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LORD MAYOR TRELOAR Since 1993, Computer Sense has
NATIONAL SPECIALIST COLLEGE ’/ been offering a highly-professional
OF FURTHER EDUCATION (9 @ sal.es and advice service to firms

T HOLYBOURNE ALTON HAMPSHIRE GU34 4LA S [ Mcemes Alive Mack.

exists to provide Ooi\/q\\\ rt The _unique difference is that all
EDUCATION, INDEPENDENCE > e Y Computer
TRAINING AND CARE FOR YOUNG s Ak
PEOPLE OVER 16 WITH The success of Computer Sense, which is wholly-owned
O C

PHYSICAL AND/OR LEARNING by ASBAH, directly benefits the charity.

DISABILITIES —
@ Vocational courses leading to NVQ's or GNVQ's
at Foundation, Intermediate and Advanced level H A

@ 'A' levels in association with Alton Tertiary College
® ACCESS programme accredited through ASDAN o U

for the Award Scheme for students not ready to A

follow a full vocational course \

® Numberpower, Wordpower and other exams which
lead to qualifications accredited by CGLI, Pitman,
RSA, NPTC, AEB, and other awarding bodies

@® Support from experienced teaching, therapy,

rehabilitation engineering and care staff APPLE MAC SALES, SERVICE
® Medical and 24-hour nursing care AND A WHOLE LOT OF SENSE!
@ College Chaplain, Counselling service and Careers
advice Computer Sense Ltd
@ Supported by The Treloar Trust (Registered Grovelands Business Centre, Boundary Way
Charity 307103) which also supports a school Hemel Hempstead, Herts HP2 7TE
for 5-16 years. Telephone 01442-252555 Facsimile 01442-219222
For further information, please contact: E-mail: csl@co-sense.demon.co.uk
Admissions Secretary 01420 547425 Applelink: comp.sense

i..fime was running out for Joe, when.. ’ §
ADVIGE FROM |. WHEELCHAIR

PROFESSIONAL | WAREHOUSE

that's the place, It has the largest choice in

DISABLED PE“PLE ranges of Manual Chairs-Scooters-Power Chairs

plus any other product lines | need.
ONE STOP ONLY ALL YEAR
ROUND EXHIBITION.

'll give them a ring...
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Car parking, Showroom, Toilet all accessible. [.-- - . x B st
GBL Wheelchair Services Ltd, RTINS it Skt
Units 1 - 4, Shield Drive, Brentford. Middx TW8 9EX e -::.’,’.’. 6000000000000 04
Tel: 0181 569 8955 Fax 0181 560 5380 A g eeceoceeccccccceee
PR sl eceeecccocococe
Regional Office: Unit 3, Minster Court, Courtwick Lane, joool gy

Littlehampton, W. Sussex. BN17 7RN
‘Tel: 01903 733528 Fax: 01903 733530

GBL Eastern: Ermine Street North, Papworth-Everard,
Cambridgeshire, CB3 8RG
Tel: 01480 831212 Fax: 01480 831414
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fl TOP TV SOAP TURNS TO ASBAH FOR RESEARCH

‘We advise on Bianca’s baby

TOWARDS the end of November,
the awful dilemma which faces
parents of an unborn child with
spina bifida was brought into the
nation’s living rooms through the
TV soap EastEnders.

Millions of viewers switched on to
| discover that Bianca and Ricky had
| chosen to terminate their preg-

‘ nancy after an ante-natal scan
showed their unborn daughter had
spina bifida and severe hydro-
cephalus.

To get the story as true to life as
possible, researchers and script
writers had spent hours talking to
ASBAH staff to find out what the
main concerns of Bianca and

| Ricky, and those of their neigh-

| bours in Albert Square, would be.

EasEnders added a scene during
December covering the importance
of taking folic acid supplements in
the daily diets of women planning
to become pregnant.

ASBAH executive director
Andrew Russell said: “We were
consulted on all possible scenarios
which happen when a mother is
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given the news that the child she is
carrying has spina bifida and
hydrocephalus.

“We urged the EastEnders team to
allow the baby to be born, but this
was non-negotiable as far as they
were concerned. Their story was to
be built around the agonising
dilemma of a couple having to
decide whether or not to continue
the pregnancy. Nothing we said
could have changed that.

“EastEnders obviously kept full
editorial control. But, as a result of
the information we supplied, we
succeeded in introducing ideas
which represent good professional
practice at a very difficult time in
many people’s lives.”

Over 1,000 women, affected by
neural tube defect pregnancies,
face up to similar news every year
in the UK, with termination of
pregnancy favoured by over 10 out
of every 11. Many mothers and
family members phone ASBAH for
advice and support at this time —
on average 720 a year.

Rosemary Batchelor, our senior
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Bianca and Ricky, characters on
EastEnders, whose unborn baby
was found to have spina bifida and
severe hydrocephalus

adviser on health and policy
issues, said: “I spent hours talking
through the issues involved with a
researcher from EastEnders, to
help her get the script right and
understand what is really import-
ant to women and families who
have to face up to the situation.

“Our association with EastEnders,
and its huge viewing audience,
gives ASBAH the best opportunity
in years to position ourselves as a
very responsible — and responsive
- national voluntary organisat-
ion.”

ASBAH is a registered charity

E-mail: pbsimasfer@asbah.demon.co.uk Find us on the Web — http:/ |www.asbah.demon.co.uk/
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OFEFICE MOVES

EOR ...

South-East Region co-ordinator
Jo Francis in New Barnet, Herts

Northern Region co-ordinator and
START manager Joan Pheasant in

Farsley, off Leeds ring road

All change for three regional offices

IN THE past few months, there
have been address changes for
three out of four of ASBAH's
regional offices.

In August, South East Region
moved to wheelchair-accessible
offices at 209 Crescent Road, New
Barnet (as reported in the Oct/
Nov Link).

In November, Northern Ireland
Region moved from Coleraine to
Belfast, and Northern Region
moved from Ilkley to Farsley, off
the Leeds ring road.

The full contact details are:

ASBAH Northern Ireland Region
Graham House

Knockbracken Healthcare Park
Saintfield Road

Belfast BT8 8BH.

Tel: 01232-798878.

Fax: 01232-797071.

ASBAH Northern Region & START
ASBAH House North

64 Bagley Lane

Farsley

LS28 5LY

Tel: 0113-255 6767

Fax: 0113-236 3747

ASBAH South East Region

209 Crescent Road

New Barnet

Herts EN4 8SB.

Tel: 0181-441 9967
0181-449 0475

Fax: 0181-440 6168.

Northern Ireland regional co-

ordinator Margaret Young and
new regional secretary Margaret
Steenson are based at the new
Belfast office. There is more space
for staff meetings and a small
area for an information/ resource
centre will be created.

In moving to the healthcare park,
Northern Ireland Region has
joined other statutory and volun-
tary organisations and so will be
raising its profile amongst them.
It shares a building — previously
part of a psychiatric hospital -
with organisations including
Action for Dysphasic Adults, the
British Epilepsy Association, Dis-
abled Drivers Association and the
Downs Syndrome Association.

The Northern Ireland office is
wheelchair-accessible and open
9am-5pm, Mon-Fri. An answer-
phone operates at other times.

The ground floor offices at
ASBAH House North, Farsley —
where Northern Region and
START are now based - have a
bus stop outside (with services
from Leeds city centre) and seven
car parking places. Pudsey train
station is a five-minute taxi ride
away.

Northern Region co-ordinator
and START manager Joan Phea-
sant, secretary Rachel O'Brien,
and occupational therapist Rose
Hinchliffe are based there full-
time. ASBAH House North is
open Mon-Fri, 9.30am-4.30pm.

® WE say a fond farewell to Karen
King who left Northern Ireland
Region in November.

Karen, who has a 25-year-old
daughter with spina bifida, was
full-time secretary since the region
was formed, six and a half years
ago.

She reluctantly decided to leave
due to the office move to Belfast
which, as a Coleraine resident, she
felt would have been too far for
her to drive every day.
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Karen has also
been involved
in ASBAH
(Coleraine,
Ballymoney
and District
Branch) for 17
years for which
she is currently
a committee member.

She said: “I have enjoyed my work
as regional secretary — it has been a

worthwhile and fulfilling job.”

® RACHEL
O’Brien is the
new secretary
for Northern
Region.
Rachel
replaces
Anna Haig, 2
who left ASBAH in the summer.

Rachel, aged 25, has wanted to

work for a charity ever since she
left college. Her interests include
aerobics, swimming and cricket.




AN APPEAL to ASBAH's supp-
orters to help fund the next phase
of expansion of our trading com-
pany, Computer Sense Ltd, has got
off to a healthy start.

The company, which has ambit-
ious plans to widen its range of
products and services by trading
in the PC market, has launched a
loans scheme in order to increase
its working capital.

So far, loans totalling £11,000 have
been received by CSL finance
director Derek Knightbridge and
the books remain open to anyone
still considering taking part.

Mr Knightbridge said: “People
have recognised the vital part that
CSL will play in ASBAH's future

LINK No. 173 12/97

Supporters can choose whether
their loans shall be interest-free, or
receive 3% interest a year.

The company’s move into PCs is
essential because many large
customers want Computer Sense
to supply all their computer needs
- not just Apple computers, which
the company has specialised in
since it started trading in Hemel
Hempstead four years ago.

For reasons explained in the loans
scheme prospectus, ASBAH can

neither lend Computer Sense the
money to fund the next stage of its
growth nor go to the normal
commercial money markets.

Copies of the prospectus, first
issued in August as a supplement
to Link, are still available. If you
would like to be sent one, please
contact: Derek Knightbridge at
ASBAH House, 42 Park Road,
Peterborough PE1 2UQ, tel:
01733-555988, fax: 01733-555985,
e-mail: derek@asbah.demon.co.uk

success and have been generous.
The more funds we can attract
through this loans scheme the
more attractive will Computer
Sense be to suppliers and the
banks.”

The appeal for loans - in units of
£250, repayable if required after
two years — has been endorsed by
Patrick Daunt, chairman of
ASBAH when Computer Sense
was launched and now one of our
vice-presidents.

In a note of recommendation (see
panel opposite), he urges ASBAH's
many friends who are able to do so
to join him in lending their person-
al support.

