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CT NOW isa campaign by over 40 disability

organisations to bring pressure to bear on the Government to
implement the Disabled Persons Act 1986.

The Government argues that sections 1,2 and 3 of the Act, which
have already been passed by Parliament, are unnecessary because the
NHS and Community Care Act incorporate the principles of the
1986 Act.

ASBAH and other members of the ACT NOW campaign do not
a%ree and are angry that the Government sees fit to ignore the will
of Parliament in this matter.

Sections 1 and 2 of the 1986 Act give disabled people statutory
rights to appoint an authorised representative to act on their
behalf, in connection with the provision by local authorities of any
social services. This statutory right is not present in the
Community Care Act 1990. More importantly, under section 3 of
the Disabled Persons Act 1986 local authorities have a specific
duty to give a disabled person (or their authorised representative)
an opportunity to make their needs known before the authority
assesses the need for any services. Then, if asked, the authorit
would have to provide a written statement of what they decide
the needs are and how they will provide services to meet them.

ASBAH believes these three sections of the 1986 Act to be
fundamental to successful care in the community and essential to
enable disabled people to gain independence, choice and control
over their own lives.

The NHS and Community Care Act only provide codes of
practice not absolute rights.

ASBAH is an active member
of the ACT NOW campaign
and is urging all local
associations, and individual
members to write to their MPs
to ensure that this legislation
is honoured.

LINK readers can also join the
campaign by writing to their
MPs to express their concern
over the failure of the
Government to implement in

full the Disabled Persons Act
1986 and to ask for their MP’s
view on this matter.

A

COVER - Ruth Madoc receives a cheque
from Deeping Lions President Stewart
Jones and Clive Francis, Personnel
Director, British Sugar. Details page 5.
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Future fundrunners

The 1992 London Marathon may seem a long way off but for two men who
haven’t done any serious exercise since their schooldays it’s definitely not
too early to get into training. Kevin Daily (34) and Tony White (26) will be
running for ASBAH in the Marathon in places provided from TSB’s
allocation. This is the second time TSB have said “Yes’ to Kevin - last year
they helped him to publish his book, Jo’s Story, about his seven-year-old
daughter Joanne who has spina bifida and hydrocephalus.

“”

Kevin says “the
marathon
training schedule

is a killer, at the ;

end of it we'll be
running 61 miles
a week!”. LINK
will be following
their progress.

Anyone  who
would like to
sponsor
AS*BUARH g
runners should
call our Press

Office on 0733 555988.

Jo puts Dad (left) and Tony under starter’s orders
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Ja)J:'8 Folic Acid Latest

At a meeting on 12 September ASBAH’s Medical
Advisory Committee considered the recent folic acid
trial which showed that supplements of this vitamin,
starting before pregnancy, can prevent spina bifida.

GPs have already been advised by the government’s
chief medical officer to prescribe folic acid to women
requesting it. But as it is being prescribed before
pregnancy women have to pay the £3.40 prescription
charge. DrMartin Bax, chairman of ASBAH’s Medical
Advisory Committee is writing to the chief medical
officer to ask that the prescription charge should be
waived after thecommittee heard thata year’s supply
costs about £2.50.

At present, the only dosage available on prescription
is 5mg and doubts continue to be expressed as to
whether women need to ingest so much every day.
After hearing that the MRC reported no undue side-
effects froma daily 4mg dose, the ASBAH committee
considered that no harm would come from taking
5mg a day. The committee will review the dosage in
the future in the light of experience.

ASBAH still emphasises the importance of abalanced
daily dietin the prevention of spina bifida - including
plenty of lightly-cooked green vegetables, nuts, fruit
and folic acid-enriched bread. But advice given by
some of the media to eat more liver should not be
heeded - liver also contains large amounts of vitamin
A which could prove detrimental to the foetus.




Ruth Madoc, pictured left and on
our cover, was the special guest at
a recent charity show in
Peterborough which raised £2,000
for ASBAH’s Fund a Fieldworker
Campaign. The Hi-de-Hi star
agreed to lend her support to our
campaign in Cambridgeshire after
visiting ASBAH House.

The show was organised by a local
men’s community service club -
The Deeping Lions Club - and
involved local scouts, music and
dramaticsocieties. The evening was
sponsored by British Sugar and all
proceeds from ticket sales at the
packed theatre went to Fund a
Fieldworker.

business - after accepting the
cheque on stage.

