fatal illnesses, and this is being
investigated. However, as this drug suppresses the
immune system, it could be possible for the JC virus
to get into the brain and become active.

Once in the brain, the JC virus infects
oligodendrocytes - the cells which make myelin.
Once infected, an oligodendrocyte makes copies of
the virus. Then it dies, releasing those viral copies.

So What Will Happen Next?

The new viruses infect neighbouring cells, which
die too. The result is a damaged brain with
devastating effects leading to death.

Although these catastrophic reactions occurred
in only two patients, Biogen Idec and Elan
notified the FDA and voluntarily suspended the
drug. Until then, 3,000 MS patients in the US and
22 in Ireland had used Tysabri.

Shares in the two companies tumbled, wiping
$17.8 billion off the price of shares, but only after
top executives had quickly sold their stock at a large
profit allegedly as a result of insider dealing. A
statement from Biogen says that executives “were
unaware of ‘Tysabri's problems before their stock
transactions.” Following this, there have been
lawsuits from shareholders and firings at a high level,
and investigations from the US financial authorities.

Biogen and Elan continue to hold out hope that
Tysabri may eventually return to the market if it
can be proved safe. Elan boss Kerry Martin insists
that Tysabri could be back on the market by 2006,
but not in combination with Avonex. Others are
far less sure.

Even if a firm link between Tysabri and PML is
proved, it may still be possible to bring the drug
back on the market under severe restrictions. One
hope is that scientists will be able to identify
patients who are at risk for PML and thus be able
to target those who can take Tysabri safely.

Sources: Elan Corporation and Biogen Idec press releases. Business Week and financial pages of several newspapers.
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New Pill Decreases Gut Permeability

A new pill, which works by decreasing the
permeability of the intestines, is being developed
in the US.

When swallowed 20 minutes before a meal, it
allows anyone with a leaky gut to eat any of the
foods they had given up.

The active ingredient AT-1001 is released in the
intestine, where it inhibits the action of the
protein zonulin. Zonulin regulates intestinal
permeability and is overproduced in people with
auto-immune diseases.Taking AT-1001 should
restore the barrier function of the intestinal wall.

High levels of zonulin cause intestinal leakage,
which allows undigested food, toxins and other
particles access to the immune system, prompting
the body to attack itself. High levels of zonulin
have been observed in autoimmune diseases such
as Multiple Sclerosis and rheumatoid arthritis.

Researcher Alessio Fasano of the University of
Baltimore and Alba Therapeutics says this could
put a lot of foods back on the menu for those
normally on very restricted diets.

Ref: The Society of Chemical Industries press release.
E-Mail: press@soci.org

Cannabis Drug ‘Sativex’ Targets US

GW Pharmacuticals, the company which makes
‘Sativex’, the cannabis-based pharmaceutical, is
taking steps to enter the US and have taken on a

specialist American company to help with
dealings with the Food & Drug Administration.
Ref: GW Pharmaceuticals, the company that makes Sativex.

Low Testosterone Link With Severity Of MS

The amount of testosterone you have can make a
difference to the severity of MS, research suggests.

Researchers from University La Sapienza in ltaly
looked at hormone levels in 25 men and 35 women
with MS, and in 36 people without the disease.
Women with low

—
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w testosterone levels were
found to have more brain
tissue damage.

Women with relatively
high levels of testosterone
were more likely to show
the kind of brain tissue

seen in the remitting
stage of the disease where tissue is not inflamed.

There was no difference in testosterone levels
between men with or without MS. However, men
with MS who had the highest levels of the female
hormone oestradiol were found to have the
greatest degree of brain tissue damage.

MS affects twice as many women as men and is
significantly less active during pregnancy, suggesting
hormones do play a role in its development.

In this study, published in the Journal of
Neurology Neurosurgery and Psychiatry, researchers
compared levels of a range of hormones in the
healthy people and those with MS.

Women were tested during both phases of their
menstrual cycle, to account for variations in
hormone levels. None used oral contraceptives,
and all had normal cycles.

Men and women with MS were also given
magnetic resonance imaging (MRI) brain scans to
identify areas of tissue damage and inflammation,
caused by the disease.

It was found that women with MS had lower
levels of the male hormone testosterone
throughout their monthly cycle compared to
women who did not have the condition.

None of the other hormones studied seemed to
have any impact on the findings.

Dr Carlo Pozzilli of the Department of
Neurological Sciences at University La Sapienza
said: "We propose that oestrogens and
testosterone play a role in modulating the
development of brain tissue damage in MS.

The respective contribution of these two
hormones and their types of actions and
interactions deserve further analysis."

Ref: Sex Hormones Modulate Brain Damage In
Multiple Sclerosis. V.. Tomassini et al

Journal of Neurology, Neurosurgery & Psychiatry
Feb 2005, 76: 272-275
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