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At Treloar School (pupils 7-16) and Treloar College (16+) all staff have
experience working with students with Spina Bifida and Hydrocephalus.

@ Education - for all abilities — in small classes

@ Therapy - occupational, speech & language and physio

“ Independence training — personal and life skills

“ Opportunities - art, sport, music, drama, photography, social. ..
@ 24-hour - medical fucilities

“ Specialist services — educational psychology, counselling,
rehabilitation engineering

“High quality care and FUN!

With all this in one place, Treloar's provides a complete package
for residential and day students. For more information or to
arrange a visit, call Helen Burton, our Admissions Officer, on
01420 547425, or e-mail her on admissions@treloar.org.uk.

Treloar Trust

Upper Froyle 9
Alton
Hampshire
GU34 4JX

www.treloar.org.uk Enabling Education

Treloar School and College are supported by the Treloar Trust, registered charity number 307103

FIND THE REAL YOU

Develop the power to improve your life.
The first half of the course concentrates on
improving your communication with other
people. In the second part, discover

ways to improve personal goal setting and
achievement.

This event is for adults aged 16

and over with spina bifida and/

or hydrocephalus. The

facilitator will be Jon Burke,

a qualified neuro-linguistic ASBAH
programming practitioner.

HYDROCEPHALUS
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Editorial

We have said it before. We’ll say it
again. ASBAH needs friends and
supporters at times like these.

Our chairman, Peter Cottingham,
reinforced the message at our 35th
annual meeting in September.

“Times are tough. ASBAH is under
pressure,” he admitted.

At a time when we are going through
a bit of a financial rollercoaster of a
ride, he urged everyone with an interest
in securing National’s future to consider
working in partnership to raise funds.

After spending much of the last 18
months consulting with all of our
stakeholders on a five-year develop-
ment strategy, which is now agreed, it
makes sense to make sure we have the
means to put it into action.

Plans to generate new income are
now well under way, but it will be a
little while yet before we get back the
money on our investment and substan-
tially more.

In the meantime, hold onto your
hats. It’s a rough ride. But, if we work
together, we’ll come out the other side...
\feeling the better for it!
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News

Find yourself a
winter warmer

WINTER is round the corner
and you can prepare for the
cold now by applying for
Government cash to make
your home warmer.

A Warm Front Grant of up
to £1,000 will provide a
package of insulation and
heating tailored to each
property, such as loft
insulation, draught proofing,
cavity-wall insulation and
hotwater-tank insulation.

Householders who are
receiving one or more of the
following benefits are eligible
to apply:
® Income Support (that
includes a disability premium).
@ Housing Benefit (that
includes a disability premium).
@ Council Tax Benefit (that
includes a disability premium).
@® Disabled Person’s Tax
Credit.
® Working Families’ Tax
Credit.

@® Attendance Allowance.

@® Disability Living Allowance.
If you are a householder
with a child under 16, you can
apply if you are receiving one

or more of the following:
Income Support; Housing
Benefit; Council Tax Benefit;
Income-based Jobseeker’s
Allowance.

For details call free on
0800-316 6011; minicom
0800-072 0156. Please have
your benefit details with you
when you ring.
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Look hefore you leap!

A SINGLE mother on Income
Support signed away more than
she could afford because she
misunderstood the terms of a
service contract for the through-
floor lift on which she depends.

Now ASBAH advisers have
warned other service-users to
double check they know what
they are putting their name to on
agreements for any kind of
equipment — even if it means
asking someone else they know
to read it over with them.

Jeanette Chalmers (37) has
double vision due to Arnold
Chiari. She is also a wheelchair-
user and depends on a through-
floor lift to reach the bathroom
and her bedroom. The lift was
fitted in her house by Social
Services before she moved in,
and the first year’s service
arrangements were taken care
of.

Jeanette was alone when she
opened a renewal form for
service and maintenance from
Stannah Lifts Ltd. The most
attractive option seemed to be
the “fully comprehensive’ pack-
age — allowing four service visits
a year, plus free labour for week-
day emergencies before 5pm.

However, she thought the
£140 fee was an annual charge
and it was only after the form
had been returned that a relative
saw that it was, in fact, quarterly.

On a low income and with an
11 and 13-year-old to support,
Jeanette, of Pontypridd, says
she can’t afford £140 as a regu-
lar outlay.

She said: “l was very angry.

Companies shouldn’t be charg-
ing these disgusting prices. They
know disabled people need
these things and take advantage
of us. | have no choice but to
have the lift maintained as | can’t
manage without it. The only way
| can pay is using Child Benefit
money, :
which | think
iS wrong.

“If | could
crawl
upstairs on
my backside
| would as it
would be
cheaper, but
| can’t.”

Her
ASBAH
adviser, Margaret Stanton, wrote
to Stannah Lifts with her con-
cerns but, though the company
gave her the option of changing
the contract, it accepted no
responsibility for what had
happened.

Mrs Stanton said: “Although
Jeanette decided to stick with
the more expensive mainte-
nance cover because the
cheaper option gives a lesser
level of service, it would have
been better had she known the
cost beforehand.”

Jon Stannah, managing
director of Stannah Lift Services,
told Link that his sales staff
would talk a customer through a
contract, if help was requested.
He advised hard-pressed cus-
tomers to approach Social
Services to see if financial help
with maintenance could be
extended beyond the first year.
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Jen becomes a

real biker bird!

CRUISING at speed in laid-back
American style, Harley Davidson
fan Jen Howarth fulfilled a dream
of a life-time when she rode
pillion through the streets of
Merseyside.

The 29-year-old was thrilled
when one of the big machines,
with distinctive high handlebars
and descending front wheel,
drew up outside her flat in Dingle
Lane and a burly, leather-clad
biker knocked at her door.

The treat had been organised
over the Internet by her friend
Walter Hoskisson, the chef at the
sheltered accommodation where
Jen lives.

“It had originally been
intended as a surprise for my
birthday but they had to find out
about my spina bifida and
hydrocephalus so had to fill me
in,” she said.

So, although the knock on the

door from The Centurians — a
Harley Davidson group in
Chester — was expected, Jen
was nonetheless excited as she
settled herself into the comfort-
ably wide, high-backed seat
behind the driver.

Her mum, following behind in
the car, held her breath as Jen,
securely strapped in and enjoy-
ing every minute, let go.

Jen told Link: “It was my first
time on a Harley Davidson and it
lived up to my expectations. It
was a dream come true.”

She has long been attracted
to the husky style of the
American machines, particularly
as their symbol is the eagle and
she is interested birds.

Jen is keeping touch with The
Centurians and other Harley
Davidson groups on the Internet
and has been sent various
memorabilia from the States.

BE PART OF OUR SUCCESS: Done something interesting?
Got a strong opinion? Write to: Liz Cawthorne, ASBAH,
42 Park Road, Peterborough PE1 2UQ; lizc @asbah.org




research
Sue wants to hear from you

NEW ASBAH research fellow,
Sue Thompson, wants to talk to
service-users and staff about
their experiences of health and
social services for a report to the
Department of Health.

Sue, from Sheffield University
Department of Sociological
Studies, has been commission-
ed to compile a well-researched
ASBAH submission to the
Department’s hugely important
National Service Framework for
people with long-term neurologi-
cal conditions, expected to be in
place in the year 2005.

Sue will also be considering
the standards our service-users
should expect in health and
social services for a separate
report for ASBAH.

To achieve worthwhile results,
Sue wants to hear from as many
people with SB and/or H as
possible, and she will be inter-
viewing a wide range of people
over the next few months.

She would also like to hear
from Link readers, who have
spina bifida and/or hydrocepha-
lus, or have a family member
with the condition(s), whether or

swab genetic research project.

ANOTHER 71 families have signed up to take part in our cheek-

Since the last issue of Link, this brings the total of families
involved to 571 — with 523 coming from England and 48 from
Wales. Some 104 Northern Ireland families are also taking part.

New enquiries are still welcome. Contact the Health Research
Board, Dublin, on freephone 0-800-1699050, childheath @hrb.ie

Please complete this form and send it to:
GILL WINFIELD, ASBAH INFORMATION,
42 PARK ROAD, PETERBOROUGH PE1 2UQ.

| give my consent for ASBAH to keep a record of my/ my child’s
details on the ASBAH database and in ASBAH’s paper files.

