
ESDA becomes a membership organisation 

 

 

 

 

 

 

 

At the Extraordinary General Meeting held on 22 September members voted to 
change ESDA’s Memorandum and Articles to make us a membership 
organisation. This built on the changes made at the AGM in 1996 where the 
membership voted to ensure a majority of the Board of Directors are disabled 
people. The new changes mean that every disabled person in East Sussex is able 
to become a member of ESDA in their own right. 

“During the 1980’s the Disabled People’s Movement has changed the discourse 
on disability in Britain.  

 It has done this both by enabling disabled people to be active in public life, and 
redefining the meaning of disability. But a new question is emerging. Disabled 
people may have pride and visibility, but do they have power?” (‘Developments in 

the disabled people’s movement, disabling 
barriers - enabling environments.’ By 
Frances Hasler) 

ESDA has become a different kind of 
organisation which enables disabled 
people themselves to be the decision 
makers in their own organisation. Disabled 
people should have the right to represent 
themselves within their own organisations.  

Therefore ESDA has become an 
organisation controlled by disabled people. 
This will enable all disabled people of East 
Sussex to have a say in what we do. ESDA 
is truly an organisation of disabled people. 
It is important to make sure that every 

effort is made in practice to ensure that disabled people are substantially 
represented in our structures, since it would be inconsistent for us to encourage 
the community at large to integrate disabled people into the community, and give 
disabled people control over their lives, if we can’t do the same. 

One of the strengths of ESDA is that we have always valued and respected the 
experience of non disabled people and other voluntary sector organisations as 
allies. In fact we could not operate without the 200 non-disabled people who 
volunteer their time every year. These changes do not in any way diminish the 
need for the support of such allies.  

Reg McLaughlin 

����� �
����	�

������

�����
��������������	�
���������
�� � � Issue 33      December 2008 



 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

View from the Chair 

 
 

 

 

That was the year that was  
It has undoubtedly been an interesting 
one, with many challenges, and in many 
ways a rewarding one. The greatest 
reward of all is the financial security that 
the association enjoys at the present 
time, although, of course, we must never 
be complacent with this situation.  

With the Officers and the Directors 
working closely together, the Association 
is heavily involved in securing increased 
funding and cutting costs to produce a 

more efficiently run charity. The fruits of 
their labour are, I am pleased to say, 
bearing fruit.  

Difficult challenges have been resolved 
only because the Board of directors, 
staff, volunteers and members, have had 
a strong and passionate sense of 
purpose, supporting disabled people in 
the community to live lives of their 
choice. These are the same people who 
have shown in practice a clear and 
committed, sense of the aims, values 
and principles that have bought about 
continued growth in a wide variety of our 
existing and new services. 

While the Association has gone through 
and continues to go through a period of 
change, we have, in our C.E.O., a 
campaigner who is proving his worth in 
promoting the name of ESDA, as a user 
led charity, securing the current growth 
and a future for the Association.  

The past year has made great demands 
on the energies of our dedicated team of 
officers, staff and volunteers who are 
dedicated to the time they give in 
providing a wide range of services for the 
benefit of disabled people. It is due to 
this dedicated team that we can all be 
very proud of all the achievements and 
continue to be optimistic for the future  
of ESDA. 

I also pay tribute to all those people in 
the local groups who have given of their 
time and expertise, for it is very 
important the local groups continue to 
organise all their activities which benefit 
disabled people.  

The future will undoubtedly present 
ESDA with new and difficult challenges, 
but, what gives me confidence, is the 
knowledge that ESDA has a dedicated 
common, strong passionate sense of 
purpose and a reputation for 
empowering disabled people to live lives 
of their choice, 

I promise you the Association can and 
will build on that reputation in the future. 

Tony Powell 
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Editorial 
Welcome to the 
winter edition of 
Aware. May I 
take this 
opportunity of 
offering you all 
seasons’ 
greetings.  

Thank you to all 
those who contacted ESDA and said 
how they liked the new format of 
Aware. We of course always welcome 
your contribution to your magazine on 
disability issues so please send in 
your stories. 

We have now changed the 
constitution of ESDA and have 
become a membership organisation. 
This means that all disabled people in 
East Sussex can now vote on issues 
that affect their own organisation of 
Disabled people.  

You will find a membership form 
enclosed with this issue or you can fill 
out the membership form online if you 
have access to the internet by logging 
onto www.esda.org.uk and go to the 
membership link and register there. 
Remember membership is free. 

As you will see on page 7 of the 
magazine we have set up a new 
company called ESDA Coach 
Services Ltd which has taken over the 
booking of the ESDA coaches. This 
will enable us to reduce the 
management costs of the service and 
the profits being donated back to 
ESDA to pay for replacement 
coaches when needed.  