Officers & Staff —=
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Time to take action NOW on continence supplies

FED UP with excuses given for not getting adequate
continence supplies from your local NHS health trust?
Are you being fobbed off with a poor or non-existent
service?

Then ASBAH gives you the chance NOW to do some-
thing about it.

Look below, and you will see that we have broken
down the NHS complaints procedure into simple
steps which readers can follow so their grievances get
an airing.

To make sure that the NHS managers involved cannot

keep your complaint under wraps, we have added
one more step.

If your grievance is not resolved to your satisfaction at
local level, we say you should pass on the complaint
to your MP. Make it easier for the MP by passing on
copies of all correspondence.

Stage

1. Local
Resolution

Key Person

Complaints Manager
NHS Trust (Provider)

2

Complaints Manager
Health Authority
(Purchaser)

\

NHS managers hate MPs looking over their should-
ers.

ASBAH can even make the job of complaining easier
for you. If you are not quite sure how to go about it,
contact Milly Rollinson, our services manager at
ASBAH, 42 Park Road, Peterborough, and she will
arrange for one of our specialist medical advisers to
draft your complaint. Her phone number is 01733-
555988.

But, in order to encourage other people to start com-
plaining, we would also like to hear from readers
prepared for details of their complaint to appear in
Link. Let Milly know if you are prepared to help with
publicity.

You have a right to the best possible health service.
Sometimes you can only get it by standing up and
being counted. Stand up for this right today.

Response Time

Within 4 weeks of receipt of complaint.

Within 4 weeks of receipt of complaint.

Complainant has 4 weeks from receipt of
reply to take next step.

If you do not get a satisfactory answer, write to your MP and ASBAH, sending copies of

correspondence with Trust/Health Authority.

Convenor
(confers with
independent lay person)

¥

2. Independent
Review

Independent Review Panel

(if deemed necessary by
Convenor)

¥
¥

Health Service Comm-

{
- 3. Ombudsman
! issioner (Ombudsman)

Convenor notifies complainant within 4
weeks of decision regarding setting up
of panel.

Send within 1 year of the date the person
became aware of the events leading to the
complaint.

No time limit for Ombudsman’s response.

'J Note: Community Health Council should be informed of complaint.




LINK No. 173 12/97

| PARENTS of a 15-year-old, who

| fought to keep a qualified teacher
at a unit for physically disabled

' pupils at a mainstream school,

| have struck an uneasy compromise

‘ with the local education authority.

LEA concedes part-time academic help
for Andrew — but parents battle on

help altogether, as previously

' But, unfortunately, although the planned.

LEA has agreed to fund four hours
a day extra academic help to the
pupils, the school claims to have
been unable to find someone of the
right calibre to fill the post.

As a result, the job has been taken
on by the school’s head of special
needs and, when he is absent, the
job is done by a nursery nurse.

Battling mum Paula Targonski —
featured on the front page and
page 3 of the Aug/Sept "97 Link —
says her son Andrew’s grades
have gone down since the extra
academic help in the unit has been
reduced.

| Speaking from the family home in
| Sedgley, West Midlands, she said:

“We did get an agreement to get

| four hours a day teaching help
 rather than the LEA withdrawing

Help & Advice

with ASBAH as follows:
London, Surrey, Kent, West

Jo Francis.

Lincolnshire, Cambridgeshi
Northamptonshire, Norfo

Northern Ireland

Pheasant NNC. .
Rest of England and Wales

“So we have a positive result and
something that is better than
nothing. But, in reality, the full-
time teacher hasn’t been replaced
with a part-timer. The job is being
done by the head of special needs.
If he’s off on a course, there is no
one to fill in, except an NNEB.

“This means we're a long way
from where we want to be. An
NNEB isn’t a qualified teacher and
can’t help Andrew and the other
pupils in the unit academically.”

Andrew attends all the classes he
can at Coseley School - part of
Dudley Metropolitan Borough
Council — but some are not wheel-
chair-accessible.

For subjects which are not taught
in accessible parts of the school,
such Information Technology,

Members seeking help and advice on any matters should make initial contact

East Sussex

ASBAH South East, 209 Crescent Road, New Barnet, Herts EN4 8SB.
Tel: (0181) 449 0475. Fax: (0181) 440 6168. Regional Co-ordinator:

ire ttinghamshire
fordshire, Bedfordshire

ASBAH East, ASBAH House, 42 Park Road, Peterborough PE1 2UQ.
Tel: (01733) 555988+ Regional Co-ordinator: Mary Malcolm.

ASBAH Northern Ireland, Graham House, Knockbracken Healthcare
Park, Saintfield Road, Belfast BT8 8BH. Tel: (01232) 798878.
Fax: (01232)797071. Regional Co-ordinator: Margaret Young.

Northumberland, Durham; Cleveland, North Yorkshire,
South Yorkshi st Yorkshire e ear, H ide

ASBAH North, ASBAH House North, 64 Bagley Lane, Farsley LS28 5LY.
Tel:(0118) 255 6767. Fax:(0113) 236 3747. Regional Co-ordinator: Joan

ASBAH National Centre, 42 Park Road, Peterborough PE1 2UQ.
Tel: (01733) 555988. Fax: (01733) 555985.

Paula Targonski and her 15-year-
old son Andrew

English, Textiles, Business Studies
and Maths, Andrew needs acad-
emic help at the unit to work
through the GCSE syllabus.

“
ASBAH welcomes and

appreciates the support of its
commercial partners.

Larkhall Natural Health
gives us 10p from the sale of
each container of Cantassium
Folic Acid tablets. These can

be obtained in chemists and

health food shops.

AlphaMed Ltd makes a
donation for every
prescription order received, as
a result of ASBAH's
introduction, for continence
and medical equipment
supplies. Tel services floor,
01733-555988, for
introductory Freepost
envelope. Prescriptions for
drugs or medicines should not
be sent to AlphaMed.
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A MAJOR inquiry into the provis-
ion of further education provision
for people with learning difficult-
ies and disabilities has found the
whole system wanting, despite the
existence of pockets of good pract-
ice.

The Tomlinson Committee, set up
by the Further Education Funding
Council, found clear evidence that
many groups were being excluded
— particularly adults with mental
health difficulties, young people
with emotional and behavioural
difficulties and people of all ages
with profound and multiple dis-
abilities.

Prof John Tomlinson, who led the
three-year inquiry, reported: “For
those who are taking part, the qua-
lity of provision is not good
enough and, as a result, student
experience is too often unaccept-
ably inferior.”

A total of 131,000 students with
learning difficulties and / or disab-
ilities were in further education,
five per cent of the total student
population, he reported earlier this
year. Courses were provided in
specialist residential colleges, in
mainstream FE colleges and in
sixth form colleges round the
country.

One consequence of shortage of
educational opportunities was that
it led inexorably to inability to
perform in the economic market
place.

Unemployment rates among peo-
ple with disabilities are around
two and a half times those for non-
disabled people (21.6% compared
with 9%, using International
Labour Organisation definitions).

“There can be little doubt that
many of our citizens are failing to
contribute as they and society
would wish because low educa-
tional opportunities have reinforc-
ed the difficulties presented by
disability.”

Prof Tomlinson, director of the
Institute of Education at Warwick
University, called for a major,
integrated overhaul of staff and
management training and organis-

Major inquiry finds Further
Education provision wanting

ational development to bring the
system up to speed. This needed to
be backed by earmarked national
funding.

Inspections should be strengthen-
ed so they could provide evidence
of the match between student
needs and college-wide “inclusive’
environments. Monitoring of prov-
ision, the use made of funding and
analyses of future needs must
become more rigorous, both
within college and by the Further
Education Funding Council.

Inspection reports on the specialist
residential colleges must be pub-
lished, as they are for the main-
stream FE colleges.

In their self-assessments, which
will increasingly become a feature
of a more mature system, all coll-
eges should vigorously measure
their progress towards inclusive
learning.

Individualised student records
should be developed as a statistical
tool so track could be kept on what
is happening.

“Everything we propose is within
the grasp of the system if we all
want it enough, because its full
growth or its seeds are already
present somewhere: we are not
recommending an idealistic
dream, but the reality of extending
widely the high quality which
already exists in pockets, locked in
the minds and actions of the few
who must become the many.”

In July, the FEFC announced that it
would implement immediately
over 30 of the Tomlinson recomm-
endations, and hopes to imple-
ment the rest in the next two or
three years.

It has already set up: a sector-wide
staff development programme;
increased funds available for
additional support for disabled
students; given greater recognition
in its funding arrangements to the
costs of specialist support equip-
ment; improved its national
student data collection; and started
research to establish benchmark
costs for the specialist support
purchased by colleges.

The FEFC will also ensure that
greater account of the needs of
people with learning difficulties or
disabilities will be taken when
drawing up strategic plans. It will
pilot schemes to have a named
person responsible for each stud-
ent’s further education develop-
ment plan; and will seek to
introduce programmes which
target students with profound or
multiple learning difficulties.

It will continue to fund students to
attend specialist colleges where
necessary but will have contracts
only with colleges which have
effective complaints procedures
and systems to protect vulnerable
students. It will also ask main-
stream FE colleges whether they
can match a student’s require-
ments before agreeing a specialist
placement.

Janice Shiner, the FEFC’s director
of education programmes, said:
“The Tomlinson recommendations
are a major priority within the
Council. A large number have
already been adopted. Staff are
now working hard on the out-
standing recommendations. These
all need further work before the
Council can make decisions.”
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A thousand thanks

BRAVE Flynn family members
hurled themselves 300 feet from a
cage attached to a crane to raise
money for ASBAH South East
Region and Macmillan Nurses.

Larry, wife Anne and daughter
Sarah-Jane were among a seven-
strong bungee jump team who
raised almost £1,000 apiece for the
two charities by completing the
fall by London’s Chelsea Bridge.

Larry, who organised the event
over a drink at The Portland Arms
in Stockwell SW8, commented:
“It's the most frightening thing I
have ever done!”

No problem too big
or too small for
equipment helpline

ONE phone call can give you
information on gadgets to help
overcome every-day living prob-
lems such as tap turners and kettle
tippers and, larger items, like bath
seats and wheelchairs.

With a grant from the National
Lottery Charities Board, the
Disabled Living Foundation has
set up a new helpline to respond to
enquiries on equipment needs,
drawing from its comprehensive
information database.