Signed

Date

Name (or name of child with spina bifida

and/or hydrocephalus)

Address

Date of birth

not they use our services All
contact will be confidential.

Sue is particularly interested
in the following:

@® Your or your family’s expe-
riences of health and/or social
services: What services have
worked well for you? What
services have not worked well?

® Have there been any gaps
in health or indeed social service
provision for you?

® What changes would you
like to see in health and social
services which would directly
help you in the future?

Please pass on your views
and ideas to Sue, c/o Link at
Peterborough; email her at:
owlend @hotmail.com Please
include your daytime/evening
phone number and suggest the
best time that she can contact

you.
oo e

THANKS to everyone who
replied to the request in the
last Link (Sept) asking readers
to let us know if they were
happy for us to keep their
personal data in ASBAH'’s
confidential database and
files.

If you haven't returned the
permission slip yet, we would
still like to hear from you —
please fill out and return the
form which we have reprinted
below.

Alternatively, you can phone or
email our Information Man-
ager, Gill Winfield, on 01733-
555988, gillw@asbah.org
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Putting it on film - together

A COUPLE of film graduates are
forming a new life together in
more ways than one — by setting
up their own film-making com-
pany and getting hitched.

Lee Burgess and Tuesday
Richards, who worked together
on numerous film projects at
university, are currently busy
making a series of short black
comedies on disability, based on
real events from real people.
They are also preparing for a
December wedding at a large
manor house in Somerset.

Based in Newport, Gwent,
they aim to force the TV chan-
nels to give them a prime-time
slot instead of the usual low-
peak viewing times for films on
disability around midnight.

With this in mind, they have
formed a company called
Maggie Dog Films — named after
a family pet.

Lee (22), who has spina
bifida, explains: “Maggie is the
name of my family dog whom

everybody wants to take home.
We want everybody to take our
films home.”

With a Film and Video degree
from the University of Wales
College in Newport, Lee does
the camera work and directing.
Twenty-one-year-old Tuesday,
who graduated in Media and
Visual Culture and has cerebral
palsy, specialises in screen-
writing, researching and script-
editing.

They use mini DV and mini
disc equipment and have the
use of Avid editing equipment.

They own two cameras including
a Cannon XL1.

Lee says: “In the future, we
hope to make films on such
taboo subjects as sexuality in
disability and other types of
personal politics.

“And we hope to start writing
a feature film using disabled
actors playing all the main roles.”

@ Anyone interested in work-
ing on different stages of film-
making, or who might like to
become a sponsor, please
contact them on 01633-255719,

OUR FRONT cover photo this issue is of 12-year-old Bethan
Williams, from Newport, South Wales — who worked with us on an
annual review which illustrates the work of ASBAH in Wales.

Bethan, who has hydrocephalus, and her family had lots of
support from our advisers as she moved from primary to secondary
school. There is now much improved provision of classroom support,
though neither the family nor ASBAH are totally happy with the
outcome. In her spare time, she enjoys riding lessons.



THE LEADER of the foremost
research society in our field is
maintaining her opposition to the
use of foetal surgery to repair
spina bifida lesions in the womb.

Carys Bannister, president of
the Society for Research into
Hydrocephalus and Spina Bifida
(pictured), which has members
from the scientific and medical
community around the world, still
says that foetal surgery —
pioneered in the USA in the last
three years — is not the best way
forward.

Miss Bannister, who recently
retired after 25 years as consult-
ant paediatric neursurgeon with
Manchester Children’s Hospital
NHS Trust, told Link:

“Over 100 cases have been
done in the States, the majority
in one unit. None of the pub-
lished data, presentations or
discussion at meetings have
convinced me that the operation
improves the outcome in any
way compared to operation after
birth.”

“There are suggestions that
the complication rates of the
procedure for both the foetus
and the mother are mounting,
premature delivery being a
major cause of concern for the
foetus, accompanied as it is by
the risk of brain haemorrhage,
lung damage and retinal
disease.”

She awaits with interest the
findings of a new trial at three
units in the States which starts
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next year and is funded by the
National Institutes of Health. It is
planned to compare the oper-
ated-upon foetuses with controls
three years after the procedure.

Miss Bannister, who retired in
January, has worked with
patients from Barrow to
Macclesfield, and from Bolton to
the edges of East Yorkshire. She
continues with clinics in the
foetal management unit at St
Mary’s Hospital, Manchester,
under an honorary contract with
her former employers.

In 1999, Miss Bannister
received an OBE for services to
neurosurgery and this year was
awarded an honorary doctorate
by the University of Manchester
Institute of Science and
Technology for her research and
teaching.

She says she has contributed

Cash awards for youth workers

in a major way to furthering
understanding of how congenital
anomalies affect the growth and
development of the brain and
spinal cord.

Over the years she has had
the opportunity to visit neurosur-
gical units in many different
countries throughout Europe,
North America and the Far East.

Recently, through the British
Council, she helped set up a
campaign to introduce folic acid
to the diet of women of child-
bearing age at Bombay’s Wadia
Children’s Hospital. The aim was
to try to reduce the very high
incidence of children conceived
with spina bifida in the area.

PEOPLE working with children who would like to travel at home or
abroad to enlarge their experience in 2002 are invited to apply now

for cash help.

Awards, of up to £1,000, are being offered by the Lady Allen of
Hurtwood Memorial Trust, a registered charity.

Applications are particularly welcomed from those working with
disadvantaged or disabled children. However, awards are not avail-

able for academic research.

The closing date for applications is 15 January 2002 with short-
listing in February and awards presented in March.
Contact: Mrs Caroline Richards, 89 Thurleigh Road, London

SW12 8TY.

——
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. Independence means different things to different
people. If your child has bowel or bladder control
problems, it could just mean getting through the
day or night dry. That's why something as simple as
a change in clothing may, even in a small way,
change his life for the better.

DryNites® absorbent pants can help your child
become more independent. DryNites offer discreet
protection against accidents, so your child will be able
to do more. They look like real underwear so they

DryNites for Better Days

® HUGGIES and DRYNITES are registered trademarks of Kimberly-Clark Corp.

ing your child become
ore independe

won’t mind wearing them, and because they're easy
to pull on and off, they may also make your child
feel more comfortable and self-reliant.

DryNites can be purchased from all major supermarkets
and chemists, found in the nappies and pants section.
They are available in sizes for children aged 4-7 years and
7-10+ years old.

For information about how DryNites absorbent pants can
help, please call
0800 085 8189.




ASBAH is going
through lean times
financially. But we
have systems in place,
and a newly-agreed
five-year strategy,
which will help us
through to better
times.

That was the general
view at our annual
meeting in September,
after chairman Peter
Cottingham warned:
“Times are tough.
ASBAH is under pres-
sure.”

Like other charities of
our size and type, we
were being squeezed
because fewer people
were giving money to
charity. By contrast, the
charities which were
making more money
spent millions on their
marketing.

Mr Cottingham urged
members at one of the
best attended annual
meetings in recent years
to come together to
boost ASBAH’s
fundraising capacity.

“The quality of pro-
fessionalism we are
building here is up there
with some of the best.
Major changes won’t
happen overnight but |
am increasingly confi-
dent that, with the
professional approach
which is being adopted,
we will get there.”
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ASBAH AGM, Peterborough, 29 September 2001

He urged local
ASBAHSs to work in
partnership with national
to grow our fundraising.

“We must make sure
that, if there is a real
opportunity for
fundraising, we grab it.
We must make sure that,
if there is a local oppor-
tunity for fundraising, we
grab that too.”

The hon treasurer,
Mike Allen, said ASBAH
ran up a deficit of
£161,000 last year, in
the year we had to close
our computer company
because it had no
realistic prospect of
turning in profits.

The trustees had
decided that, as a pre-
caution, reserves should
be built up to six months
operating costs in the
bank. At the moment,
they stood at £543,000 —
half the required amount.
A surplus budget had
been set for this year,
and some hard decisions
were being taken to
achieve it.