A Winning Bet

ASBAH also benefited from
another show in the same week
when we received a cheque for
almost £2,500 from the TV game
show YOU BET.

DJ Bruno Brookes, appearing on
the show, nominated ASBAH as
his charity and, luckily for us, he
won. The show had other ASBAH
connections-it’shosted by Mathew
Kelly who visited the first Mobility
Weekin 1989 and Ruth Madoc was

) " also a celebrity on the panel.
ASBAH'sbusinessliaison manager

Paul Wootton said, “We were
delighted withthe way the evening
turned out and with this g
tremendous boost to our I
Campaign.”

Miss Madoc joined in the finale [}
song-There’snobusinesslike show

Gly~N Roberts Memorial TrRophy

GLYN ROBERTS was a highly valued member of the ASBAH telesales team who died last year from a heart
attack - he was just 45 years old. Tom Logan, Telesales Manager said “Glyn has been greatly missed he was my
number two and a real financial asset to ASBAH".

So when residents of Glyn’s home village of Eagle, near Lincoln, challenged Glyn’s ASBAH colleagues to a
cricket match in his memory they were delighted to accept. And on 1 September ASBAH played Eagle cricket
team in the first ‘Roberts Memorial Trophy’. The event also included a rounders match and raffle, raising over
£300 for ASBAH as the spectators sponsored batsmen and bowlers and all players paid £1 to enter the games.

The winners’ shield
was presented by Mrs
Jean Roberts to Eagle
cricket team, who won
the match. Next year
ASBAH will attempt to
win back the trophy
when they play on
their ‘home ground’ at
Peterborough. After
their exertions the two
teams enjoyed a
barbecue and disco at
the village pub which
had been organised by
Eagles captain, Neil
Richardson.

The teams gather before
the match , Mrs Roberts
holds the shield while
Appeals Manager Roy
Johnston (in the hat!)
shakes hands with Neil
Richardson.
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TEVE Robinson and Tony White both returned
safely from trips they took this summer - but
the similarity ends there.

Steve, a member of Lincoln ASBAH, completed
over 18 miles on his three-wheeler to raise money
for equipment for his local health centre. It was a
thank you from Steve for the medical treatment
and help he has received from Birchwood Health
Centre over the years - he has spina bifida. The
marathon took Steve two hours and 56 minutes.

M EANWHILE Tony White from Peckham was
busy canoeing his way down the Rhine, on |

an adventure trek which totalled 700 miles. It
wasn'’tall plain sailing - it’'snot much fun shooting
the rapids when you’re suffering from a ‘holiday
tummy’ or having your inflatable canoe ‘burst’
whenit hits some broken glass in the shallows. But
it wasall worthit when Tony achieved what he set
outto doand broke the record as the only disabled
canoeist to make the trip.

He’s now returned to normal life but there won’t
be many dull moments for Tony, who has just had
his 16th birthday, is about to start driving lessons
and is busy studying for his GCSEs.

(Darriage Lines

KarenGrant’s parents were very active members of the Somerset Association
when it was formed 16 years ago, then of course Karen was just a little girl

i 84 - but look at her
e 1 now! Thissummer
Karen got married
il to Martin Dale at
St Mary’s Church,
Taunton, followed
byahoneymoonin
Cornwall.

The couple met at
Harcon House - a
hostel where
Karen was living
and where Martin
® had come to
recover from a
serious road
= accident. Four
i yearslatertheyare
both working and
have a flat in
Taunton. We wish
' them happiness
for the future.
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Free Advert ising

EXCHANGE & MART are
offering free private classified
advertising in their sections for
Disabled Needs & Mobility and
Adapted Cars. So if you have
anything for sale, or wanted,
from bathroom equipment to a
wheelchair you can place an ad
by phoning 081 6806800.

This weekly magazine will also
be including a new feature for
disabled readers - an Information
Box with details of places to visit,
sports, activities and advice lines.
You can have your club, event etc
mentioned in this section, for
free. Enquiries to Hilary Jay 0202
671171 ext 130.
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in Time
THIS time last year IPSEA
(Independent Panel for Special
Education Advice) alerted
parents to the need to get draft
statements completed by the
beginning of May 1991. This
advice followed a large number
of enquiries to IPSEA from
parents who had received their
statements late in the summer
term and so felt they had no
choice but to accept them without
question - otherwise their child

might be without a school to
attend in the autumn term.