The DLF Helpline is:
0870 603 9177

Minicom: 0870 603 9176.
Open Monday to Friday,
10am to 4pm.

Calls are charged at 8p per minute.

So, if you have difficulty getting
out of the bath, or if you are hav-
ing problems cooking or you want
information on other charities, self-
help groups and equipment
suppliers, call the DLF Helpline.

He chose the two
charities because his
father-in-law has
lung cancer and
because a former
local darts league
organiser at the pub
regularly raised
money for ASBAH.

Larry said: “It was
only after we had
arranged to do the
jump that I realised
that someone who
goes to the pub has
spina bifida.”
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Bungee jump organiser Larry Flynn and his

daughter’s boyfriend Mark Healy hand over a

cheque to ASBAH adviser for South London,
Rachel Nicholls




Other people’s
property

EN you use the word
‘discrimination” in the
context of disability,

very often the first things that
come to mind are not being able to
go into buildings because of steps
and not being able to get on buses
and trains etc — in other words, an
access problem. Today I am going
to concentrate on another aspect of
discrimination: a form that I have
faced throughout my life almost as
regularly as the last. It’s what I call
the subtle approach.

My first memory of discrimination
was of quite regularly being given
money and sweets when I was in
the street and in shops etc. I'm
sure these people did this out of
pity for me and felt that they were
helping me. All they did was make
me feel embarrassed and even a
little guilty, in a way, because I
think it was hard on my brother
when he did not get the same
treatment.

Another example happened a few
years ago when I was sitting at a
coach station, admittedly very near
a Sunshine Variety Coach, drink-
ing a can of coke. A woman rushed
up and tried to put 10p in my can
until she realised what it was and
scuttled off again. That time I just
found it very funny but is it any
wonder that I now have a hang-up
about street collecting?

People are sometimes extra
‘kind’ to me

An example of this is when I came
home at weekends from school in
my early teenage years and very
often I would be told that a neigh-
bour, who was only a few years
older than me, would be coming to
take me for a walk sometime over
the weekend. Whether she thought
she was doing my mum a favour
or being kind to me, I'm not sure,
but, if it was for me, I would have
much rather she had just knocked
on the door and asked me if

Civil rights for

By Beverley Rowe
Your Voice In ASBAH

wanted to go out — you know, like
friends do. It made working out
who real friends were quite diffic-
ult for a while.

Many people still treat me as a
child

Until I got married five years ago,
whenever I waited in hospital
waiting rooms, other people would
be called Mr, Mrs, Miss, but I was
called Beverley. My only conclus-
ion was that staff perceived me as a
child needing reassurance.

My space is often invaded

When I have been at parties etc,
there have been several uncomfort-
able, embarrassing moments caus-
ed by people who have insisted on
‘helping me to enjoy myself’ on the
dance floor by grabbing hold of my
chair and sometimes even my arms
and dancing unrhythmically about
with me. This would not be accept-
able to most of the able-bodied
people I know.

People do not always respect my
privacy or respect my feelings

When I am out, many people ask
me if I need help. That is fine by
me. We should all be there to offer
and give help to each other when it
is needed or wanted, but some peo-
ple do insist on helping even when
you say ‘no’. Whether they feel I
am refusing out of pride or to make
themselves feel better, I do not
know. But what I do know is that

they are not listening to me or even
thinking about what I really want.

People have asked me questions
they wouldn’t ask an able-bodied
person who they did not know. The
weird thing is that I answer them. I
feel that I was conditioned to do
this. They feel they have the right
to ask me.

When rushed into hospital, my
then boyfriend, now husband, was
called. I was then fully examined
with him standing there without
any questions asked. I can only
assume that they assumed he was
my carer. Some people still see him
as that, and he has been told on
several occasions what a great
bloke he must be to have married
someone like me and they don’t
know how he does it! Those people
should try living with him some-
times!

People seem to have trouble
seeing me as the giver

An example of this is where [ work,
I have to go through several sets of
doors each day and I am quite
happy if someone in front holds the
door open for me. Sometimes I
know someone is behind me and 1
open the door for them. Do they
come through and say thank you

like I do? Oh no, they rush ahead ‘
and hold the door again thinking

I've got stuck! What does that say?

From these examples, you can see
why sometimes I've felt like other
people’s property and, although
these events and many more have
happened to me, they are just a tiny
part of my life. To change these
attitudes does not cost anything but
just requires that people think
about what they are doing and
saying and why. The Disability
Discrimination Act falls a long way
short of what I feel disabled people
are entitled to, but one thing I
believe it will help do is to raise the
consciousness of the people we
meet on the street every day.
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disabled

people

disability groups and

AT our annual meeting in September, three speakers took
up the theme of civil rights for disabled people.

Beverley Rowe, Your Voice In ASBAH member, high-
lighted some of the ‘subtle’ ways in which she had
experienced discrimination since childhood.

Then Zem Rodaway, also from YVIA, posed the question —
is the Disability Discrimination Act doing enough to
ensure disabled people enjoy full civil rights in society?

Finally, Neil Betteridge from RADAR (Royal Society for
Disability and Rehabilitation), considered how other
indeed the new government
regarded the new legislation — see page 12.

Disability Discrimination Act -
A sharp attack or a toothless smile?

ERE has been a great deal
of criticism of the Disability
Discrimination Act (DDA) -

justifiably so, in my opinion. How-
ever, is it really just a toothless
smile in the face of discrimination,
or is it having any benefits at all on
society?

Despite the fact that there has been
legislation outlawing discrimin-
ation on grounds of sex or race

since the 1970s, when it comes to

he discrimination faced on a daily
basis by many of Britain’s 6.5 mill-
ion disabled people, the govern-
ment has always promoted ‘educ-
ation” and “persuasion’ as the way
forward.

This may have worked in a few
isolated cases. However, many
companies which may be service
providers, as well as employers, are
looking at profitability and comply-
ing with existing legislation, and
don’t have the time or the will for
‘optional extras’.

There has been an increasing move-
ment for civil rights legislation — 17
attempts to introduce such legislat-
ion between 1982-1994. The govern-

By Zem Rodaway

Your Voice In ASBAH

ment then introduced the DDA in
1995. But has it put disability on the
agenda, or does it deserve the title
of ‘Doesn’t Do Anything Act?’

From my perspective as a Disability
Rights Worker, I would like to
suggest there has been some benefit
to having a Disability Discrimin-
ation Act, even in its present form.

Some employers are now including
training on the Act for their em-
ployees. This may be for the right
reasons, or it may be simply to try
and avoid responsibility if one of
their employees is taken to an
industrial tribunal under the new
Act. Whatever the reason, such

training at least brings the issue of
disability out into the open, and
focuses attention on it. I have been
asked to provide training for a
variety of organisations and all
sorts of questions have come up,
eg what’s an induction loop? how
can we get our leaflets transcribed
into braille or onto tape?

Some people have had precon-
ceived ideas that a particular
impairment prevents a person
from doing a particular job.

Such training also gives the opp-
ortunity to talk about language in
relation to disability, or to address
some of the issues Beverley raised,
like when and how to offer help.

Often people have been blissfully
unaware of the discrimination
disabled people face. People have
really been surprised when I have
talked about past difficulties
obtaining motor or life insurance,
or of being referred to as a “fire
hazard’. I always assure people at
this point that disabled people are
no more liable to spontaneous
combustion than the rest of soc-
iety.

I would hope that whatever peo-
ple may have learnt in training
sessions will also spill over into
their everyday life. For example,
an office worker may also be
involved in a voluntary organis-
ation, or with their child’s school.
Everyone has some involvement
in society — even if it is just going
to the shops, library or pub.

Many local authorities and other
organisations are now undertak-
ing access audits of their build-
ings, and some institutions have
organised consultation meetings
with disabled people to canvas
their ideas. We all know that the
world isn’t going to change over-
night, but at least some changes
are beginning to be made. Such
audits may ideally be done in
consultation with disabled
people’s organisations.

Having said this, many companies

continued on page 12
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Zem Rodaway, from page 11

are still unaware of their obligat-
ions and many disabled people are
still unaware of their rights. How
can we use the new Act, if we
don’t know what rights it gives us?

I believe disabled people need to
be pro-active in fighting for change
in society. Sometimes just a letter
will produce results. We need to
be aware of the help and advice
available in our local area — maybe
from our trade union, if it is an
employment issue, or the local
disability organisation, Citizen's
Advice Bureau or Law Centre.
Nationally, RADAR or the Disabi-
lity Law Service can be contacted
for advice.

Here are some examples of ways
in which the Act has helped:

@® A woman has won her case
against Wisdom toothbrushes,
who, instead of seeing what ad-
justments they could make when
Barbara Tarling’s condition wor-
sened, began disciplinary proced-
ures and sacked her. Hopefully,
they are now wise after the event.

® A group of three deaf workers
were being denied access to staff
meetings at their company. Under
the DDA, the employer must make
a ‘reasonable adjustment’ to allow

disabled people access, in this case,
by providing sign language inter-
pretation.

One of the many problems with
the new law is that only parts of it
are in force, and there is no
sanction unless a disabled person
complains. However, we can all
encourage good practice, for
example:

@® A new set of customer inform-
ation leaflets is being printed at
work. Could a large print, braille
or audio version be made?

@ The office is being redecorated.
Could a different colour scheme
assist a visually impaired person
to find his/her way around?

® A local building society is being
renovated. Could the cashpoint

machine be sited lower down, so it
can be reached from a wheelchair?

® Could the step up to the post
office be replaced with a ramp.

And what of the future? The DDA
can be seen in two ways — breaking
down barriers, with people begin-
ning to talk about disability issues,
and disabled people included in
companies’ equal opportunities
policies, harassment policies and

so on. Perhaps levels of awareness
are beginning to rise.

On the other hand, in some cir-

cumstances discrimination can be

‘justified” under the legislation.
This would appear to make dis-
crimination officially ‘legal” rather
than outlawing it!

The government proposes to set
up a Commission to look into Civil
Rights legislation. I believe we
should continue to campaign for
such a law whilst making as much
use of the current Act as possible —
both in terms of taking up claims
of discrimination, and of increas-
ing the level of disability aware-
ness in the general public.

Finally, to return to my original
question: the DDA - Is it a sharp
attack on discrimination or a tooth-
less smile, smiling benignly at the
face of discrimination?