It is with sadness that ESDA will be 
saying goodbye to Marianne Colliard, 
ESDA’s fundraiser and Gary Woods 

the Information Officer. We wish them 
all the best for their futures.  

Enjoy the newsletter and please let us 
know your opinions by writing to the 
Editor at:  

ESDA, 1 Faraday Close, Eastbourne 
BN22 9BH or email us at 
info@esda.org.uk  

Reg McLaughlin 

Volunteering at ESDA 
ESDA is remarkable in so many ways 
and there is no exception where 
volunteers are concerned. More than 
250 disabled and non-disabled 
volunteers currently support ESDA 
and we are always looking for more.  

A wide variety of tasks are carried out 
by volunteers and we rely upon this 
valuable support. 

Who are our volunteers? 
Our volunteers come from a wide 
range of backgrounds, each bringing 
with them a unique set of skills and 
experiences.  

Volunteering can vary from a  
weekly to an annual commitment  
and suits anybody who enjoys leading 
a busy life. 

Why volunteer? 
There are many benefits to becoming 
a volunteer: 

�  Socialising and making new  
friends with staff, other  
volunteers, trustees, members  
of authority and the public and 
centre visitors 

�  Valuable work experience and 
learning new skills which will  
be included on a CV we create  
for you 
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�  Certified acknowledgement of all 

tasks completed and new skills 
learnt by you 

�  Gaining satisfaction that you  
are making a real difference to 
people’s lives and giving 
something back to the local 
community. 

What do our volunteers do? 

More than 250 disabled and non-
disabled volunteers help ESDA 
provide a wide range of services.  

 
Our activities volunteers are needed 
for are as follows: 

�  Reception duty 

�  Administration / data entry 
(updating and maintaining  
our databases) 

�  Information Services (dealing with 
incoming enquiries) 

�  Gardening 

�  Helping out on day trips and 
holidays 

�  Help with fundraising events 

�  Helping and supporting our  
local groups 

ESDA are also looking to join up with 
various other volunteer organisations 
to help place volunteers in other 
organisations and businesses. 

What will you get from us? 

As well as giving you support, 
encouragement and appreciation, we 
will also give you: 

�  Training depending on what role 
you wish to undertake 

�  A great reference when you find a 
job 

�  Reimbursement for out-of- pocket 
expenses 

�  The chance to be nominated  
for an award at our Annual 
General Meeting 

�  A presentation folder which will 
hold all your certificates that you 
will have earned during your time 
at ESDA 

�  Valuable experience of  
working for and with disabled 
people as well as experience of 
working in a busy office or for a 
busy local group 

If you are interested in becoming a 
volunteer or would like to find out 
more, please contact: 

Sara Willis 
PA to the Chief Executive  
1 Faraday Close 
Eastbourne  
BN22 9BH 
01323 514501 
Sara.willis@esda.org.uk 



Aware December 2008 5 
News from District committees / 
Local Groups 

Firstly a 
mention for 
Peacehaven 
District 
Committee -  
Shirley, Pat, 
Mary and 
Peggy have 

worked very hard to regenerate this 
group. Their numbers have increased 
and at their recent AGM everyone 
had a good time. Congratulations to 
Shirley and the team. 

Seaford District Committee has had to 
deal with the death of one of their 
stalwarts, Joan Pearce. However they 
have elected a new committee under 
the leadership of Bob Matthews. Their 
monthly activities are supplemented 
by their New Age Kurling Club which 
goes from strength to strength. 

Over in Lewes, John Russell stood 
down as Chair at their recent AGM. 
Thanks must go to John for all his 
past efforts for the District. Janet 
Dickson has stepped into the breach. 
They have been busy organising 
fundraising events. 

Sadly two of our groups will be 
closing at the end of the year. These 
are the Uckfield and Polegate District 
Committees. Both have struggled to 
find volunteers to keep going and 
existing committee members have 
decided to call it a day. We are trying 
to get some extra support at the office 
in order to restart both of these 
groups but there is likely to be a gap 
in service. We will keep members in 
Uckfield and Polegate informed. We 
must also take this opportunity to 
thank June and team in Polegate and 
Chas and team in Uckfield for their 

years of dedicated service and wish 
them all well for the future. 

Some of you may be aware that every 
year we present outstanding 
volunteers with a silver version of the 
ESDA badge to recognise their 
contribution. This year awards went to 
Carol Cole, Battle; Jane Cooper, 
Crowborough; Brenn Bonner, DELTA; 
John Bulleid, Hailsham; Theresa 
Hodge, Hastings & Rother Disability 
Forum; June Gasson of Polegate and 
Matt Colliard at the Office. 
Congratulations and thanks to you all. 

Lastly we wish 
you all the best 
for the festive 
season and the 
New Year. If 
you are going 
out for lunch 
with your local 

group have a wonderful time and do 
make sure you say hello if we’re there 
too. 

