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SEPTEMBER 2009

WEDNESDAY 9™
CENTRE OPEN 10.30 - 3.30
LUNCHEON CLUB Please ring Joyce to book

THURSDAY 10™
LADIES GROUP 10.30 - 1.30
Centre open until 3.30

FRIDAY 11™

YOGA 10.00 - 11.00

SYMPTOM MANAGEMENT COURSE 11.30 - 1.30
Centre open until 3.30

MONDAY 14™

CENTRE OPEN 10.30 — 3.30
Meet to Share Group luncheon
Please contact Sue Austin

TUESDAY 15™

CENTRE OPEN 10.30 — 3.30

Seaford Group Meeting

Please ring 01323 439447 for further details

WEDNESDAY 16™
CENTRE OPEN 10.30 — 3.30
DINING OUT  Please ring Joyce to book

THURSDAY 17™
LADIES GROUP 10.30 - 1.30
Centre open until 3.30

FRIDAY 18™

YOGA 10.00 - 11.00

SYMPTOM MANAGEMENT COURSE 11.30 - 1.30
Centre open until 3.30

SATURDAY 19™
COMMITTEE MEETING 10.30

MONDAY 2157
MONDAY MEN OUTING
CENTRE OPEN 10.30 — 3.30

TUESDAY 22\P
CENTRE OPEN 10.30 — 3.30

WEDNESDAY 23RP
CENTRE OPEN 10.30 — 3.30

September 2009 page 2

MONDAY 28™
CENTRE OPEN 10.30 - 3.30

TUESDAY 29™
CENTRE OPEN 10.30 — 3.30

WEDNESDAY 30™
CENTRE OPEN 10.30 - 3.30
LUNCHEON CLUB Please ring Joyce to book

OCTOBER 2009

THURSDAY 157

LADIES GROUP 10.30 - 1.30
BINGO

Centre open until 3.30

FRIDAY 2ND

YOGA 10.00-11.00

SYMPTOM MANAGEMENT COURSE 11.30 - 1.30
Centre open until 3.30

MONDAY 5™
CENTRE OPEN 10.30 — 3.30

TUESDAY 6™
CENTRE OPEN 10.30 — 3.30
Time to Talk

WEDNESDAY 7™

CENTRE OPEN 10.30 — 3.30

LUNCHEON CLUB Please ring Joyce to book
Community Support Meeting @ 11.00

THURSDAY 8™

LADIES GROUP 10.00 - 1.30

Please come and place your Xmas catalogue
orders and raise money for the branch at the
same time. Coffee Morning and Raffle
Centre open until 3.30

FRIDAY 9™

YOGA 10.00-11.00

SYMPTOM MANAGEMENT COURSE 11.30 - 1.30
Centre open until 3.30

MONDAY MEN AND FRIENDS - PLEASE NOTE
MON 2157 SEPT - TRIP TO SHEFFIELD PARK

LUNCHEON CLUB Please ring Joyce to book

Eastbourne Scooterbility Exhibition 11am - 4.00pm 'MAINSTREAM' is produced, published and edited

by Bernard Curtis (01323 508969) for the Eastbourne
& South Wealden branch of the MS Society. The
views expressed, unless clearly shown to be those of
the Multiple Sclerosis Society, will be deemed to be
those of the author. The editor reserves the right to
edit submitted material. Permission must be sought
for the reproduction of original material. Printed by
Custard Design 01323 733378

THURSDAY 24™
LADIES GROUP 10.30 - 1.30
Centre open until 3.30

FRIDAY 25™
YOGA 10.00 — 11.00
SYMPTOM MANAGEMENT COURSE 11.30 - 1.30

Centre open until 3.30
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From Bernard & Carol ( The new Mr & Mrs Curtis!)
Thank you...for helping us

make it a perfect day!

To say we were totally overwhelmed by your
kindness, generosity and care regarding our
wedding day would be a serious
understatement. We were totally stunned! It
seemed as though each day leading up to
the wedding just brought more cards, more
presents and more good wishes. And
nothing had changed when we returned
from honeymoon!