I believe the answer lies some-
where in the middle. It is certainly
not a sharp attack, there are too
many loopholes for that: the defin-
ition of disability, the fact that bus-
inesses with fewer than 20 employ-
ees aren’t covered as employers,
but are covered as service provid-
ers. But neither is it completely
toothless. Some members of the
public are gaining more awareness
of disability issues and some dis-
abled people, some of the time, can
make use of the DDA, if they
know about it, and have the supp-
ort to do so.

SOME organisations feel we
should get rid of the Disability
Discrimination Act (DDA) which,
they believe, was never any good,
and start again with a clean slate.

RADAR believes the DDA is
deeply flawed and can identify
the parts which need to go, but
we believe the good parts should
be retained to ensure the work
already done isn’t wasted but
goes forward to civil rights legis-
lation which we all need and
should enjoy.

In the short term, the focus is
Roger Berry’s Private Member’s
Bill which, in the new year,

Civil rights for disabled people: an agenda for change

By Neil Betteridge
Head of Projects and
Campaigns at RADAR

should give an airing to unresolv-
ed issues such as the definition of
disability under the Act, the ex-
clusion of employers of fewer than
20 people from the Employment
Section of the Act, and the absence
of a Commision which makes the
new laws hard to enforce.

We could get this wrong, we may
get a backlash from the main-
stream, so it is important that we
think about it carefully and get it
right.

It is important not to relent now
after all that has gone before over
years and decades. We are, in
effect, getting a second bite of the
cherry and we might not get a
third for a very long time.

@ Since this speech was made, in
September, the government has
made an announcement about
establishing a Disability Rights
Commission, a Ministerial Task
Force and the enforcement of the
remaining parts of Section 3 of
the DDA. RADAR welcomes all
these measures but is concerned
that it may take several years to
get new, stronger legislation.
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Golf captain’s
appeal goes
with a swing

A GOLF captain, whose five-year-
old grandson has spina bifida and
hydrocephalus, has adopted
ASBAH as his charity during his
year in office.

And in a single day, £1,025 was
raised for ASBAH, at a special
golfing event held in May.

Dave Turner expects there to be
other equally successful fundrais-
ing events before his year as capt-
ain of Bush Hill Park Golf Club in
London N21, comes to an end, in
April.

He said: “The fund is running at
£1,600 (October) and there are all
sorts of important functions like
the dinner dance still to come.

“When I see all the £5 and £10
notes in the collection boxes, it
amazes me how generous people
are.”

He added: “Choosing ASBAH as
the captain’s charity seemed the
obvious thing to do as my grand-
son has spina bifida. Early on, the
family had support from ASBAH
but it wasn’t crucial in the end. He
is doing very well.”

Tennis stars in the making

A COME-and-try Tennis and
Activity Day, organised by
ASBAH adviser Elizabeth Miers,
has resulted in two people winn-
ing trophies in an international
tournament.

Debbie Simms and Phil Moss, both
aged 30, had hardly picked up a
tennis racket before 1st June but
are now playing three times a
week at a local tennis centre.

Debbie, from Prenton, Wirral, said:
“Elizabeth asked me to go along to
the Tennis and Activity Day, and I
wasn’t going to turn up on my
own, so I asked Phil to come too.

“I had never really picked up a
tennis racket before that. We met
tennis coach Craig Jones there,
who asked us if we’d like to join
the regular coaching sessions.”

About 15 people with spina bifida
and/or hydrocephalus took part in
the Tennis and Activity Day at
Wirral Tennis Centre. One partici-
pant, Alison Brown, aged 26, from
Chester, plays regularly at Wrex-
ham. She now has a new tennis
wheelchair, some of the money for
which was donated by Vauxhall.
Other participants have started
playing regularly and are hoping
to start a basketball group.

SOUTH Thames ASBAH secret-
ary Margaret Holmes invited a
member of ASBAH South East
Region to attend an annual pic-
nic. I was able to go and had a
brilliant day.

The picnic, which took place in
Swanley, was well attended and
the food was delicious — prepar-
ed and provided by the local
association.

a miniature railway, large padd-
ling pool, a boating lake and an
adventure playground.

Picnic gathering in South Thames

Swanley Park is delightful with -

by Denise Taylor
Secretary, ASBAH South
East Region

This event, which has been
going for about eight years,
provides a good opportunity for
members, families and friends to
get together in a relaxed setting
and it gave me a chance to find
out how important the local
associations are.

It was a smashing day. Thanks
for inviting me and don’t forget
my invite next year!

Debbie and Phil are lucky that all
their coaching sessions are free,
thanks to sponsorship from
Cyclone Wheelchairs.

Debbie, who is also mum of four-
year-old Eleanor, said: “There are
five or six of us who train
altogether twice a week at the
Bidston Tennis Centre, and Phil
and I usually get together at
weekends for a game.

“We weren’t very good but were
encouraged to keep going. I had
never done a wheelchair sport
before and was quite surprised at
how much fun it was. Phil has
done wheelchair basketball but he
is now concentrating on tennis.”

Wheelchair tennis players are
graded according to ability and at
an indoor tournament in Notting-
ham in November, Debbie won a
trophy after getting through to the
ladies final in the ‘C’ Division.

Phil, of Rockferry, Wirral, who
uses an adapted basketball wheel-
chair to play, came away with a
trophy as a doubles finalist. He
also got through to the singles
semi-finals. The youngest tourn-
ament competitor was 16; the
oldest was in their 40s.

Debbie now has a second-hand
tennis wheelchair to help her move
more swiftly around the court.

Elizabeth Miers said: “Debbie and
Phil are doing brilliantly. Thanks
to 14-year-old Shelly Oliver, from
Birkenhead, the sister of Douglas,
who raised money to hire the
courts for the Tennis & Activity
Day, which got it all started.”
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Fast forward to the next century as
goers explore Choice, Independence

UR work in giving
disabled service-users
greater involvement in

ASBAH received two immense
boosts this autumn.

On top of an £80,000 grant to
take the work forward from the
National Lottery Charities
Board, our six-year-old particip-
ation programme was given a
ringing endorsement from
people taking part in the first
residential conference staged by
our user-group forum, Your
Voice In ASBAH (YVIA).

Many of the participants at the
YVIA conference — held in South
Wales at the end of October —
liked what they heard about the
participation programme so
much that they agreed to
explore the setting up of local
groups in their own localities.

Conference organisers left with

the clear impression that there
were good prospects for groups
to be established in eight areas,
with the foundations for another
lively South Wales group seem-
ing to be laid during the confer-
ence itself.

Around 50 people, aged bet-
ween 18 and 71, attended the
three-day conference at the
wheelchair-friendly Jane Hodge
Hotel, set on a hillside over-
looking the Vale of Glamorgan.

The event — dubbed CIC 97,
standing for Choice, Indepen-
dence and Control — attracted
participants from as far afield as
Morpeth in Northumberland
and Sussex.

The conference itself proved to
be so enjoyable that there were
instant demands for something
like it to be held again pretty
soon.

YVIA chair Alan Twyford said
he hoped that would soon be
possible. He said it was an excit-
ing time for YVIA and lots of
things would be happening in
the near future.

Gwyneth Bishop, from Ponty-
pridd, acknowledging that she
was the oldest person present,
complimented YVIA on putting
together a conference prog-
ramme which bridged the gen-
eration gap.

“I certainly enjoyed myself, and
I know an awful lot of other
people did as well. I didn’t
really expect all age-groups to be
catered for but I was wrong,”
she said.

A feeling was widely expressed
that the time allowed for the
various workshops was too
short. People were spoiled for
choice. They felt fewer topics
could be covered but in more

Fitting all the pieces of the weekend together, organisers, from left to right: Marcia and Paul Conroy,
Zem Rodaway, Margaret and Alan Twyford, and Jon Burke

depth. But the sl
meant that every
thing to relate tc
their experience
inclination.

Conference co-o0
Burke comment
the workshops,
number of peop
each one. One o
to devote a who
employment op)
indepe - livi

The workshops:
YVIA and its fu
ing, sports-tastir
ness, relationshi
wheelchair mob
independent liv
the Disability D
Act.

Guest workshor
ed Sian Barry fr
Matters, part of
ing service ‘awe
from Parentabili
Robinson from t
Drivers Associal

The conference 1
an entertg‘men
which A‘ aded
a surprM gig gi
er lan Stanton, fi
one of the showl
disability mover
many for his apy
TV.

All the feedback
participants of tk
have been favou
remarks were: “]
from the weeker
some new friend
not the only one
some of the expe
had, and found «
YVIA.”

“I can’t fault any
weekend. In my
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Taking a break during the Your Voice In ASBAH training weekend

deserves a round of applause for
organising the weekend.”

@ The lottery money, from the
England committee of the Nat-
ional Lottery Charities Board,
will put our pioneering disabled
member involvement prog-
ramme on a firmer footing over
the next three years. It will pay
for a series of special training
courses, conferences and for a

o

[ ’

dedicated, part-time organiser,
who will be based in Peter-
borough.

So far, the work has led to the
setting up of Your Voice In
ASBAH, more disabled-users
joining our committees, and a
series of training weekends des-
igned to give disabled members
the skills and experience to
become involved in national
ASBAH and local associations.

A breath of fresh air during the Wheelchair Mobility session

2

S
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FIFTY people,
aged 18-71,
took up the
invitation to

spend a
weekend in
Wales with

Your Voice In

ASBAH - to
improve skKkills,
find out about
service user-
involvement in

ASBAH - and

most had a
wonderful time!

TONY BRITTON

reports.
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LM
festiv-
als are

popping
up all over
the place,
each offering
something
new, similar and the same as many
others that already exist.

Quite bizarrely, they are often a
showcase of the best, worst and
indifferent attitudes that culture
has towards disability. Isay
bizarrely because they are never
recognised as having anything to
do with disablement in any form
whatsoever, yet they always have
either numerous films about or
with disability as a central theme.

Take the Birmingham and London
Film Festivals for example. Their
range of films about, or within the
subject area of, disability is start-
ling, (all GB and US unless other-
wise stated): In The Company of
Men; Regeneration; The Tango
Lesson; The Diary of a Madman (a
short); The Ugly (New Zealand);
Live Flesh (Spanish); Sling Blade;
Sixth Happiness; Bernie (France);
The Kingdom (Denmark); Beyond
Silence (Germany); Sick: The Life

and Death of Bob Flanagan, Super-
masochist; In Case I Never See You
Again (Mexico); Richard III and the
silent film Orphans of the Storm.