ASBAH was investing
in new fundraising tools,
and using external
consultants to sharpen
our work in this area,
said Linda Hams, assist-
ant director (policy and
marketing). But new
income from the invest-
ment was not expected
until next year.

STRIDE
OUT:

the picture
on the
front
cover of
our
Annual ag e b A4
Review ‘

‘Hug task’ ahead
for the commission

WILLIAM BEE set ASBAH’s 35-year work for our
service-users in the wider context of the struggle for
rights and justice for disabled people nationwide.

Mr Bee, whose parents helped set up North Wales
ASBAH 31 years ago, is the Wales director of the
Disability Rights Commission.

He said the commission started work in April last
year —on ‘a huge task’ to pull down barriers to partici-
pation in society, which are found everywhere. It had set
out its priorities and was delivering these.

“We have in place just 30 staff and 30 secondees.
That means that the first 18 months have been a bungee
jump of a ride. We are still recruiting, still sorting out
staffing and procedures. Nevertheless, we are getting
there,” he said.

Mr Bee said the limit placed by the 1995 Disability
Discrimination Act on taking up employment cases
involving firms with less than 15 employees meant, for
instance, that 82% of businesses in Wales were outside
the scope of the Act.

The commission does go to court to challenge the
worst cases of discrimination, when conciliation had
failed. But, this year, it had funds to prosecute only 75
cases.



Software problems
‘need to be sorted’

TEENAGERS with hydrocepha-
lus who use laptop computers
can struggle with subjects like
maths and technical drawing
because the school has not
considered what software pack-
ages are likely to be needed.

Classroom assistants
attending a one-day ASBAH
course in Belfast identified lack
of IT support as a major problem
for secondary school pupils with
hydrocephalus.

Some said they had to take
notes for teenagers in their
charge — either because the
pupil lacked keyboard skills or

® LAPTOPS: Children need
better computer support in school

because word processing was
the only software package
available.

Solutions would be for pupils
with spina bifida and/or hydro-
cephalus to learn keyboard skills
while their computers are still on
order. At the same time, special
educational needs co-ordinators
(SENCOs) must recognise, early
on, that additional software for
maths and other subjects is a
necessity.

Veronica Buckland, ASBAH’s
specialist adviser (education) in
Northern Ireland, who helped
run the course, told Link that a
wait for software of up to two
terms — the current waiting time
— was simply not good enough
for 15-year-olds in their first
GCSE year.

Veronica said: “It's unfortu-
nate that these software pack-
ages aren’t thought of when the
school decides to order a laptop.
| don’t think it’s a lack of money
but a lack of planning.

“Parents aren’t going to take
issue with the school over this.
They are so pleased to have got
their child into mainstream that
they don’t want to upset the
apple cart.”

WOMEN with learning difficulties in NE Essex are being invited to
join a new group that aims to give support on a range of issues like
independent living, family life, health and expressing feelings.
Gillian Clayton, who has spina bifida and hydrocephalus, master-
minded the project. She has won a grant of more than £1,300 from
the Millennium Fund to set up and run it.
® Gillian, 41 Kinlett Close, Highwoods, Colchester CO4 4UE.

Should our kids

be learning less?

SECONDARY
pupils with
hydrocephalus
would be
among those
to benefit from new moves
allowing 12-year-olds to drop
subjects such as humanities
and languages in favour of
ones they like.

ASBAH’s education
advisers believe the proposal
would prevent some pupils
with hydrocephalus becoming
disillusioned with education
due to them having more
subjects than they can cope
with.

Joanne Grenfell (above),
who works in ASBAH’s North-
ern Region, said: “For a lot of
our youngsters with hydro-
cephalus, it would be benefi-
cial if they had the choice of
reducing the academic work-
load as it would let them
concentrate on subjects that
they can succeed in.”

Ministers at the Depart-
ment for Education and Skills
have often identified the early
years of secondary school as
a crucial period in combating
disaffection. A DFES spokes-
man told The Times Educa-
tional Supplement that it will
consider applications from
‘good’ schools wanting to
alter the curriculum in a bid to
re-engage children.

In Wales, a review will
consider whether pupils
should be able to opt out of
the curriculum.
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LOVE blossomed after
two Welsh carpet bowls
squad members met at
a sporting event.

Eleri Edwards (31)
tied the knot at a chapel
in Wrexham with fellow
team member, Colin
Freeman, after arriving
in style in a white Rolls
Royce.

-
g i

Ifan, manager for

Bowled over by love!

Eleri, from Llay, near
Wrexham, has been an
active fundraiser for
North Wales ASBAH for
a several years. Her
parents, Mari and Trefor
Edwards, are both on
North Wales ASBAH’s
Executive Committee.

Guests included Elin

FOUR generations marked the 70th birthday of a
retired ASBAH Adviser who has spina bifida and

hydrocephalus.

Margaret Holmes, former Adviser for Bromley,

Bexley and Croydon,
was joined by her two
sons, two granddaugh-
ters and four great
grandchildren to ride on
the London Eye.

Mrs Holmes hails
from Bradford, West
Yorkshire, then lived in

they make us ti

ASBAH in Wales and
ASBAH area adviser
Peter Bennett.

After a reception at
the Wild Pheasant
Hotel, Llangollen, the
couple honeymooned in
the West Country.

We wish Eleri and
Colin many years of
happiness together.

Bromley for more than
20 years and has been
a member of South
Thames ASBAH since
moving to Dartford.
Next month (Decem-
ber), she and her part-
ner Geoff return to an
old love — club cricket.
They wll be touring in
India with the Romany
Cricket Club — as scorer
and umpire respectively.

MAKING more money
flow into our work in
Wales is the job of
Elizabeth Jones, our
new fundraiser in the
Principality.

Merthyr-born and a
graduate of Aberyst-
wyth University, Liz
has joined our Wales
team — keen that her
skills should have an
immediate impact. ‘

“I’'ve worked in the
voluntary sector for
over 20 years, and |
wanted a job where |
could specialise in
fundraising.

“l moved back to
Wales from London, to

be nearer family but
also to enjoy the
countryside.”

Liz is married with
two daughters. Her
last big job was with a
housing association
in London where she
ran new projects and
secured their funding.

At ASBAH, she will
ensure that major
funders in Wales keep
us in their sights.




. Father re-issues a

moving biography
SEIZE the chance to read Angel in White Boots, a
biography inspired by the life of Angela Powell. It
has come round again after the book fell out of print
a few years ago.

It's a celebration of a young woman with spina
bifida, who had it all. There’s tragedy in the suicide
shortly after her death of her husband, Hartley. The
story is compellingly told by Angela’s father, Eddie.

The book was first published in 1993, six years
after Angela’s death in her twenties. It has been
reprinted by a small publisher, after BBC Radio
Norfolk ran a ‘Where’s the book now?’ item
prompted by a listener a few months ago.

‘ Eddie, a retired headteacher, said: “We found
that, when Angi was born, there was nobody to turn
to. | wrote the book to help parents in similar situa-
tions so that they, in turn, could help each other.”

Eddie and his wife, Mary (above), now run a

guest house at West Runton next to the popular

r

angel
ne.
Whlte by
boots™ =

Powell

resort of Sheringham on the north
Norfolk coast. Eddie keeps busy with a
Christian ministry in the area.

Their daughter, Angela, is
celebrated in a warts 'n’ all book, which
—though an emotional roller-coaster of
a read — is surprisingly unsentimental
and not at all self-pitying. There is lots
of local, Norfolk colour.

® Angel in White Boots, by Eddie
Powell, published by The Larks Press,

price £5.99. ISBN 0 9522271 0 X.

HARDLY a night goes by without Ewart
Evans playing bowls — a sport that has
become an abiding passion.

The 26-year-old, who has spina bifida
and arrested hydrocephalus, takes his
place alongside senior international
players in Irish league games. He wants
one day wear the ‘green shirt’ for Ireland.

Ewart, from Randalstown (right), rapidly moved
up the ranks of his local club after joining eight
years ago and now plays lead or second in a top
Irish league, on a rink skippered by a senior inter-

national.