As for the church service - it was just so
lovely. To see so many of you there and to
share the service of holy matrimony with
you all is something we will never forget.
Truly it was a day of two halves! We felt
surrounded by a wall of love and care
throughout the service and at the 'family and
friends' reception at the Chalk Farm Hotel in
the afternoon. We arrived home early
evening totally exhausted - and we then had
the reception at Eastbourne Golfing Park.

From my 'MS world' to Carol's 'golfing" world
- and the reception they gave her was
amazing - they all love her to bits! | felt ever
so proud of her. We got home at 1am and
we sat on the floor opening yet more
wedding presents until 3am! What incredible
kindness and thoughtfulness - if we have
neglected to say a personal thank you to
anybody - please forgive us.

We had been so busy in our respective
worlds leading up to the wedding day, that
when Sunday morning dawned - not one
thing had been packed for the honeymoon!
Somehow it all came good! We arrived at
Gatwick, a plane took us to Venice for an
amazing few days - then a train from Venice
to Verona, then onwards in a private car to
Lake Garda for a few more days of total
magic.

Thank you! We have never known such
incredible warmth and kindness coming at
us from so many directions. Never, never
will we forget August 1% 2009!

Love from Bernard & Carol

Eastbourne & South Wealden MS
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Care Support Independence
Shaping the future of Care Together

Your Vice-Chairs, lan and Joyce, have
devoted space to the above-mentioned
green paper in this issue of 'Mainstream'.
Please heed their warnings - when the
(financial) going gets tough, funding for the
disabled community becomes a soft target. |
always worry when the government suggest
we are going to do something ‘fogether’.
However, in the case of this green paper on
the future of care, | do urge you all to take
part in the consultation process.

| have studied the consultation booklet in
the 'Easy Read' version (64 pages) and it
was well worth the time - because
something will have to be done about
funding care in the future. The plan is to set
up a National Care Service; the problem is -
how to fund it?

One suggestion is to put the money from
some disability benefits, such as Attendance
Allowance, and care services together to
make a better system'. However, that

pooled money would then be administered
by your local authority - not by you.

Please take the time to read a copy of the
booklet. | am aware that a large number of
you are not likely to access the information
online, so the following details will hopefully
be of use. To obtain a copy of the ‘Shaping
the Future of Care Together' contact:
DH Publications orderline
PO Box 777
London SE1 6XH
Quote the number of the book: 295936/ER
'Shaping the Future of care Together -
Easy Read’

To comment by post, write to:
FREEPOST RRYL-TJCG-KASL
The Big Care Debate
6 Hercules Road
London SE1 7DU

Any problems, just give me, Margaret, lan or
Joyce a call. BC

The Mayor's Charity 2009 - 2010
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Joyce’s Jottings
Mr & Mrs Curtis are back . ..

Bernard and Carol are now back from their
honeymoon in ltaly. | am pleased to report
that they had a wonderful time and when |

saw them, they both looked totally relaxed

and very happy.

The wedding was the most moving I've
attended — our MS Minister Gerald ensured
that all went to plan and | believe everyone
found it a very special occasion. It was very
special for Bernard to have so many of his
MS Family present. The bride looked
stunningly beautiful (I know all brides do, but
Carol was outstanding). We all knew the
hymns and the musical offering by the
Gilbert & Sullivan singers provided just the
light touch intended. The service was
followed by a lunch at the Chalk Farm Hotel
where no detail was spared to ensure we all
had a great time. The rain, which had held
off for the service, came down with a
vengeance but failed to lower anyone’s
spirits.

The evening reception at The Golfing Park
was the opportunity for everyone to let their
hair down and party. Around ten o’clock it
was pointed out that Carol and Bernard had
forgotten to cut the cake. Carol’s response
to this was “Oh ****”. She’ll no doubt kill me
for telling you this, but it was very funny!

No doubt there are many mentions of the
wedding in this issue, but | just felt | needed
to share my thoughts with you all.

MS Curry Club?

Jim, one of our newer volunteers invited
John Edlington out for a meal as his wife
was away for a few days. This was so
successful that a week later Margaret and |
joined John, Jim and his daughter for a fun-
filled curry meal.

