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News
Sativex gives ‘significant relief’ in
MS spasms and spasticity; Genes
key to MS; Pregnancy provides MS
repair clue; MS vaccine advance;
Professor Alastair Compston wins
2007 Charcot Award; High fish
consumption during pregnancy
benefits child’s neurological
development; Estriol in pregnancy
linked to decrease in MS symptoms.

Postbag
Cannachoc couple more helpful
than NHS; Why no date on cover?
Acupuncture ‘like a miracle’ for
bladder problems; Shiatsu
‘wonderful’; No mobile phone
suitable for disabled; Removal of
mercury amalgam fillings improved
my gums and health; Anyone got
peripheral neuropathy & vascular
disease? ‘Make Lemonade’ is my
after dinner speech! Excellent
energy with hypoxia machine and
Stem Enhance.

Updates
Cannachoc couple Mark & Lezley
Gibson on life getting back to
normal after their court case;
Stephen Murphy - An apology.

Why I'll Never Give
Up Giving Up Smoking
by Joanne Akong. Joanne Akong is
addicted to cigarettes, but she
desperately wants to give up as
smoking is bad when you have MS.

Snlppets
Scotland’s first Nutrition Clinic,
run by Dr Tom Gilhooly, opens
in Glasgow.

Updates

Aimpro latest information.

Organic Food
Eating Organic Food Has Made
Me Healthier and Helps Me Fight
The Scourge of MS, says
Charlotte Mitchell, vice-president
of The Soil Association.

Cryptic Crossword
by Charlie Gee. Clues.

Life Is For Living.

Painting By Mouth

Jacky Archer hated art at school
but she now loves painting with
a paintbrush in her mouth! From
stumbling first attempts, she is
now a dab hand.

Tried & Tested.
Magnetic Bed.

The magnetic bed worked for
Jay Denton’s knee, but didn’t do
a lot for her MS. But it did help
Gary Grimwood.

Poem
‘Ever Ready’ by Gillian Seaney.
We can all live in hope of having
such energy!

Treatments -

Esperanza Neuropeptlde
What is it? How much of it is
hype? How does it work? And
what do patients who are on this
treatment say about it? Judy
Graham does a Q&A about this
controversial treatment which
claims to partially reverse MS
symptoms, plus talks to cases
about what it has done for them.

Bits n’ Pieces.
Can you bring a negligence case
for withheld diagnosis? Susie
Cornell in '50 Over 50’ book.

Life Is For Living.

Wheels Underground

Meg Kingston braved the depths
of Clearwell Caves in the Forest
of Dean in her wheelchair.

Crossword Answers

The Ashton Embry Column
Food Proteins and MS

Aids
When engineer Barry Morgan
couldn’t find a scooter to go on top
of his car, he invented one himself,
together with an electric hoist.

You Go Doc-Tor
When Janet Orchard was in
Vietnam, the locals were sure
that the village doc-tor would
succeed in treating her MS.

Book Review
‘Stumbling Along’ by Eiona
Davidson. Reviewed by Liz Burns.

Life Stories.
Somewhere Over

The Rainbow
Charlie Gee finds kindred spirits
at The Rainbow Gathering.

Recipe
Best Bet Bolognese, by Jay
Denton. Plus Chinese Five Spice.

The MSRC

Fundraising Page

Help TeamMSRC Ladies at the
Hydro Active on Sunday 16th
September.

MSRC 0800 7830518 www.msrc.co.uk



Editorial

Dear New
Pathways Readers

Every so often, we hear about a
claim for a new treatment for MS
which some people praise to high
heaven. If you go on the Esperanza
NeuroPeptide website, you will find
many testimonials along the lines
of “From Wheelchair To Walking!”

In these testimonials, many
people state that several MS
symptoms diminished or even went
away after taking the peptide,
which is given by a daily spray
under the tongue.

Can these be true? Or are they
too good to be true? After 6 years
of editing New Pathways, | have
learned to be cautious, while still
keeping an open mind.

So when I came to write an
article on the Esperanza
Neuropeptide, (pages 29-33) | took
the precaution of contacting all the
cases directly myself to make sure
what they were saying in their
testimonials was accurate. It was.
Though | should point out that all
the cases were ‘cherry-picked’ for
me by the Esperanza company.

