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JANUARY 2010 
 

WEDNESDAY 6TH  CENTRE OPEN 10.30 - 3.30 
LUNCHEON CLUB 
Please ring Joyce to Book 
 

THURSDAY 7TH  CENTRE OPEN 10.30 - 3.30 
Ladies Group 10.30 - 1.30 
 

FRIDAY 8TH  CENTRE OPEN 10.30 - 3.30 
YOGA 10.00 - 11.00 
MS Nurse Meeting 
 

MONDAY 11TH  CENTRE OPEN 10.30 - 3.30 
 

TUESDAY 12TH  CENTRE OPEN 10.30 - 3.30 
 

WEDNESDAY 13TH  CENTRE OPEN 10.30 -3.30 
LUNCHEON CLUB 
Please ring Joyce to Book 
 

THURSDAY 14TH CENTRE OPEN 10.30 - 3.30 
Ladies Group 10.30 - 1.30 
 

FRIDAY 15TH  CENTRE OPEN 10.30 - 3.30 
YOGA 10.00 - 11.00 
 

SUNDAY 16TH 
Young Carers Ice Show 
 

MONDAY 18TH CENTRE OPEN 10.30 – 3.30 
Meeting with Area Rep 
11.00 – 1.00pm 
 

TUESDAY 19TH  CENTRE OPEN 10.30 – 3.30 
 

WEDNESDAY 20TH CENTRE OPEN 10.30 – 3.30 
Lunching Out  
Please ring Joyce to book 
 

THURSDAY 21ST CENTRE OPEN 10.30 – 3.30 
Ladies Group 10.30 – 1.30 
 

FRIDAY 22ND CENTRE OPEN 10.30 – 3.30 
YOGA 10.00 – 11.00 
 

SATURDAY 23RD 
Committee Meeting 10.30 
 

MONDAY 25TH  CENTRE OPEN 10.30 – 3.30 
 

TUESDAY 26TH  CENTRE OPEN 10.30 – 3.30 
 

WEDNESDAY 27TH  CENTRE OPEN 10.30 – 3.30 
LUNCHEON CLUB         
Please ring Joyce to book 
 

THURSDAY 28TH  CENTRE OPEN 10.30 – 3.30 
Ladies Group 10.30 – 1.30 
 
FRIDAY 29TH 
CENTRE OPEN 10.30 – 3.30 
YOGA 10.00 – 11.00 

FEBRUARY 2010 
 

MONDAY 1ST  CENTRE OPEN 10.30 – 3.30 
 

TUESDAY 2ND   CENTRE OPEN 10.30 - 3.30 
 

WEDNESDAY 3RD  CENTRE OPEN 10.30 - 3.30 

LUNCHEON CLUB 
Please ring Joyce to Book 
Community Support Meeting @11.00am 
 
THURSDAY 4TH  CENTRE OPEN 10.30 – 3.30 

Ladies Group 10.30 – 1.30 
 
FRIDAY 5TH  CENTRE OPEN 10.30 – 3.30 

YOGA 10.00 – 11.00 
 

MONDAY 8TH  CENTRE OPEN 10.30 – 3.30 
 

TUESDAY 9TH  CENTRE OPEN 10.30 – 3.30 
 

WEDNESDAY 10TH  CENTRE OPEN 10.30 - 3.30 

LUNCHEON CLUB 
Please ring Joyce to Book 
 

THURSDAY 11TH  CENTRE OPEN 10.30 – 3.30 

Ladies Group 10.30 – 1.30 
 

FRIDAY 12TH  CENTRE OPEN 10.30 – 3.30 
YOGA 10.00 – 11.00 
 

LUNCHEON CLUB   Please ring Joyce to Book 
_____________________________________________________ 

 