His dad, Eddie, a national ASBAH trustee and
committee member of Northern Ireland ASBAH,
told Link: “To be able to play alongside players of
such talent is a great achievement for Ewart.”

As well as winning club competitions, Ewart has
travelled with the club to Scotland and the Irish
Cup Games in Dublin.

In winter, Ewart keeps his hand in by playing
short mat carpet bowls and indoor stadium bowls
at the County Antrim Indoor Bowling Club.

When the world tournament is hosted in the
county, Ewart has a great time talking to many of
world’s top players and collecting their shirts.

had been released.

She gained a distinction for a GNVQ in
Business Studies — worth four GCSEs — for which
she had to give interviews and presentations.

“The main thing about doing well
at the course was trying to get myself
organised. At one point, | had four
assignments on the go so | had to be
able to plan and keep to targets.”

She is now taking the advanced
level of the course in the sixth form at
King David High School in Manches-

ter.

She enjoys using her computer
and singing with a group in Bury.

She made the grades!

SIXTEEN-year-old Joanna Clyne was celebrating
her exam results even before her GCSE grades




Mrs Susan Seager

SUSAN Seager, described as a
tower of strength to all who met
her, has sadly passed away.

A member of North Yorkshire
ASBAH, Mrs Seager was born in
1942, attending the Adela Shaw
Orthopaedic Hospital in
Kirkbymoorside, near York.

Her school years were spent
at Welburn Hall, Kirkbymoorside,
where she met her future hus-
band, John, who had had polio
at early age.

The couple, both wheelchair-
users, had a daughter, Anna,
who is now a radiographer.

Mrs Seager, who lived with
John in Pickering, had a wide
circle of friends including many

AN UPLIFITING story of the rise
of a child with spina bifida to a
world-class athlete and media
celebrity, is revealed in a new
autobiography by Tanni Grey-
Thompson OBE.

Mum-to-be Tanni (32) is
Britain’s best known Paralympic
athlete, having performed at
international level for the past 13
years in distances ranging from
100m to the marathon.

Thirteen Paralympic medals,
nine medal placings in the
London marathon, and her
comprehensive set of British and
World Records make the Cardiff
born althlete’s achievements
second to none in the disability
sports arena.

This year has seen her
receive the ultimate acolade —
admission to the World’s Sports
Academy, alongside sporting
14

from Welburn Hall School and
was often involved in ‘old stu-
dent’ activities.

Long-standing friend, Faith
Seward MBE, secretary of North
Yorkshire ASBAH, commented:
“Sue had a lovely sense of
humour, | remember her once
saying to me that she did not
know how she would manage
without her teeth as she used
them for holding so many things.

“She will be sadly missed, but
her spirit will live on with all the
many friends she had.”

A well-attended funeral
service took place at Raskelf,
near Pickering, where the
Seager family came from.

legends Pele, Jack Nicklaus,
Michael Jordan and Boris
Becker. She is the only disabled
athlete among the 42 members.

® Seize The Day, My Autobi-
ography by Tanni Grey-
Thompson is published by
Hodder & Stoughton, price
£17.99.

Susan Coleman

A COMMITTEE member of
Sheffield ASBAH died in
August. Susan Coleman, who
was also involved in other
disability organisations, had
been ill for a few months and
died two days before her 44th
birthday.

Sheffield ASBAH chair,
Celia Nicholson, told Link:
“Susan will be sadly missed
for her cheerful spirit and
persevering attitude, espe-
cially during times of ill

health.”

Stanley Fitzgerald

STANLEY Fitzgerald, son of
Southampton ASBAH
secretary Stanley Fitzgerald
senior, died on 11 October,
aged 41 — two days before
Southampton’s ChairAbility
Challenge wheelchair bas-
ketball match with local MPs.
Treasurer Cora Bugden took
over the event instead.

Young Stanley had spina
bifida. The funeral took place
on 19 October.

Motoring
made easier

MAKE the most of the beautiful
Shropshire countryside with a
new booklet giving details of
accessible amenities.

Scenic Drives in Shropshire,
priced £1.75 including p&p, is
the latest project of the Mobility
Information Service.

The Mobility Information
Service has been giving advice
to people on a range of mobility
issues for 15 years.

It has recently moved to: Unit
B1 Greenwood Court, Cartmel
Drive, Shrewsbury SY1 3TB, tel:
01743-463072 (10am-4pm).
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WE ARE starting a new service for Link readers.
In each issue, readers will be invited to
suggest solutions to a problem such as the one
posed below and to offer advice, preferably
based on their own experiences.
Contributions must arrive by 14 November
2001 for the next issue. Readers may also

submit their own

Here’s one problem to
get on with — your
comments and other
questions to discuss
will be welcome

problems. You can
contact

by email:

or by post to:
Link.forum, ASBAH,

42 Park Road,
Peterborough

| can’t get my daughter up for
college in the morning because
she’s been watching TV all
night. She’s 20 and has hydro-
cephalus. What should | do?

PE1 2UQ.

Jobs service MP shado

PEOPLE on disability benefits
who want to work can call a
freephone number to find out
about the support and advice
available in their area.

The New Deal for Disabled
People now offers nationwide
job-broking services to help
people on disability benefits
explore their work options.

Just phone the free number
and you will be given informa-
tion about a local ‘job broker’
offering dedicated advice and
support.

Minister for Work, Nick
Brown, said: “The organisa-
tions delivering the service
have great experience of the
skills and needs of people with
disabilities. They will ensure
that this section of the labour
force is not overlooked.”

Freephone: 0800-137 177;
the lines are open 7am-
11pm, seven days a week.

AN ANNUAL event when
disabled people spend a day
with their local MP is on again —
after doubts whether the organ-
isers would repeat it.

The shadowing event is being
organised in November and
December by the disability
umbrella group, RADAR, which
has just been restructured. Their
director, Kate Nash, cleared
away the doubts on 8 October.

She said: “In 1999, 20 MPs
agreed to be shadowed and last
year we were astounded when
the number rose to 100 MPs,
including 10 ministers. The
feedback from the initiative was
positive and constructive and to
this end we have decided to
continue the service this year.”

Kate said she was hoping to
encourage younger disabled
people to get involved. She was
looking out for people not nor-
mally involved in campaigning
as well as disabled people

whose impairment meant they
were often socially excluded.

Instead of focusing effort on
one day in December, as in the
past, the event this year will last
two months to widen the choice
of available days.

People can nominate them-
selves. Contact should be made
with RADAR'’s parliamentary
officer, Juliet Tunney, tel: 0207
566 0126, ext 200, or by email:

ASBAH has details of eight
members who have already said
they would like to take part. We
have written to RADAR on
behalf of these people.

These members are Hannah
Sandford (Lewes), Mike Lanning
(Christchurch, Dorset), Lyndon
Fishwick (Telford), Neil Lewis
(Sheffield), John Richards
(Milton Keynes), Sarah Healey
(Brighton), Zem Rodaway (Hull)
and Maxine Kruk (York).
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fundraising gupa GREAT

Inner Wheel

AN ANTIQUES roadshow
was among the money-
spinning events held by a
group of business women
that raised £1,505 for
ASBAH.

We are grateful to
retired magistrate Judith
Turner for choosing
ASBAH as her charity of
the year while she was
president of the Inner
Wheel Club of Durham.

Mrs Turner, of
Fishburn, Co Durham,
hopes to raise money for
us again as her son has
spina bifida. Now 40,
Christopher has reached a
senior position in his
company and is married
with a daughter.

ASBAH'’s fundraising
manager, Donna Treanor,
is to attend a meeting of
the Inner Wheel Club of
Durham to personally
thank members.

Best feet first

in the Lakes

HUNDREDS of insurance
company employees put
their best foot forward in
the Lake District to raise
£35,000 for charity.

ASBAH’s work support-
ing 100 service-users in
Cumbria benefited from a
donation of £444.

ASBAH adviser for
Cumbria, Moira Foggo,
went to a cheque presen-
tation at Marsh UK’s
Carlisle office with other
charity representatives.

IT SEEMED to be uphill all the
way for eight runners who joined
47,000 others in a major athlet-
ics event, officially started by
Paralympic gold medalist Tanni
Grey-Thompson OBE.