<<<mainstream>>>
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We jokingly dubbed it the MS Curry Club,
but I'm afraid this will not become a new
service to our members. Of course, there is
no reason why groups of you cannot
arrange your own nights out. If anyone has
any ideas you can drop us a line at
MainStream and see if any like-minded
members would like to join you. I'm afraid
we won'’t be able to provide any transport for
such occasions.

Luncheon Club

No doubt you all see the dates for Luncheon
Club which appear in the Diary page of this
magazine. They all ask people to ring me if
they wish to attend. Unfortunately, only abut
two people regularly ring me and | have to
take the time to ring around the ‘usual
suspects’. When it comes to the monthly
dining out this becomes an enormously
time-consuming task.

As transport is available it is important that |
liaise with the driver, so | would respectfully
ask you to ring me a couple of days in
advance if you wish to come. Of course | will
still ring you if | haven’t heard from you
because | know MS can make any of us
very forgetful! Luncheon Club and dining out
are one of our most popular activities, so if
you would like to join us at any time please
give me a ring either on my home number or
at the Centre.

Threat to DLA?

You may have heard that the Government
has commissioned a Green Paper to look
into disability benefits. We do not believe
this is a serious threat to DLA, but
nevertheless many thousands of people are
signing petitions and contacting their MPs to
ensure that DLA entitlement is not delivered
through the Care System. The money we
receive would not pay for much care so it is
important to keep our eyes open to such
threats.
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Report on July Wheelchair
Service Strategy Group

Meeting
From Shirley McCall

EPIOC Breakdown recovery arrangements
As reported recently | brought this subject
before the Strategy Group because there
was a lot of concern by powered chair users
of how to get home if the chair was not
repairable at site of mishap.

Although the repair of the chair is the
responsibility of AJ Mobility there is no
provision at present to ensure the service
user is returned home safely.

The Ambulance Trust has been approached
to provide a quote on cost of providing
transport in an emergency and the Strategy
Group is awaiting a response.

The aim is to have a contact number that
clients can use for assistance in getting
them safely back to their home address.

| also posed the question to clarify whether
the service supplies attendant controlled
powered chairs. | was informed that this
service is not in place. However these might
be considered on an individual basis where
there are exceptional circumstances e.g.
children with learning disabilities with heavy
seating system which would make a manual
chair too difficult to push.

Another exception would be posture over
function where using moulded seating takes
away the ability to drive a chair.

Social Services are to be contacted to see if
they could support funding in some
situations particularly where the chair is
required for social use.

It was agreed that this subject needs to be
clarified in the eligibility criteria.

| also raised the problem of long waiting
times for assessment of chairs and
expressed concern that these have
lengthened.

| suggested that service users should be
advised of waiting times when a referral is

Eastbourne & South Wealden MS
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received and hopefully different supporting
systems will be investigated.

Due to lengthy waiting times | pointed out
that some service users or their families are
forced into purchasing chairs from private
retailers which are not always the right
model for that client.

It was suggested that it may be possible to
collate information on reputable retailers
where appropriate advice is given and to
enquire whether ESDA could provide this
service. Shirley

Thank you Shirley...

| am grateful to Shirley for representing us on
the Wheelchair Service Strategy Group - the
'waiting-time' issue is rearing its head all over
again. Wheelchairs and scooters are available
from just about every major retailer now - but
they are not necessarily qualified to give the
professional advice that is required at the point
of purchase. Sheer frustration over waiting
times is leading to loved-ones purchasing totally
inappropriate equipment. At the very least the
Wheelchair Clinic should be able to supply a list
of retailers who understand the individual
requirements of the physically disabled person.
Thank you Shirley - we look forward to some
progress on this issue. BC

Redoubt Fortress - update

| do feel honoured to be part of a focus group
that is exploring a number of options regarding
disabled access to the Fortress. Once again,
even this group has a disproportionate number
of folk from our branch - lan, Margaret, Peter
and myself.

It is a shame that the same people are on all the
same groups simply because we care enough
about the town and want to see access
improved for folk covering all disabilities.