We are not promoting or
endorsing this treatment, and stand
back from any hype surrounding it.
However, | feel New Pathways has a
duty to report on new so-called
treatments, and to do our best to
find out about them.

If any readers decide to go out to
The Bahamas for treatment, or wait
until it is available in the UK &
Ireland, you do so at your own free
will. However, if anyone does go, |

would love to hear how you get on.

Why do so many of us do things
that are bad for us? Joanne Akong,
who is addicted to smoking, is
forever asking herself this question.
She writes about why smoking is so
bad for you when you have MS
(page 12) and why she will never
give up on giving up.

By contrast, Charlotte Mitchell is
devoted to organic foods and writes
about why eating organic food is
the healthiest thing you can do
when you have MS (page 16).

Our reporter Jay Denton is
always game to try new treatments
and gadgets and in this issue has a
go at the magnetic bed. It does
wonders for her gammy knee, but
not a lot for her MS. But she talks
to someone who feels it does help
their MS (page 24).

We also have inspirational
articles from the talented Jacky
Archer, who has not let having
paralysed hands hold her back. After
a shaky start, she does wonderful
paintings with a paintbrush in her
mouth. Just see how she has
improved over the years!

Ageing hippie Charlie Gee didn’t
let in the fact that he uses a power
chair hold him back from braving
muddy fields to be with kindred
spirits, who helped him camp out
the night in a tepee.

Meg Kingston writes about
going in her wheelchair on an
intrepid journey in a cave 100
feet underground.

Poet Gill Seaney has dreams
about being full of energy — a poem
that will ring true for many of us.

When engineer Barry Morgan
couldn’t find a mobility scooter that
would easily go on top of his car,
what did he do? He invented both a
scooter and a hoist, and is now
selling them.

Plus of course there’s our usual
mix of interesting articles, Ashton
Embry’s Column on Food Proteins
and MS, and interesting mix of
News, Updates, Postbag, Cryptic
Crossword, Recipe, the MSRC
fundraising page and all the other
bits of information which | know
you find so useful.

We were hoping to run an article
in this issue about which
supplements Dermot O’Connor
recommends in his book, but we are
saving that for the next issue.

With best wishes,

Judy Graham, Editor

Judy Graham

Charity no 1033731
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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,
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Sativex Gives “Significant Relief” In MS

Spasms And Spasticity

A new study shows that 4 out of 5 people with MS
get “significant relief” from intractable spasms and

spasticity by using the cannabis-based spray, Sativex.

And, despite having achieved the maximum benefit
on existing anti-spasticity medication, 4 out of every
10 patients achieved more than a 30% further
improvement in their spasticity following treatment
with Sativex.
The findings, published in the
European Journal of Neurology, says
that patients given Sativex did
significantly better than the group on
placebo at relieving spasticity and
uncontrollable muscle contractions.
In the six-week study carried out
under Professor Christine Collin of the
"Royal Berkshire And Battle NHS Trust

- the other half given a dummy drug.
&= All the patients were experiencing
significant levels of spasticity and had
failed to gain adequate relief from

Gene Key To MS

Danish and Belgian researchers have found a
computer key that maps genes underlying heritable
disorders, such as breast cancer, multiple sclerosis,
and Alzheimer’s disease. These results will possibly
ease the discovery of new medicines and improve
treatment in various disorders.

The results — which are published in the current
issue of Nature Biotechnology — show that genes
important for the development of diseases like
Alzheimer’s follow the same cellular rules as genes
involved in fundamentally different disorders, such
as heart disorders, multiple sclerosis, breast cancer,
and Type 2 diabetes.

”Many disorders manifest themselves in
fundamentally different ways, but the new
surprising discovery is that the underlying genes
play together after the same rules. Our results show
that the genes that trigger diseases, regardless of
the type of disease in question, are social team

currently available anti-spasticity medications.
Patients enrolled in the study continued to take their
existing medication throughout the trial.