Lewes & District Group News 

2007/08 has been another busy year 
for the Lewes ESDA group.  At the 
end of 2007, we held several 
fundraising events, including the 
Christmas Fair at Glyndebourne, and 
a Christmas concert in Pelham 
House. This year, our fundraising 
activities have included a charity golf 
day at Lewes Golf Club, coffee 
mornings and the annual house-to-
house collection.  We also received a 
generous donation from the 
Barcombe Street Fair.  

For the third year in succession, our 
Chairman hosted a lunch at Pelham 
House last November. Guests 
included Norman Baker, the Lord 
Lieutenant, the Mayor and Mayoress 
of Lewes, and representatives from 
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business, public services and 
societies in the town. An Achievement 
Award was presented to Susie Arlett 
for her work, not only with ESDA, but 
also with numerous other community 
organisations in and around Lewes. 
The main purpose of the event is to 
raise awareness of ESDA; as a result, 
we received a cheque for £500 from 
one of the local rotary clubs, and were 
invited to talk to several groups about 
our work. We hope that, in this way, 
people will be more aware of what we 
can offer and will also think of us 
when considering charitable 
donations and support. 

The Oyster project has now been 
established for over three years. The 
scheme is targeted mainly, but not 
exclusively at our younger members 
(18 to 65). Several strands have 
developed within the Oyster project; 
the Lifeline strand is concerned 
primarily with the development of IT 
systems and skills. Once set up with 
computer equipment and Broadband 
access, our members have been able 
to sell Internet access to others, thus 
reducing their own costs. Help has 
also been given to individuals to start 
up their own IT business, through the 
DITS (Disability Information 
Technology Services). Other strands 
have included watercolour painting 
and basket making courses. Several 
members have participated in 
summer camping expeditions, which 
have been thoroughly enjoyed. 

Last year we agreed to fund a new 
group for mothers and babies with 
special needs aged 0 to 5 years. The 
group meets every Monday and 
provides support, help, advice, 
information and a chance for mothers 
simply to have a break and a chat, 
knowing their child is in save hands.  

Our contributions have helped with 
the costs of accommodation and 
some equipment for this very 
successful and much needed group. 

We made a substantial number of 
financial grants to our members, for 
all sorts of items, including computer 
equipment, household items, furniture 
and aids and equipment.  Basically, 
our aim is to help with things that 
aren’t provided by the statutory 
authorities.   

Our Hopalong club has had a busy 
and active year, as usual. Outings 
included Holiday on Ice in Brighton, 
Ditchling Garden Centre, Wakehurst 
Place, Nyman’s Garden, Bentley 
Wildfowl Trust and lunch at the  
Hydro Hotel in Eastbourne. We had  
a superb Christmas meal, provided  
by our friends in Barcombe. Our 
regular indoor meetings were well 
attended; we had a bring and buy, a 
strawberry tea, a ploughman’s lunch, 
talks and a slideshow. 

It’s always very difficult to find 
volunteers to help on Committee.  
We are particularly keen to recruit 
more disabled people. This year our 
chairman, John Russell, has decided 
to step down. We are very grateful for 
his leadership and commitment over 
the past five years.  He has been the 
driving force behind the Oyster 
project, notably the Lewes Wireless 
Broadband and Disability Information 
projects. As we feel it is important for 
our chair to be a person living with a 
disability, we have not filled this gap. 
If you are interested in serving on the 
committee, perhaps even taking the 
chair in due course, we would be 
delighted to hear from you! 

Janet Dickson   

Lewes & District Group Vice-Chair. 
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How does this thing work then? 

 
Peter Fears can’t compete with Coralie Clements 
happy smiling face’ 

 
Here we all are then 

ESDA Coach Service Company 

We are pleased to announce that the 
new ESDA Coach Service Ltd has 
been launched and its operation 
successfully relocated to the ESDA 
offices in Eastbourne. 

Transport 
Manager 
Philip Ayers 
of the 
ESDA 
Coach 
Services 
Ltd will 
continue to 

manage the service with Wendy 
Hiscox handling bookings and general 
day-to-day administration. Wendy has 
been trained at the previous service 
provider Action in Rural Sussex and 
will continue to operate the same 
systems ESDA member groups and 
other outside groups are familiar with. 

We are confident group outings will 
continue to enjoy the same high level 
of friendly service operated by our 
excellent team of drivers; Dave Allen, 
Peter Fears and Dave Taylor.   

Photo’s kindly submitted by DELTA 
and taken during DELTA’s trip to 
Tunbridge Wells on Wednesday 1st 
October when the new ESDA Coach 
Service Ltd was launched. 

Transport 
Manager 
Philip Ayers 
said “We 
are all 
extremely 
proud of the 
service 
which we 
are able to 

provide for ESDA groups, and 
pleased that a way has been found to 

continue for the remaining two and a 
half years on the contract with ESCC. 
During that time we will be working to 
build up a fund from which the  
regular updating of the coaches can 
be achieved in the future. We are  
all here to make your outings 
enjoyable. Please call us if we can 
help in any way”. 