It’s advice worth repeating - so
draft statements for children
starting school in September 1992

should be completed by the
beginning of May 1992.

For more information see Peter
Walker’s article on statementing
in this issue.

Hazard
Warnings

TWO HAZARD notices have been
issued by the Scottish Health
Service. The first concerns the
“Smiley Walker” supplied by
Joncare Ltd (who are in
liquidation). When using the
Smiley Walker a child stumbled
and trapped its head between the
two push handles. The SHS says
this product should be
withdrawn from use until further
notice, the possibility of
modification of the walker is

being investigated. Enquiries
about this item should be made
to Scottish Health Service, CSA
Supplies Division, Trinity Park
House, Edinburgh EH5 3SH,
telephone 031 552 6255 ext 2594.

The second warning is regarding
the “Snugseat Buggy”
manufactured by Gimson
Tendercare Ltd. There have been
a number of incidents where the
wheels fitted to the latest model
of the Gimson Snugseat Chassis
have become detached in use.
Incidents of failure of the brake
mechanism have also been
reported. All Snugseat buggies
should be withdrawn from use
immediately states the SHS.

Further enquiries on this product
should be addressed to Mr Jonathan
Adams, Gimson Tendercare Ltd, 62
Boston Road, Beaumont Leys,
Leicester LE4 1EZ, telephone

0533 366779.

In the February issue of LINK we asked readers to enter the Sunrise
Medical Calendar competition to illustrate the months of January and

February for their 1992 calendar.

The judging is now complete and
weare able to show you the chosen
illustration - a painting by Frank
Rook.

Mr Rook pictured right lives in
Barnsley in Yorkshire and has been
painting since he was 16, though
he’s only been doing so seriously
for a few years, he is now 36 and
this is the first competition he’s
entered. The demise of his own

business, due to therecession,
making fabric dolls and
children’s clothes, has left
MrRook witheven moretime
to paint. Allhispaintingsare
from “life” and he favours
landscapes - “I just getin my
car and go”.

The competition to find six
illustrations for the complete
calendarinvited entries from
six national charities. The
illustration for May/June

e G 41

was submitted by Amanda = % '

Knapp, a member of the spinal
injuries group, whose photographs

we used to announce the
competition, Ms Knapp was also a
prizewinner - her entry being
chosen as third overall. The
youngestentrantin thecompetition
was another ASBAH member -
eight year old Christina Morgan
from St Austell in Cornwall.

Judges for the competition were
drawn from the National Disability

Frank’s winter scene held by two of the judges -

Tom Samson and Lynne Lister.

ArtsForum, the International Guild
of Artists, the Disabled
Photographers” Society, and
Disabled Magazine, with Julian
Cobbledick, Marketing Director of
Sunrise Medical. Mr Cobbledick
said,”Wehavebeendelighted with
the response to this project. We
wanted to produce
something that was not
only a showcase for the
many creative talents of
disabled people but also a
- useful product for people
| toreferto..we’vedonejust
i that.”

% | The calendar is due to be
- printed around mid October.
If you would like a free copy,
send your name and address,
with an 88p stamp to cover
postage, to: Special Edition
Calendar 1992, Sunrise

Medical Ltd, Fens Pool Avenue,
Brierley Hill, West Mids DY5 1QA.

A
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Leonie Holgate investigates and
offers some solutions

Some children with hydrocephalus can exhibit behaviour problems
- disabled living adviser Leonie Holgate identifies the problems and

offers practical advice.

A child who is spitting,
swearing, kicking and throwing
objects is not a pretty sight. The
parentwhois trying to deal with
it feelsacutely embarrassed and
those who witnessitarerelieved
that the child is not their
problem. Often there are a few
“tuts” and “if that were my
child” comments. Itis so easy to
have the answers when oneis a
spectator and so easy to draw
the wrong conclusions.

In the course of my work I meet
and hearof children,and adults,
who have wunacceptable
behaviour and the resulting
frustrations of those who are
dealing with them. Some
children, but by no means all,
who have hydrocephalus, are
grone to outbursts of poor
ehaviour. It appears from
observation that this is more
likely to occur in cases of
hydrocephalus alone. Children
who have spina bifida and
hydrocephalus are usually
much more passive and
compliant.