Unfortunately, some of the most
significant and exciting of these
films in both the Birmingham and
London Film Festivals are in inacc-
essible cinemas. Thus, it is easy to
dismiss any film about disability
as being about the ‘human condit-
ion’ or the ‘art of cinema’ if you
never see a disabled person in the
audience.

Fortunately, Live Flesh will prob-
ably get a distributor and, as such,
will be shown around the country.
The tragedy is that the other films
mentioned — which will probably
be more significantly challenging
(ie Germany’s Beyond Silence or
Mexico’s In Case I Never See You
Again, or even Sick ...) — will not
only never get seen outside of their
one or two screenings in the Lon-
don Film Festival but they will
never even be seen on television
either (shame on Channel 4).

Occasionally a film festival does
have disability specific events
(either about disability or for dis-
abled people); Leeds and Birming-

ham have done so over the past
few years. But this is insufficient
and not the right direction to go in,
I believe.

The government must ensure and
participate in the creation of a
systematic distribution network
where works of art — be they dis-
ability-orientated or not — are not
merely shown once to an elite few
and then forgotten about, but are
available to everybody, every-
where.

Film festivals (and other culture
festivals) are better than nothing:
they at least provide a single
screening of a number of films/art
performances / works which will
then disappear. I believe, though,
that we all deserve a little more
than better than nothing.

Pluralism - the promotion and val-
idation of as wide a multiplicity of
perspectives and experiences as
possible — is essential if a society is
to grow and illuminate itself with
all its people; and the pluralistic
culture that film festivals (and
Channel Four) embody are merely
the bourgeois posturing of a pat-
ronising elitist view of pluralism.
Let’s hear it for real pluralism.

Independent Living show dates 1998

FOLLOWING the success of 1997’s
Independent Living Shows —
which took place in Bristol,
Glasgow, Sandown Park and
Doncaster — the dates for 1998
have been set.

There will be two shows — one in
Manchester and one in the popular
Wembley exhibition venue.

The Wembley date replaces the
Naidex exhibition, which was
always well supported by
exhibitors and visitors alike.

The new Independent Living
Shows, which have welcomed
both professional and private

visitors, have provided exhibitors
and visitors with an informal and
relaxed environment in which to
meet, compare products and up-
date themselves.

Michelle Boland, exhibition
director, said: “Our primary aim is
to provide an exhibition which is
easy to get to, full of the most
interesting exhibits and supported
with good quality, interesting free
seminars.”

Independent Living North-West
takes place on 18-19 March 1998
in Manchester while Independ-
ent Living London is at Wembley
on 9-10 September 1998.
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MANY of you will already
know that ASBAH special-
ist adviser (medical/conti-
nence) Paula Thompson is
doing some research into
any links between people
with hydrocephalus and
associated eating prob-
lems.

Paula would like to thank
everyone who has responded
so far.

Once again, she would be
very grateful if any parent,
who has a child with hydro-

cephalus and eating prob-

ASBAH survey on children
with hydrocephalus and
eating problems

lems, would take the time to
fill out the questionnaire
which appears on page 2 of
this issue of HNN - even if
you have contacted Paula in
the past about the subject.

Paula says: “The results,

which I have already found to

be very interesting, will be

published in the near future,
so watch this space!”

Paula’s interest in hydro-
cephalus and asssociated
eating problems began last
year when ASBAH Services
staff received two or three
calls on the subject within
about a week.

‘n Support for
people with BIH

FOLLOWING the feature
in the Winter "96/97 issue
of Hydrocephalus Network
News, we are planning to
set up a Support Group for
people with Benign Intra-
cranial Hypertension.

For more information,
contact Lyn Rylance,
Services Dept,

ASBAH, 42 Park Road,
Peterborough PE1 2UQ,
telephone 01733-555988,
fax 01733-555985.

GILL WINFIELD ...

likes red wine following a
visit to France, and she and

plies. “We hope to go over
again soon to stock up for
Christmas,” she says.

As well as days out to
Boulogne, Gill enjoys a
weekly aquafit class and
walking — though if her two
children, aged 10 and 12,
are present she has to pre-

INFORMATION OFFICER

HAS recently discovered she

her family now make several
trips a year to replenish sup-

tend they’re going on a pic-
nic as they don’t like strolls
in the country.

The children’s favourite holi-
day is under canvas so Gill
does a lot of this, “though it
always seems to rain when
we go camping,” she says.
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Network Co-ordinator:
Rosemary Batchelor
01733-555988.

Education (National): Peter
Walker 01733-555988.

Medical (National): Julie
Llewelyn 01733-555988.

Medical/Continence,
(Eastern Region): Paula
Thompson 01733-555988.

Medical/Continence
(South East Region):
Caroline Berkley
0181-449 0475.

Education (North): Mike
Dodd 01484-510202.

Occupational Therapist,
(Northern Region and
START): Rose Hinchliffe
01943-609468.

Medical (North and North
West): Geraldine Binstead
01943-609468

Education (Northern Ire-
land): Lorna Johnston
012477-72191

Medical/Continence,
(Northern Ireland): Marie
McGonnell 016487-64748.

Hydrocephalus (Northern
Ireland): Lorna Johnston
012477-72191

User-group forum project
worker (Northern Ireland):
Helen Quinn 01265-51522

ASBAH’s Honorary
Consultant on Hydroce-
phalus: Dr Roger Bayston
MMedSci FRCPath, contact
through ASBAH’s Services
Dept at ASBAH House.
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Eating problems questionnaire

Child’s name Date of birth
Address
Postcode Tel No:

Do you have an ASBAH adviser, if so, who?
SB

Does child have shunt?

SBH H
Yes / No
Type: VP VA  OTHER

Disability:

Date inserted

State number of shunt revisions, if any

Any other medical problems?

Allergies:

Child’s height weight

Parents’ names

Other children in family: ~ Yes / No

Name Age

Name Age

Name Age

Age at which eating problems began

Does your child have problems with any of the following?
Retching Yes / No Reflux Yes / No
Specific textures, eg lumps Yes / No

Temperatures Yes / No Amounts of food Yes / No

If you answered “Yes’ to any of the above, please specify:

Is she/he a ‘fussy eater’/‘slow eater’?  Yes/ No

Please specify:

Any other eating problems?

Have you consulted a health professional regarding any of the
above problems? If so, who?

How does this affect family life?

Any family history of eating problems?

Anything else you feel is relevant (continue on separate page if necessary)

Please return completed questionnaires as soon as possible to:
Paula Thompson, ASBAH, 42 Park Road, Peterborough PE1 ZUQ

¥
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Slit ventrical syndrome‘

By Michael Vioeberghs

Senior lecturer in paediatric
neurosurgery
& honorary consultant
paediatric neurosurgeon

Queen’s Medical Centre
University of Nottingham

NE error that can be

made is to think that

the human ventricu-
lar system (the well-known
four cavities within the brain)
is static and that the ventri-
cles do not modify over time.

At birth, or even within the
womb, as can be seen on
prenatal ultrasound, the
ventricles are rather small.
Within the first year of life,
there is quite a lot of change
in the brain and so in the
shape and size of the ventri-
cles.

With increasing age the ven-
‘gricles become larger because

f the unfortunate decrease in
brain cells we all go through.
These changes are easily
picked up on CT scan or MRI
scans. This also means that
the actual size of the ventricu-
lar system has very little
importance except in the
extreme case where the ven-
tricles are so large that there
is hardly any brain left.

During each heart beat, a
shock wave is produced that
changes the shape and size of
the ventricles. With a particu-
lar sequence on MRI scan-
ning, this movement can be
picked up and studied. This

movement is also the object of
a combined research project
between the engineering
department and myself.

All this is to say that we are
dealing with a dynamic sys-
tem where there is constant
modification of shape and
volume.

What are slit ventricles?

Slit ventricles are small ven-
tricles, sometimes so small
that they are barely visible on
CT scan or MRI. Slit ventricles
can occur after severe head
injury or viral infection of the
brain. In both conditions, the
brain becomes so swollen that
the fluid is pushed out of the
ventricles.

More of interest to this dis-
cussion is the appearance of
slit ventricles after cerebro-
spinal fluid diversion —
shunts, for example. One of
the criteria for a happily
functioning shunt is decom-
pression of the ventricular
system when compared to the
previous CT scan or MRL
Inherent to any shunt system
is the change in the pressure
in the skull and brain. In
some patients this can lead to
a siphon effect, much as when
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Dave’s Diary/ Events — p25

Link is ASBAH’s main
magazine. Subscription
details from National

| Centre.

o/

you siphon petrol from a car.
What happens next all de-
pends on the resilience of the
brain. At a very young age,
the brain is very watery and
will easily change shape. The
ventricles will usually be-
come smaller, sometimes up
to a point that they become
slit-like. Unfortunately, this
effect is unpredictable and
very little can be done about
it.

It is important to know that
not all small or slit ventricles
cause symptoms. What pro-
portion of patients with small
ventricles develop slit ventri-
cle syndrome is not really
known. We know that the
patients at risk of developing
slit ventricle syndrome are
those who were shunted at an
early age and where a low
drainage pressure shunt
system was used. This does

continued on page 4
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Slit ventrical syndrome

by Dr Michael Vloeberghs
from page 3

not imply inadequate treat-
ment. It just means the effect

of a shunt can be unpredict-
able.

What is slit ventricle
syndrome?

Slit ventricle syndrome is a
constellation of symptoms
which, for example, can ap-
pear in patients with a func-
tioning shunt and in whom
the brain has lost part of its
elasticity. The symptoms
consist of headaches, vomit-
ing, drowsiness etc. Infuriat-
ingly enough, these symp-
toms resemble those of shunt
malfunction.

The appearance of the symp-
toms is very cyclical, often
with the regularity of a clock
for example, the patient is
well for three weeks, then
violently ill and sleepy for 24
hours and then well again.
There is more often than not
no cause for the symptoms,
although a minor viral illness
can kick off the symptoms.
Often the patient is taken to
hospital and imaging is done
which shows the ventricles to
be small, or even unchanged,
compared to previous
imaging.

To increase the frustration,
the symptoms disappear
spontaneously. Until the next
time, that is.