ESDA CEO Reg McLaughlin said “We 
are thrilled that ESDA Coach Services 
Ltd will be able to provide this service 
directly to our local groups. They will 
also be able to provide an accessible 
coach service to the rest of the East 
Sussex Voluntary Sector. They will 

continue to provide an excellent 
service to disabled people of East 
Sussex and all surplus income will be 
donated to ESDA to enable us to 
replace the coaches when they  
need replacing.” 

If you’d like to find out more about the 
new in-house coach booking service 
please call: 

Booking Clerk Wendy Hiscox on 
01323 514512. 

Wendy is generally available every 
Tuesday to Friday, between 9am and 
3pm, alternatively by email: 
wendy.hiscox@esda.org.uk  
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East Sussex LINk   
(Local Involvement Network) 

Since the last Aware we have been…  
very busy! 

In the background the LINk staff team 
have been working hard to establish a 
range of publicity materials including 
updated colour leaflets, display 
boards and screens in order to have 
more visual impact when we attend 
meetings and events. The information 
pack is now available on audio cd. 
Coming soon will be easy read and 
alternative language leaflets.  We are 
also considering a visual version of 
our basic information - anyone with 
any ideas on the best way of 
producing this please get in touch 
with us, all input is very welcome. 

Website... Website... Website 

 
We are very exited that the website is 
now up and running and includes an 
online forum section for comments, 
the ability to complete registration of 
interest forms online as well as lots of 
useful information and resources.  
Have a look www.thecountylink.net  - 
and tell us what you think. 

Election special.   As per our 
published plan it is now time to elect a 
core group to continue to guide and 
develop the LINk. Firstly we must say 
a big thank you to those who have 
been working hard to establish a good 
basis for the LINk to go forward from 
and also for attending meetings and 
establishing relationships with our 
statutory partners. 

At our meeting in Uckfield the election 
process was agreed. The new group 
will have representation from 10 
individuals and 6 voluntary and 
community groups and individuals. A 
different third of the group will be re-
elected over the coming three years, 
each candidate standing for a 
maximum of three terms. Those who 
have registered an interest with the 
LINk have been eligible to vote for 
those standing as individuals, the 
voluntary and community group 
representation is being handled by 
the Speak Up Forum. 

The results of the election of 
individuals were officially announced 
at our meeting in public at Pett Village 
Hall on 6th November and are:  
Area representatives: Rother -  
Janet Colvert, Hastings - Geoff 
Thomas, Eastbourne - Margaret 
Stanton MBE, Lewes - David 
Lawrance, Wealden - Sue Weiner. 
Individuals: Anthony Moore, June 
Jarrett, Raymond Barrett, Ivy Elsey, 
Maureen Lawrence. 

 

 

 

 

 

 

Congratulations to those elected and 
thanks to all those who put 
themselves forward. The  
voluntary and community group  
and organisation  
representatives  
will be announced  
soon. Thanks to the  
Speak Up Forum  
for their support.  

David Lawrance and Maureen Lawrence 

Meeting in 
Public  
10am-1pm  
3 February 
2009 NEWICK 
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Information Service 
Words and kerbs 
Reg asked me to write an article for 
this edition of Aware, and as it 
happens, I’m typing this on my last 
day at ESDA, so it’s a bit of a swan 
song.  Although the title only mentions 
two things, I’m going to type about 
three. Words mean something. I like 
that phrase as it’s simple but true. 
The subtleties of our language and 
the words we choose to use can have 
a profound effect. Instead of focusing 
on the really big ones, let’s look at 
three of my favourites:   

Handicapped: handicapped is one of 
those words that I’ve never personally 
had a problem with. But I don’t use it 
because I respect the connotation of 
being cap-in-hand and begging, dare I 
say pathetic. It’s when people put a 
‘the’ in front of it that I start to have a 
problem with it. ‘The Handicapped’ 
perpetuates a stereotype that there is 
a sub-group of our society that is 
somehow less than society itself, 
begging, needy, pathetic.   

Disabled: What a strange word, 
sometimes it’s right and sometimes 
it’s wrong. One of my soap-boxes is 
‘Disabled toilet’ or ‘Disabled parking 
bay’. You, the reader are very lucky 
because I could wax lyrical about 
toilets, but don’t have the space.  
Suffice to say that in my view, what 
are often referred to as disabled 
toilets or disabled parking bays are 
exactly the opposite. They are very 
‘enabled’ toilets and I’d like to change 
the world so that we refer to them as 
accessible toilets and accessible 
parking bays - it seems only right to 
say it how it is! I realised while on 
holiday in the summer what a 
disabled toilet really is. It’s the one I 

went to at the Monmouth Show, on 
the back of a trailer, four steps up 
leaning towards you without rails, and 
a cubicle roughly the same width as 
me. I could only close the door once 
I’d shuffled my size 13 boots down 
the side of the pan. Now that’s a 
disabled toilet! 

