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Dear Editor

I was one of the many hundreds of
people who completed the
Neuropathy Trust Patient
Questionnaire in 2003. Although I
was very happy to complete the
long list of answers to your
questions, I did have some doubts
over how you would best be able
to use all the collected data to raise
the profile of Neuropathy and
Neuropathic Pain. I was a little
surprised and greatly pleased to
see that, less than a year later, you
produced a very professional
analysis, with the help of the
Manchester & Salford Pain Centre.
Not content with that, you also
displayed this analysis the same
year at a major Medical
Conference. Considering that one
of your conclusions was that
'Dissatisfaction with the
management of PN and pain was
the norm' for Trust members – you
successfully voiced our concerns to
those who were supposed to be
providing us with a competent
level of care. I did write to you at
the time, congratulating you on
your positive achievements.

To one of the questions in the
original survey booklet, asking
what extra the Trust could do, I
wrote “You could try to get
ongoing help from MPs.
Neuropathy and Neuropathic Pain
is not at the top of NHS provision
to patients.” I cannot tell you how
pleased I am to hear of the
representations that you have been
making at Westminster and also to
read of the Chief Medical Officer's
determination to bring about
increased medical education and
training into chronic pain. There
now appears to be a bandwagon
rolling, with many people involved
– all a far cry from the lack of
interest just a few years ago.

Thank you for keeping us all
informed of current developments.
Please accept my sincere thanks
for all that you do on our behalf.

Yours sincerely

Eric G Mason
London.

Ed: See latest report 'Pain Reaches
Higher Level'.

Dear Editor

When is the Neuropathy Trust going to move into the 21st Century and start
producing an on-line version of Relay? I use my computer for many things,
like on-line shopping, and it would be much easier for me and others like me
to have access to an on-line copy of our magazine. Some newspapers are
thinking of doing an electronic version of their papers, can't the Trust do
the same?

Yours sincerely

William L Harris
Birmingham

Ed: Believe it or not, Bill, there are still plenty of us around who still prefer a
magazine or book with old-fashioned paper pages. For modernists like
yourself though, the Trust is now providing this service. See noticeboard.

Dear Editor

Thank you for my Relay magazine.
I am just writing concerning
Peripheral Neuropathy and
exercise. After having Peripheral
Neuropathy for three years I find
that my local NHS do not seem to
bother about you. I had to fight
to get a diagnosis in the first place
and since then nothing has been
said to me about it, how I am
coping, or feeling. As I live in a
very hilly area I find it difficult to
walk for any distance so I was
wondering if there are any
exercises that people like me
could do? I distributed your
leaflets and posters to my local
Doctors, local and district
hospitals but I have not since seen
these displayed anywhere, which
is awful as I would like to have
seen something like this when I
was desperate to find out about
Peripheral Neuropathy.

Jayne Brown
Congleton, Cheshire

Ed: Sad to say, some hospitals
and surgeries are better than
others in displaying patient
information. You should ask your
GP to refer you to a Physiotherapist
for guidance regarding exercise.

Posters and
Leaflets not
Displayed

A Bandwagon Rolling



For your information

Notice board
Neuropathy Trust

Launches New
On-Line Community

The Trust has recently

enhanced its successful web

site. The new site, which

is more user-friendly and

interactive, is already proving

extremely popular with those

people who have access to the

internet and who are

searching for high quality

information relating to PN and

NeP.

As well as providing a wealth

of information, the site also

contains interactive elements

such as secure forums –

where people can freely

communicate with one

another and share their own

experiences.

It will also be possible to

download the latest edition of

Relay, in digital format, as well

as a number of other Trust

publications. We are also

currently examining other

ways in which we can make

the new site an even more

enjoyable and interactive

experience.

Relay Magazine Unaffected

Although our magazine will

now also be available on-line,

for those who wish to

subscribe to the new web site,

it is not our intention to

withdraw the familiar paper-

version, which is posted out to

our current subscribers three

times per year.

If you wish to continue

receiving your normal Relay

you only have to renew your

subscription as usual.

Those people who wish to

subscribe to the new web site

can do so on-line, through our

secure server. If you have

already paid your normal

subscription you can wait until

your present subscription

lapses and then join on-line, if

you wish.

