A WORD FROM
THE £ EDITOR

Welcome to the 25" edition
of the /& Contaxia East
newsletter.

My family & | will be jetting
off to Japan for the second
time in October on the same
weekend as the Ataxia AGM.

Although rather promising
news about the new FA drug
trials (see /£ NEWS), | am
still a bit scepticable — is it
just another case of dajavu??
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£ NEWS

First Human Dose Initiated
of Promising New
Friedreich’s Ataxia Drug

The  Friedreich’'s  Ataxia
Research Alliance (FARA)
joins its public and private
partners in announcing that a
phase | clinical trial of a
promising new drug,
designated AO0001, began
dosing on July 11th. This
milestone achievement
illustrates the power of a new
model for advancing
therapies, especially in rare
diseases.

“FARA Dbelieves in the
essential nature of public-
private  partnerships that

involve government agencies
such as the National
Institutes of Health (NIH) and
the Food and Drug
Administration (FDA),
academic investigators, the
pharmaceutical industry, and

multiple  non-profits  like
FARA and the Muscular
Dystrophy Association
(MDA),” said FARA President
Ron Bartek. “FARA is
grateful to its partners that
span the spectrum from
discovery through clinical
development as we work
together to advance
promising compounds like
A0001 toward the goal of
approved treatments and
cures for Friedreich’s Ataxia
(FA) and other
neurodegenerative
disorders.”

A0001 is a small molecule
that has the potential for
treating defects in the
mitochondrial respiratory
chain like those believed to
cause significant damage in
FA and a number of other
neurological and
neuromuscular disorders. In
April 2006, the FDA granted
orphan drug designation
status to A00O1 for treatment
of inherited mitochondrial
respiratory chain diseases.

The opening of this clinical
trial demonstrates the power
of the public-private
partnerships FARA has been
fortunate to build and bring to
bear on the quest for
treatments and a cure for FA.
FARA began its support of
A0001 in 2005  with
substantial research grants
to and investment in Edison
Pharmaceuticals. The MDA,
via Seek A Miracle/MDA,
joined FARA in co-funding
the initial research grant to
Edison.

"We all know that drug
development is expensive,
but this is a wonderful
example of how investments
can be leveraged by multiple
groups to get more therapies
into the clinic," says Dr.
Sharon Hesterlee, MDA VP
for Translational Research.

Later in 2005, Dr. Robert
Wilson of the University of
Pennsylvania, FARA and
Edison joined forces as co-
applicants to the National
Institutes of Health (NIH)
program called RAID (Rapid
Access to Intervention
Development), designed to
help move drugs from the
discovery bench to the
clinical trial bedside. The
application was successful
and contract services
provided by NIH RAID played
an important  role in
completing the preclinical
preparations of AOOO1 so the
molecule could be made
ready for the clinical trial.

The phase | clinical trial just
initiated by Penwest
Pharmaceuticals  will  be
conducted in healthy
volunteers and is designed to
evaluate the safety and
tolerability of AO0001 at
various doses, as well as to
collect pharmacokinetic data.
In addition, the trial is
designed to determine if
there is a maximum tolerated
dose of the drug. This data
will be used in subsequent
phases of clinical trials in
patients with FA and other
diseases that involve
mitochondrial dysfunction.



£ SUMMER DAY OUT TO SANDRINGHAM HOUSE

Decent weather, although a little breezy but warm and sunny meant several /£ members and
their families could enjoy the day out on 22™ July, at Sandringham house in Norfolk.

Most members chose to take there own picnic, I've included some photos taken on the day
below :-

Sandringham House

Kirstie

Sandringham House Lake

Members

Editor & Buddha

Inside Sandringham House . P P P P FE FE
9 Sandrinham Church
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MEETING NOTES ~
12-JULY-08

Introduction

Chairman, Dave Stubley
welcomed everyone to the
meeting and  introduced
Laura Rooke from AUK who
had stepped in to replace
Lyn Smith who had a family
wedding to attend, Laura was
going to give us an informal
briefing on research going on
with ataxia. Questions could
be asked throughout Laura’s
presentation. Lyn will give a
talk at a future meeting about
her work with AUK.

Present

Alan & Carol Beckley, Lesley
Gordon, Sheila Jones &
Kirstie Jones [Fundraising],
Terry Mckenna [vice chair],
Bob Robson, Dave Stubley

[Chair], Sue Stubley
[Secretary], Mona & Keith
Taylor.

