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Dear Members,

Welcome to this edition of the Newsletter, | hope that you will find the articles of inter-
est and or useful. For various reasons this issue is later than the due date so you have a
lot of reading this time. | am always on the lookout for items to include in it, so please
forward anything you may like to share to the email address below or leave it at the of-
fice. Many thanks to those who have done so for this issue.

It seems far too early to have to supply you with a form to order your Christmas cards
wi t h, but we all know how quickly this end of
that by then our lawns will be a little less brown and dehydrated.

| hope that you are all finding ways to keep helping us with the fundraising efforts re-
qguired. I am intending on holding a 06Boul es &
who does not turn up in French fancy dress! Please forward any photos of such events ol
would love to put them in here. The funds are becoming increasingly difficult to raise

nowadays so we really must ensure that we all do as much as possible. Thank you to eve-

ryone who is already involved or active in this respect.

If anyone has any up -to -date information about CCSVI, the latest treatment that is being

explored for treating M.S. please let me have this to put in here. This will need to be in
OWordoé format i f possible. I f anyone has had
it with us, this would be even better?

Ruth Moult
Editor

4 )

OPINIONS EXPRESSED IN THIS
NEWSLETTER ARE THOSE OF
THE CONTRIBUTORS AND NOT
NECESSARILY THOSE OF OUR
MS THERAPY CENTRE.

[ ruth@mstherapybristol.org.uk - for any newsletter matters. ]
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CHAIl RMANGS CHAT

| hope you are all having (or have had) an enjoyable summer holiday and are not suffering too
much in the hot weather.

At the Centre we are in the final stages of computerising our data base and membership
register. This is being achieved with the hard work of Mark Whitehouse and a software firm
appointed by the National Federation of MS Therapy Centres. The aim is twofold, to enable
the Centre to keep tighter control of its membership, finances etc. and to provide common
procedures to all federated Centres. The big advantage to us will be the ability to share pro-
cedures and problems with other Centres and thus avoid pitfalls which have been faced by
them.

During the past two years it has been my sad task to attend the funerals of members of
our Centre. What has impressed me is the persons left behind still come to the Centre and
provide help and time. | feel humbled that our Centre has provided such support to members
and their spouses that they feel reluctant to break their ties.

As referred to i newelcome Armsrik to ouc physio team. Amrik comes to us
from the Edinburgh MS Centre and trained in India. He brings with him research experience
which we hope to utilise to the benefit of our members and people with MS generally.

You are probably aware that the Planning Inspector has allowed our appeal to access the
land at Bradley Stoke through Wheatfield Drive. This now opens the way for us to com-
mence building our new Centre which our aim is to open in mid 2011. This stage has been
reached after quite a few alarms and excursions en route. The provision of a first class
Centre for all our members and staff now seems to be in sight.

May | congratul ate Kevin, his sister and all 0
evening. | have heard nothing but compliments regarding an enjoyable evening by all who at-
tended and the sum of money raised was equally impressive.

On the subject of fundraising may | urge all of you to support the coming events (shown
elsewhere in this newsletter). You know you may enjoy yourself!

Best wishes to all of you and enjoy the remains of this summer.

Peter Miller,

Chairman




Page 3 Newsletter Issue 78,

MOONSTONE APPEAL UPDATE

| am pleased | was able to talk to a good number of members at the last Annual General
Meeting, at that time | was able to report that fundraising was going well but that we

needed to run a successful Public Appeal to enable us to fit out and equip the rooms -
this is still the case!

The Public Appeal will commence this Autumn now we have won the planning appeal for a
revised access to the Bradley Stoke site.

This revised access is necessary as at the detailed planning stage our architects
discovered that in addition to the oil pipeline there were many fibre optic cables running
close to the surface of Bradley Stoke Way and the cost of re -routing these was
prohibitive and was probably impossible. The local authority had not advised us of this
problem when previously asking us to access the site via Bradley Stoke Way.

Unfortunately at the meeting of the South Gloucestershire planning committee the
councillors went against the strong advice of their legal department and planners and
turned down the application, we therefore had to appeal and the GOOD NEWS is that we
WON!! Costs were awarded against the local authority.

This has set us back a couple of months but nevertheless we are in a position to
commence construction quickly and still have a target date for opening in Mid 2011. In
the meantime it is very important that the West of England MS Therapy Centre remains

on a very strong financial footing and | hope there will be strong support for the various
initiatives your executive committee and fundraisers are planning.

There have been many hiccoughs with this project but now we are nearer than we have

ever been and you can be assured the Moonstone team are working hard to deliver a
first class centre!

Mike Gelder,

Chairman of the Moonstone Appeal.

MOONSTONE Building The Future Of MS Care
APPEAL

= = |
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MONIES RAISED BETWEEN JAN i JUN 2010

EVENTS BQCKET COLLECTIONS _

London Marathon £3.978.00 Bristol Temple Meads Station £10.37

Abseil £3,266.00 <2 : £280.20

Golf Day £4.740.00 Tescp - Hartcliffe Way £196.52
Morrisons - Burnham -on-Sea £212.32

Other Runs £292.50 .

. Homebase - Portishead £294.23
Brlgtol_ 10k £302.00 ASDA - W-S-M £174.99
Invitation Books £253.00 Tesco - Clevedon £65.36

Cadbury Garden Centre £75.92
COMMUNITY EVENTS Almqndsbury Qarden Centre £170.34
25th Anniversary Mailing £985.10 Morrisons - Fishponds £496.55
Not another coffee morning £1,715.00
Bike Rides £390.00
Mouse Race £45.00 COLLECTING TINS
Alexandra News £4.66
Britannia - Clevedon £5.78
PARISH COUNCILS Compusave £6.83
Stoke Gifford PC £250.00 Semira Kiss £7.00
WsM Town Council £100.00 Good Days News, North Worle £15.70
Dyrham & Hinton PC £50.00 = Mendip Springs Golf Club £20.68
Portishead & North Weston PC £250.00 Co-op Long Ashton . £218.45
St Georges PC £50.00 = Rajani Wholesale £25.37
Easton in Gordano PC £200.00 John Browns £57.76
Nailsea Town Council £255.00 @ Yatton Fish Shop £36.88
Backwell PC £250.00 = Railway Inn Yatton £42.17
Wraxall & Failand PC £250.00 J.B. Gruble £55.00
Congresbury PC £250.00 Tim Parsons £149.13
Winscombe & Sandford PC £150.00 Rose and Crown £19.44
Long Ashton PC £50.00 Linda and Paul Rouse £4.50
Highgrove Osteopathic Clinic £33.63
Denise MacDonald jar collection £58.60
TRUSTS
The C Charitable Trust £5,000.00
Hospital Saturday Fund £1,000.00
Charlotte Marshall Charitable Trust £200.00
MODCARE £555.00
Needham Cooper Charitable Trust £500.00

Continued...