Please note that existing

subscribers to the Neuropathy

Trust’s journal, ‘Relay’, will still

have to register (should they

wish to do so) as the

‘hardcopy’ journal subscription

is completely separate from

the web site. If you would

prefer to receive information

via the web site, then you may

wish to consider switching

over to the on-line version,

which is far more cost effective

and is obviously far more

environmentally friendly.

Thank you.

Latest Trust Research

For the past couple of years the
Neuropathy Trust has been collecting
data via its web site relating to
neuropathic pain. Over 12,000 people
have filled in our very own on-line
version of a widely used and accepted
pain assessment tool called the S-LANSS
(Leeds Assessment of Neuropathic
Symptoms and Signs). The simple fact
that so many people (most of whom are
from the UK) have completed the
questionnaire is quite remarkable in
itself and serves to demonstrate the
impact that these neuropathic
conditions have on a person's quality of
life, as well as a need for change.

This data will now be analysed by a
team of PhD students from Lancaster
University under the close guidance of
the questionnaire's author, Professor
Mike Bennett. It is hoped that, once
analysed, that the data will provide us
with a great deal of valuable
information which, ultimately, will help
us to improve the current situation for
people who, like ourselves, are affected
by these neuropathic disorders. We also
hope that it will help to highlight the
fact that they can no longer be viewed
as 'Cinderella' conditions but rather
diseases in their own right, and ones
that demand serious attention and
directed resource.

The Neuropathy Trust would like to
thank everyone who took the time to
visit the site, and complete the
questionnaire, and would also like to re-
assure you that we are constantly
fighting on your behalf, and for the
benefit of all concerned.

A thank you from our TreasurerOnce again I would to thank all those of you who have given support and encouragement to the
Neuropathy Trust.

As the economic climate is giving concern to many people it has amazed me that so many people have
rallied to the cause with donations accompanying new memberships and renewals, increases in yearly
standing order payments, more and more payments being gift aided and many donations also received
following activities and events organised to those sympathetic to our cause.Your help is so much appreciated.With best wishes from Joyce Keen (Treasurer)
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If you are renewing a subsciption, please enter your subscribers reference code here: NT/

Subscription Type (Tick one)

New Subscription – UK £18

New Subscription – Overseas £20

Subscription Renewal £15

Lifetime Subscription £150

Additional Donation

Total Amount Enclosed

Please forward this form to:- The Neuropathy Trust | Publications Department | PO Box 26 | Nantwich | Cheshire CW5 5FP | UK

Title First name

Surname

Address

Postcode Telephone No

Method of Payment (Tick one)

GIFT AID Declaration

Standing Order Mandate (Please enclose a cheque or complete the credit card details
for the first years subscription – a form will be mailed to you to cover future years. Facility only
available through a UK bank).

Cheque/Postal Order (Please make payable to: The Neuropathy Trust)

Credit Card (Please tick one) VISA MasterCard Switch

Number

Expiry Date Issue No

Signature of cardholder

Cardholders address (If different from above)

Date

GIFT AID Declaration
• you can cancel this declaration at any time.
• you must pay an amount of UK income tax and/or capital gains

tax at least equal to that the trust will reclaim on your GIFT AID
donations in the tax year (currently 28p for every £1 you give).

• Please notify the Neuropathy Tust if you change your name
and/or address while this declaration is in force.

• Please note that if you are a higher rate tax payer you can
also benefit by claiming the extra tax in your Self Assessment
tax return.

I am a UK taxpayer and would like the Neuropathy Trust
to claim back the tax on all donations I make from 6th
April 2001 until I notify you otherwise.

Today’s date

Your signature

The Neuropathy Trust - Subscription Form

Why subscribe to the
Neuropathy Trust?

In making a regular subscription you’re helping
the Neuropathy Trust to plan ahead and make
best use of the money you and others give to us.

Increase the value of your gift at no extra
cost or inconvenience to yourself. If you pay
UK income tax and/or capital gains tax, we would
encourage you to pay your subscription as GIFT
AID. If you do this, the Neuropathy Trust can
reclaim the tax that you have paid from the
Inland Revenue. This means that for every pound
that you give, the Neuropathy Trust can currently
claim back 28p. Simply complete the subscription
form, sign/date the GIFT AID Declaration, and
then forward the whole coupon to: The
Neuropathy Trust, PO Box 26, Nantwich,
Cheshire CW5 5FP, UK

If you are already subscribing to RELAY, please
check the ‘Subscription Due Date’ on the
address label on the envelope that contains the
journal. If your renewal is due we would be
grateful if you could make the payment before
the end of the month shown. We would also be
grateful if you would consider making your next
payment, Standing Order Mandate or Credit
Card, as these methods save the Trust both
valuable time and money. If you would rather

carry on subscribing to this journal on an annual
basis, please complete the form provided,
remembering to enter your subscribers reference
number in the box provided. Please note: If you
have already paid by Standing Order, there is no
need to take further action.