Kerbs: firstly I should give credit 
where it’s due in that I truly believe 
ESCC were listening in meetings  
this year on its Scrutiny Review  
of Dropped Kerbs. But here’s a 
picture of one of my favourite 
‘dropped’ kerbs: 

 

 

 

 

 

 

This ‘dropped’ kerb stands a good  
2½ inches (6cms) tall and the irony is 
that it’s not very old compared to the 
kerbs around it.  It’s at a junction. 
There’s no tactile (blister) paving  
and it’s not exactly level, is it. Oh and 
it’s from a path alongside Park 
Avenue, Eastbourne that you can’t 
get along if you use a wheelchair or 
scooter because of trees and their 
roots, so you have to use this kerb to 
get out of the road and back on the 
path! Utter madness. 

So we have dropped kerbs that are 
not. No dropped kerbs where there 
should be. Buses that are getting 
more accessible and will provide 
access from kerb height, but bus 
stops in rural areas that have neither 
kerbs, nor paths. A bit of a mess 
frankly. And not rocket science to  
sort it out. 
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Now I applaud the local authorities for 
their genuine interest in dropped 
kerbs and how they make accessible 
routes for everyone. What we now 
need is for this interest to be 
galvanised into an action plan, without 
any of the rhetoric about there ‘simply 
being no budget’! 

And finally, fuel poverty. The last 
event (bar ESDA’s AGM) I attended 
was a fuel poverty workshop in Battle.  
I was stunned. Fuel poverty is 
measured as being when you spend 
more than 10% of your disposable 
income on energy to maintain 
adequate warmth. In the last 
measured year, the winter of 2005 / 
2006, there were 25,700 unnecessary 
deaths in England and Wales 
attributed to fuel poverty - people 
choosing eating over heating. This 
was a mild winter and the figure is 
apparently usually around 40,000! 

I know it’s a simplistic view, but I can’t 
help watching the government bale 
out banks to the tune of £billions, and 
then producing a figure of 25,700 as 
an accepted number - I know which 
figure concerns me more. Nobody 
should be cold at home. Grants are 
available to help with the energy 
efficiency of where you live and if you 
were cold last winter, or are now, 
contact the Home Energy Efficiency 
Officer at your local Borough or 
District Council. Either that or: 
East Sussex Energy Partnership - 
freephone 0800 980 0901 
www.eastsussexenergypartnership. 
org.uk  
Warmfront - 0800 072 9006 
www.warmfront.co.uk  
Energy Saving Trust Advice Centre - 
0800 512 012 
www.energysavingtrust.org.uk  

Well that’s me, signing off from a 
fantastic six years at ESDA. All the 
best, one and all. Keep warm and 
safe, and for those who celebrate it, 
happy Christmas!! 

Your rights to fly 
Under European law, disabled 
passengers and passengers with 
reduced mobility have improved rights 
to assistance when they fly to, from 
and in Europe. You do not need to be 
permanently or physically disabled to 
benefit from these rights. In face, 
anyone with reduced mobility when 
flying is entitled to receive assistance. 

The law applies to tour operators  
and travel agents as well as to 
airports and airlines. This means  
that tour operators and travel agents 
must pass on your needs to the 
airlines, and they in turn must  
inform the airports of the individual 
services required.  

If your booking has been refused, you 
have been refused boarding, or you 
have not yet received appropriate 
assistance on the grounds of disability 
or reduced mobility, then please 
complain in the first instance to the 
airport to airline. The Equality and 
Human Rights Commission can 
advise you how to do this. If you are 
not satisfied with the response, you 
can then complain to us or to the 
Consumer council if you are based in 
Northern Ireland.  

The Equality and Human Rights 
Commission works to eliminate 
discrimination and promote equality 
and human rights across Great 
Britain. We are responsible for 
dealing with complaints about UK 
airlines and airports in England, 
Scotland and Wales and can advise 



Aware December 2008 11 
you of your rights and what further 
action you can take. To find out more, 
contact your nearest helpline or visit 
www.equalityhumanrights.com/travel  

Keeping warm this winter 
These top tips are some of the best 
ways to keep your home warm, keep 
on top of your bills, and keep healthy. 
Some may seem obvious, but they 
could help you stay warmer 
throughout winter. 

1. Heating your home well 
By setting your heating to the right 
temperature, (between 18-21
C or 64-
70
F) you can still keep your home 
warm and lower your bills. If you  
feel cold at night, use a hot water 
bottle or electric blanket - but never 
use both together. 