Cover photo: Erosion of cliffs at Beachy Head 
Beachy Head rises 530ft (162 metres) above the sea 
below and is the highest chalk sea cliff in Britain. The 
cliffs face southward and are therefore subjected to 
severe gales from the southwest. The erosion of 
these cliffs by the sea is not only a destructive 
process, as it is this erosion which creates and 
maintains the cliffs' magnificent whiteness through 
eroding the old cliff face and revealing the clean white 
chalk underneath. 
It is receding up to a metre a year. Occasionally there 
will be a larger than average cliff fall, such as that on 
January 10 1999, when up to 6 metres of cliff edge 
tumbled away, to a depth of 17 metres over a 70 
metre long stretch.                                                BC 
 

 

'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 
 

 



Eastbourne & South Wealden MS                               The Mayor's Charity 2009 - 2010 

Website: www.mssesw.org.uk            <<<mainstream>>>             January 2010  page 3  

The Mayor and Mayoress… 
true ambassadors for MS! 
The run-up to Christmas was hectic to say 
the least! But what a profile we had in the 
town - and so much of it was thanks to our 
Mayor and Mayoress. 
 

The Mayor's Charity Carol Concert was a 
truly enjoyable evening and Our Lady of 
Ransom church was packed. The concert 
was followed by mince pies and mulled 
wine, and I know many of you were there to 
enjoy the evening. Thank you to those of 
you who gave up your time to help out. 
 

Two days in the Arndale with our awareness 
stand saw the Mayor and Mayoress on duty 
again on both days - they really created a lot 
of interest in the work we do in the 
community. Again, I sincerely thank those of 
you who worked on the stand over the two 
days - more newly-diagnosed folk made 
themselves known to us. 
 

We were then honoured to have the Mayor 
and Mayoress as our special guests when 
nearly one hundred members and friends 
got together for our Christmas lunch at the 
Langham Hotel. It was a really enjoyable 
day and it was lovely to see so many of you. 
 

Of course, the Carol Concert, the Arndale 
Centre and the Christmas Lunch were very 
public events - behind the scenes the work 
of the Mayor and Mayoress continues on 
our behalf. I am truly grateful to them for the 
fact that they take the message of 
awareness of MS to so many schools within 
the Borough. 
 
Last year, I really believed that our Mayor 
and Mayoress were brilliant ambassadors 
for our town - for them to be asked to serve 
a second term and for us to be made their 
chosen charity has given us an insight into 
just how hard they work on behalf of the 
town and for us. I am extremely grateful for 
what they have already achieved for us, and 
Margaret and I feel extremely proud of 
working with such dedicated folk as  
Cllr. Greg Szanto and his wife Clare.    BC 

Symptom Management 
Course success…again! 
Feedback from those of you attending the 
latest Symptom Management Courses was, 
once again, excellent. Thank you for taking 
the time to make your views known to Vicky 
our MS Nurse Specialist.  
 

Outside of Vicky's work, so many other good 
things come out of the courses; new 
friendships were formed, new folk start 
using our centre, benefit claims are pursued 
(Joyce managed to get a large sum of 
money from the DLA department for one 
member on the course); wheelchair and 
access issues concerning individuals were 
solved and the centre (through Margaret) 
was indeed a signpost to other statutory 
sector services available in our area. 
 

So, sincere thanks to Vicky for running the 
courses again and to Kate Jackson (OT), 
Debbie Soave (Neurophysio), Ray 
Macintosh (Dietician), and our very own Ian 
Westgate (on Motability), Joyce Milton (on 
Benefits) and Margaret Barrett (Centre 
Manager) for their input.  
 

And a very special 'thank you' to Doreen for 
all her help and support.                        BC  
 

Questions we must ask…  
This is ELECTION YEAR! When the pages 
of party waffle glide through your letter-box, 
first of all check if services for disabled folk 
nationally even get a mention. Then have a 
check-list of questions ready for the vote-
seeker on your door-step on the lines of  
Will you….  
*Continue NHS funding of specialist nurses? 
*Increase the Carers' allowance?  
*Strengthen the Disability Discrimination  
  Act and encourage its use? 
*Increase finance for drop-kerbs? 
*Build more accessible housing? 
There is nothing to 'review' in the above list ; 
a straight 'Yes' or 'No' is the only acceptable 
answer. 'Mainstream' is read by hundreds of 
people - including political folk! They will 
doubtless have their answers ready for you 
now! So, let battle commence……      BC      
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Joyce’s Jottings 
 

By the time you read this Christmas will 
seem a distant memory, even though this 
column had to be written well before the 
event due to printing deadlines. Anyhow, I 
hope we all had a wonderful time and let’s 
look forward to 2010 with renewed hope for 
a prosperous and peaceful year. 
 