What actually happens?

We have been able to confirm
by MRI scans on several
patients the ‘gut feeling’

many have had about slit
ventricle syndrome.

In ordinary circumstances,
the shunt drains the cerebro-
spinal fluid (CSF) from the
ventricles to whichever cavity
of the body. This causes, in
certain patients, the ventricles
to collapse. The ventricle
closes on the ventricular
catheter that drains the ven-
tricles and blocks off the
outflow of CSF. That's when
the symptoms appear. The
pressure in the brain rises
very quickly and the patient
becomes ill. Because the brain
has lost some of its elasticity
due to the initial disease that
caused the hydrocephalus,
the ventricles do not blow up
rapidly and the symptoms
can persist. After a while, the
ventricles get slightly bigger
and the normal CSF drainage
resumes. All these changes, in
shape and size, may not be
easy to detect and often the
illness goes unexplained.

What can be done?

This is a difficult question.
The crucial point is to make
sure that the shunt is working
properly. This means you
must make sure you are not
dealing with intermittent
shunt blockage due to mal-
function of the system. Often
this can be done by measur-
ing the pressure in the skull
(ICP = intra cranial pressure
monitoring) and with extra
imaging (CT scan or MRI).
Once you are satisfied with
the functioning of the shunt,
there are several options
available. In our department,
we tend to proceed with

volume expansion proce-
dures.

This means that, since the
ventricles are small, you can
give the ventricle, and so the
catheter inside the brain,
some extra space by remov-
ing a scale of bone on the side
of the skull. This is called a
subtemporal decompression.
This simple procedure carries
very little risk and resolves
the problem.

Other volume expansion
procedures consist of moving
larger portions of the skull to
make the total volume bigger,
for example, forehead ad-
vancement. This type of proc-
edure is more elaborate and is
suitable for very young chil-
dren. Tampering with the
shunt system is usually a bad
idea if at least you are satis-
fied with its functioning.

Moves like changing to a
higher pressure valve or
adding an anti-siphon device
at a later stage can sometimes
cause a fatal rise in intra-
cranial pressure, particularly
in those patients who have
had a shunt or who have )
suffered from slit ventricle ‘
syndrome for a long time.

I am often asked what the
role of endoscopy is in slit
ventricle syndrome. We have
treated a number of patients
with slit ventricle syndrome
with endoscopic third ventric-
ulostomy. This was only
possible because these pat-
ients presented with shunt
failure and large ventricles.
The important message is that
slit ventricle syndrome does
not preclude endoscopic
treatment but the ventricles
must be large enough to
allow access.
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Choosing your child’s school
— your rights and the law

by Michael Imperato

ECIDING which
school you would
like your child to go

to is something which will
exercise the minds of all par-
ents, but do they really have a
choice at all?

In fact, parents only have the
right to express a preference.
. The responsibility for deter-
mining a school’s admission
arrangements rests with the
admission authority. For most
schools this will be a local
education authority (LEA).
For voluntary aided schools,
such as church schools, this
will be the governing body.

The admission authority can
only refuse to admit a child to
a school of the parents’ pref-
erence:

a) If the number of applica-

tions has reached what is
‘ known as the school’s

standard number and to
admit more would preju-
dice the provision of
efficient education or use
of resources.

b) If the school is an aided
school and admission
would be against admiss-
ion provisions set up to
preserve the school’s
character, eg a Catholic

school can give priority to
Catholic children.

c) Where the school is select-
ive and the child has
failed its entrance exam.

Admission authorities must

publish each year their ad-
mission policy. In respect of
non-denominational schools,
this becomes relevant if the
school is full. Most admission
authorities will then operate a
system where preference is
given to children who have
older siblings already in the
school and / or who live close,
ie within its catchment area.

If a child is refused a place,
parents can appeal to an
independent panel. The ad-
mission authority would have
to show the appeals panel
that one of the three reasons
by which they could refuse a
place was relevant (see above).
In non-denominational
schools this will usually be
reason (a). In those circum-
stances it will be important
for the parents to try to show
that the school may have
allowed a few extra children
in previous years.

If the appeal panel accepts
that the school is full, they
must then go on to balance
the wishes of the authority
against those of the parents. If
the parents can produce a
good reason why their child
needs to go to this particular
school, this might tip the
balance in their favour, eg
perhaps the child has a minor
disability and this school is
well placed to cope with it.

Children with special educa-
tional needs (SEN) will be in a
stronger position if they have

a Statement. To have a State-
ment, a child must have been
assessed by the LEA as hav-
ing educational needs which
require extra support and
provision. Part 4 of a State-
ment will specify the type of
school considered appropri-
ate and possibly name it. The
named school is obliged to
take the child, even if full.

If its governors object, they
would have to show why
they couldn’t provide what
the child needed even with
the support provided under
the Statement. It will be
extremely difficult for the
governors to prove this.

Many people think that a
Statemented child must go to
a special school with other
children with severe disabili-
ties. That could not be further
from the truth. A child with

continued on page 6
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Choosing your child’s school, from page 5

SEN should be educated in a
mainstream school as long as
that is compatible with:

i) the child receiving the
special education
provision required.

ii) the provision of efficient
education for children
with whom the child
will be educated.

(iii) the efficient use of
resources.

If you wish your child to be
kept in a mainstream school
but the LEA says no schools
will take him or her, ask, how
does it know? Has it con-
sulted all the schools in the
area?

Parents have a right to have
the mainstream school of
their preference named in
their child’s Statement. If the

LEA does not think the child
should go to the school, the
onus is on them to prove why
not.

What if the parents of a child
with SEN wish for him or her
to go to a particular special or
private school? Here the onus
is on the parents to justify
why the child should go there
and not to any alternative
which has been suggested by
the LEA. The child’s parents
can request this even if the
school’s fees are very high or
if it is at the other end of the
country. They may even insist
that the child needs to go to a
school abroad. In a recent
case, the Prime Minister’s
wife, Cherie Booth, success-
fully acted for parents who -
insisted their child should go
to a specialist school in Bos-
ton, USA.

Any parents with children
with SEN who are in dispute
with their LEA about which
school their child should
attend will have to go to the
SEN Tribunal to resolve the
issue (see article by Peter
Walker, Link No. 169, April
1997).

Parents do not have a choice
of schools, rather a prefer-
ence. Those with children
with SEN have a good chance
of placing their child in their
preferred school if it is main-
stream, and they can even
have their child placed in an
expensive foreign school of
their choice in some circum-
stances. Either way, parents
initially denied their prefer-
ence will always have the
opportunity to appeal and,
with the help of ASBAH
specialist advisers (educa-
tion), they should not fear
taking on their LEA.

® THE Anencephaly Support
Group is a small contact
group offering support by
telephone and letter, and
information on the condition.

It links families and, in some
parts of the UK, can give area
contacts.

It also produces an Informa-
tion and Medical leaflet —
please send a stamped add-
ressed envelope if you require
either of these.

There is no subscription fee,
but donations are welcome.

Contact: Mrs D Lindesay,
Anencephaly Support
Group, 29 Hawkwood
Close, Malvern WR14 1QU.
Tel: 01684-573974.

Support groups update

® THE Dandy Walker Syn-
drome Group for the UK is
run by Julie McKeown, c/o
ASBAH'’s Services Depart-
ment, 42 Park Road,
Peterborough PE1 2UQ.

® THERE is also a Dandy
Walker Syndrome Network
in the USA. Contact: Desiree
Fleming, 5030 142nd Path
West, Apple Valley, MN
55124, USA.

® THE Self-Help Hydro-
cephalus Network (SHYNE)
is a group for people with late
onset hydrocephalus. Con-
tact: Jane Franklin, SHYNE,
Greenways, Ashbrittle,
Somerset, TA21 OLE.

® THE Hydrocephalus Asso-
ciation for USA publishes a
12-page quarterly newsletter.

It also produces various Fact
and Information Sheets,
including: Learning Disabili-
ties in Children with Hydro-
cephalus, Social Skills Devel-
opment in the Child with
Hydrocephalus and Eye Prob-
lems and Hydrocephalus.

More information and sub-
scription details from: The
Hydrocephalus Associa-
tion, 870 Market Street,
Suite 955, San Francisco,
CA 94102, USA. Tel: 00-1-
415-732-7040. Fax: 00-1-
415-732-7044. E-mail:
hydroassoc @aol.com
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A Supermarket
Visit

By Mrs Gwen Bayley
from York

HN NEWS

letters MRS

| could forget for England
Should a championship be
proclaimed.

When haste is required at the
till
My problem dogs me still.

| would forget my head were
it not tied on

" Had a safety chain fitted (my

shunt) to no avail!

A good friend is a wonderful
help

Two heads are better than
one?

Not so many items left behind
Requiring my retracking to

retrieve.

Determination is what’'s
required
‘This challenge to overcome.

' Send your letters,

. articles, comments |

| and feedback to:

" Mrs Rosemary

. Batchelor, Senior
. Adviser Health

- and Policy Issues,
. ASBAH,
. 42 Park Road,
. Peterborough PE1 |
- 2uaQ. E

THANK you for helping us
make contact with other
parents of children who
have hydrocephalus.

We had 38 responses follow-
ing the appeals for contact
which appeared in the Dec
'96/Jan 97 Link and the
Spring Hydrocephalus Net-
work News (HNN). Of these,
19 families live in or near
London.

We subsequently organised
a coffee morning at which
we met five other parents/
carers. We hope to hold
another coffee morning
before the end of 1997.

This entire exercise has been
a great success and would
not have been possible
without your help. Thank
you.

One of the more interesting

outcomes of our experience
is the realisation of how
great the need is for people
to make contact on an infor-
mal and personal basis,
even for those who live in
areas covered by independ-
ent local associations. Is
there a greater role here for
ASBAH as a facilitator?
Perhaps our experience can
be put to good use?

Finally, I'd just like to say
how much we value the
HNN. It's an invaluable
way for us to keep abreast
of the issues and to learn of
the experiences of others —
in particular, the True
Stories.

John and Jacqui Bowmer
Flat D

11 Barkston Gardens
Earl’s Court

London SW5 0OER

OUR youngest son Nathan,
aged 14 months, was born
with congenital hydrocepha-
lus.

We have recently been told by
his neurosurgeon in Liverpool
that this was caused by a
believed bleed he had several
weeks before his birth at term,
which is very rare in full term
babies.