2. Get financial support 
There are grants, benefits and 
sources of advice available to make 
your home more energy efficient, 
improve your heating or help with 
bills. Its worthwhile claiming all of the 
benefits you are entitled to. 

3. Eat well 
Food is a vital source of energy, 
which helps to keep your body  
warm. Try to make sure you have hot 
meals and drinks regularly throughout 
the day. 

4. Get a flu jab 
You can get a free flu jab from your 
GP if you have a long-term health 
condition. 

5. Look after yourself and others 
On cold days try to avoid going 
outside: however if you do need to, 
remember to wrap up warm. If you 
have an older neighbour or relative, 
look out for them during winter to 
make sure they are safe and well. 

Financial help to heat your home - if 
you’re struggling financially to keep 
your home warm, you could get a 
grant to make your home more 
energy efficient, or repair or install a 
new heating system. If you don’t 
qualify for some benefits, you may 
qualify for others. And even if you’ve 
been turned down for benefits in the 
past, you may find that you now 
qualify for some means of support. 

For an application form, please 
contact us at by tel. 01323 514500 or 
email Sara.willis@esda.org.uk  

 

 

 

 

 

 

 

Gary Woods , Information Officer  
(just not by the time you read this!) 

 
Disabled Living Centre 

It is with great sadness that we 
announce the death of Nikki 
Haffenden. Nikki was a cherished 
member of the ESDA team who 
worked in the Disabled Living Centre 
as our project assistant. She joined us 
at a difficult time when staffing levels 
in the DLC had been low. Nikki 
quickly settled into the team providing 
a friendly and helpful service for 
enquirers and visitors alike. Her 
listening skills and sense of humour 
endeared her to us all and her 
culinary contributions (cakes and 
scones) on Fridays were legendary! 
She will be missed and we are all 
thinking of her family at this sad time. 
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Care funding unfair 
Sunil Peck article from Disability Now 

The system which determines who is 
eligible for social care funding is 
flawed and unfair, according to a new 
report. The report by the Commission 
for Social Care Inspection (CSCI) also 
found that the assessment of a 
person’s eligibility for support varied 
from council to council. 

The CSCI said some councils have 
stopped providing homecare workers 
for so-called low-level services like 
help with shopping and cleaning and 
cooking, on the flawed basis that 
people with high support needs, like 
homecare from a qualified nurse, do 
not need low-level support. 

The review was commissioned by the 
government after the CSCI found that 
nearly three-quarters of councils were 
predicting they would restrict care to 
those with substantial or critical needs 
by the end of the year.  

The review also found that 
inadequate assessments mean that 
groups including people with long-
term conditions, young people in 
transition, blind and partially-sighted 
people and people with autism miss 
out on support. 

It recommends that everyone  
should have an assessment of  
their support needs, which should 
include information and advice to  
help them make the right choices;  
that the government should decide  
on new eligibility criteria which relate 
to the urgency of a person’s situation; 
and that the government should 
ensure there is a consistent approach 
to applying eligibility criteria across 
the country. 

Sue Bott, director of the National 
Centre for Independent Living, 
welcomed the report and said she 
agreed with the need for a more 
transparent system which provided 
more information and advice. 

She said: “Everybody should receive 
some support from the social care 
system, even if the local authority is 
not going to provide any resources.  

It is their responsibility to ensure that 
people can navigate the social care 
system and that they're able to have 
their needs met.” 

And she said there was a need to 
address the use of charging for 
community care as a means of 
rationing eligibility for social care. 

“If there's an assumption that you can 
afford social care it's ‘go away’. But 
the people who do find their way 
through the system and find they can't 
meet the charge give up. So they are 
not supported by the social care 
system either.” 

Care Service minister Phil Hope said: 
“CSCI has helpfully highlighted the 
differing ways that councils interpret 
the current Fair Access to 
Care Services (FACS) guidance. In 
light of this evidence, we will work 
with stakeholders to update the 
guidance to ensure councils can use 
their resources in the most open and 
effective way.”  

He said the report would help to 
shape the development of a reformed 
adult care system. 

FACS was introduced five years ago, 
but due to a Government Green 
Paper on social care due next year, 
the report says it could be 2013 
before any reform takes effect. 
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Rail assistance failing 
passengers 
Cathy Reay article from Disability Now 

A third of disabled travellers are left 
stranded on trains and platforms 
because rail companies are failing to 
provide vital assistance, according to 
a new report. 

“Mystery shopper” surveys conducted 
by the national rail watchdog 
Passenger Focus found that staff at 
stations were not ready to help one in 
three passengers who had booked 
assistance through the Assisted 
Passenger Reservation Service 
(APRS).  

In 15 per cent of cases, there were no 
provisions to help the disabled 
passenger get off the train. 

Less than half of the mystery 
shoppers felt the assistance provided 
on their journey was adequate, with 
one in four saying they were not 
confident their needs would be met in 
booking help from APRS.    