Of course it will all be very different for our 
Beloved Branch from the date of the Annual 
General Meeting at the end of May. For the 
first time in seven years we have to appoint 
a new Chairman and Secretary. Margaret 
and Bernard have done such a brilliant job 
that our new Branch officers will certainly 
have their work cut out just to sustain the 
existing facilities we all enjoy, as well as 
endeavouring to develop a programme to 
ensure that our services continue to expand 
and provide even more for you, our 
members. 
 

I don’t know if you are aware that Bernard 
will be eligible to stand for re-election in 
2011, but of course this will depend on a 
myriad of factors, not least of which is 
Bernard’s feeling on the matter. I’ve 
probably said too much already and our 
Beloved Chairman will no doubt favour me 
with one of his famous ‘rants’; so I’ll say no 
more on this matter (until next month, at 
least). Nobody said being Vice-Chairman 
and a MainStream contributor would be 
easy! 
 

Respite Care – a Recommendation 
Early last year, Vicky, our MS Nurse, and I 
visited Valley View Barn, a new respite care 
centre in Horam. We were very impressed 
and decided we could happily recommend it 
to our members. Joyce Dray, one of our 
most senior members has been there twice 
now, so I interviewed her to find out all 
about her experiences. She has previously 
been to Brambles and other centres, but 
wanted somewhere nearer home and which 
does not cater solely for those with MS.  
Opposite, I give you Joyce’s views on Valley  
View Barn: 
 

How did you like the staff? 
They were all very friendly and caring and I 
was extremely well looked after. Care was 
available 24 hours a day if required. I was 
helped to shower and get in and out of bed 
and even given a cup of tea in bed every 
morning. I could go to bed when I wanted, 
usually around 9.30pm. Rooms are all on 
the ground floor, en-suite, comfortable and 
very clean. 
 

What was the food like? 
Far too much of it! There were choices for 
every meal - and even home-baked bread. 
Everything was fresh and beautifully 
cooked. 
 

How did you spend your days? 
I sat reading on my private terrace 
overlooking the fields. An ambulance is 
borrowed (they would like their own) for 
occasional outings to such places as 
Bentley Wildfowl. It is also possible to go 
out independently if one wishes. 
 

How about Privacy? 
Life could be as private as you wanted it to 
be. It was possible to be alone or to 
socialise. When I wasn’t reading I would 
play dominoes with the other residents; 
there were plenty of board games available 
or we could play cards. I could either watch 
television in the communal lounge or in my 
room – the choice was entirely mine. 
 

And what about your fellow residents? 
I am pleased to say they were not all MS 
people. People had a number of medical 
conditions, including heart attack, stroke, 
accidents and brain injuries. There was also 
a wide age range to mix with, which I 
enjoyed. 
 

Your overall opinion? 
I would recommend Valley View to 
everyone, it is small, quiet and relaxing. I 
could choose exactly how I wanted to spend 
my days. I will definitely go again. 
 

Since our interview, Joyce has been unwell. 
Get better soon, Joyce, we miss you at luncheon club 

and everyone wishes you well. 

Joyce 
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MAINSTREAMING  
WITH MARGARET 

 

Locally, we fondly use the term ‘MS Family’ 
associated with all our local people affected 
by MS, and the word ‘Fellowship’ is often 
used. 
 

The terms and words are similar, but I just 
wanted to share this thought with you, and 
all it means to us as a group.  
One of the definitions for Family is “a group 
united by a shared characteristic” and 
Fellowship being “friendliness and 
companionship based on shared interests”. 
So it is the same really, whichever way we 
look at it, therefore, we should take time out 
to consider what it actually means to us as 
individuals. How precious and meaningful 
things can be without us sometimes 
realising, and of course that can also be 
associated with many aspects in life. 
 