Sometimes it is hard to believe that the
population of the town is in excess of 100,000;
surely there must be others out there who could
take an active part on behalf of disabled folk.
That said, we are finding it hard to get enough
volunteers to keep our own centre open five
days a week, so perhaps | should refrain from
further comment!! BC

The Mayor's Charity 2009 - 2010
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Having a prayerful moan!
The Rev. Dr Gerald Munro BA MA Dphil

Dear Friends,

Greetings to you all once more!

| was reading an article recently about
prayer. The title of the article was 'Praying
with the Psalms.' The Old Testament Book
of Psalms is a wonderful collection of hymns
and prayers composed by different authors
over a long period of time.

These are religious poems of many kinds:
there are hymns of praise and adoration:
prayers for help, protection, forgiveness and
salvation; as well as pleas for blessings and
petitions for others. The various writers of
the Psalms always express their true
feelings so we often find in them the
opportunity to grumble at God. The Psalms
show a healthy tendency to grouse; and it
was touching, all these centuries afterwards,
to find the same Jewish sense of wholeness
in the musical ‘Fiddler on the Roof', where
the hero tells God in no uncertain terms how
he feels about poverty, persecution,
injustice and difficult relatives.

Even St Paul, who usually seems more
British than Jewish, with his stiff upper lip
and his hang-ups about women, remembers
to count his shipwrecks and scourging so
that he can remind God on a suitable
occasion, just how hard life is for him. And,
of course, St Teresa could let rip with a fine
feminine scorn.

It is, | suppose, part of the 'Child-likeness’
that is so often encouraged in Christians - a
kind of martyrdom that is said to do us
good. For there is one thing all parents
know about children, it is that they grumble
a great deal! 'lts not fair!' As indeed life isn't.
Most people's lives contain a gruelling
number of knocks, hurts and
disappointments. The real question is
whether we accept them without complaint,
or admit them as the wounds they
undoubtedly are.

This is no trivial point when it comes to
prayer. Most of us, in our daily struggles
with the world, work up a lot of aggression,
frustration and anger, and if this never

Eastbourne & South Wealden MS
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appears in our prayers (there is remarkably
little space for it elsewhere in our lives), then
we are using prayer to fragment ourselves
rather than make ourselves whole.

We don't need to look far to find things to
complain to God about, either in our own
lives or in the lives of others. However
childlike we are, the point about having a
prayerful relationship with God is that we
have space in it to speak our minds. God, |
suspect, is not mocked if we are silly
enough to pretend that everything is fine, all
the time.

With every good wish Gerald

We invite contributions to 'Mainstream' from
representatives of all religions and none. Just
send me copy by post or email. BC

Meet to Share

SOCIAL AND SUPPORT GROUP FOR LADIES

The next 'Meet to Share' lunch will be at:

The Rodmill Pub, Rangemore Drive, Eastbourne
on Monday 14™ September at 12.30pm

Look forward to seeing you there.

Many thanks to all those people that supported
the Garden Fair. It was a lovely day and the
weather was fantastic. Also a big thank you to
those people that made cakes and sent in gifts
for the stalls.

Remember, | am always available if you need to
talk. | am only at the end of the phone or you
can email me. Sue

TELEPHONE: 01323 736359
EMAIL: SueAustin50@aol.com

SCOOTERBILITY PLUS

If you are planning to purchase a scooter
- do not miss this event on Wednesday
September 23™ at the Devonshire
Halls, 11am - 4pm. Your opportunity to
try out the latest scooters. All the latest
equipment, advice and many exhibitors of
mobility aids for the disabled. Contact me
or Ian for further details. BC

The Mayor's Charity 2009 - 2010
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MOBILITY HOMESTYLE Ltd
Property Adaptation Specialists

Free Estimates & Advice
Level Access Showers
Door Widening
Height Adjustable Kitchens
Wet Rooms Safety Handrails
Anti-Slip Flooring
Access Ramps & much more!