The hydrocephalus has dam-
aged Nathan’s sight but at
present we are unsure of the
extent of the damage. He is
awaiting yet more tests.

Nathan had his first shunt at
four weeks old and had his -
first shunt revision at eight
months, from which time he
has continued to make good
progress.

We would like to contact
other families where a full
term baby has had an intra-
ventricular bleed.

Jenni & Tony Jarvis
48 Church Close
Shawbury
Shreswbury
Shropshire

SY4 4]Y
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WAS diagnosed with
Ihydrocephalus and fitted
with a VA shunt as a

baby in 1971. I had a normal
childhood and schooling and
never saw a neurosurgeon for

a check-up because nothing
went wrong.

Then in 1994, when [ was 22, |
started to suffer from really
bad headaches and a stiff
neck. My GP gave me head-
ache tablets and said my
shunt was no longer in use
after all this time, so it could
not go wrong.

I insisted on seeing a special-
ist and the neurosurgeon
arranged for me to have a
brain scan. I never made it to
the appointment as I collaps-
ed two weeks later. I needed
a full revision and a VP shunt
was inserted.

I spent six weeks in hospital.
At first I couldn’t walk and
couldn’t talk. I left hospital
with severe depression and

By Debbie Sanderson,
from Skelton-on-Ure,
North Yorkshire

panic attacks. Also my peri-
ods have completely stopped.
But the doctors won’t connect
these problems to my shunt
revision.

I believe that a shunt revision
has a profound effect on your
body. Having that one revi-
sion wrecked my life and
changed me as a person.

Until I was 21, I went through
all my life thinking that my
hydrocephalus was cured. So
when my shunt failed, it was
such a shock. I then realised
that I have an illness which is
for life.

It has helped me to have very
understanding employers — I
have kept the same job all
through, even though I have
needed to take a lot of time
off for the operation and then

| YES! I would like to take out an annual subscription - four
| issues a year — of ‘'HN News.” Annual subscription rates: £2
| (UK); £5 European and overseas surface mail; £10 by airmail.

' Service user’s name
| Parent’s name (F APPLICABLE)
|

| Address

[
| Postcode

Tel:

| T enclose a cheque/postal order payable to ‘ASBAH.’
| An payments should be made in Sterling.

| Please cut out or photocopy completed forms and send to:
| Lynn Thomas, ASBAH, 42 Park Road, Peterborough PE1 2UQ.

Debbie Sanderson, aged 26

for depression. It has also
helped to have been able to
talk to a woman of similar
age, who has had even more
shunt problems than I have.

It is amazing that such a
simple operation should have
caused major trouble for me.
But good things have come
out of it. My GP is now very
understanding and I know
that, if I ever have a suspected
problem, I will be referred
straight to the neurosurgeon,
which is reassuring.

I think all suspected shunt
problems should be investi-

gated immediately to prevent ‘

problems like mine happen-
ing. Patients often have more
experience of what is wrong
than GPs, who may not have
treated many people with
hydrocephalus.

If you have a true story
you would like to tell
other members of the
Hydrocephalus
Network, send it to:
Rosemary Batchelor,
HNN Co-ordinator,
ASBAH House, 42 Park
Road, Peterborough PE1
2UQ.
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ambition: eating Afternoon

Tea at the Ritz. A desire
prompted less by culture and
refinement than thoughts of
heaped cake stands! These were
thoughts shared by my friend
Tanya, who agreed to drive me to
the Ritz.

! recently fulfilled a life-long

After an agonising six weeks wait
for a reservation, the Great Day
arrived. I duly stuffed myself into
a suit and immediately began to
overheat. The suit wasn’t necess-
ary because the Ritz only requires
jacket and tie for us blokes. But I
was out to impress T. She, of
course, saw through this pathetic
attempt at a cool image and
squashed my ego by asking
‘when’s the interview?’ At least
she didn’t ask when I was in court!
With these words ringing in my
ears, we set off.

Three hours later we’d travelled
down every major road in London,
looking for the Ritz, and I had ser-
ious doubts about Tanya’s navig-
ation. Eventually we arrived and I
tried to recall where the City of
Westminster (where the Ritz is)
kept its disabled spots. If you go
anywhere else, it seems, you get
jumped on. I was about to issue
directions when Tanya spotted an
empty street full of meters. So we
parked there instead.

Tanya and I consider ourselves to
be civilised people but we soon
managed to reduce the refined
event of Afternon Tea to some-
thing not far short of a chimps tea
party. We were swiftly in trouble
with the staff.

I attempted to avoid imminent
heat-stroke by ditching my jacket.
A waiter scuttled over and re-
quested I put it back on. So then
Tanya decide she wanted a picture
of me. I agreed, if I could have one
of her in that cocktail dress-thing.
She snapped off a sneaky shot of
me stuffing cake into my gob, and
I was about to get my turn/
revenge when we were again
buzzed by staff, who said ‘no
photographs allowed’. Pity, I'd
liked to have recorded the after-

noon tea, which was the polished
silver and dinky crustless sand-
wiches of my dreams.

The meal was excellent, if prob-
lematic. We peasants muddled
through, with minor mistakes.
Among other mishaps: we poured
out tea without using the silver
strainer (you get a mouthful of
bits), and wondered if you ate the
combined (crustless) sarnies singly
or in threes. Being left-handed (a
sign of the Devil in some coun-
tries), using the right-handed cake
fork properly would have been
impossible without getting food
up my nose. Eventually hunger
overrode manners and we attack-
ed the cakes with determination, if
not the right implements. All was
swiftly consumed.

While Tanya made use of the facil-
ities, I went mad and ordered
glasses of Champagne to end the
meal. They came and Tan took a
tiny, tiny sip, before reminding me
she was driving and not drinking!
So, embarrassed, I sat and grimly
drank two glasses of the most
expensive alcohol Id ever bought.
I swiftly retired to the loo (very
posh!), only to find when washing
and drying my hands, some old
guy doing it for me! Weirdness! I

was most unnerved. I only clocked
the coin dish on the way out and
twigged he was employed to do
this. That’s my Ritz experience. A
great, if strange, day out.

The Ritz 0171-4938181.

David Fulford-Brown

DATES FOR YOUR DIARY

28 February 1998

ASBAH Study Day, Worcester
College. Further details: Geraldine
Long, tel: 01789-763090.

16—20 March 1998

Looking Good, Feeling Good! resid-
ential course organised by Corn-
wall ASBAH for 12 young people
with spina bifida and/or hydro-
cephalus, Churchtown Centre,
Lanlivery, Bodmin, Cornwall.
Fully funded by the National
Lottery Charities Board; free to
participants. Details: Lynne Young,
Pen-Cherry, 5 Keast Close, Indian
Queens, St Columb, Cornwall, tel:
01726-861062.

18-19 March
Independent Living exhibition,

North-West, Bowlers Conference
Centre, Manchester. For free
tickets call: 01275-836465.

Saturday 21 March

ASBAH Study Day in Cornwall.
Details: Lynne Young, tel: 01726-
861062.

17-20 April

Adventure Training Weekend for
young people with spina bifida
and/or hydrocephalus, aged 11-
17 inclusive, organised by nation-
al ASBAH at Low Mill Resident-
ial Centre, Askrigg, Leyburn,
North Yorkshire. Cost: £50 per
participant. Further details:
Rebecca Sewell, tel: 01733-
555988.
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Letters

IT’S TIME the super-

markets took disabled
mothers in wheelchairs seriously.
Even when we can find shopping
trolleys which clip on to wheel-
chairs, there remains nowhere to
put the baby, except in one arm
(or, and this is not recommended,
in the shopping trolley itself).

What we really want is a shopping
trolley which clips on to the wheel-
chair AND has a baby-carrying
section. Then our hands will be
free to wheel our way round the
shop and do the shopping. Baby

will be safer and we’ll get round
the stores quicker.

It will also be a shopping trolley
which able-bodied mothers and
their babies can use in safety when
taking wheelchair-dependent
relatives out shopping.

Simple really. So let’s ask the
supermarkets to focus some of
their marketing skills on the
increasing number of mothers
using wheelchairs.

Kirsten Battle
Cippenham
Slough, Berks

LORRY (Lorraine) Laing,
who has spina bifida, is
looking for an e-mail pen-pal. She
is 35 years old and lives in a group

home in a rural town in Ontario,
Canada.

In this community, there are a few
group homes as well as supported
independent residents among the
disabled residents.

Lorry, who is involved in a thera-

peutic horseback riding prog-
ramme, says it is a great place for
disabled people to live and work.

She has a gentleman friend called
Francis from a nearby town,
Carleton Place, and they get
together for movies, bowling or
dances.

If you would like to write to Lorry,
she can be reached via
<daphne@storm.ca>.

] ASBAH’s presence at the
Mobility Roadshow,
which was held at the Transport
and Road Research Laboratory,
Crowthorne, Berkshire, in July,
was as successful as ever.

Over the three days, we met doz-
ens of professionals and many new
service users, and caught up with
many service users we had not
seen for a while.

This year, HRH The Duchess of
Gloucester, ASBAH’s patron,
opened the international biannual

event, which attracted more than
50,000 people.

Leonie Holgate, myself and volun-

teers, were delighted to welcome
the Duchess to ASBAH's stand.

We were also privileged to meet
Transport Minister, Glenda Jack-
son, who also attended the show.

Every type of mobility aid was on
display and there were many
opportunities for people with
disabilities to test drive adapted
cars and other mobility aids.

We talked to many people over the
three days and gave out lots of
folic acid leaflets. We worked hard
but had lots of fun!

Liz Clayton
ASBAH adviser for Berks,
S Oxon, part Hants & S Bucks

We invite letters

for publication.
Send them please to:
Editor, ASBAH, 42 Park
Road, Peterborough PE1
2UQ. The Editorreserves
the right to edit letters for
publication, so please keep
them as short as possible.

I THOUGHT Link read-
ers might be interested to
hear about an event which my
daughter took part in to raise
funds for Bedford and District
ASBAH.

Becki (pictured below) is 15 years
old and has spina bifida and
hydrocephalus. She took part in a
local four-mile Fun ‘Run’ and
managed to complete the course in
1 hour 17 minutes - her personal
best.