When you receive this magazine all the 
festivities of Christmas will be in the past 
and the New Year will have begun.  
We are now all aware there will be changes 
ahead within the branch committee 
structure. However, as a group we must be 
united and find a way forward to secure the 
support services for all the people that are in 
need. Sometimes it is easier to leave the 
responsibility to others for whatever the 
reason might be, and make the assumption 
or just hope “that it will be alright”. 
Sometimes that is the case but sometimes it 
is not. None of us must ever make 
assumptions or have expectations of others, 
than they as individuals, are able to achieve 
or fulfill.  We must all play our part in the 
grand scheme of life, however big or small. 
 

The year has financially ended on a good 
note for the branch, but like everything else, 
especially in these difficult times, 
complacency or apathy must not be part of 
our thinking.  
In this month’s fundraising section, I have 
highlighted the payments received in 
respect of Standing Orders or Direct Debits. 

This monthly donation is vital to our branch 
income and forms part of the bedrock of our 
financial security. The amount this month is 
£537 which equates to over £6,000 per year 
- thank you to those who support us in this 
way. Every monthly payment is so greatly 
appreciated; the more we receive the more 
secure the branch will be in times ahead. 
This combined with the present £10,000 
grant per year (2 years remain) from The 
Rotherwick Foundation for our rent and 
service charges are our starting block for 
our Fundraising campaigns.  
Thankfully with this starting block already in 
place for next year, it is vital in 2010 that we 
firmly establish a dedicated Fundraising 
Committee. This will ensure the future is 
secured and our services to all those in 
need are available. 
 

We have been very fortunate in being 
selected as the Mayors Charity for 2009/10; 
this will bring some financial security from 
May 2010 onwards. However, this wonderful 
opportunity was already taken into account 
to secure branch services for 2010. 
Therefore, we need to ensure our new 
campaign is already underway as from June 
2010. Thereby securing services for 2011 
we must always think ahead - so please do 
not hesitate to contact us if you are able to 
help or indeed would like to sign standing 
orders etc. Your support in anyway would be 
greatly appreciated - thank you. 
 

My own closing thought regarding 2009, 
with its events, friendships, functions, and 
the services we have attended, Mayoral 
charity committee meetings etc...  This has 
been the most enjoyable year to me 
personally since I joined the Branch back in 
1987...  
Thank you. 
 

I would like to thank everyone for the lovely 
Christmas cards and my good wishes are 
sent to you all for 2010. 
 

Until the next time - Margaret 
 

PS Please note in your diary - Branch AGM will 
be on 29th May 2010. 
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  FUNDRAISING & DONATIONS  
MONTHLY UPDATE FROM MARGARET 

______________________________________________ 
 

Anonymous donation £10.60 & £18.48 
 

Shop Collecting tins £43.80 and £53.30 
 

Coins in a bag - £2.80, £6.70 and £10 
 

Ladies Xmas Gift Sale and Raffle - £131.50 
 

Ancient Order of Foresters Court  

South Sussex No 2454 - £200 donation 
 

Our Centre Christmas raffle - £76 
 

Langham Christmas Lunch raffle - £246 
 

Christmas gift donations towards our Branch 

services - £100 & £100 
 

£25 donation in loving memory of Linda 

Openshaw 
 

£10 donation in loving memory of Lisa Cox 
 

Just Giving £18.32 and £40 
 

Standing Orders / Direct Debit donations this 

month from our loyal supporters totals:-  £537 - 

Thank you. 
 