Visit our website!
www.mobilityhomestyle.com
Or for more details please contact
Dave Tubbs
on 01323 400553

or mobile 07932 139379

'BUY WITH CONFIDENCE' Approved Trader
CRB Checked & FSB Registered
References available

A. J. CROMPTON
CAR BODY SERVICES

*M.O.T Repairs *Insurance Repairs *Re-sprays
54 Hammond Drive Eastbourne East Sussex

Telephone (01323) 724725
Recommended by Eastbourne & South Wealden MS Society

Curtains beautifully made..
and most other sewing jobs too
Years of experience...... talk to Tricia Smith
01323 505812
Or mobile: 0781 4537 592

S.E.A.T.

South East Accessible Transport
> Wheelchair Specialist
> Rear access - Lift Operated Vehicles

> Friendly professional service
> Escorts available

For enquiries or booking ring S.E.A.T.

01323 722447 Mobile: 07813 800948
Email: info@seat4u.co.uk

MP pLUMBING AND HEATING

*CORGI REGISTERED *AGE CONCERN CONTRACTORS
*CRB CHECKED
83 RINGWOOD ROAD, EASTBOURNE, SUSSEX BN22 8TD

FREE ESTIMATES
<> Gas <> Boilers/Breakdowns
<> Showers/Shower Pumps
<> Bathrooms <> Kitchens
<> Blocked Drains, Toilets and Sinks
<> All types of plumbing
MOBILE: 07977120762 or 07843392355
TELEPHONE/FAX: 01323 726376

AB

Andy Butler
Photography

MPA WPPI

Weddings, Portraits, Civil Partnerships,
Commercial, Corporate, Industrial, Insurance,
Events, PR, Stock, Model/Actor Portfolios

Email:andy@eastbournephotos.co.uk
Tel: 07545 289437
www.eastbournephotos.co.uk

Counselling

One-to-one sessions with qualified
counsellor available at our Cenfre on Friday
afternoons at Tpm or 2pm

Sliding scale of fees £5- £10 per session
First one free of charge.

Tel: Jane on: 07813 093117

Free telephone and email counselling
support offered by experienced BACP Senior
Accredited Counsellor

11am - 7pm Mon - Fri  Tel: 01323 502033
Email: cathy@cathyleescounselling.co.uk

Eastbourne & South Wealden MS

CHECK OUT OUR WEBSITE...
'MAINSTREAM' IS ONLINE EVERY MONTH
www.mssesw.org.uk

The Mayor's Charity 2009 - 2010
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NEWLY DIAGNOSED WITH MS?
If you are newly-diagnosed with MS and
feeling a bit low, and have no one to talk to -
please, just pick up the phone and give me
a call. Sue on: 01323 439447

or email: SueAustin50@aol.com

All calls are confidential
Talking really can help!

VISUAL IMPAIRMENT CONTACT NUMBERS
Eastbourne Blind Society 729511

East Sussex Association for the Blind 832252
RNIB Helpline 0845 766 9999

DISABILITY LAW SERVICE (DLS)
DLS runs a national Adviceline:
Mon to Fri - 10am - 1pm & 2pm - 5pm
Tel: 020 7791 9801 Email: advice@dls.org.uk

glams

For lesbians, gay men, bisexuals and
transgender people affected by MS
A group supported by the MS Society
c/o London Friend
86 Caledonian Road, London N1 9DN
020 8509 8581 (answerphone)
glams_ukgroup@hotmail.com
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The Judy Parker Column
| hope you have had a good Summer, as much
as the weather has allowed this year again !!

Since my return from hospital in April | have
changed my Carers to a company called
Caremark . | have found them to be efficient ,
compassionate , punctual and reliable. It is
reassuring to see familiar faces on a regular
basis. The local contact is Market Street in
Hailsham and | would be very happy to give
further contact details if required. | was
approached by one of our members who
responded to my request concerning
information about the Renault Kangoo
wheelchair accessible vehicle | now have
through the Motability scheme.

Hugh and | decided to take advantage of
Eastbourne Airbourne this year and what a
splendid event it was on the Saturday . The
weather was good and many, many spectators
had come out to enjoy the Show. | ended up
with a broken leg and hadn't even been piloting
a Red Arrow !!