Page 5

Newsletter Issue 78,
]

MONIES RAISED BETWEEN JAN i

JUN 2010

DONATIONS
Somerset Ancient Mark Masters

Freemasons Grand Charity Eldon Chapter

Cheddar Vale Lions Club

Estune Lodge 6817 Nailsea
Gordano Lodge

Provincial Grand Lodge of Somerset
Rotary Club of Clifton

Sir Isaac Newton Lodge No 9801
Bristol Savages

Clevedon & District Round Table
Woodspring Wings

Mendip Springs Golf Club

Burnham and Berrow Golf Club
Guinness Hermitage Housing
Woodland Farm, c/o Julie Ridley
Backwell Drama Club

National Express c/o Cathleen Martin
George Dobson

Backyard Boogie Nights c/o Jo Crozier
All Saints Church, Long Ashton
Speedwell Methodist Church
Portishead Players

1st Nailsea Scout Group

The Shy and Retiring Strolling Players
Old Bristol Poly Sub -Aqua Club
Nailsea School Fund

Sidcot Friends

-Cole

Yatton and District Summer Skittle League

North Somerset Coaches

St Andrew's Parish Church, Backwell
Mydsomer Studio Jewellery
North Somerset Business Club
Lansdown Place

G.E. Oil and Gas Ltd

AXA Tech

H.J. Butt & Sons

Mary Siggins

Elisa Bailey

John Cottrell

Eileen Jackson

Mary Collings and Friends
Stella Edwards

Margaret Knowles

Elaine Hockey

ﬁ === ———= ‘--\‘.\\‘st——r’x 9-

———— ‘—ié“—
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£250.00
£100.00
£100.00
£2,426.00
£450.00
£500.00
£150.00
£250.00
£500.00
£1,000.00
£400.00
£2,939.31
£249.80
£42.75
£484.63
£1,012.50
£100.00
£250.00
£30.00
£95.00
£215.27
£156.10
£90.00
£50.00
£216.00
£871.61

£178.85

£570.00
£518.15
£260.00
£73.00
£100.00
£50.00

£1,650.00
£526.94
£30.00
£30.30
£16.50
£160.00
£35.00
£57.20
£30.00
£25.00
£8.70

Jet Stamps Lyn Ackers
P A Butterfield
Margaret Bover

W & L Nickson

Roy Townsend

J.H. Peters

Don Plaister

Stella Edwards

S.W. Ritchie

M J Hordle

David & Noreen Gee
Peter Bateman

J Eitelberg

Jeffrey James Palmer
Julia Phillis

Julie Gardiner
Pauline Eaton
Maureen Celaschi
Members donations

IN MEMORIAM

In Memory of Alice & Jane Flack
In Memory of Ann Carter

In Memory of Don Helson

In Memory of Joy Williams

In Memory of Kathleen Tilling

In Memory of Margaret Shailer

In Memory of Nancy Myfanwy Bowdon
In Memory of Olive Grace Whiting
In Memory of Pat Taylor

In Memory of Ray Woodman

In Memory of Trevor Silcocks

In Memory of Donald Mead

£15.00
£150.00
£146.10
£75.00
£350.00
£20.00
£84.00
£83.50
£50.00
£1,000.00
£50.00
£100.00
£25.00
£50.00
£20.00
£23.71
£24.55
£85.00
£2,381.47

£311.40
£233.91

£20.00

£2,270.00

£164.23
£150.00

£50.00
£132.27
£422.01
£253.60
£590.34
£282.00

Many thanks to everyone who has
donated/raised money for the Centre
during the first six months of 2010.

Wit hout your

support

the Centre would still be open!
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ANNOUNCEMENTS

g CONGRATULATIONS

Congratulations to Imogene
and Richard on the birth of
their gorgeous son Lowan!

Best Birthday wishes to
Shirley who was 65 in July!

Congratulations to Carol for
becoming a very young and
sassy Great -Grandmother, on

N

s NEWLYWEDS

Congratulations to the
newlyweds Sylvia
Thompson and David

Fawcett who were married
aboard The P&0O Ship MV
Arcadia on the 31 ' March
2010.

With all our very best
wishes!

the birth of Leon Paul.

N N

-

WITH GREAT SADNESS

It is with great sadness that we inform you
of the passing of Members and friends of our
Centre:

J
COLLECTING DAYS
Please support your Centre by giving up a couple of
hours of your time to help with one or more of the
following collections:

Pat Taylor

Keith Tanner
Kathleen Tilling
Nancy Bowden
Margaret Shailer

Almondsbury Garden Centre Sat 11th Sept
Morrisons, Yate Fri 24th Sept
Cadbury Garden Centre ( Bag-Pack) Sat 23rd Oct

Bristol City Football Club Sat 11th Dec

gg?;lﬁ '\é%‘zd or There may be more collections booked than those
Stan V\%”S P shown above, so please keep an eye on the main

notice -board for other collections taking place.

AU
|.C.E. (IN CASE OF EMERGENCY)

IF SOMEONE FOUND YOU ON THE SIDE OF THE ROAD, WITH YOUR MOBILE PHONE IN YOUR POCKET
0 WOULD THEY KNOW WHO TO CALL AFTER 999? PROBABLY NOT!