Spasticity, one of the most common symptoms of
MS, occurs in up to 84% of people with MS.
Professor Christine Collin, principal investigator and
Consultant Neurorehabilitation Specialist,
commented, "Spasticity can be tremendously
debilitating and is notoriously difficult to treat.
“Our findings provide encouraging evidence of the
effectiveness of Sativex in reducing spasticity even
in difficult to treat patients who have failed to

gain enough improvement from currently

available medication.”

The results from this study will go towards the
regulatory filing for a licence for Sativex in selected
European countries.

Ref: European Journal of Neurology
Volume 14 Issue 3 Page 290 - March 2007
C. Collin, P. Davies, I. K. Mutiboko, S. Ratcliffe, for
the Sativex Spasticity in MS Study Group (2007)
Randomized controlled trial of cannabis-based
medicine in spasticity caused by multiple sclerosis.

players who co-
operate according to
highly specific rules.
These rules have now
been mapped, and
we have pointed at
hundreds of new
genes that are likely to
be involved in disorders
including multiple sclerosis,
Parkinson’s, heart disorders, and diabetes”, says
Kasper Lage from Technical University of Denmark,
who is the project coordinator on this work.
Heritable disorders will be easier to interpret for
clinicians using the new results. Furthermore,
the identification of new genes likely to be involved
in disorders will help patients with defects in
these genes.
Source: Technical University of Denmark

il
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News & Snippets

Pregnancy Provides MS Repair Clue

A pregnhancy hormone may help repair the
damage to nerves caused by multiple sclerosis,
Canadian research suggests.

The Journal of Neuroscience study, by the
University of Calgary, may explain why MS tends to
go into remission while women are pregnant.
Working on mice, the researchers found the
hormone - prolactin - encourages production of
myelin, the fatty substance that protects nerve cells.
Myelin is degraded by MS, damaging nerves' ability to
transmit messages. The latest finding raises hopes of new
treatments for MS, and other neurological disorders,
which potentially reverse, rather than stabilise symptoms.

The researchers showed that prolactin was directly
responsible for the formation of new myelin in the
brains and spinal cords of pregnant mice.

When mice with MS-like nerve damage were injected
with the hormone, their myelin was also repaired.

Lead researcher Dr Samuel Weiss said: "It is
thought that during pregnancy, women's immune
systems no longer destroyed the myelin.

"However, no previous study has tested whether

' pregnancy actually results in the production of new
i

8 MS Vaccine Advance

N The first patient has been injected with the
NeuroVax vaccine, the Immune Response
Corporation has announced, in a large
. multi-centre Phase Il study of the
| vaccine for the treatment of relapsing-
remitting MS.

Neurovax is an investigational T cell receptor
peptide vaccine which the manufacturers hope will
be a significant advance in the treatment of MS.
NeuroVax(TM), which is based on the Company's
patented T-cell receptor (TCR) peptide vaccine
technology, has shown potential clinical value in the
treatment of relapsing forms of MS. NeuroVax(TM)
has been shown to stimulate strong, disease-specific
cell-mediated immunity in nearly all treated patients.

myelin, which may lead to improvement of symptoms."

The researchers said more work was needed, but
they are hopeful human trials can take place within
the next several years.

Dr Fred Gage, of the Salk Institute, said: "Agents
promoting remyelination will be beneficial not only
for typical demyelinating diseases like MS, but also
for many other neurological disorders, such as
spinal-cord injuries and stroke."

The researchers found pregnant mice had twice as
many myelin-producing cells (oligodendrocytes) as
virgin mice, and continued to generate new ones
during pregnancy.

They chemically destroyed myelin around nerve
cells, and found the pregnant mice had twice as
much new myelin as the virgin mice two weeks later.
Introducing prolactin in virgin mice mimicked the
effects of pregnancy on myelin production and
repair in the animals.

E-Source: BBC News

Ref: Samuel Weiss, Ph.D., the University of Calgary,
and colleagues in the Feb. 21 issue of the Journal
of Neuroscience.

NeuroVax(TM) appears to work by enhancing levels of
FOXP3+ regulatory T-cells (Treg cells) which may help
regulate expression of pathogenic T-cells in MS patients.