There is no reason to expect that
because a  chil has
hydrocephalus, they will
develop behaviour problems
but for those who do exhibit this
Froblem, it causes great stress

or the whole family and for this
reason needs to be recognised.

Not a great deal of work has,
apparently, been done in this
field and there is very little
written about unacceptable
behaviour and hydrocephalus.
There has been considerable
workonlearning difficultiesand
types of behaviour relating to
thategshortconcentrationspan,

poor memory etc. but temper
tantrums and aggression have,
perhaps, been seen to be the
result of poor or inappropriate
handling by the parents. In fact,
ithas probably notactually been
seen by thedoctor or consultant
at all because the child is quiet
and well behaved in the
consulting room, overawed by
thesurroundings. Hereisadear
little, sociable child; how can
they say and do all the things
that the parents are reporting?
It is very natural to draw the
conclusion that the parent is at
fault. Iam convinced that this is
the wrong assumption to make.

Several parents have said that
there are periods of a week or
weeks, when their child is a
happy and delightful little
person but then they will start
to have outbursts of temperand
in some instances develop
obsessivebehaviour. Thisis very
difficult for the family to
understand and to live with.
Some families are fortunate as
they have access to a clinical/
behavioural psychologist who
can suggest behaviour
modification techniques and
these a]};pear to help, up to a
point, but they may only be
papering over the cracks if the
underlying cause has not been
identified.

One approach, which can help
to identify where the problem
lies, is to keep a diary of when
and where the bad behaviour
occurs and what nature it takes.
After a period of time a pattern
may begin to emerge which can
be useful in spotlighting the
trigger factors.

Trigger factors may be -
¢ sudden change of routine
* unexpected noises

* unstructured situations
eg school dinners

* hunger, low blood sugar
leve

e variations in the ventricular
pressure eg after a night’s
sleep or after being up all
day

* tiredness, being below par.

This is not a definitive list and
should be used with caution.
These trigger factors are mainly
hypotheses but as more and
more cases are seen, certain
observations begin to be
repeated. Notwo casesarequite
the same but there are some
general characteristics. Of one
thing I am certain - the parents’
observations should be listened
toseriously.I havelearnta great
deal from careful reports kept
by themotherand fromteachers.
These behaviour problems are
not, in the majority of cases,
stemming from poor handling
butare as aresult of thedamage
sustained by the effects of the
hydrocephalus, be it
unidentified learning and
perceptual problems, damage
to the inhibitory centres of the
brain or fluctuating intercranial
pressure etc.

What are the problems?

Some children who have
hydrocephalus will have all the
types of bad behaviour one can
think of, some will have only
one or two and, once again, I
would like to emphasise, some
will not show any poor
behaviour.

Amongst the most obvious
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difficulties are spitting, bitin

(both themselves and others
hitting, refusing to eat, throwing
objectsabout,and head banging.
At the end of an outburst like
this the child may be quite
exhausted, persFiring and burst
into tears, or collapse into sleep.
Occasionally the child hits out
at a brother or sister in a
compulsive way, almost
routinely,as though they cannot
prevent the action. Recently,
speaking to a mother about this
problem, shereported that once
her child had started todo
something unpleasant it
appeared that he had to ¥
complete the course of
action and was unable to g,
change direction even?
when he knew
punishment awaited him
which he did not like.

Many children are very 4/
obsessive of the mother’s
attention and come
between her and anyone
she may be talking to,
destroyingsocial contacts. In
school the child may make
demands on the teacher’s
attention, interfering with her
control of the class.

Some children develop an
obsession for certainitems. Two
examples I have come across
are buttons, and wheels or
circular motion. The child had
to press any button he saw
which could have disastrous
consequences for  the
microwave! The other child
loved to watch the washing
going round and round in the
washing machine and was
obsessed with thewheels oncars
and buses. This manifests itself
as more than a passing interest.

There are similarities with
a§rophobia or autism in some
of the children but they do not
quite fall into either category.
Thereasons behind the problem
will be different. One young
man loathed to go out,
preferring to stay indoors or in
thegarden, and required a great

deal of encouragement to visit
anywhere outside the home.
Much of this, I think, stemmed
fromdifficulty with gross spatial
awareness and, therefore, a
dislike of the unknown. Some
childrendonot agpear tohavea
strong bond with their parents
and treat everyone as their
friend - whoever they see they
know. This can be quite
disturbing for the parents as
they can feel rejected, although

the child does not intend this.