Our thoughts are with their families at this

difficult time as we remember them dearly. Thank you for your support!

There is a standard procedure carried out by paramedics, or other emergency services personnel
when they attend an emergency or accident and find your cell phone. They look for a number in your
cel | phone contacts | ist that i s stored as | CE, or
You will have many numbers stored in your phone, but it is only you who knows who to ring in an
emergency. Now you are advised to store specific numbers as ICE, so that the emergency services

can immediately find your contacts. If you have more than one contact, name them as ICE1, ICEZ2,

ICE3 and so on.

This is now a nationally recognized name. Let ICE speak for you when you are
unable to do so.

IN CASE OF
EMERGENGY

(Many thanks to Richard Shorrock for sending this to Doro. We should all have
such numbers listed in our mobile phones. | have three in mine.)
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HAVE YOU MADE A WILL?

It is estimated that a staggering 74% of the UK population does not have a current Will
that reflects their personal and financial circumstances at the time of their death.

A correctly drawn -up and regularly reviewed Will is an inexpensive way of avoiding
difficulties for your relatives and friends after your death. It puts you in control of the
final destination of your estate.

We can also advise you on how to plan for a potential future inability to manage your own
financial affairs, including the preparation of Lasting Powers of Attorney and 'Living
Wills' (the latter outlines your wishes in relation to future medical treatment).

At Wards, we offer a personal service, tailored to your needs and are happy to offer free
home visits if you would prefer to talk in the comfort of your own home.

For more information or to arrange a home visit or an
appointment please contact Judith Tomlinson at our Nailsea W A R D S
branch on 01275 858515 or e -mail

judith.tomlinson@wards.uk.com. www.wards.uk.com

SOLICITORS

WELCOME TO OUR NEW PHYSIOTHERAPIST

We welcome Amrik Singh Sidhu to our physio team. Amrik
comes to us from the Edinburgh MS Centre; he trained first in
India and then completed his Masters Degree at the Queen
Margaret University in Edinburgh. He brings with him research
experience which we hope to utilise to the benefit of our
members and people with MS generally.

/'Q_/

<N

Qualifications: M.Sc.(Physiotherapy) Queen Margaret University,Edinburgh 2007 -08.

Experience:

B.Sc.(Honours) Physical Therapy, Delhi University,India 2000 -2005.

Previous Experience: Neurological  Physiotherapy, Orthopaedics Physiotherapy,
Musculoskeletal Physiotherapy
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Chronic Cerebro -Spinal Venus Insufficiency (ccsw

| was asked by the Centre to research CCSVI and to share it with the rest of the Centre staff. Recently, some
of the Centre clients have been asking questions about it and therefore it was suggested to me to compile
some of my findings. The findings are not my thoughts on the CCVSI but those that | have found during my re-
search.

Introduction

A controversial hypothesis called Chronic Cerebro -Spinal Venous Insufficiency
(CCVSI) disorder and a controversial technique to treat CCSVI disorder proposed

by an Italian surgeon Dr Paolo Zamboni of University of Ferrara in Italy is the topic

most discussed amongst the MS community and related Health Care Profession-

als since April 20009. Dr Zamboni ds reports
the internet, propelling thousands of PWMS to decide to have this investigation

and/or treatment.

Background:
For nearly 150 years it has been a known fact that focal MS lesions tend to develop around the cerebral veins
that are thought to be the portal by which inflammatory cells targeting the myelin enter the brain.

Underpinning theory and initial study by Dr. Zamboni and colleagues (Journal of Neurology, Neurosurgery and
Neuropsychiatry, April2009) proposed that compromised blood flow in the veins of the brain and spinal cord
could be a major contributor in the development of multiple sclerosis lesions, usually seen near veins draining
blood from the brain and spinal cord.

In his hypothesis he further proposed that the narrowing or blockage of veins limiting the normal flow of deoxy-

genated blood towards the heart plays a major role in causing MS. In addition, due to stenosis, blood may be
forced back to the brain or spine, which can damage the crucial blood brain barrier and can cause overloading
of iron, eventually leading to the formation of inflammatory plaques near veins draining blood from the brain and
spinal cord.

Dr zamboni went on to further explain the different types of MS according to the various patterns of restric-

tion in different veins. Additionally, it has been suggested

that fatigue can be a direct consequence of CCSVI rather . N
that a symptom due to inflammatory MS lesions. \ N \\

Based on the findings of a pilot study, Dr Zamboni pro- \
posed venoplasty as an option to treat CCSVI (Zamboni et eareomah 101 IEERONA TN, x
al 2009). Venoplasty is a minimal invasive surgical proce- \ A\ <
dure for opening the veins using the ballooning/stents \ ' a

methods. This is similar to an angioplasty used for arteries /B

6Specialized wultrasound metho PSRRIcS ; y - W —
Zamboni. Magnetic resonance venography was proposed VETAR '

but due to the limited information gained this should only L” ,

be used in combination with other assessment techniques. 4 i 7 At ——f—Avctnoing

rogsTEnion y Y ) CERVIGAL

cenvicar 7o
Dr Zamboni and colleagues reported some positive out-
comes, in particular for people with relapsing -remitting
MS, the most common form of the disease. People with
this form experience unpredictable attacks, in which MS
symptoms worsen, followed by periods of time when they

return to normal or near  -normal functioning.

This article has been submitted by our physiotherapist, Amrik Singh Sidhu. Many thanks for the
time he found to investigate this important matter.
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Zamboni 6s CCSVI hypothesis and | iberation
the research community. The study has been challenged for its methodology by a
number of renowned researchers and the need for further study has been stressed

before reaching any conclusion. Dr. John Corboy, MD, professor of neurology at the
University of Colorado -Denver and co -director of the Rocky Mountain MS Centre at
Anschutz Medical Campus, points out that Dr. Zamboni's study did not have a con-

trol group and that patients remained on their disease -modifying drug regimen.
0Cl aims of i mprovement are based only on
to the procedures, 6 he says. ONo one woul
ef fect in MS.6 Indeed, experts emphasi ze

rent therapies.