Previous clinical trials conducted by the company
and other independent researchers have associated
diminished levels of FOXP3+ Treg cell responses
with the pathogenesis and progression of MS.
By restoring FOXP3+ Regulatory T-cell functions to
levels seen in healthy individuals, NeuroVax(TM) may
offer a new and highly targeted mechanism to
control pathogenic T-cell activity and limit or
prevent nerve tissue damage in MS patients.

NeuroVax is given once a month, has minimal side
effects and is easy to manufacture.

Ref: NeuroVax press release

2007 Charcot Award Winner: Professor Alastair Compston PhD FRCP

The 2007 winner of the Multiple Sclerosis
International Federation’s prestigious biennial Charcot
Award for a lifetime achievement in research into
the understanding or treatment of multiple sclerosis
is Professor Alastair Compston.

Professor Compston was selected from an

outstanding field of candidates i TH \
by an international panel of LI
experts from MSIF’s n_ "l! -"HJ
International Medical and =l ;
Scientific Board, chaired by U

Professor Alan Thompson. =

\
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High Fish Consumption During Pregnancy
Benefits Child’s Neurological Development

Higher maternal fish
consumption during pregnancy
benefits a child's neurological

development, researchers
report in The Lancet.
_In addition, the risk from the
4™ loss of omega-3 fatty acids by
7 ’ not eating enough fish
W exceeds the risk of harm from
g"gﬁ-p trace amounts of mercury in
seafood, says Joseph Hibbeln, M.D.,
of the National Institute on Alcohol Abuse
and Alcoholism.

Seafood is the main food source of omega-3 fatty
acids, which are essential for optimum neural
development. However, in 2004, the FDA and the
Environmental Protection Agency advised women who
were pregnant or might become pregnant to limit

seafood intake during pregnancy to 3409 per week
(less than three portions) to avoid exposure to trace
amounts of neurotoxins, especially methylmercury.

The writers questioned whether the government's
overall advice to restrict consumption of specific fish
that accumulate higher mercury concentrations is "in
the public's best interest." A consumer survey
suggested that many Americans presented with this
advice reduced their intake of all fish, a reduction,
which according to the Dr. Hibbeln's study, might
result in more harm than good, they wrote.

In this circumstance, in which fish contain both
nutrients and toxins that are an essential part of
many people's diet, people are probably best served,
they said, "by advisories that follow science and that
are conservative in the absence of compelling
scientific evidence of harm."

Ref: The Lancet, Feb 17 2007

Estriol in Pregnancy Linked To Decrease
In MS Symptoms

The hormone estriol, which is produced by the
placenta, may be the reason why pregnant women
experience fewer MS symptoms in pregnancy,
according to Dr Rhonda Voskuhl of UCLA’'s Multiple
Sclerosis Program in California.

A few years ago, Dr Voskuhl found that the female
sex hormone estriol was responsible for the
suppression of MS symptoms during pregnancy. She
then did a pilot study in which 10 non-pregnant
women with MS were given estriol. She described
the results as “pretty remarkable” — an 80per cent
drop in inflammatory lesions in the brain.

Now Dr Voskuhl is doing a much larger study of estriol
involving 150 MS patients over the next two years.

Estriol is a hormone produced by the placenta that
is virtually undetectable until pregnancy, when it
progressively increases. It is thought that its role is
to suppress a woman's immune system when she is
pregnant, so that the foetus will not be seen by the
body as a foreign "invader."

“The beauty of estriol is that it can be given as a
pill, not a shot, and also that it's not a new drug; it
has decades of safety behind it," said Voskuhl, who
holds the Jack H. Skirball Chair for Multiple Sclerosis
in the UCLA Department of Neurology.

For years estriol has been in widespread use in

Europe and Asia as hormone replacement therapy
for women with menopausal symptoms. The fact
that the pill already exists, she said, should
dramatically reduce the cost of treatment.

Most important of all, though, is that the drug
potentially provides a two-pronged approach
against MS, both reducing the ability of immune
cells to attack the brain, as well as making the brain
more resistant to damage if any immune cells do
make it through.

“It's a two-pronged approach — an
anti-inflammatory prong to reduce the attacks,
but also a neuroprotective prong to make the brain
suffer less damage in case of an attack,"
said Voskuhl. In all, seven institutions from around
the USA will be involved in the two-year study.
The investigators plan to recruit
150 women who have not
previously been treated for
MS. They will be given
either estriol along with
Copaxone, an MS drug
currently in use, or a
placebo along with
Copaxone.