These idiosyncrasies are often
seen in conjunction with the
moreaggressivebehaviour. The
impressionis thatoncethebrain
hasbeen programmed to follow
a certain pattern, rather like a
computer, it has to go that way.

Are there any solutions?

There are certainly no simple
sure-fireanswersbuttherearea
variety of steps which can be
taken to ease the situation.

If the child’s behaviour is
deteriorating then make an
appointment to see the
consultant and take a note of all
relevant observations. It could
be that there is a fault with the
shunting system and this
requires attention.

The advice of a clinical/
behavioural psychologist may
be sought and it is
recommended that he/she
contacts ASBAH to ensure that

theg' canapply their knowledge
inthelight of the hydrocephalus.

Parents and school need to work
together so that the handling of
the child is consistent. If a
behaviour modification
programme is to be successful it
must be consistently applied.

Avoid discussing the child’s
behaviour in front of him as this
only serves to reinforce bad
patterns and he becomes aware
that it draws attention.

Each child will require a
... specific programme to
&~ suit the situation but
_generally a positive
i zapproach, rather
\ /’L 5 thananegative one,
sx=-will be more
ey effective. Examples
.= of this would be: if
- thechild wereabout
‘,- ¥ to pull the cat’s tail,
L avoid saying “don’t
do that” but “put
your hand down,
now stroke the cat
ently” or, in a slightly
different situation, when
the child resists going to school,
avoid saying “stop dragging”
but try “let’s look for an
aeroplane”. This constitutes a
mixtureof positivedirectionand
diversionary tactics.

f—

Use thechild’sabilities through
speech (ideally his own
recorded voice) and music,
whichareusually areas in which
theyareconfidentand may well
excel, to introduce good
behavioural concepts.

Whenever there has been
success and the child has
controlled his behaviour, give
raise and talk about how well
e has done to enable him to be
aware that he is master of his
feelings and actions.

Readers letters on this topic
would be welcome and could
helpstimulate furtherideas. The
author would also be pleased to
havecommentsand experiences
from families.

A
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MOTABILITY =)

If you ‘don’t know’ what Motability is, who
it’s for and how it can help you get the car
you need, here’s some help from the man
who ‘does’ , John Naudé (disabled living

adviser on mobility) explains the scheme.

MOTABILITY is a charitable
organisation which was created by
the Government in 1977 with the
help of five major banks, National
Westminster, Midland, Barclays,
Lloyds and the Royal Bank of
Scotland. Motability is aimed at
helping people in receipt of
Mobility Allowance to obtain good
value for money when buying or
hiring a car or electric wheelchair.
Its leasehold fleet is the largest in
Europeandin 1988 the organisation
received a Royal Charter.

GETTING MOBILITY
ALLOWANCE

Mobility Allowance (MA) is a
weekly benefit of £29.10 paid to
people who are unable or who are
virtually unable to walk, or for
whom walking would lead to a
serious deterioration in their state
of health. When you apply you
must be over five-years-old and
under 66—-thoughitcanberetained
after this age. If you think you may
qualify, you can apply on form
N1211 available from DSS offices.
Fill in the claim form attached to it
and send it to the Mobility
Allowance unit at the address
printed on it.

Ifyouarechanging fromaninvalid
car or trike you will need leaflet
N1225. If you do not get any
acknowledgement within three
weeks write a follow-up letter to
the unitaskingif they havereceived
your claim. If necessary you can
deliver your claim form or letter to
your nearest DSS office with a note
asking them to forward it to the
Mobility Allowance Unit.

It is strongly advised that you get
help from a local advice centre, or
your fieldworker or ASBAH when
applying.Peoplewhodo getadvice
stand a better chance of success.
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MA is

notoriously
difficult to get. It
is awarded only after a medical
assessment and unless your case is
very clear you may well be turned
down and have to appeal, but do
not despair as many appeals are
successful and we at ASBAH will
be happy to assist in any such

appeal.

Once a person has Mobility
Allowance a car can be leased or
purchased through the Motability
scheme. In the case of a child who
has been awarded Mobility
Allowance the parents canlease or
purchase a car, using the child’s
MA, through the Motability
scheme.