SUPPORTING STUDIES by other RESEARCHERS: In a larger trial at Buffalo Neuroimaging Analysis Centre, Dr
Zivadinov duplicated Dr Zamboni s study on a group of 500C¢
of the MS population meeting the CCSVI criteria compared with 22.4% of controlled participants and 45% in

people with other neurological disorders in contrast to results presented by Dr Zamboni showing almost 100

% association of CCSVI with MS. The international community of health professionals therefore has been scep-

tical about Dr Zamboni ds results due to its 100% specifi
wellc-desi gned clinical trial. Zivadinov attributed these <co
used by Zamboni and Buf fdli oo dterdi. &1 Dbei rZd vale tntoevr f urt her c
be needed to prove the real prevalence of CCSVI in MS. The link has to be proven also by correlating MRI, ge-

netic, and clinical characteristics with CCSVI, which is exactly what we are doing.

According to The MSRCds (Multiple Sclerosis Research Cen
sential Clinic has released the preliminary data on their web site claiming 28 participants were found to have

CCSVI in a group of 30 participants while using ultrasonic techniques similar to those used by Zamboni (New

Pathways, July/Aug 2010).

DANGERS: Following the introduction of the treatment technique described by Dr Zamboni, also known as lib-

eration technique in the MS community, some surgeons
started assessing and treating people with MS. However, the
technique faced a setback following two accidents, which hap-
pened causing death due to a major stroke in one case and dis-
lodging of the stent to the heart requiring immediate open -
heart surgery in another case. The two Stanford University
researchers who carried out these operations stopped their

work and the procedure was banned.

STUDIES WITH CONFLICTING RESULT: In contrast to the stud-
ies conducted by Zamboni, Zivadinov and Glasgow trial, a num-
ber of researchers did not find encouraging results to support

A scan displayed by Italian Dr. Paclo Zamboni shows a partially blocked vein in

an MS patient. Zamboni ds CCSVI hypot hesi s. I'n tw
many and Sweden, the researchers found no relation between

CCSVI and MS in a group of 56 and 21 participants with MS when compared with 20 controlled participants in

each study.

Similarly, VU University researchers in Amsterdam were unable to find any correlation between CCSVI and MS
when comparing a group of twenty MS participants and 20 controlled participants. Zamboni has questioned
the usefulness of Magnetic Resonance Venography the diagnostic technique for assessing CCSVI due to limita-
tions of the technique. The researchers in VU University are continuing their research on a larger group of par-
ticipants with recommended diagnostic methods.

Dr Katherine Knox, director of Saskatoon MS clinic, Canada commented that stringent research is an impor-

tant step in the process and that just has not happened vy
the same time our job is to make sure we are not doing a
of correlation between CCSVI and MS, the National MS Society (USA) and the MS Society of Canada have de-

cided to fund over $2.4 million (GBP 1.4million) in seven research projects.

Dough Brown, the MS societyds head of biomedical researc
clinical research. Robust clinical trials are the only way to move CCSVI treatment from the trial phase to the

intervention phase quickly. MS society & scientists insist that more high quality research needs to be done

first if it is to be accepted.
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Multiple Sclerosis Society

\_

Do you need advice on:  Claiming Benefits

Money and debt advice
Employment issues

Housing advice

Consumer problems

The MS Society for North Somerset and for Bristol, together with the Citizens
Advice Bureau for North Somerset and for Bristol and South Gloucestershire,
are working in partnership and are delighted to announce a new advisory ser-
vice for people with MS in the North Somerset and Bristol areas.

Dedicated CAB caseworkers will be available to see clients with MS at the fol-

lowing venues:

IF YOU LIVE IN BRISTOL OR SOUTH GLOS.

IF YOU LIVE IN NORTH SOMERSET

CAB Caseworker: Ken Edmonds

CAB Caseworker: Niki Morss

Where: The CAB main office, 12 Brad
Street, Bristol BS1 2HL

Bristol Advice Point, Quay Street, Bristol
BS1 2JL

South Glos. CAB Kennedy Way, Yate
BS37 4DQ

In exceptional cases, when clients are too
unwell for example, home visits can be
arranged.

Where: The CAB main office, The Badger
Centre, 3 -6 Wadham Centre, WsM

In exceptional cases, when clients are
too unwell for example, home visits can
be arranged.

How: This service is available to anyone
with MS and appointments can be
arranged by: -Telephone 0117 946 2573

Email mssociety@bristol.org.uk

How: This service is available to anyone
with MS and appointments can be
arranged by: -Telephone 01934 836223

Email sara.leeroth@nscab.org.uk
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IS TYPING AN ISSUE FOU YOU?

Continuing to use your computer with the help of speech recognition.

If using a keyboard has become a problem, it is possible that speech recognition software
might help. The software is called 'Dragon NaturallySpeaking' and enables a user to speak
text rather than type it.

My name is Malcolm Litten and | have had about ten years'
experience of training people who need to use speech rec-
ognition. | shall be retiring in July of this year and so would
then have the time to train members who might find it
helpful. I am aware that most people need help to start
using the software successfully. | am offering to provide
that help.

What equipment would you need? A reasonably up  -to -date
computer, a copy of the software (‘Dragon NaturallySpeak-

ing Preferred' that would cost between £100 -140) and
probably a better headset than the one that comes with the software (about £25 -50.)
I would provide the training free of charge but would be grateful to ,/f:'f D
| RAGON

have my travelling costs covered.
NATURALLYSPEAKING

I PREFERRED

Malcolm Litten

Malcolm Litten has very generously offered to provide training in the use of speech
recognition software for a computer. If you would like to consider this, please let Doro
know and she will make contact.

HELP WITH OPTICIAN APPOINTMENTS

Did you know that you are entitled to a free eye test at
: / ’-\ home if you are registered disabled and cannot get to
4= = o - the optician? Also the service includes delivery of eye
' [ Sy — prescriptions to your door and free follow -up
3 ;‘\&\\"{-v '* = < appointments for any adjustments that may be needed.