She raised £326 for the local assoc-
iation and was sponsored by many
local businesses, whose names
were displayed on both wheels of
her chair in exchange for a
donation.

Becki thoroughly enjoyed the ‘run’
and I felt it may help others to read
of her achievement.

Some readers may remember Becki
on the TV appeal programme,
Lifeline, back in 1987 when she
was four.

Mrs Janet Ellison
Riseley
Bedford
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HOLIDAY ACCOMMODATION

When booking, check to make sure the accommodation

suits your particular needs

WEYMOUTH BAY

Fully equipped, wheelchair-
accessible caravan - sleeps
five; on Haven Holiday Park,
full use of all facilities — heated
indoor & outdoor pools, bars,
children’s club & full enter-
tainment programme. Three
miles from Weymouth. Details
from Margaret Humphreys,
tel: 01494-714270 (Bucks & E
Berks ASBAH).

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 Mrs B
Nunn, tel: 01903-763473.

ISLE OF WIGHT ASBAH

Fully-equipped, wheelchair
accessible, two-bedroom
bungalow. Sleeps six.
Clubhouse, indoor heated
pool, shop etc. Lovely views,
many interesting places to
visit. Own transport advisable.
Details: Mrs S Griffiths, 3
Western Road, Shanklin, Isle of
Wight PO37 7NF, tel: 01983-
863658.

LINK Rates—

FRANCE - lle d’Oleron,
near La Rochelle

Mobile home for wheelchair-
users. Fully adapted (shower
etc), sleeps six, near beach,
disabled owner. Brochure from
M Mardle, Fricourt, Filey
Road, Old Heath Road,

Southminster, Essex CMO 7BS.

Tel: 01621-772447.

MArysol ea
NLE_

Mar y Sol - Tenerife

Wheelchair accessible apartments.
Heated pool with hoist. Restaur-
ant, poolside bar, equipment hire.
Sunshine guaranteed all year
round. Ring today for cheapest
prices. Sue Abbott, 123 Coppermill
Road, Wraysbury, Staines, Middx
TW19 5NX, tel: 01753-685718.

Algarve - Portugal

Wheelchair-friendly luxury villas
with swimming pools, or small
friendly hotels with adapted
rooms. Sue Abbott, 123 Coppermill
Road, Wraysbury, Staines, Middx
TW19 5NX, tel: 01753-685718.

FOR SALE

SPECIAL hand-built tricycle suit-
able for 4 years to 10 years. Has
adjustable back trunk support and
footshoes and strap support. New
condition. Red in colour. £300. No
offers. 01455-840223.

Link ISSN 1360-323X
Editor: Liz Cawthorne

Published by ASBAH,
ASBAH House,

42 Park Road,
Peterborough PE1 2UQ
Telephone: 01733 555988.

Classified Rates: £3.50 for 30 words max;
£4.75 for 30-45 words;

; 7/£6 00 for 45-60 words.

vCheques and postal orders should be
nade payable to ‘ASBAH'.

adverts for the next issue of LINK

E-mail: lcawthorne@asbah.demo

ry) should be submitted by
dy, 12 January. Please send them to

Air Mail ... i G SR 2
All payments should be madH
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AFFILIATED
ASSOCIATIONS

BARNSLEY

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

S Yorks S71 5BS

Tel: 01226 292546

BEDFORD

Mrs M Simmonds
16 Parkstone Close
Bedford MK41 8BD
Tel: 01234 400068

BOURNEMOUTH,
CHRISTCHURCH &
DISTRICT

Mrs G Lanning

23 Seaway Avenue
Christchurch, Dorset
Tel: 01425 273 255

BRISTOL & DISTRICT
Mr G Egan

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

BUCKS & EAST BERKS
Mrs Margaret Humphreys
15 Brackley Road
Hazlemere, High Wycombe
Bucks HP15 7EW

Tel: 01494 714270

BURY & BOLTON

Mr David Clyne

51 Cuckoo Lane, Whitefield
Manchester M45 6WD

Tel: 0161 798 7804 (after 4pm)

CAMBRIDGE & DISTRICT
Mrs P Woodhead

111 Wingfield, Orton Goldhay
Peterborough PE2 5T]

Tel: 01733-234304

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
Allestree, Derby DE3 2ET
Tel: 01332 841893

DUDLEY &
WOLVERHAMPTON

Mrs Lorna ] Wootton

14 Leveson Road
Wednesfield, Wolverhampton
West Midlands WV11 2HF
Tel: 01902 738724

GRANTHAM

Mrs ] Asken

88 Goodliffe Road
Grantham, Lincs NG31 7QB
Tel: 01476 401643

GREENWICH & DISTRICT
Mrs M Mears

29 Wellmeadow Road
London SE13 65Y

Tel: 0181 244 3526

HAMPSHIRE NORTH,
W SURREY & S BERKS
Sue Washington

Mole Cottage, The Oaks
Hawley, Camberley
Surrey GU17 9BE

Tel: 01276 609135

HAMPSHIRE SOUTH
Mrs Joan Searle

68 Windmill Grove, Portchester

Fareham
Hants, PO16 9HH
Tel: 01705 376816

HERTS AND SOUTH BEDS
Lorraine Watson

75 Saturn Way

Highfield

Hemel Hempstead

Herts HP2 5PA

HUDDERSFIELD

Mr Stephen Bolton

361 Bradley Road
Huddersfield HD2 1PR
Tel: 01484-424479

KENT

Mrs S Stevens

6 Croftside, Vigo Village
Meopham

Kent DA13 0SH

Tel: 01732 822985

LEEDS & BRADFORD
Anna Waddington
Mullion Cottage

Main Street
Hawksworth

Guiseley

West Yorks LF20 8NX

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, Lincs

Tel: 01529 460322 (after 6pm)

LONDON N WEST

Mrs H Prentice

37 Milton Road

Hanwell, London W7 1LQ
Tel: 0181 579 4685

LONDON SOUTH
Mrs S Cudd

15 Woodvale Walk
Elder Road

W Norwood
London SE27

Tel: 0181 761 2400

NORTHAMPTONSHIRE
Mrs Alison Walter

12 Adam Avenue
Northampton NN1 4LQ
Tel: 01604 34419

OXFORDSHIRE
Mrs Shirley Dale
14 South Row
Chilton

Didcot

Oxon

OX11 ORT

Tel: 01235 834785

PRESTON

Mrs S Thompson

34 Beatty Road
Southport
Merseyside PR8 6LB
Tel: 01704 542589

St HELENS & DISTRICT
Joanne Barrett

10 Halefield Street

St Helen's

WA10 2DE

Tel: 01744612860

SHEFFIELD

Mrs Celia Nicholson
104 Townend Lane
Deepcar

Sheffield S30 5TS
Tel: 0114 288 4131

SOMERSET

Mrs | Eastley

46 Hamilton Road
Taunton

Somerset TA1 2ER

SOUTH THAMES

Mrs Margaret Holmes
Flat 3, 4 Freelands Road
Bromley

Kent BR1 3AQ

Tel: 0181 290 1330

SOUTHAMPTON &
DISTRICT

Mr S | Fitzgerald

32 Ellis Road
Thornhill
Southampton SO2 6ER
Tel: 01703 402644

STAFFORDSHIRE
Mrs ] Davies
8 Oakhill Avenue

Oakhill, Stoke on Trent ST4 5NJ

Tel: 01782 845365

STAINES, HOUNSLOW &
DISTRICT

Mrs Pamela Page

237 Upper Halliford Road

Shepperton, Middx TW17 8SP

Tel: 01932 783991

STOCKPORT & TAMESIDE

Ms Christine Walker

8 Elm Court, Maplecroft
Offerton, Stockport
Cheshire SK1 4]Y

Tel: 0161 429 9042

SUNDERLAND

Mr ] Pounder

42 Gowanburn, Fatfield
Washington

Tyne & Wear NE38 85G
Tel: 0191 415 1725

SURREY

Alan Twyford

86 Tolworth Park Road
Tolworth, Surbiton
Surrey KT6 7RH

SUSSEX

Mrs M White
Averys, Rusper
Horsham

W Sussex RH12 4PR
Tel: 01293 871217

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 WA14PD
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 L46 9PR
Tel: 01516 784409

WORCESTERSHIRE
Mrs G Doleman

9 Pelham Road
Droitwich

Worcs WR9 8NT

Tel: 01905 775 862

YORKSHIRE NORTH
Miss Faith Seward MBE BA

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

East Anglia

Mrs L Turner

7 Stow Gardens, Wisbech
Cambs PE13 2HS

Tel: 01945 466205

Essex
Mrs R McCarthy

45 The Paddock, York YO2 6AW 26 Brixham Gardens

Tel: 01904 798653
WALES

Llanelli

Mrs Anthea James

61 Westland Close
Loughor, Swansea SA4 2JT
Tel: 01792 895020

Mid Wales
Mrs ] Carter

12 Lambeth Close, Craven Arms

Shropshire SY7 9QY

North Wales
Mrs V Conway

4 Ewloe Drive
Bodnany Road
Llandudno

Tel: 01492 878225

South Wales

Mrs Brenda Sharp

4 Lakeside, Barry

S Glamorgan CF62 85S
Tel: 01446 735714

NORTHERN IRELAND
Mr ] Rippey

Long Eaves

24 Tulleywiggan Road
Cookstown

Co Tyrone BT80 8SD
Tel: 0164 87 62290

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

Ilford, Essex IG3 9AX
Tel: 0181 594 1852

Isle of Wight

Mr D ] S Sprake
Springfield, Town Lane
Chale Green, Ventnor

1 W PO38 2JS

Tel: 01983 551234

Lancaster, Morecambe
& District

Mrs 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)

Rochdale
Mrs Anne Lawton

20 Spencer Street, Chadderton

Oldham, Lancs
Tel: 0161 6524487

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

Ms Claire Gill

Hon Secretary, Irish ASBAH
Old Nangor Road
Clondalkin, Dublin 22

Tel: 003531 4572326

JERSEY, Channel Islands
Mrs Mollie Buesnel

Villa Acacia

Sunshine Avenue

Five Oaks, St Saviours
Jersey JE27TS

Association secretaries requiring changes to this
list should contact: LINK EDITOR, ASBAH,
42 PARK ROAD, PETERBOROUGH

PE1 2UQ Tel: 01733 555988 Fax: 01733 555985.
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