 

Bluebells in May… we hope! 
Once again we have been fortunate enough 
to be asked to run the catering and manage 
the Bluebell Walk again this year. The dates 
are May 8th & 9th (Sat & Sun). This has been 
a wonderful event for both raising funds and 
raising awareness of our work in the 
community. We will be requesting help to 
run the week-end and for some of you to 
supply cakes, etc for the two days. Last year 
we took over £1,000 on the catering alone, 
and we also receive a large donation for 
running the two days irrespective of the 
weather. 
More details will follow in 'Mainstream' - 
please make a note in your diary. Even if 
you cannot assist on the day, make it a day 
out for the family and friends. It is an 
absolutely beautiful spot to be in and 

disabled access is excellent.                 BC 

Respite Care Review  
The MS Society is currently undertaking a 
UK wide review of respite care. The respite 
care review will tell us what people living 
with MS want from respite care, and shape 
the MS Society’s strategy for the future of 
respite care. 
We want to improve the quality of respite care 
available to people affected by MS and ensure 
equity of access to high quality respite care 
services across the UK. 
We’ve gathered a wealth of information on 
respite care, what people want and need, and 
where the gaps are. 
 
We talked to more than 1,600 people across the 
UK to find out what people living with MS need 
and want from respite care – and you had a lot 
to say! Read on to find out what we learned.  
 
What’s important?  
Overwhelmingly, people told us they want more 
individualised service and more choice – and 
holiday-style breaks. 
  
Top of the list were:  

• access to specialist MS services, 
therapies and expertise  

• access to social activities  

• a range of flexible options  

• services which promote independence 
and enablement  

• being sensitive to diverse cultural needs  

• knowledge and understanding of MS  

• private rooms with en-suite facilities.  
Source: www.society.org.uk 

_____________________________________________________ 
 

Further details are available at: 
mssociety.org.uk/respitecarereview 

Or we can download a copy at our centre for 
you - just ask Margaret.  
It has been necessary for us to conduct our 
own review due to the changing nature of 
respite. Currently our drivers tend to be 
asked to take members to Netley at 
Southampton (in the past it was usually to 
Brambles) and now, we have an excellent 
respite care centre close to home - at 
Horam (see Joyce's article on page 4 of this 
'Mainstream'). If you have any comments on 
respite care, just contact me or the MS 
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'Without the 

physiotherapists… 

I would not have known what 

to do' 
From 'Frontline' magazine  October 2009 

Peter Dawson was diagnosed with MS 

over 25 years ago. He is now severely 

sight impaired and has mobility problems 

but he is still in work - thanks, he says, to 

NHS physiotherapists. In June 2008, he 

raised over £3,000 for the local MS 

Society with a sky dive from 12,000 feet. 
 

"I had worked until 1999 when my sight 

deteriorated and I lost my job," he says.  

"I retrained to use a talking computer 

although I knew my chances of getting 

employment again were very slim." Then 

he had a relapse which left him unable to 

walk. 
 

But during his recovery he joined a weekly 

physiotherapy group run by the MS 

Society at Eastbourne district general 

hospital. Here he learned how to manage 

his condition and is adamant it was 

physiotherapy that got him in shape to 

finally find employment in 2003 as an 

administrative assistant at Eastbourne 

Council. 
 

"I still go today and I swear this is the 

only reason I am still mobile," he says. 

"The NHS physiotherapists have helped 

me in so many ways. They found me a 

four-wheel walking trolley when I had a 

relapse. I was gutted initially because I 

didn't want to look like an old man, but it 

was a godsend. They have helped me 

write letters to my MP about poor 

pavements and give me advice and 

encouragement every week. 

My employer has been very good and 

supported me to stay at work. But without 

the physiotherapists, and especially the 

team leader, Debbie Soave, I would not 

have known what to do. If it was not for 

Debbie I would not be here now." 

Daloni Carlisle 
With thanks to Sandra Hempel, Contributing 
editor at 'Frontline' magazine, for permission 

to reproduce the above article.  BC 

Volunteering England urges 

charities to give evidence to 

its enquiry 
Volunteer rights enquiry seeks evidence of 

unfair treatment and ideas on dispute 

resolution. 

Volunteering England has asked charities 

and volunteer-involving groups to submit 

evidence to its enquiry on volunteer 

rights. The inquiry, which was launched 

last month, will produce a report that 

explains the rights volunteers have and 

the ways in which these should be upheld 

in practice. 

It will also cover different models of 

redress that can be used to resolve 

disputes. 