Apologies

Alison Croshy, June & Ray
Houlgrave, Arline & David
Oakley, Jean Pearson, Lyn
Smith, Katie & Malcolm
Wheeler.

Laura’'s Report

Laura worked closely with
Julie  Greenfield, helping
decide where and how to
spend on the research, this is
not their final decision as it
also has to go through a
committee. There are several
claims for funding into ataxia,
Laura & Julie help pick out
the most relevant that will
help Ataxians.’

Laura also answers the
medical questions that come
in through the helpline which

have been passed on by
support worker, Sheila, this
can sometimes amount to 8
— 10 calls a day.

A question was asked about
stem cell treatment, which
many younger members
have a hope for, the problem
is that it has not been fully
researched, so it is not
known what side effects
could develop in the future
for a recipient. The Chinese
are claiming a great success
but they have not provided
any information  despite
several requests. A lot of
research work is going on in
America as well but the UK
seems to be ‘leading the
way.

Several other questions were
answered by Laura that were

relevant to the person
asking, these included
acupuncture and speech
therapists.

It was interesting to hear how
the breakdown of funding
went, up to 60% going to
research and about 35% to
benefit members with grants
etc’. The rest is spent on
fundraising and
administrative costs. At the
moment there are 22
research projects so the
money is divided down to
different projects and
programmes.

Laura then went on to cover
some of the things going on
in the office. They had
recently moved and where
only now getting things
sorted, the new address is;
Ataxia UK, Lincoln

House, Kennington

Park, 1-3 Brixton Road,
3

London. SW9 6DE. The
telephone  numbers  and
email address are just the
same. You will note that it is
not far from the original
address, in the words of
Laura ‘it's just across the
road’. Bigger offices were
needed as there are now 9
members of staff and some
volunteers.

Chairman’s Report

The £1418 left over from last
years accounts was to be
sent to Auk after the meeting
now that the cheque
signatures were together.

A lot of money has already

been raised by members
since our AGM, Simon
Thornton’s  (Contaxia~East

editor) sister completed

L to R Editor, Charlie (nephew) , Roger
(after the marathon), Ben (son) and
Isabelle (niece).

the 2007 Skegness to Boston
Sea bank marathon as did
his step father Roger Skinner
(also in 05, 06, & 08 all for
/) as a last minute entry
only deciding to go 3 days
before the event in 08.

Kirstie Jones had been to a
Peterborough Rotary Club
presentation  where  she
received £500 on A’s behalf.
This was the second time
that /£ had benefited from
the fundraising generosity.



We thank them for their

continued support.

Lesley Gordon took part in
the Isle of Wight walking
marathon of 26 miles, with
her mother and friends and
was able to get £520
sponsorship from the
Sherwood Cleaning Group.
This money went direct to
AUK. The walk was for
another charity but Lesley
thought of us ataxians.
Thanks.

Treasurers Report
Lesley was able to report that
we had a healthy £3095.55 in

the Norwich and
Peterborough Building
Society account but this
would reduce once the

cheque was sent to AUK and
some expenses paid.

Secretaries Report

An apology must go to Paul
McFaul from Cherry Hinton,
he joined as a new member
at the last meeting and due
to a clerical error by the
chairman he was not notified
of this meeting. My sincere
apology’s.

Membership still stands at 55
members though some are
only in contact by email.

Updates
/E Day Out

The day at Sandringham was
thoroughly enjoyed by those
that attended, it was a windy
but sunny day with 11 A
members and supporters
having a good look around
the house and gardens. 15
people in all enjoyed the
picnic in the grounds.
Though invited, no one

attended from other groups.
[See separate photos]

AOB

Wheely Wobbly Walk

This has been proposed by
Ataxia UK to raise
awareness to ataxia on
Ataxia Awareness day on
25" September which is a
Thursday. It is thought we
could walk/wheel around
Ferry Meadows on the
Sunday 7", all wearing ataxia
t-shirts or other advertising
aids. The press could be
invited. Dave would contact
AUK for the t-shirts, please
let dave know if you are able
to participate, the more the
merrier and we could end
with a social picnic.

Boston Showcase

This is on the 14" September
in Boston Central park and
again will raise awareness
and hopefully some money
from a tombola for ZA.
Donations of any prizes for
the event will be most
welcome.

Contaxia Name
You should have noticed the

small change in the last
newsletters name, Simon
has changed it to

Contaxia~East so that AUK
can use the contaxia name in
their future re-launch of the
Ataxian.