The research was carried out in 2007 
in London and the south-east of 
England, and in the spring of 2008 in 
Wales, Scotland and the rest of 
England. A Disabled Persons 
Transport Advisory Committee 
(DPTAC) spokeswoman said: “APRS 
needs a comprehensive review. The 
system is failing many disabled 
people and ironically a failure can 
cost the rail operator a great deal of 
money by delaying the prompt 
departure of the train. We believe 
there is a need for a more effective 
APRS which makes better use of 
technology and that consistency and 
success will encourage more disabled 
passengers to use it.” 

An Association of Train Operating 
Companies (ATOC) spokesman said 
they and train operators have been 
trying to improve APRS.  

He added: “There is evidence that 
these efforts are paying off, with 
passenger satisfaction between the 
two phases of the research increasing 
from 60 per cent to 75 per cent.” 

Passenger Focus has made several 
recommendations, including national 
monitoring of APRS, improved 
communication between APRS and 
train staff, and appropriate training. 

The Department for Transport said it 
was considering the report. 

Report highlights disability 
hate-crime 
Disability Now, Scope and the UK 
Disabled People’s Council have 
published their report on disability 
hate-crime, Getting Away with 
Murder, written by Disability Now’s 
news editor Katherine Quarmby. 

The 50-page report highlights the 
wide gap between official data on 
disability hate-crime and the results of 
surveys by a growing number of 
disability organisations. It also shows 
the disparity between sentencing for 
disability hate-crimes and other forms 
of hate-crime. An interesting point is 
that the language used is often 
different from that used for other 
types of hate-crime, describing 
disabled people as ‘vulnerable’ and 
the crimes against them as ’bullying’.  

The report also looks at examples of 
best practice, often conducted locally 
by disabled people themselves, to 
fight disability hate-crime. It reflects 
the progress made at national level to 
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make the criminal justice system 
more responsive to disabled people. 

The report has a long list of 
recommendations for the government, 
police, prosecutors and judges, as 
well as for the media, local 
authorities, housing officers and 
social care professionals. It will be 
formally discussed at a series of 
events in the autumn, at which key 
disability rights activists will be 
speaking. See Scope’s website for a 
copy of the report: www.scope.org.uk.  

Negative attitudes hit  
disabled youth 
Disabled children miss out on the fun 
and games of a normal childhood 
owing to ‘negative attitudes’ by able-
bodied youngsters and a lack of 
access to play facilities, campaigners 
have claimed. 

Disabled youngsters wanted the 
same chances as other children to 
play, go out and be with friends, 
according to the study, by campaign 
group Every Disabled Child Matters. 
But they often had to ask or even fight 
for the right to join in games with 
other children, it added. 

The group called on councils to 
ensure that all staff working with 
children are trained in disability 
equality. A girl who took part in the 
study said: ‘I don’t want to feel like I’m 
a nuisance. I just want to do 
everything everyone else does.’  

Book review 
If nobody speaks of remarkable things  
by Jon McGregor 

This is a prizewinning first novel from 
England. It is a portrait of neighbours 
on an English city block one summer. 
There's a row of houses. Neighbours 

are running errands, hanging out, 
doing chores. Then something terrible 
happens, and the neighbours share 
the horror, transfixed; the event is not 
described until the end. Small kids 
improvise a cricket game with a milk 
crate; older hip kids return from all-
night clubbing to smoke weed. A 
lonely archaeology student collects 
sidewalk odds and ends. A man with 
ruined hands listens respectfully to his 
daughter's visions of angels. An old 
couple dress up and go out to 
celebrate their 55th anniversary.  

With the neighbours as a backdrop, 
the spotlight turns to a character we'll 
call The Girl. She's just learned she is 
pregnant, the result of a marvellous 
one-night-stand in Scotland. She met 
the student only once, too, at a party, 
when she was high; they arranged a 
date that she forgot, though the 
student never forgot her. His twin 
brother shows up and drives The Girl 
to her parents.  

As she reveals the secret of her 
pregnancy, she learns her mother's 
own well-kept secret. Secrets are 
legion on the block. The old man has 
not told his wife he's terminally ill, and 
the brother has yet to tell The Girl the 
secret of his brother's disappearance.  

The book is scattered with little clues 
that tell us that some of the 
neighbours are Asian, but colour and 
ethnicity aren't important here; the 
"remarkable things" of the title are the 
small moments of the here-and-now. 

I really enjoyed this book. It is 
beautifully written and the style 
evokes a humid summer evening just 
before a storm. The storm in this case 
is both an actual one and the terrible 
event the neighbours all share. I 
recommend it to you all. Nick Tapp  
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Letters to the editor 

Dear Sir, I wonder what 
ESDA might do about 
inconsiderate people  

who use the accessible parking bays  
in supermarkets? 