My grateful thanks to the St. John Ambulance
personnel who attended to me and the D.G.H .
who x-rayed and plastered my injury. We hear a
lot of criticism about our local hospital system
but their professional care was superb.

I look forward to hearing from you with any
comments/articles you'd like to see included in
this column. Judy.

FOR SALE

Sunrisemedical Lotus
Battery-operated Bath Lift

with slide and swivel seat
(Purchased January 09 - £380.00)

High spec. Fully reclining back
and portable (three sections)
£150.00
Telephone: 01323 647059

Donation to branch from sale

Voiceworks
Singing workshops for adults
Discover and enjoy your voice in a relaxed
environment with trained classical singer and
singing coach
To find out more about Voiceworks
Call Haley Turner on:
01323 729379 / 07984 014509
www.voiceworkshops.co.uk

Eastbourne & South Wealden MS

Monday Men

Hopefully, with the help of Margaret Davis, we can get
the Monday Men back on track. One volunteer can
make all the difference in keeping a group going. Due
to my own hectic schedule | have had to appeal for
help - thank you Margaret for offering to give up your
time to arrange the outings. Really appreciated. We
will descend on Sheffield Park on the 21 of Sept. BC

The Mayor's Charity 2009 - 2010
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The MS Society can confirm it will definitely
be responding to the government’s green
paper on the future of social care reform,
further to rumours that some charities are

not taking it seriously enough. The Society
has said it will “strongly oppose” anything

not in the interests of people with MS.

Some MS Society supporters have asked for a
response to an email claiming that UK charities
— including the MS Society — are not being
active enough in their reaction to the green
paper, ‘Shaping the future of care together’.

Dan Berry, head of policy and campaigns, said:
“We fully understand how serious this issue is
and it is untrue and to say we are ignoring it.
We’'re consulting people with MS on this, as we
do on all proposals to change support and
services for people living with MS. We will
strongly oppose anything that is not in the best
interests of people with MS in our response.”

The closing date for the consultation is 13
November and the Society is actively
encouraging people with MS to respond.

“DLA and Attendance Allowance play a crucial
role in helping people with MS cover some of
the costs of living with the condition,” said Dan.
“There is some uncertainty about what these
proposals mean for DLA, but it is not about to
be abolished."

For more information about how the Society will
be responding, and to have your say, visit
http://www.mssociety.org.uk/get_involved/camp
aigning/care_reform.html

Source: www.mssociety.org.uk

)

The information on 'Shaping the future of care
together' (above) is on the MS Society website
but | am aware that the majority of members do
not access the internet. On page three | have
given details of how you can obtain your own
copy of the green paper. There are pages you
can complete to have your say. BC
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Victory for Liverpool's disabled public
transport users

The High Court has overturned a decision
by Liverpool City Council not to license a
particular type of accessible taxi in a case in
which the Commission intervened.

Alma Lunt, a wheelchair user, brought the
claim against Liverpool City Council after
they refused to license the Peugeot E7
class taxi. This taxi is more comfortable and
safer for wheelchair users than the TX2 taxi
currently in use. The E7 is currently licensed
to operate in more than 400 authorities
throughout the country.

The Commission argued that the Council's
decision was unlawful as it discriminated
against disabled people contrary to the
Disability Discrimination Act 1995. It also
argued that the process leading to the
decision was flawed and the Equality Impact
Assessment carried out by the Council as
part of the decision-making process was
defective.

The Court agreed and also said that it had
been assisted by the Commission in
drawing attention to the relevant Codes of
Practice.

Susie Uppal, Director of Legal Enforcement
at the Commission, said: ‘Access to public
transport, and taxis in particular, is a
fundamental issue for disabled people and
essential to them in order to access the

same opportunities as non-disabled people.’
Source: www.equalityhumanrights.com

o /
In Venice | asked at the tobacconists for a
packet of decent Italian cigarettes. The reply
was 'MS?" Surprised that knowledge of your BC
had extended to Venice, | was about to respond
that I did indeed represent folk with MS when
the young lady produced a packet of cigarettes -
you guessed it - with the brand name 'MS'!! No
choice - | had to buy them! BC