But most succeeded in their
intention of completing the
13-mile BUPA Great North Run,
from Newcastle-Upon-Tyne to
the coast at South Shields, and
raising sizable sums of money
for ASBAH.

Perfect weather on 16 Sep-
tember combined with a large,
enthusiastic crowd helped spur
them on their way to a medal
and other small prizes at the
finish line.

Our runners included:

@ Brothers Terry and George
Sixsmith (pictured right), both
first-timers, pounded the course
side by side, finishing in two
hours 32 minutes.

Terry (34), from Cramlington,

Northumberland, has a six-year-
old son Blue who has been
helped by our adviser Anne
Walton. A plan to push Blue
round the course was thwarted
due to the large number runners
taking part. But this didn’t ham-
per Terry’s enjoyment of the day




® Runners cross the Tyne bridge during the Great North Run

nor the £250 he raised for us.

® Lisa Smith (32) completed
in two hours 18 minutes and
raised £600 for us. She ran
alongside Northallerton
neighbours Ruth Moffatt and
Ruth’s mum Christine, also in
ASBAH colours.

All three are pictured above
left behind Lisa’s son, Will (5),
who has spina bifida.

“Ruth started running before |
did. She made me think that it
was about time | got off my
backside to do something to
help ASBAH,” said Lisa, a
civilian working in the security
department at Northallerton
Prison.

® Another first-timer, Lesley
Ellison (33) said the initial idea
of completing 13.1 miles was

enough to send her looking for
the nearest dark room.

But, Lesley, whose nine-year-
old son has spina bifida occulta,
had an excellent training partner
in her husband Derek, and as
she crossed the finishing line her
smile stretched from ear to ear.

® Manchester University
medical student, Laura Wood,
and her boyfriend, John Paul
Reay, attracted the attention of
BBC TV, dressed up in hospital
scrubs and shook a bucket for
ASBAH as they ran.

John’s mother has spina
bifida and lent them her support
during the race.They have sent
us a cheque for £106.

@® Finally, Christine Arnold
(49), from Ellington, near
Morpeth, raised £250.

Our man
Moneypenny

WE HOPE the latest addi-
tion to our Northern Ireland
team will more than live up
to his name.

Alan Moneypenny, a
business consultant from
Belfast, has a wealth of
experience and a thorough
knowledge of the province.

Life changed for the
senior civil servant after
completing a business
management course at the
University of Virginia, USA,
12 years ago.

Alan (below) has since
taken the lead in projects in
which fundraising has
played a big part.

He saw through the
Millennium Spectrum
Centre in Belfast’s Shanklin
Road.

He has also worked for

the National Council for the
Blind of Ireland and Guide
Dogs for the Blind.

He said: “At ASBAH, I'll
be trying to identify oppor-
tunities, and consolidate
those that have already
been identified, to provide
a sound income base for
the Region.”

17



THERE has been a flurry of
legislative activity resulting in
significant amendments to
special educational needs
law. For the first time, disabled
children and students have the
right not to be discriminated
against in schools and colleges.
The Special Educational
Needs and Disability Act 2001
came into force in September
with the amendment of Part 4 of
the Education Act 1996, which
governs provision for children
with special educational needs.
Parents now have more rights
to choose a mainstream school
for their disabled child. The only
grounds upon which a local
educational authority (LEA) can
refuse to place a disabled child
in @ mainstream school is where
it would be incompatible with the
provision of efficient education
for other children. LEAs also
have new duties to prevent that
incompatibility occurring.
Changes this year also see
the introduction of new LEA
conciliation services; greater
information for parents on parent
partnership services; new time-
limits for LEAs to comply with
orders of the SEN Tribunal;
simplified arrangements within
tribunal proceedings; new rights
for parents to require that
statements of special educa-
tional needs be maintained
(when LEAs have determined to
cease them) pending appeals to
the SEN Tribunal; greater rights
of information to parents about
provision being made for their
children and new rights for
schools to request statutory
assessments.
The Special Educational

18

Discrimination
dumped in the
school sinbin

Needs Tribunal Regulations
2001 make key changes to
existing regulations, including
giving the child concerned a
right to attend a hearing and
reducing the number of stages in
the tribunal procedure from three
to two.

The Disability Discrimination
Act 1995 has also been
extended to cover discrimination
against disabled pupils and
students.

From September 2002,
disabled children will have a

progressively increase the
extent to which disabled pupils
can participate in a school’s
curriculum, improve the physical
environment and improve the
delivery of education to disabled
pupils.

Complaints about discrimina-
tion in schools (except for
admissions and permanent
exclusions) will be brought to the
new SEN and Disability Tribunal
which replaces the Special
Educational Needs Tribunal from
September 2002.

~ ByDAVIDRUEBAIN
~ Solicitor and Head of the

- Education and Disability Law Dept
of Levenes Solicitors

right not to be discriminated
against in admissions, exclu-
sions and in the provision of
education at school. Moreover,
disabled children will have a
right to require schools and
LEAs to remove barriers, which
would otherwise put disabled
children at a substantial disadv-
antage. Barriers might include
changing policies, practices and
procedures but will not include
adjustments to premises (dealt
with by the Schools Access
Initiative), nor will they deal with
provision of auxiliary aids or
services (covered by the assess-
ment and statement procedure).
LEAs and schools will also be
required to develop accessibility
strategies to show how they will

Although the new tribunal will
not award compensation, it
could order schools or LEASs to

2

provide training and guidance for J

staff, involve an LEA equal
opportunities officer, change
policies, practices and proce-
dures, provide a replacement
trip or additional tuition for a
disabled child who has missed
out on a school experience,
order the relocation of a school
library to make it accessible
(short of requiring physical
adaptations), or order a written
apology.

Admissions and permanent
exclusions from schools will
primarily be dealt with by the
existing Independent Appeals
Panels.



for your dia

Welcome awaits at

Leeds drop-ins

DROP-INS for ASBAH service-
users in the North continue until
December and beyond.

The regular fixture at our
Northern Region Office, Farsley,
Leeds, occurs on the first
Wednesday of the month —

7 November and 5 December.
ASBAH'’s new researcher,
Sue Thompson — who is gather-
ing service-users’ views on the

NHS and Social Services — is
the guest speaker in November.

Topics discussed depend on
who is present. ASBAH local
adviser, Bernadette Baldwin, is
usually there, and appointments
can be made to see her on that
day.

ASBAH regional manager,
Joan Pheasant, said: “For some
people, the drop-ins allow
regular contact with ASBAH,
which gives them support that
we would be unable to give
otherwise.”

Tell us your plans

AS THE New Year approaches,
we would like to hear from all of
you who plan to hold regular
meetings, or one-off events, for
people with SB/H and/or their
families in 2002.

Please send the dates, times,

venues and titles of these events

to: Diary Dates, Link, ASBAH,
42 Park Road, Peterborough
PE1 2UQ, lizc@asbah.org

To fall in with Link’s printing
schedules, please ensure we
receive these details at least six
weeks before the first event is
due to take place. Cheers!

Upcoming

events

Northern Region
monthly drop-in

Wed 7 November, Leeds
ASBAH House North

64 Bagley Lane, Farsley,
Leeds. 10—noon. Tel: 0113-255
6767.

Dunstable meeting

Monday 12 November,
Monthly meeting for parents/
carers of children/young people
with SB/H, organised by the
South Bedfordshire Support
Group. 1-3pm, Disability
Resource Centre, Poynters
Road, Dunstable. Valerie
Bottoms, tel: 01582-757745.

Bromley coffee

Mon 12 November, Bromley
Coffee morning organised by
South Thames ASBAH,
10-noon, United Reform
Church, Bromley. Peter
Winterton, tel: 0208-462 3011.

ASBAH Open day

Wed 14 November, Liverpool
Sessions on hydrocephalus,
helping strategies, support into
adulthood and neurosurgery.
Glaxo Neurological Centre,
Liverpool, 10am—3pm.
Elizabeth Miers tel: 01490-
450360, Angela Lansley,

tel: 0151- 733 8392.

Reach for the Sky!