Exercise Cycle

Alan Beckley has taken
delivery of the exercise cycle
on offer in the last newsletter,
| hope it does him some
good. He and wife carol have
made a nice donation of £50
to A, Thank You

Travel Insurance
4

It was asked if members had
trouble getting insurance for

holiday because of their
condition, it often would
result in some very

expensive premiums being
charged. Several companies
were mentioned including
Fortis and the Post Office. A
list of companies was
available from the head
office, part of the list is
included with this
Contaxia~East for you to
consider. If you are thinking
of going to Canada, Dave
obtained insurance from
Canadian~Affair for £65.

Recycling Bags

It was asked if the branch
could buy some of the
recycling bags from AUK so
that they could be sold on,
several of those present
showed a wish to buy one so
Dave would contact the office
and get some.

Scams

Bob pointed out from the last
article in Contaxia~East that
it did not mention the e-mail
scam [phishing] sent out
claiming that your bank
details need updating. On no
account should you act on
this without first contacting
the bank by phone. It can be
noted by placing your pc over
the link provided that it
comes up with some obscure
e-mail address to contact.
Beware!

Ataxia UK Helpline No.

It was thought that it would
be helpful to publish the
Ataxia UK Helpline number in
Contaxia~East, Dave would
have a word with Simon. The
number is 0845 644 0606



Raffle

Thank you for the support we
raised £16 at the meeting
towards room costs.
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THE YEAR'S BEST
(actual!) HEADLINES

Red Tape Holds Up
New Bridges

You mean there's
something stronger than
duct tape?!

Something Went
Wrong in Jet Crash,
Expert Says

No, really?

Police Begin Campaign
to Run Down
Jaywalkers

Now that's taking things a
bit far!

Panda Mating Fails;
Veterinarian Takes
Over

What a guy!

Miners Refuse to Work
after Death

Those good-for-nothing
lazy so-and-sos!

Juvenile Court to Try
Shooting Defendant

See if that works any better
than a fair trial!

War Dims Hope for
Peace

| can see where it might
have that effect!

If this Strike Isn't

Settled Quickly, It May
Last Awhile

Ya' think?!

Cold Wave Linked to
Temperatures

Who would have thought!

Enfield Couple Slain;
Police Suspect
Homicide

They may be on to
something!

Man Struck By
Lightning: Faces
Battery Charge

He probably IS the battery
charge!

New Study of Obesity
Looks for Larger Test
Group

Weren't they fat enough?!

Astronaut Takes Blame
for Gas in Spacecraft

That's what he gets for
eating those beans!

Kids Make Nutritious
Snacks

Do they taste like chicken?

Local High School
Dropouts Cut in Half

Chain-saw Massacre all
over again!

Hospitals are Sued by
7 Foot Doctors

Boy, are they tall!

And the winner is
Typhoon Rips Through

Cemetery; Hundreds
Dead

Did | read that right?



THIS IS AN ACTUAL
CEILING MURAL IN A
NEW SMOKING AREA

VERY CLEVER!
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CONTACTS

A Chairman:
Dave Stubley
33, Grosvenor Road,
Frampton,
BOSTON,
Lincolnshire, PE20 1DB.
Tel: 01205 722771
e-mail: djstubley@aol.com

/E Vice Chairman:

Terry McKenna,
terry.mckennal@ntlworld.com

/E Editorial:
Simon Thornton
Sthorn7117@aol.com

AE Treasurer:
Lesley Gordon,
lesthewes@hotmail.com

A Secretary
Sue Stubley
Contact as the Chairman
above.

/E Fundraising
Sheila Jones,
Sheilajones2@ntlworld.com

Kirstie Jones,
Kirstiejones82@hotmail.com

ATAXIA UK
HELPLINE No.

0845 644 0606

Proud Dad!

With suffering from ataxia it is
always a worry that you may pass
it on to your children. | know there
are tests etc, but as a parent, you
can look at your children and
‘intuition’ from your own experience
of ataxia gives you a good idea of
how they are progressing.

Most like to see pictures of their
children when they are babies and
saying “How Sweet”. Well | am a
bit different and am still proud of
‘my boys’ at the tender age of 24 &
22!. Richard the oldest is training
to be an officer in the RAF and is
keeping fit.

Michael is a black belt ‘3™ Dan’
in taekwando

So do not get too depressed
over your condition, look on the
bright side and your family.

A proud dad — Dave Stubley,
wobbling with ataxia !!