UK Subscription

If you are not currently subscribing to RELAY and
wish to do so – the first years subscription is £18,
which includes a full information pack
containing: 12 months subscription to the
journal (three issues per year), a copy of the
booklet ‘Peripheral Neuropathy &
Neuropathic Pain - Under the Spotlight’, and
a hand-laid enamelled Neuropathy Trust badge.
Please note that we are unable to accept Republic
of Ireland Postal Orders.

If you pay UK income tax – please consider
signing the GIFT AID declaration.

Overseas Subscription

If you are not currently subscribing to RELAY and
wish to do so – the first years subscription to
RELAY is currently £20 per year, which includes a
full information pack containing: 12 months
subscription to the journal (three issues per year),
a copy of the booklet ‘Peripheral Neuropathy &
Neuropathic Pain - Under the Spotlight’, and
a hand-laid enamelled Neuropathy Trust badge.
Preferred method of payment is by Master/VISA
card. Eurocheques are also perfectly acceptable.

Voluntary Donations

The Trust is a voluntary, patient lead, non-profit
making organisation and, as such, it is very much
reliant upon the generosity of its supporters,
voluntary donations and corporate sponsorship.
The Trust is especially grateful to people who help
out in this way. If you would care to assist us
further, please indicate in the box provided –
Thank you.

GGeettttiinngg  iinnvvoollvveedd

Subscribing 
to The Neuropathy Trust
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Neuropathic Pain: Quality of Life under the Spotlight

Product Code: QoLSpot

Cost: £5.50 each (inc. p&p)

Readership Suitability: Patients, doctors, nurses and other healthcare professionals

Description: This latest publication, written by Dr Clare Daniel, a clinical psychologist,
tells us what neuropathic pain is and how it can affect people’s lives. It contains some
guidance on ways in which people can perhaps begin to regain some control over their
own lives and, importantly, it may help others to understand how ongoing pain can
be so difficult to manage.

Post Herpetic Neuralgia under the Spotlight

Product Reference Code: PHNSpot

Cost: £5.50 each (inc. p&p)

Readership Suitability: Patients, doctors, nurses and other healthcare professionals

Description: Shingles is an uncomfortable medical condition which most of us have heard of.
As we get older the chances of contracting this condition increase. Not many people are aware,
however, that a painful and sometimes distressing follow-on from shingles, called POST HERPETIC
NEURALGIA, can also occur – due to the action of the shingles virus on the peripheral nerves.

This booklet, written with the kind help of Dr Andrew S. C. Rice, a pain specialist,
helps take some of the mystery out of this commonly misunderstood condition.

Diabetic Neuropathy under the Spotlight

Product Reference Code: DPNSpot

Cost: £5.50 each (inc. p&p)

Readership Suitability: Patients, doctors, nurses and other healthcare professionals

Description: Diabetes is one of the most serious challenges to healthcare worldwide and is
projected to affect 239 million people by the year 2010, a doubling in the prevalence since 1994.
This 28 page booklet examines the following areas, amongst others:-

• What is Diabetic Neuropathy? • Signs & Symptoms
• Risk Factors • Diagnosis
• Diabetic Clinical Assessments • Clinical Tests
• Preventative Measures & Self Help • Foot Care
• Drug Therapy • Getting the best out of the Medical Profession

Contains contributions from Professor Andrew Boulton and Dr. Simon J. Ellis.

By post
Please send either a cheque or postal order
made payable to ‘The Neuropathy Trust’
to the following address:-
The Neuropathy Trust, Educational Materials Dept.,
PO Box 26, Nantwich, Cheshire CW5 5FP, UK.

How to order your booklet/s Important
Please remember to quote the product reference code/s
for the booklet/s that you would like to order and also
to include a full mailing address, thank you.

Via the Internet
If you have access to the internet, why not purchase
on-line by visiting the following URL: www.neurocentre.com

Educational Publications