17 November, Peterborough
One-day course on improving
communication skills and
personal goal setting for adults
aged 16 and over with SB/H.
Lyn Rylance, tel: 01733-
555988, lynr@asbah.org
Closing date for
applications: 9 November.

ASBAH Saturday
Club

Saturday 1 December, Leeds
Leeds and Bradford, ASBAH
House North, 64 Bagley Lane,
Farsley, 10am-1pm. Christmas
crafts/computer cards. Cost £1.

Northern Region
monthly drop-in

Wed 5 December, Leeds
ASBAH House North

64 Bagley Lane, Farsley,
Leeds. 10—noon. Tel: 0113-255
6767.

Bromiey coffee
Monday 10 December
Organised by South Thames
ASBAH, 10-noon, United
Reform Church, Bromley. Peter
Winterton, tel: 0208-462 3011.

Year 2002
Family Weekend

8 — 10 March, Cornwall
ASBAH three-day residential
course for families who have a
child aged 6 and under with
SB/H, their brothers and sis-
ters. £65 per family. Rosemary
Batchelor tel: 01733-555988,
rosemaryb @asbah.org
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I’D LIKE to start this Diary

with some good news. After

a most romantic proposal,

my younger brother, Nick, is
engaged to the lovely Hannah.
The idea of getting married has
clearly melted his brain because
he announced that he wants both
myself and elder brother
Anthony to be joint best men.
That same week Anthony quit
his job and left on the start of a
world tour! I am certain the two
events are unconnected, but this
rather dumps everything in my
lap. Cheers Ant!

I understand that Hannah’s
family will be doing most of the
organising, which is a relief as
planning stuff is not my strong
point. [ think the family was a
bit surprised at ‘Last Minute
Dave’ being given such an
important job. Especially after
my first suggestions which were
to either get a quick registry job
then down the pub for a pie and
pint, or to do what Anthony’s
friend just did: go to Las Vegas
and get married dressed as
someone famous. Both sugges-
tions were met unsurprisingly
with stony silence.

If I ever get married I'd
definitely suggest the Las Vegas
trip. As a life-long Trekker I

think the “Trek Wedding’ option is a
definite must. Though I’ve never
actually dressed up in Trek uniform.
Or been to any conventions. I just
like the series, books, films,
computer games, plays, etc.

For lots of reasons, life in the
Trek universe would be so much
better right now than in this one.
Yes, you’d have pointy eared aliens
trying to blow you out of space. But
at least I wouldn’t have to work
every hour I live just to get pieces
of paper to give to other workers.

I was slaving away at work
when I heard about the attacks in
America. From what I first heard I
thought some small plane had
collided with a tower. The full scale
of the tragedy only hit me when I
got home and watched the TV. My
heart goes out to anyone reading
this who lost friends or relatives in
the tragedy.

You could paper over the moon
with everything that has been
written about the tragedy. I'll not
add to that. My thoughts now are on
what happens next. As [ write, [
hear military planes flying through
the night. By the time you read this
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we will all know what they were
for.

Those who did this terrible
thing must be punished. But
getting at them will be hard work.
Sadly we don’t live in the Trek
universe, so we can’t just stun the
Afghan people and beam up the
Bad Guys. There’s going to be a
fight and more people are going to
get killed or hurt on both sides.
‘Surgical’ strikes just keep
surgeons busy. Perhaps if the
warriors understood what it feels
like to have a disability for life,
they would not be so keen to fight.
We can but hope.

One small hope and prayer:
That whatever caused Gulf War
Syndrome is not brought to this
battle. After that war there were
more babies with spina bifida than
usual amongst the armed forces
(and presumably amongst the
enemy). I pray this doesn’t happen
again. War is unfair, but to harm
those who weren’t even born
seems most unjust.

Whatever is to come I wish
everyone reading this peace and
hope. Now please beam me up!

Write to Editor,
ASBAH,

42 Park Road,
Peterborough PE1
2UQ, UK. email:
lizc@asbah.org
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HI, my name is Sharon Laurie and
| have spina bifida. ’'m 34 and have a
12-year-old daughter.

My husband’s name is Bruce and we
have been married for 13 years. When
we decided to get married, | couldn’t
find anybody with spina bifida who had
a child, so we decided to take the
chance.

Janice was born in May 1989. Not
only was she born without a disability,
but | had a ‘normal’ delivery.

My main interest is sport. | broke
seven South Africa records in 1996 and
bettered six of them in 1997.

| did wheelchair racing over dis-
tances of 100m — 42km. In 1999, | won
the title Disabled Woman of the Year
through Finesse magazine.

| work at East Rand Christian Acad-
emy as a teacher.

Please write to me at: 18 Dawid
Street, Witfield, Boksburg 1459, South
Africa. Email: sl on



letters

We welcome letters for publication, which should be sent to:
Editor, ASBAH, 42 Park Road, Peterborough PE1 2UQ. The Editor

reserves the right to edit letters, so please keep them short.

Research does not endanger the living

| HAVE a natural sympathy for Chris Page but | do
feel he has misled himself. In his letter in Link 192
he said: “How on earth are we to promote accept-
ance of living with (spina bifida and/or hydrocepha-
lus) whilst focusing on primary prevention. .... The
two concepts are diametrically opposed.”

The implication is that cancer research, for
example, should concentrate solely on the care and
treatment of victims, because to look for causes in
some way devalues those suffering from it and
makes them an ‘endangered species’ (Link 195).
Would the same apply to the care of victims in road
accidents at a ‘black spot?’ Don’t improve the junc-
tion or those injured will be devalued in some way?

Of course, this is reducing the argument to
absurdity, but where would Chris draw the line?

Minority
| AGREE wholeheartedly with
the views expressed by Chris
Page on the subject of the
cheek-swab test (Link 195).
Disabled people are not
supposed to be like other
minorities — instead of regard-
ing our difference as a part of
. our identity, it seems we are
supposed to regard it as
something nasty which we
can’t get rid of, even though
we are desperate to do so. Is
this really the best way to be?
I'd say that most of my
problems come from having
to cope in a world built by and
for able-bodied people. Also,
steps to eradicate disability
are likely to harm existing
disabled people — why should
society accommodate them
when disability can be got rid
of so easily, by either abortion
or genetic manipulation?
Emmeline Burdett, Enfield

Inclusion not alienation

MAY we draw the attention of Chris Page (So much for democracy,
eh? Link 195 and Guard the future, Link 192) to our own letter, No
fears about cheek swab test, Link 194, in which we gave our views
about a project looking into genetic aspects of spina bifida.

We said we were very excited at the prospect of finding out more
about spina bifida, so were pleased to take part in the swab tests.

Research which seeks to understand the factors leading to neural
tube defects seems to us wholly acceptable and we see no problem
in ASBAH supporting such projects.

We also take issue with Mr Page over the conflict he sees
between ASBAH promoting independence for people with disabilities
on the one hand, and providing accurate information about folic acid,
spina bifida and hydrocephalus, on the other, to allow informed
choice to parents during pregnancy.

We have relatively mild forms of spina bifida and ‘arrested’
hydrocephalus, leading a very full and interesting married life.
However, we would not wish to have a child with these conditions
knowing the restrictions they place on the child and parents. It
seems natural for any couple to want a baby free of disabilities.

Mr Page rightly demands inclusion of disabled people in society.
However, he needs to be careful not to alienate those we need to
help us to achieve our common goals.

| have a fundamental belief that none of us
have to bear burdens in life which are too great for
us to carry, and that we are to learn from our (often
catastrophic) experiences. But | am equally sure
we should avoid or overcome disasters wherever
we can. But we are not to do this by exterminating
victims!

We cannot foresee the future and we need to
be alert. But as of now, Chris, such research does
not in any way endanger those now living. Nor
does it prevent the charity from caring for and
improving the lives of those carrying the burden.
The two are not at all opposed in terms of the
beneficial objects of charity.

| wish you well!

Frank Armour, Horsham, West Sussex

Alan & Margaret Twyford, Tolworth, Surrey

® Alan and Margaret are active in their local ASBAH and take
an interest in Your Voice. Alan is a member of ASBAH'’s Trustee
Board and Services Committee.
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SELSEY, WEST SUSSEX
(SASBAH)

Fully equipped, purpose-designed
for wheelchair access, mobile home.