Ref: UCLA
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Shiatsu Wonderful

I’ve been having shiatsu every
week for four years and have
enjoyed and benefited from
the treatment.

| have the treatment on a futon
on the floor and am lucky enough
to be able to get on and off it
with ease, but treatment can be
given whilst sitting on a chair.

Shiatsu unblocks the meridians
[energy channels] by pressing
with fingertips, flat hands,
elbows, even knees.

My treatment begins with me
laying on my stomach, with Ron,
my shiatsu practitioner, pressing
his hands forcefully all over my
back, releasing the tension, firstly
in the shoulder areas, then
gradually loosening the whole of
the back muscles.

Because | have fluid retention
problems resulting in swollen feet
and ankles, work then begins on
my kidney and bladder meridians,
firstly on my back then on points
on my legs, ankles and feet.

With help, | then roll over on to
my back and Ron continues
working on my legs, bending my
knees and rotating my legs in
order to keep my hips flexible.

After this treatment my body
feels as if my joints have been
oiled and I’'m amazed at the
positions he can get my legs,
considering my age [66 in August]
and the fact | have MS.

| feel very lucky to have Ron
giving me this wonderful
personalised treatment at home
and consider that without it |
would be in pretty poor shape.

Best Wishes,

Jenny Kewell.

No Mobile Phone
Suitable For Disabled

Dear New Pathways,

In recent gales my BT landline
was laid low and | could have
done with a mobile phone.

I’'m sure | read somewhere that
although the manufactures
appreciated that their products
were scarcely user-friendly for
some classes of disabled person, in
sheer economic terms they (we
that is) were not numerous
enough to gainsay the appetite of
the general public for squeezing
ever more functions into ever
smaller phones. Some people’s
fingers might not be able to cope,
but the vast majority will so the

majority rules, okay.
That’s all very
well, unless
you’re one of
the minorities
left without
your lifeline.
Does
anyone
know of

a mobile
phone that is

disabled friendly? If
so, I'll definitely buy one against
the chance of another howling
gale generated by global
warming. 100 mile an hour winds
are bound to happen again and
it's best to be prepared.

Forewarned!

Best Wishes,

Lee Scott

London

Any suggestions for Lee can be
forwarded to: MSRC,

7 Peartree Business Centre,
Peartree Road, Stanway,
Colchester, Essex CO3 0JN

or via email to: info@msrc.co.uk

v,

Removal of Mercury
Amalgam Fillings
Improved My Gums
& Health

Dear New Pathways,

| read Anne Barrett’s story on
removal of her mercury fillings
in New Pathways and have
to comment.

Five years ago | started having
strange things happen to me.

/s

I'd be cleaning my teeth and my
hand would just go berserk and
do its own thing, | had no control
over its motion, or I'd be putting
mascara on and my hand would
just start shaking for no
apparent reason.

But the worst was | was losing
my balance, and having severe
trouble walking just a few
metres. | had a very, very weak
right leg as all the symptoms
were on my right side. | couldn't
stand on my toes or stand on one
leg. It was awful.

| had an MRI and was told | had
the very beginning of MS. After
being told that, | approached my
naturopath, and she put me on
homeopathic medicine. This was
4 years ago, but the symptoms
hadn't abated after 18 months.
She strongly advised me to have
my 14 amalgam fillings removed.

| did this with a dentist who
specialises in amalgam removal;
he is purely a holistic dentist. He
removed a quarter of my mouth
of fillings per week, so it took 4
weeks. | had the rubber dam, gas
mask and all, so it was done
correctly. That was March 2005

After | had the amalgams
removed, | noticed first of all my
gums stopped bleeding. My next
visit to the dentist shocked him as
my gum disease had practically
gone and the pockets in the
gums had receded markedly.

| didn't say anything to him, but
he said himself it had been
known that gum health improved
after amalgam removal. | was so
excited about that because
previous to the amalgam removal
it looked like | was going to lose
some teeth.

MSRC 0800 7830518 www.msrc.co.uk H