Volunteering England is asking for 

information about cases in which 

volunteers have complained that they 

were being unfairly treated and for ideas 

about how disputes involving volunteers 

should be resolved. Sukhvinder Kaur-

Stubbs, chair of the enquiry panel, said: 

"Volunteers do have certain rights and 

protection under existing law. However, 

the over-riding concern was that 

volunteers did not demand equal 

employment rights but parity of esteem. 

This is as much about being treated with 

dignity, respect and fairness as it is about 

proper management and good 

governance." 
(With thanks to 'Third Sector' magazine for the above) 

 

This is excellent news for volunteers. 

Recent cases have shown that recourse to 

intimidation has been used a little too 

freely in an effort to prevent complaints 

by volunteers being independently heard. 

Paid employees of organisations should 

not be protected by preferential treatment 

above the human rights of a volunteer. 

Every potential, and every serving 

volunteer needs to know that, in the 

unfortunate event of a dispute, they will 

be listened to without bias - not by paid 

employees protecting the backs of their 

paymasters. What has any charity got to 

fear by the appointment of an 

Independent Ombudsman?                BC   



Eastbourne & South Wealden MS                               The Mayor's Charity 2009 - 2010 

Website: www.mssesw.org.uk            <<<mainstream>>>             January 2010  page 8  

New MS Essentials 
Two new publications are now 
available. 
 

MS Essentials 07:  
Managing bladder problems 
(Fourth edition November 2009) 
Bladder problems can be all too 
familiar for people with MS. However, 
help is available. This booklet 
describes a 'first-line' treatment route 
that works well for the majority of 
people - particularly those with less 
severe MS. It also outlines options for 
people more severely affected. 
New edition 
 

MS Essentials 14:  
Fatigue 
(Second edition November 2009) 
Fatigue is one of the most common 
symptoms experienced by people with 
MS and, for some, it is the symptom 
that affects them most. This booklet 
suggests practical ways to analyse 
fatigue and then minimise its effect on 
daily life. 
New edition 
 

If you would like copies of these 
booklets, they are available at our 
centre or, if you are unable to call in 
please ring Margaret on 439447 and 
we can post them out to you. 
Alternatively they can be ordered 
online:  
www.mssociety.org.uk/publications 

Or contact the Information Team: 
Email: info team@mssociety.org.uk 

Telephone: 020 8438 0799 
We have a large number of publications at 
our centre (including all the MS Essential 
booklets) and we really do see a large 
number taken by visitors each month. Do 
pop in and have a look at what's available. 
All information booklets are free of charge 
and we also have current information on all 
health and social care services for people 
affected by MS locally.                         BC 

Seaford & Newhaven 
Access Guide 
Produced by the Access in Seaford & 
Newhaven Committee, the 'Seaford & 
Newhaven Access Guide' is now 
available from our centre. If you live in 
the Seaford/Newhaven area or intend 
to visit, I can thoroughly recommend 
the guide - a good clear format with a 
tremendous amount of access 
information covering shops, pubs, 
public buildings, toilets, etc.  
I think we should give a vote of thanks 
to our member Zena Gibbs (chair of 
Access in Seaford & Newhaven 
Committee) for the huge amount of 
time spent researching and producing 
the guide in conjuction with Sue 
Dunkley the Access Officer for Lewes 
District Council.                          BC  

    _______________________________ 
        

Free advice guides for Carers 
from Carers UK 
Two new guides for Carers are available 
from Carers UK 
 

'Looking after someone 2009/2010: 
a guide to carers' rights and 
benefits' 
This guide sets out what rights carers have 
and how they can get: 
>financial help 
>practical help 
>help with combining work and caring 
 

'Caring about your pension' 
This guide gives information and advice on 
how carers can protect their pensions for 
the future and details of what carers who 
are already receiving their pension can do. 
 

To be sent free copies of these guides call: 
0808 808 7777 

Or copies can be downloaded from: 
www.carersuk.org/Newsandcampaigns 

 

Copies will also be available from our 
Centre in St Leonards Road.                 BC 