Sleeps six, ramp and large veranda,
payphone, colour TV, midi stereo
etc. Clubhouse entertainment,
heated swimming pool, free site bus
service. Nature reserves and places
of interest nearby. Details from
Julie Parks, tel: 01273-472298.

BERWICK COTTAGE, EAST
HARLING, SOUTH
NORFOLK (CATEGORY 1)
Modern, purpose-built, self-catering
cottage. Ground floor accommoda-

® Classified Rates:

£3.75 for 30 words max.
£5.50 for 30-45 words
£6.75 for 45-60 words

® Cheques and postal orders
should be made payable to
‘ASBAH’

@ Classified adverts for the
next issue of Link (January)
should be submitted by
Friday, 16 November.

Please send to:

Editor, ASBAH

42 Park Road
Peterborough PE1 2UQ
Tel: 01733-555988.
lizc@asbah.org

@ Display rates on application
from Liz Cawthorne, Link,
ASBAH, tel: 01733-555988.
lizc@asbah.org
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l etS When booking, check to make sure the

accommodation suits your particular needs.

tion for up to 2 people (single beds)
with disabilities. Scan 700 beds:
Clos-o0-Mat; overhead track hoist
bedroom-to-bathroom, wheelchair
shower and much more. Up to 4
carers/family/friends upstairs.
Awarded Grade 1, Holiday Care.
Open all year. Low rates Winter/
Spring (£250 to £350 per week) —
full centrally heated. Helpful care-
takers demonstrate equipment, but
otherwise total privacy in pretty
village with accessible pub, GP,
shops. Cottage brochure, Lin
Berwick, (tel: 01787-882111).
Booking forms and full informa-
tion, George Tickner, The Lin
Berwick Trust, (registered charity),
020-8595 7056.

ISLE OF WIGHT ASBAH

Fully furnished and equipped,
two-bedroom bungalow. Beautiful
area. Wheelchair accessible. Site
clubhouse, shop. Local indoor
heated pool. Transport advisable.
Excellent rates: Offers early/late

| season. Details: Mrs S Griffiths,

3 Western Road, Shanklin, Isle of
Wight PO37 7NF; tel: 01983-
863658, www.iwasbah.co.uk

WANTED/FOR SALE

ORLANDO, FLORIDA
Purpose-built vacation homes for
the disabled of all ages. 3,4 & 5
bedroom luxury villas. All villas are
wheelchair accessible, with roll-in
showers and hydraulic lifts for
access to the private pool. Situated
20 minutes from Disney and close to
all amenities. Wheelchair accessible
transport available. For further
information, contact David &
Elaine Foley, tel: 0191-488 6845,
email: david_foley@lineone.net
www.floridadream.sagenet.co.uk

ORLANDO, FLORIDA

House with a heart for disabled
travellers! Spacious, luxury, adapted
bungalow situated on golf course.
Three double bedrooms, two bath-
rooms (Mangar bathlift installed),
cable TV, free local telephone calls,
free Country Club membership.
24-hour ‘on-call’ management
company. 15 minutes Orlando
Airport; 20 mins Disney.
Paraplegic owner. Sue Fisher,

5 Park Lane, Broughton Park,
Salford M7 4HT, tel/fax: 0161-792
3029!

WANTED 3-wheeler pedal bike adult size or smaller. Phone: 0191-3860134

or rach@steveseymour.demon.co.uk

. ELECTRIC wheelchair 20-inch, almost new. Has been serviced plus new

batteries. Well-padded upholstery. Kerb climber. Folds to fit into boot of car.

" Bargain £700. Tel: 01493-377520 (Norfolk).

SPECTRA clectric wheelchair for child/teenager, VGC, battery & charger,
cost £3,500. Offers. Tel: 0115-952 7698 (Notts).

SUPER Baltimore home therapy bed, larger than single, for child or adult,
excellent condition, cost £2,000. Offers. Tel: 0115-952 7698 (Notfts).

POWERTECH F45 in teal, as new. Used twice. Battery charger and manual.
RH controls. Cost £3,000, sell for £1,100 ono. Mrs Cross, tel: 01948-666774

(Whitchurch, Shropshire).

SHOPRIDER Super Deluxe, hardly used, as new. Complete with batteries &
charger, front basket. £1,200 ono. Tel: 01226-384103 (Barnsley, S Yorks)

SELF-PROPELLED PRO-T Action wheelchair, Avanti cushion, purple/
black, seat 16” wide, excellent condition, hardly used. £350 ono. Tel: 02920-

319209 (Cardiff).

J



AFFILIATED
ASSOCIATIONS

BARNSLEY

Mr Geoff Jenkinson
12 St Leonard's Way
Ardsley, Barnsley

S Yorks S71 5BS

Tel: 01226-292546

BEDFORD

Mr R C Simmonds

16 Parkstone Close
Bedford MK41 8BD
Tel: 01234-400068

BOURNEMOUTH,
CHRISTCHURCH &
DISTRICT

Mrs Gill Lanning

Tel: 01425-276820

BRISTOL & DISTRICT
Mr G Egan

64 Rookery Road
Knowle, Bristol BS4 2DT
Tel: 0117-9777942

BUCKS & EAST BERKS
Mrs Abigail Biscoe

15 Elm Road

High Wycombe

Bucks HP12 4TA

Tel: 01494-639773

{  30LTON & BURY
~| Mr David Clyne

Manchester M45 6'ND

Mrs G D Greville
38 Thongsley
Huntingdon
Cambs

PE28 7NX

CHESTER & DISTRICT
Mrs P Ithell

34 King Edward Street
Shotton, Deeside

Clwyd CH5 1DW

Tel: 01244-811074

COVENTRY

Mrs N Newman
11 The Earls Court
Cheylesmere
Coventry CV3 5ES

DERBYSHIRE

Mrs A Hewitt
St Merryn, 20 Burley Hill
“llestree, Derby DE3 2ET
Tel: 01332-841893

DUDLEY &
WOLVERHAMPTON
Mrs Lorna ] Wootton
14 Leveson Road

Tel: 01902-738724

GRANTHAM
Mrs | Asken
88 Goodliffe Road

Tel: 01476-401643

Mrs M Mears

29 Wellmeadow Road
London SE13 65Y

Tel: 0208-244 3526

Mrs Jennifer Hammond
28 Gladeside

St Albans, Herts AL4 9JA
hamrock@supanet.com

43 Rothesay Drive, Highcliffe
Christchurch, Dorset, BH23 4LD

51 Cuckoo Lane, Whitefield

Tel: 0161-798 7804 (after 4pm)

CAMBRIDGE & DISTRICT

Wednesfield, Wolverhampton
West Midlands WV11 2HF

Grantham, Lincs NG31 7QB

GREENWICH & DISTRICT

HERTS AND SOUTH BEDS

HUDDERSFIELD
Mr Stephen Bolton
361 Bradley Road
Huddersfield
HD2 1PR

Tel: 01484-424479

KENT

Mrs Lynda Atkins
7 The Hive
Northfleet

Kent

DA11 9DE

Tel: 01474-536202

LEEDS & BRADFORD
Fiona Bryett

¢/0 ASBAH North

64 Bagley Lane

Farsley

Leeds LS28 5LY

Tel: 0113-255 6767

LEICESTERSHIRE
Mrs A Twomlow

29 The Crescent
Market Harborough
Leicestershire

LE16 7]]

Tel: 01858-432967

LINCOLN & MID LINCS
Mrs P Malson

“Pinfold”

Chapel Lane

North Scarle

Lincoln

LN6 9EX

Tel: 01522 778781

LINCOLNSHIRE SOUTH
Mrs P Mason

67 Boston Road

Heckington

Sleaford

Lines

Tel: 01529-460322 (after 6pm)