L To talk to an advisor, <call &T
854477

theoutside@

community opbaans
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HOLIDAY AT RHEINSBERG HOTEL, GERMANY

Pam and | have just returned from an excellent holiday at the Haus Rheinsberg Hotel in Germany
(www.hausrheinsberg.de ). The holiday was a special offer booked through Accessible Travel & Lei-
sure, Gloucester ( www.accessibletravel.co.uk ), whose services have improved over the past year;
where in addition to booking the hotel, transfers and equipment hire, they are now willing to book
flights. This makes the complete package covered within their ATOL insurance protection.

Pam's MS affects her left side; she uses an electric wheelchair at home but can stand, transfer and
walk short distances with the aid of a rollator. For the holiday she travels in a manual wheelchair and
we had pre -booked an electric wheelchair for her use at the hotel.

THE HOTEL is as described in the Accessible Travel Brochure being a
specially designed barrier free luxury hotel with spacious rooms with bal-
cony's/ terraces and everything in and about the hotel totally accessible
to wheelchair users. The language spoken is German, with the hotel man-
agement and with sufficient of the other staff speaking English for us to
have no difficulties in spite of only a few pleasantries in German.

GETTING THERE AND BACK. To Bristol Airport from home by taxi takes
only 10 minutes. We then travelled by Easyjet to Berlin Schoenefeld (2 hour flight) and on to the ho-
tel in their pre  -booked accessible minibus, which took about 1% hours.

Bristol Airport now has excellent support for wheelchair users through OCS, they took us through
the check -in process and where there in the departure lounge to take us through to the plane with
their ambilift. This all went smoothly except for the 2 hour delay, these things happen!

We would recommend Easyjet provided you have let them know your needs in advance (done auto-
matically by Accessible Trdwelk) .ngBorometaltl heoiurr &dped
always had priority boarding and they blocked rows (normally the front row by the bulkhead) for use

by disabled people and their carers. In  -flight service is in -flight service, nothing to get too excited

about.

Berlin was interesting; after asking three times if Pam could walk down the aircraft steps the assis-

tance staff eventually carried her down the steps on special metal chair with a seat belt. From there

shewasre -uni ted with her wheel chair (always a relief)
took us through immigration, baggage collection and customs and as far as the minibus driver who

was waiting in the arrivals hall. The hotel minibus had a lift and the journey was completed in quick

time due to our late arrival on a Saturday night.

The return journey one week later was much the same except this time we had a 3 hour delay, luckily

our taxi driver was waiting for us. One point of caution is that the disabled check -in and support are
there but there are no signs and therefore difficult to find. When you do find them, they are very

good.

We arrived at the hotel at 11p.m. We were shown our room by the Duty Manager, Marita, who en-

quired as to any additional equipment we needed, which was available at no cost, and showed us how

to operate the electric adjustable bed. We were then very pleasantly surprised to find that although

the restaurant was closed they had prepared us a plate of cold -cuts, cheese and breads which we
were able to wash down with a beer from the bar.

. AW
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OUT AND ABOUT. The following morning Marita took us on a tour of the hotel, showing us the pool,
sauna, games hall, bowls and gym and then when on to show us the booking arrangements for the
horse -drawn carriages, boat trips and coach tours all of which were wheelchair friendly and operated
in association with the hotel. Outside there are level paths along the lakeside, to the castle and its
garden and through the city.

She introduced us to probably the only other English residents at the time, a gentleman called Bob,
his mother and carer. Bob, from Colchester, also had MS and highly recommended the Physiothera-
pist who was resident

Armed with all this information we made our plans:

Sunday we spent getting used to the area, we went around the town and the castle grounds all as
indicated fully accessible and very interesting with a history dating back to the Prussian Ruler, not
my strong subject.

On Monday morning we contacted the Physio. And made an appointment for that evening. The thera-
pist, Ute Boehm carried out a treatment called Bobath Physiotherapy and Pam was so impressed
she made four further appointments over the rest of the week. The first appointment being late af-
ternoon we did a 2 hour boat tour of the lake, Pam took her wheelchair through the cabin and we
spent the time taking in the views from the rear deck, very enjoyable.

The rest of the week we spent time further exploring the town, the gardens and lakeside paths
travelling in different directions for about 1 to 1% hours at a time, no steps were encountered and

for Pam it was a pleasure to be able to get around so freely and in areas full of flowers, trees and
greenery with plenty of wildlife, mostly ducks, birds and fish including a family of mallards which Pam
tried unsuccessfully to feed by hand. The town had no large shops, a few interesting gift type shops
and plenty of bars and restaurants. The Castle had been restored to its former glory since Ger-
many's reunification and had a large concert hall to one side that had regular performances all of
which were advertised and could be booked in the hotel.

We did not make use of the carriage rides or tours being more than happy with what we did. The
tours have programmes that varied weekly and relied on there being sufficient number of people in-
terested to take place.

DINING. We had booked half -board which meant that we hardly had the opportunity to check -out the
restaurants in the town (this time), that is except for the local coffee shop for the excellent after-

noon coffee and cake. The hotel restaurant was buffet style with long opening hours so you could

dine when you wanted. Both breakfast and dinner had a wide and very good quality standard of food

with excellent service. You could easily get around and there was plenty of room for abandoned
wheelchairs etc.

ALL-IN-ALL probably the best disabled hotel we know of in Europe, we shall be looking to go again
and would recommend to all who need a barrier -free break.

Trevor Davies

Postscript:

Since our holiday in July last year we have been back to the Hotel Rheinsberg twice and
have a further break planned for September. We stay for 5 nights (Sunday to Friday) book

the hotel, transfers and flights ourselves. We also pre -book the physiotherapy with the
hotel, at times which suit Pam and as the flights home are late in the evening arrange to

have use of a room (not necessarily the same room due to it being needed by other arriving
uests) until we are ready to depart for the airport. /

\&
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0A BREATH OF FRESH AIR'C"J

This inspiring item was written some time ago by a member of ours, Ann May who sadly has since died. This is

an essay she wrote and won second prize for in a compet:i
the agencies asked for permission to use this essay in their staff training. As editor | have left it as she
wrote it as | feel it was truly written from the heart. Annds husband David says that

with anyone about the ILF payments (for employing your own staff). If you would like to take advantage of this,
just let Doro know and she will put you in contact with him. Many thanks for this kind offer David.