HOW DOES MOTABILITY
WORK

Motability runs hire purchase and
contract hire (lease) schemes which
are broadly financed by payments
from disabled car owners (mostly
inthe formof Mobility Allowance).
These schemes are backed by
several hundred million pounds
provided by the major banks and
administered by the MFL
(Motability Finance Limited), a
company set up by the five banks
mentioned above. Motability also
hasa charitable unitwhich canhelp
with the expenses which the
motorist cannot meet eg the cost of
adaptations.

The Motability scheme works
through an individual’s MA being
paid directly to Motability Finance
Limited by the DSS. The
organisation then uses it to pay for
a motor vehicle or an electric
wheelchaironeitherahire purchase
or hire contract (three year lease)
basis. If you have alease Motability
also pay for servicing, repairs and
someof the costof insurance. If you

A

pay for your vehicle on hire
purchase, you can keep some of
your MA back to finance running
costs and insurance.

THE COST TO YOU

Although it might sound as if
Motability vehicles are obtained
virtually free of charge, the reality
is that for mostlarger cars you have
to find a deposit of up to £5,000 on
the lease scheme and between £70
- £10,000 on the hire purchase
scheme (more for special vehicles
like the Chairman). In addition,
many people have to fork out
several thousand pounds for
adaptations. Somedisabled drivers,
particularly those who are severely
disabled need to have alot of work
done to their car by way of special
controls, hoists or dooradaptations
before they can use it. Such work is
very expensive to carry out and
makes it very difficult for some
people to afford.

However, Motability may also be
able to help with the costs of
adaptations and sometimes
deposits, particularly if you are
renewing the lease with them. The
organisation hasalwaysrunagrant
scheme but this used to be very
restricted. In the past three years
theestablishment of twonew funds
means that many more people are
being helped. Motability now states
thatit only fails to meet customers’
requirements on three or four cases
each month.

In 1988, on celebrating its tenth
anniversary, Motability received
£10,000,000 grant, funded by the
Governmentand some of the major
banks, and set up a trust fund. The
money was invested and the




interest is now being spent to help
people who need to fund
adaptations and a deposit when
they change to a new car at the end
of a three year lease.

The factremains that some disabled
people are still unable to obtain a
vehicle because they cannot afford
one. Some have problems with the
means testing of the Motability
Grant Scheme or are put off by it.
Some do not know about the fund
and othersbelieve thatadaptations
which Motability will finance are
not sufficient to make them
independently mobile.

The DSS announced recently that
they will donate an extra £1,000,000
per annum for the next three years
to Motability in the shape of the
Mobility Equipment Fund. This
money hasagainbeengivento help
people with the extra costs of
adaptations. For thefirsttime grants
will be available to people who
have not obtained the vehicle
through Motability, but the fund is
notbeing widely publicised soonly
time will tell how the money is
used.

WHICH MOTABILITY
SCHEME

*You can lease a car if you have
been awarded a Mobility
Allowance to run for more than
three years

*You can buy a new car on hire
purchaseif you havebeenawarded
a Mobility Allowance which will
run for more than four years

*you canbuy aused carif youhave
aMobility Allowance for two years
plus the time it takes for your
application to be processed and the
vehicle delivered.

Contract Hire
(Leasing)

Most people who use Motability
lease their cars. At present each
leaseagreementruns for three years
although there are plans to
introduce a five year scheme.
Motability supplies the hire price
list which contains over 200
approved vehicles and only these
models can be leased through the
scheme.

When you take up a leasing
agreement you surrender your MA

to Motability and you usually have
to make an initial payment.
Though, as mentioned above, all
maintenance and servicing costs
arecovered through theagreement,
plus AA breakdown service and a
low cost insurance policy (people
with existing leasing agreements
will continue to pay separately for
insurance until their current lease
expires). After three yearsyou have
to return the car and apply for a
new one (which means you may
have to find another initial
payment). It could be difficult to
change your car during the period
of lease.

There is an excess mileage charge
which starts at 12,000 a year. The
cost per mile between 12,000 and
15,000 miles is 5p plus VAT, at
15,000 to 20,000 miles the cost is 8p
plus VAT and over 20,000 miles the
cost is 10p plus VAT.

Theinsurancecoverunder thelease
scheme is a block policy so you
cannot qualify for a no claims
bonus. Young and inexperienced
drivers may be expected to make a
contribution towards the cost of a
claim.