LONDON NORTH WEST
Mrs H Prentice

37 Milton Road

Hanwell

London W7 1LQ

Tel: 0208-579 4685

LONDON SOUTH
Mrs S Cudd

15 Woodvale Walk
Elder Road

W Norwood
London SE27

Tel: 0208-761 2400

NORTHAMPTONSHIRE
Mrs Maggie Nichols

11A West Street

Weedon

Northants NN7 4QU

Tel: 01327-340732

OXFORDSHIRE
Mrs Shirley Dale
14 South Row
Chilton

Didcot

Oxon OX11 ORT
Tel: 01235 -834785

PRESTON

Mrs S Thompson

Flat 3

62 Alexandra Road
Southport
Merseyside PR9 9HH

St HELENS & DISTRICT
Joanne Barrett

10 Halefield Street

St Helen's WA10 2DE

Tel: 01744-612860

SHEFFIELD

Mrs Barbara Clark

35 Woodhouse Lane
Beighton, Sheffield 520 1AA
Tel: 0114-269 9299

SOMERSET

Mrs Iris Coton

3 Court Gardens, Yeovil
Somerset BA21 3LZ

SOUTH THAMES

Mr Peter Winterton

35 Paynesfield Road
Tatsfield, near Westerham
Kent TN16 2AT

SOUTHAMPTON &
DISTRICT

Mr S | Fitzgerald

32 Ellis Road, Thornhill
Southampton SO19 6GR
Tel: 023 8040 2644

STAFFORDSHIRE

Mr Reay Pearman

2 Spode Grove
Westbury Park, Clayton

Newecastle-under-Lyme ST5 4HF

STAINES, HOUNSLOW &
DISTRICT

Mrs Pamela Page

237 Upper Halliford Road
Shepperton, Middx TW17 8SP
Tel: 01932-783991

STOCKPORT & TAMESIDE
Mrs Tracy Ryan

265 Adswood Road, Adswood

Stockport SK3 8PA
Tel: 0161-474 1299

SUNDERLAND

Mr ] Pounder

42 Gowanburn

Fatfield, Washington
Tyne & Wear NE38 85G
Tel: 0191-415 1725

SURREY

Maureen Figg

4 Brickyard Copse
Ockley, near Dorking
Surrey RH5 5TG

Tel: 01306-627572

SUSSEX

Ruth Hodges

7 Charleston Road
Eastbourne

BN21 1SE

Tel: 01323-641472

TRAFFORD & SALFORD
Mrs T Gaynor
Davis Court, Cyprus Street,

Stretford, Manchester M32 8AX

Tel: 0161-865 0222 (am only)

WARRINGTON & DISTRICT

Miss Nancy Gleave
16 Hilltop Road, Woolston

Warrington, Cheshire WA1 4PD

Tel: 01925-819329

WESSEX

Mr T Poole

123 Gerrards Green
Beaminster,

Dorset DT8 3EA
Tel: 01308-862614

WIGAN, LEIGH & DISTRICT

Mrs Pat Stridgeon

24 Greendale Crescent
Leigh WN7 2LQ

Tel: 01942-676091

WIRRAL

Mrs M Appleyard

28 Stavordale Road
Moreton

Wirral, Cheshire CH46 9PR
Tel: 01516-784409

WORCESTERSHIRE
Mrs Ann Cotter

49 Brueton Avenue
Fringe Green
Bromsgrove

Worcs B60 2AW

YORKSHIRE NORTH
Miss Faith Seward MBE BA
45 The Paddock

York YO2 6AW

Tel: 01904-798653

WALES

Llanelli

Mrs Anthea James
61 Westland Close
Loughor

Swansea SA4 2JT
Tel: 01792-428004

Mid Wales

Paul Manning

60 Maes Afallen
Aberystwyth SY24 5BL
Tel: 01970-820581

North Wales

Mrs V Conway

4 Ewloe Drive
Bodnany Road
Llandudno

Tel: 01492-878225

South Wales

Angelina Humphreys

22 Heol undeb, Yorkdale
Beddau

Mid Glam

CF38 2LB

Tel: 01443-218921
angiceri@btinternet.com

NORTHERN IRELAND
Mr ] Rippey

Long Eaves

24 Tullywiggan Road
Cookstown

Co Tyrone BT80 8SD
Tel: 028-8676 2290

NON AFFILIATED
ASSOCIATIONS

Blackpool & Fylde
Mrs Diane O'Hagan
83 Boothley Road
Blackpool

Lancs FY1 3RR

Calderdale

Mr A L Crowther
12 Elm View
Huddersfield Road
Halifax HX3 OAE
Tel: 01422-341497

Cannock & Walsall
Mr Ken Hall

17 Wallhouse Street
Cannock

Staffs

Tel: 01543-504847

Chesterfield

Mrs K Tomlinson

23 Hathern Close,
Brimington Common
Chesterfield

Derbys

Tel: 01246-272724

Cornwall

Helen Youngman

13 St Petry, Gears Lane
Goldsithney, Penzance
Cornwall TR20 9LA
Tel: 01736-710261

Devon

Tony Sprague

52 Lorrimore Avenue
Stoke, Plymouth

PL2 1HZ

Tel: 01752-550430
devon_asbah@lineone.net

East Anglia

Mrs L Turner

7 Stow Gardens
Wisbech

Cambs PE13 2HS
Tel: 01945-466205

Essex

Mrs R McCarthy

26 Brixham Gardens
Iford

Essex IG3 9AX

Tel: 0208-594 1852

Isle of Wight

Mr D J S Sprake
Springfield, Town Lane
Chale Green,

Ventnor

I W PO38 2]S

Tel: 01983-551234

Lancaster, Morecambe

& District

Mrs M Dyson

25 Royds Avenue, Heysham,
Morecambe LA3 1PA

Nottinghamshire

Mr Allan Barratt

127 Limetree Road

Hucknall

Notts NG15 6AW

Tel: 0115-953 7291

Fax: 0115-953 2081 (8am - 6pm)

Whitchurch (Salop)
Mrs E Calder
Southfork, Sedgeford,
Whitchurch

Salop SY13 1EX

Tel: 01948-663627

OTHER ASSOCIATIONS

SCOTTISH SBA
Executive Officer:

Mr Andrew Wynd
190 Queensferry Road
Edinburgh EH4 2BW
Tel: 0131-332 0743

IRISH ASBAH
Maraid Graham
Irish ASBAH

Old Nangor Road
Clondalkin

Dublin 22

Tel: 00 3531 4572326

JERSEY, Channel Islands

Mrs Ursula Emmanuel

Priory Gardens

La Grande Route de St Clement
St Clement

Jersey, JE2 6QQ

Tel: 01534 -853019

Association secretaries requiring changes to this
list should contact: LINK EDITOR, ASBAH,
42 PARK ROAD, PETERBOROUGH
PE12UQ Tel: 01733-555988 Fax: 01733-555985.

Readers may reproduce any of the material in Link for their own purposes, except where permission has been expressly withheld. This will be
indicated clearly when contributors wish to assert their own copyright. Opinions and views expressed in Link are not necessarily those of
The Association for Spina Bifida and Hydrocephalus. While every care is taken to ensure accuracy of information published in Link, the publisher

can accept no liability.
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Helping a Cerebral Palsy, Spina Bifida
or other special needs patient, to sit in
a secure, upright posture, can greatly
improve their functional ability,
enabling them to do more and be
more independent. Sitting on a
standard ‘flat’ seat however, forces

.....J the spine into an unnatural C-shaped
curve which is not only uncomfortable

but can also impair spinal movement
and allow the patient to easily slip
forward and off the chair.

Try the answer yourself
FREE 14 DAY TRIAL
Call now 0800 581108

Special needs
nheed a
special seat

The special 'saddle-like' design of
The Bambach Saddle Seat® assists
patients to sit upright in a symmetrical
posture, with their spine in its natural
‘stress-free’ S-shape. The legs are
also slightly spread-out either side of
the seat. Posture, mobility, comfort
and stability are therefore, greatly
improved. The Bambach Saddle Seat
could open the door to a better quality
of life for some of your patients; find
out who with our FREE 14 day trial.

g_j ,
/L%AMBACH@)

SADDLE SEAT

Bambhach Saddle Seat (Europe) Ltd, Unit A2 The Seedhed Centre, Langston Road, Loughton, Essex IG10 3TQ Tel: 0208 532 5100 Fax: 0208 532 5109 Email:hambach.europe@virgin.net