N N N N NoA

AAAAAGOA Breath of Fresh AAiAirid by Ann Mae

At the tender age of fifty six | have finally accepted that | will, after a long, painful and difficult personal journey, nee d
someone to help me accomplish even the most simple of tasks of personal care for the rest of my life. Having been a
fiercely independent person, consumed in the care of my family and others, | am now embarking on a totally different life,
not without some vestige of denial of my physical capabilities, dependant on others for my daily survival. It still hurts!

Where have | gone? | have lost me!

Still, having always been willing to take on a challenge, | throw, (no, perhaps | mean reluctantly force) myself into the wor Id
of zimmer (correction walking) frames, wheel chairs, and daily rotas of care workers. Somewhat naively | assume that a

discussion of my needs and times required will enable me to reach a mutually agreed rota with my carers, especially as |

have to meet the bill. Not so!

| am regaled with comments like:

"Sorry we are very busy".

"You can only have 45minutes on Monday and Tuesday".

"Wednesday may be a bit of a problem".

"Will it be OK if she comes to you at 11.30am as she has someone before you?" | suppose | will manage in my nightie and

not bathed, as thankfully the window cleaner is not due this week!

"On Thursday she will have to leave half an hour earlier, but Friday will be OK for the hours you need"

Well | suppose every little helps and | should be grateful shouldn't I? | now have a fair idea of what | am going to get, or not
as the case may be. It is down to the nitty gritty. | don't seem to have many choices but mustn't grumble.

While my body may be past its sell by date | think there is some mileage left in my mind, but as time goes on | doubt even
that! As my requests are totally ignored | feel put down.

"How do you like your tomato with your lunch?" "Whole please | eat it like a fruit because of my mobility problems with my
hands". "I usually quarter tomatoes". "No thank you whole will do nicely" Sandwich arrives with a quartered tomato.

Next day tomato episode is repeated but this time the tomato is in eighths. There is no way | can cope with sixteenths so
stop having a tomato with my lunch.

I have to make sure my two dogs are locked away before she comes or else she tells me she will to walk out. Prior to com-
ing she said she was a dog lover! You could be forgiven for thinking that | have two rottweilers, not merely two family pets.

Another day in the saga sees a different scenario.

"I'm not very good at peeling potatoes".

"l don't like housework".

"l hate ironing".

"I'm so tired as | worked all night in the nursing home. | feel awful and I'll have to go home".

"If you wanted me to go to the supermarket | couldn't go. | get panic attacks in crowded places". What does she do?

I'm feeling frustrated and trapped. My world seems to be getting smaller. This highlights the fact that | cannot do things
for myself. Yes, | am dependent! | don't like this feeling.

Things do not improve. From a different carer.

"Your hair needs a good cut", and then, despite my protests, | sport a bouffant coiffure each day, which | shake out immedi-
ately she goes. "You need bright colours" as she puts away the clothes | have chosen to wear. | spend the day in a bright
orange t -shirt. Help! | need my sunglasses!

Where have | gone? | feel powerless .If | do not conform | will have nothing.

Why will people not listen? | still feel my needs are basic and simple?

I need to make changes .l can no longer sit around waiting. Waiting for what?
Where did the assertive positive me go? | am at rock bottom and very vulnerable.
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It's time for a spring clean and a new chapter.

| read about independent living and taking control of your life again. This sounds so exciting that | Just can't wait to make
enquiries.

Still cannot believe this can happen! Am | really able to choose? Yes, choose my own staff and hours

Yippee, | can wash and dress at a proper time when | want like normal people.

| can go shopping and select food | want instead of relying on what is brought for me.

I'm like a kid who has been promised a new toy! Things are really looking up. There is life at the end of the tunnel. Can it
really happen to me?

Doubting Thomas!

Not only can it happen, it does! | have the most incredible help and support from my Personal Advisor at my local Integrated
Living Centre. She is always there for me to guide me through becoming an employer. It takes me back several years to the
time | was responsible for twenty -two staff, | was OK once before! | will get there again. | used to be familiar with the tax
system but confess | am a little more than rusty on P.A.Y.E.

I am soon into the world of job descriptions and contracts of employment. It's all coming back and I'm starting to feel my
old, dare | say professional, self returning.

It is now almost two years since | appointed my first personal assistant, and she is still with me. She is like a breath of
fresh air and still remains so. | have been able to turn my previous experiences of caring into the positive and we share a
mutual respect and trust for each other, with very clear boundaries on both sides. Things get better all the time and we
have fun, and laugh!

We do the normal things that normal people do; the things | thought were lost to me forever. She does the serious things
like washing, ironing, peeling potatoes, shopping. We go together. She really is a clever girl! She even lets me choose what
clothes | wear, have my hair exactly how | want to and | can even have my tomato how I like! | say this with tongue in cheek,
but | really feel like | have gone back to my childhood. It feels good!

All this may sound frivolous, but we do serious things as well. | have had difficulty driving for some time and had to give u p
various activities. | became unreliable due to my illness, which changes on a day to day basis. As my PA drives my car for

me when | am having a bad day it means | can still go out as normal. | do have a variety of aids to keep me as mobile as pos-

sible, from a walking trolley, a wheelchair and my latest possession, an electric wheelchair, all of which my PA is able to

carry in my car for me to use. This has opened up an entirely new world for me.

I have been able to take up voluntary counselling again. | specialise in bereavement care, having undertaken work for the
charity Cruse since 1992. Thanks to my PA | have now been able to return to running a monthly group. She makes it possi-
ble, by transporting not only me but also equipment | use within the group. | have also been able to resume counselling in
the local Mencap Home, seeing people with learning and communication difficulties.

| still marvel at the wonderful sense of freedom that being able to make choices gives me.

Taking my electric chair on the beach nearby or just driving up to the headland when the weather is rough and windy. | love
to watch the waves crashing over the promenade.