These people have no consideration 
for the people who need to use them. 
Often the supermarkets themselves 
do nothing about them either. I once 
asked that a call be made as all six 
accessible spaces were occupied by 
people who didn’t have blue badges.  
I was told we don’t do that as people 
get cross as they think something has 
happened to their car. I was amazed 
at this crass response. In my 
experience some Sainsburys stores 
are the worst offenders. I look forward 
to your response. Sincerely, G Boys 

(Ed: We are aware of the problems of 
the misuse of Blue badge spaces. We 
will be taking this up with the 
supermarkets so please if any one 
else has any problems with parking at 
any supermarket let us know so we 
can lobby the appropriate stores with 
real evidence on your behalf.) 

Dear Sir, I would like to 
congratulate ESDA on a 
very informative newsletter - 

issue 32. I thought you got the mix 
between information and articles 
about right. I particularly liked the 
letters and book reviews page.  
Keep it up. Miss F Gordon 

(Ed: thanks for your letter, we do try 
and make the newsletter interesting 
but we do need articles or letters from 
our readers. So all you budding 
writers send us in your letters or book 
reviews for the next issue Copy date 
will be 20 March 2009. Or send us in 
any disability related article you think 
other readers will be interested in.) 

Dear Editor, Today (12 Nov 
08) on BBC Breakfast News 
there was an article and 

interview about Gift Aid stating 
£millions of gift aid is not claimed and 
therefore lost to charities, I was glad 
to see in your summer 2008 issue of 
Aware that you explained about gift 
aid and how it can raise more money 
for ESDA, it is important that ESDA 
get this money not the government. 
Yours Alf Rugalson 

(Ed: We would like to have more 
people Gift Aid when they are making 
donations. This raises 28 pence in the 
pound on top of the donation so 
please if you pay income tax please 
gift aid your donation. Why not test 
the system and donate and gift aid a 
donation to ESDA today.) 
 

Dear Editor, The new look 
issue 32 of Aware is 
excellent, it contains more 

information and appears clearer; the 
back page has all the phone numbers 
and email addresses together 
showing the services available.   
Well done. Yours, J Taylor 
 

Dear Editor 
Now that it is the time of 
year when we are all 

thinking of purchasing our Christmas 
cards and gifts, and knowing that 
many of us try to buy items that 
support a charity, I was wondering if 
ESDA are selling Christmas cards 
and if so where they can be 
purchased from? 
Jan Cutting - Hastings 

(Ed: yes we have Christmas cards in 
packs of 10 for the special price of 
£1.50 - usual retail price £2.50. If you 
want to buy some please contact 
Sara at ESDA.) 



Events and Contacts 

3 December 2008 
It is 70 years since ESDA was formed and to celebrate ESDA’s platinum birthday 
Vin Tapp has written the 70 year history of East Sussex Disability Association. 
The book will be published on 3 December, International day of Disabled People. 
There will be a launch party at ESDA and anyone interested in attending should 
contact Sara Willis on 01323 514500 or sara.willis@esda.org.uk. Tickets will be 
limited on a first come first served basis.  

Launch of  website  
ESDA will be launching its new website on 21 January 2009 at ESDA. There will 
be a demonstration on how the website works and information on how to move 
around the site. If you are interested in attending this launch then please contact 
Sara Willis on 01323 514500 or sara.willis@esda.org.uk. Tickets will be limited on 
a first come first served basis. 

Website open forum 
We will be holding an online discussion forum on the 4th Wednesday of each 
month (except August and December). The first forum will be on Wednesday 28 
January 2009 between 10am and 4pm. The topic will be abuse of the Blue Badge 
Scheme and how we can make the enforcement better. So log on and have your 
say. If you don’t have a computer, then come into ESDA and use one of ours.  

Link events:  Cross border working day   
Wednesday 21 January 2009 - all individuals who live in East Sussex but perhaps 
access services in neighbour counties. 

Meeting in Public   
Tuesday 3 February (pm). Newick - venue to be confirmed. Hear about local 
issues and how they impact residents in and around Newick. 

LINk Event 1 year on .  
24 March 2009 Tuesday - reflect on the year and plan for the next. All interested 
in activities of the LINk. 

 

 

 

 

 

 

 

 

 

 

 

 
The views or articles in the Aware newsletter are n ot necessarily the views of ESDA. 

East Sussex Disability Association  1 Faraday Close, Eastbourne BN22 9BH 
Tel: 01323 514500  
Fax: 01323 514501 
Text: 07768 187916  
Minicom: via TypeTalk 
Email: info@esda.org.uk 
Website: www.esda.org.uk  

Welfare Rights welfarerights@esda.org.uk 
Disabled Living Centre dlc@esda.org.uk 
Information Service information@esda.org.uk 
Meeting Room Hire info@esda.org.uk 
Local Services Localservices@esda.org.uk 