Doing my Christmas shopping and getting help from my PA with wrapping and labelling presents is now a pleasant task (I
have great difficulty writing).

This, along with visiting gardens and garden centres to shopping, leaves little time. There are always things to do and
places to go, which is a far cry from sitting indoors waiting.

Our latest exciting venture is to have undertaken the BBC Webwise training which has enabled me to communicate by

email with my son who is currently serving in the Balkan crisis. | feel really clever, as computer technology is not one of m y
strong points. On the crest of a wave, flushed with success, we have now enrolled for computer training which | would not

be able to contemplate without my PA.

It's great to be alive and free. | have lots of choices and options along with lots of giggles, thanks to my PA. Indeed, a
breath of fresh air.

I am back feeling independent.

Ann May R[N
EE),

&
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STANDING ORDERS

Have you ever considered donating to the Centre by Standing Order?

For the Centre the donation process is simplified through a Standing Order.

Once the S.O. is set up there will be no need to bring in and handle cash or cheques.
(Cheques are likely to be phased out in the UK by 2018).

If you would like to help in this way, please fill in this Standing Order form and send it to your
Bank. We would also appreciate if you fill in the Standing Order Notification Form and return

this to us. If you already have an S.O. in place and would like to review the amount you do-
nate, you can amend this by contacting your bank directly and informing us in the same way.

Standing Order Form

Please send this page into your Bank to set up a standing order

For the attention of: The Manager

Name of Bankéeeéééeeeéeééeeee. . ..

,,,,,

,,,,,,,,,,,,

,,,,,,,,,,,,,,,,,,,

eeéeééecééecéeééecé. Sort Code ééée

I wish to make a regular donation of Aéé. .. ..ééé t
Therapy Centre (Account Name: Multiple Sclerosis Centre (Bristol) Ltd, Bank

Account No 10133159 Sort Code 20 -94-74) from the ééé..ofeéééeée. 20.

every month on the same day thereafter.

Account Hol der Name: ééé. .. ... .. ... e e e

,,,,,

Bank Account Number : éééeéeé. ... . ...

,,,,,,,,,,,,,,,

Signed: éééééé. ... éééé....... . Date:ééééééeéeéé........e ..

Registered Charity Number: 801155
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Please complete this form and send to:

West of England MS Therapy Centre

Units 40 0 42 Southfield Rd Trading Estate
Nailsea

Bristol

BS48 1JE

Standing Order Notification and Gift Aid Form

| have arranged a standing order to be paid to The West of England MS Therapy Centre

for Aééééé. on the ééééday of each mont h.
Na me :
Address: ééé

-
-
-
-
-
-
-
-
-
-
-
-
-
-
-
-
N
N
N
N
N
N
-
-

eeéeeé

-
-
-
-
-
-
-
-
-
-
-
-
-
-
-

Postcode

Emai | €Eeéééééeéeé
Signatureéééeéééeéééeeéeeé é Dat eéé.
Please treat (Please tick the appropriate box) ﬂ { ﬁ’aﬂ d ‘/t

1  All gifts of money that | make today and in the future as Gift Aid donations.

1 All gifts of money that | have made in the past four years and all future gifts of money that | make from
the date of this declaration as Gift Aid donations.

You must pay an amount of income tax and / or capital gains tax in each tax year at least equal to the tax that the charity
will claim from HM Revenue & Customs on your Gift Aid Donations

Please notify the Charity if you:

Want to cancel this declaration
Change your name and home address
No longer pay sufficient tax on your income and/or capital gains

Tax Claimed by the charity

The charity will reclaim 28p of tax on every £1 you gave up to 5th April 2008

The charity will reclaim 25p of tax on every £1 you give on or after 6th April 2008

The Government will pay to the charity an additional 3p on every £1 you give between 6th April 2008 and 5th April 2011.
This transitional relief for the charity does not affect your tax position

If you pay income tax at a higher rate, you must include all your Gift Aid donations on your Self Assessment tax return if
you want to receive the additional tax relief due to you.

Registered Charity Number: 801155
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OYoubve got to take the p

Why not try yoga?
> Fed up of doing what you are told while your body misbehaves?
Perhaps you want to keep fit but there isndt a

???Could it be you are so knackered that even the

thought of lycra and activity makes you break out in a
sweat?

Well for me, most of the above has been true since my
MS diagnosi s. I dm no green gort
time member of fatigued anonymous.

For me, yoga is my secret weapon. You get to chill out,

have some me time and stretch those stiff muscles,

learn how to breathe, to maintain your vital energy and
have a great laugh. ... And before you ask
writing this with my foot wrapped around my head!

| f youdre interested in furth
yoga class for people with Multiple Sclerosis which rec-

ognises we are all different,  while enabling us to feel part

of a group, please email me at whocaresdisabilitymat-
ters@googlemail.com  or contact the Multiple Sclerosis
information centre at the Bristol General hospital on

0117 3426252 , with your name, area you live in, any mobility aids you may use and your

contact details, including an email address if possible.

We look forward to hearing from you

Your space, at your

Own pace, where we can

Get together and have fun, at
A class which aims to suit you


mailto:whocaresdisabilitymatters@googlemail.com
mailto:whocaresdisabilitymatters@googlemail.com
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(" . N Nailsea School N The Buddy Ball )
25th Birthday Challenge The Buddy Ball held in the centre of
Earlier this year Nailsea School held Bristol is now in its sixth year and
2910 marks  the 25th a dress down day for -charity. helps many charities in the Bristol
Birthday of the MS Therapy Nominated by Jeff Morris, the MS Area. The Ball is organised by the PG
Centre. Therapy Centre was one of the lucky Group & a Bristol based property
. charities chosen to benefit and, on 1 development company founded by
In the spring all the members April, members of the School Council Peter Bradley and Father Gregory
were sent moneyboxes and a together with the Headmaster and Grant. Following P

list of fundraising ideas.

The whole idea behind the
project was to try and raise
£250 in our 25th year per
member without it costing a
penny.

Some people have truly gone
the extra mile and have really
shown what they can do: here

are just a few examples:

splendid support.
\p pp

Jeff, came to visit the Centre.

They brought with them a fantastic
cheque for A871.61
share of the dress down day, and
their tour of the Centre included
practical demonstrations in the
physiotherapy suite o which went
down particularly well with some of
the boys!

Thank you Nailsea School for your

2004 it was decided that an annual
fundraising ball would be a fitting
tribute and all
contacts and frie
would be invited. This amazing group
of people rally round to help a
selection of great causes in Bristol
and the West of England MS
Therapy Centre has been lucky
enough to be selected.

We thank them for their continued

)

support.
& pp

of

n d
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Cowboys and Cowgirls Not Another Coffee Morning! Sue Fenton

Kevin Plaisterds sdimls|When Rosie Little got her Sue has been amazing.
6 law opened up their farm for a money boxes and letter She introduced the
Cowboys and Cowgirls night on the t hrough she t hocharityto MODCARE the
26th June. i s no way I & m | |charitable fund for the

cof fee morni ngdad Ministry of Defence.
The event featured Following an application
performing their Wild West Stunt So she didnoét. |[made by Janet they

donated over £500. Not
content with doing that
she has then set about

do, however, was write to
her friends and ask them
not to come. She also told

Show and the Red Hill Billies performed
until the early hours giving people an
opportunity to take part in some line

dancing. Winscombe Rugby Club them about the cakes that organising various table
staffed the bar and for those who got they woul dnot bjtop sales & there is
themselves into trouble on the night competitions t lhabsolutely no stopping
they found themselves in jail having to happening and then she her!

pay a fine to the MS Therapy Centre to charged them £5 for not

be released! comi ng. Rosi e 0 s|These are just a few of

raised £1,710.00. the examples of the
This amazing event sold over 650 things people have been
tickets and raised nearly £8,000 for up to but please

remember that we need
all the help we can get
this year. The current
climate has had an
impact on fundraising and
we really do need your
help.

our charity and the local Harvest Home
Charity matched it 0 making the total
£16,000. Congratulations to Kevin,
Sally and Denis and Thank You for all
your hard work!

2
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FUNDRAISING

THE BRECON MS CHALLENGE 2010

WE DID IT!!!

On Saturday 19th June 2010, "Whitey's Wonky Legs" - the team of 12 representing the West of
England MS Therapy Centre - successfully completed the Brecon Beacons MS Challenge 2010.

With lan White as the intrepid passenger, team members included Phil White, Tony Leeworthy, Steve
Weston, Mark White, Nick Poll, Steve Bowden, Mark Bowden, Sam Bowden, Nathan Reeve, Andy Tay-
lor, Grant Churchward and me, Martin Helson -White.

The team encountered all kinds of terrain and a number of challenging obstacles, which included wad-

ing through two feet of water, and negotiating a 667 -yard (I looked it up) disused railway tunnel, with
just a handful of torches offering barely a glimmer amidst the total darkness. And how we all loved

that never -ending steep climb up the hill, just before the refreshment station - on what must have
been one of the hottest days of the year.

We finally crossed the finish line a little under five hours after setting off, all relatively unscathed
apart from the inevitable aching legs, backs and shoulders, and
a few blistered feet. In fact, most of the team looked in slightly
better shape at the end than the poor old wheelchair!

Many, many thanks to everyone who generously sponsored us -
I'll be updating the total we raised on our Justgiving page in

due course. And if you haven't yet - but have been impressed

seeing the teaindks edfdtorttso | at e ‘

in support of the West of England MS Therapy Centre in Nail- : 2 ;al YO S
sea. e S APRENG

Martin Helson -White

AXA HEARTS IN ACTION

On 11 June a team from AXA -Tech arrived in Nailsea to take up three challenges set by the MS
Therapy Centre. Sallyann Jarvis, Laura Sutton, Alison Rees, Joe Denton, Nigel Reeves, Chris Lilly-
white and Martin Maygar proved themselves the best ambassadors AXA could ever hope to send
into the community.

The compressor room was transformed 8 cleared out and cleaned up 8 and now we can not only move
around it but also know where everything is! Our fire exit, the passage at the back of the building, is

now more accessible than it has ever been, and you will not find
brighter yellow lines in any parking space in the world!

The sun shone all day and the team worked with a smile. They
filled a skip (for which AXA paid) with rubbish, rubble and green-
ery and, on top of that, Sallyann presented £250 sponsorship
money raised by running the Bristol 10k which AXA has since
matched.

Our hearts were definitely won by this team o our thanks to
them all for their hard work.
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FUNDRAISING

THE FREEMASONS RACE AHEAD FOR THE
MS THERAPY CENTRE

Freemasons from the Estune Lodge at Nailsea recently staged a Race Night in support for the West
of England MS Therapy Centre. Attended by over 120 people the event was a tremendous success
and raised over £2,600.00 for the charity.

Wor shi pful Master of the Estune Lodge David Hemming
the community. The West of England MS Therapy Centre carries out vital work for people with Multi-
ple Sclerosis in the area.

We recently visited the Centre to see its work at first hand and saw that it desperately needed new
equipment, not only for delivering its essential services, but also to help it grow in terms of the
smooth running of the centre so that it can help even more people,

more efficiently. To that extent we are delighted that the money

raised has been put towards Oxygen Therapy masks and pipes which

are essential for the delivery of this therapy. The office equipment

within the Centre also needed updating and we are delighted that we
were able to supply two new | ap top

Our very sincere thanks to the Estune Lodge for their support.

GE OIL & GAS

On 31 March Corinne Day, Anna Twilley and Kay Welsh, representing the Charity Committee of GE Oil
& Gas, presented Julian, Janet and Carol with a fabulous cheque for £1,650, proceeds of all their
hard work and efforts during our Charity of the Year relationship in 2009.

Even better, GE Oil & Gas have chosen the MS Therapy Centre as one of their charities for 2010 as
well and are busily facing challenges and building barbecues amongst other things!

Our heartfelt thanks to them all, they are the best of neighbours.
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