Hire Purchase

On the hire purchase scheme you
are buying the car and can hang on
to it for as long as you like.
Generally, people who need
extensive adaptations use the hire
purchase as they want to keep the
car for more than three years. You
can also buy a used car on hire
purchase.

If new, the vehicle can be paid for
over a period of four, four and a
half, or five years. If youbuy a used
car, paymentsare made over either
twoor three year periods. A deposit
isrequired in both cases which can
range from under £1,000 to several
thousands. Insurance, servicing
and motoring association
membership are not included in
this scheme. Adaptations must be
paid for. At the moment you still
have to pay car tax on vehicles
purchased through the hire
purchase scheme but it is hoped
that this will change in the future.

Used vehicles are subject to an AA
inspection, the result of which is
sentto Motability but you will have
to pay for the cost of inspection.

INITIAL PAYMENTS

Many people need large or heavily
adapted cars and have to find
several thousand pounds to pay
for the depositor alterations. If you
have notgot this money you havea
number of options.

*Youcanaskalocal charity to help.

*You could consider whether
cheaper adaptations would be
possible (eg do you need a turning
seat to get in or would a transfer
board do). A driving assessment
centre such as Banstead may be
able to help you decide.

*Youcanapply to Motability’sown
charitable fund which may help
towards the cost of adaptations or
initial deposit on leasing a vehicle.

LINK No. 136 10/91



R
E
S
E
A
R
C
H

ASBAH supports a
range of vital research
projects and here we
give brief descriptions
of those currently in
progress.
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“Genetic Linkage in Families
with X-linked Spina Bifida and
Related Neural Tube Defects.”

Dr Gudrun Moore,

The University of London,
Institute of Obstetrics and
Gynaecology.

Dr Moore is studying a large
Icelandic family showing an x-
linked inherited form of spina
bifida. The purpose of this
research is to pinpoint the
chromosome to study and to
map its development. As spina
bifida is a multifactoral
disability, the researchers hope
that their work will help
isolate the various genetic/
inherited factors. The cost to
the Association is £33,000,
and the project is due to be
completed in December 1991.

“Bacterial Colonisation of
CSF Shunts and its
Amenability to Non-Surgical
Treatment.”

Dr Roger Bayston, University
of London, Institute of Child
Health.

Research to prevent
colonisation of shunts without
surgery remains a top priority
of the Association. It is hoped
that this project, which will
cost £51,000 and last until
1993, will lead to successful
and more systematic non-
surgical treatment of shunt
infections.

“Immunological Studies in
Patients with Cerebrospinal
Fluid Shunt Infections.”

Dr Roger Bayston, University
of London, Institute of Child
Health.

Since shunts were first used to
control hydrocephalus, a major
cause of failure has been
infection of the shunt.

A

Diagnostic serological

tests were introduced by this
group in 1972 and this project
will be looking for better ways
to diagnose infection, leading
to earlier treatment.

ASBAH funding is for three
years from July 1989 at a cost
of £51,500.

“A Study of Adolescents with
Spina Bifida and
Hydrocephalus.”

Dr Martin Bax, The
Westminster Children’s

Hospital, London, Department
of Child Health.

Many people with spina bifida
and hydrocephalus seem to
have very poor self-image and,
as a result, very little social
contact. Dr Bax and his team
have studied many of the
effects of disability on young
adults. A recent study, also
partly funded by ASBAH and
featured in the February 1991
issue of Link, studied health
and social needs and
uncovered huge gaps in
provision. This study, which is
entirely funded by ASBAH, is
highlighting enormous
difficulties and identifying
areas where ASBAH must
expand services to young
people. The cost of this project
is £65,000.

Some of the areas where
particular difficulties have
been identified are personal
and sexual relationships. Our
Research Fellow, Madeleine
Blackburn, is working with Dr
Bax but current financial
problems mean that some of
their work may be seriously
curtailed. The project needs
another £31,707 to enable it to
continue for the next two
years.

"The Development of Body




Image and Self Concept in
Children and Young People
with Spina Bifida."”

Mr Peter Appleton, Chief
Clinical Psychologist,
Wrexham Maelor Hospital,
Clywd.

During development, the
young person with spina bifida
may experience challenges and
obstacles to his or her growing
autonomy, including mobility
difficulties, continence
problems, problems of body
development and function,
specific cognitive and
educational difficulties,
emotional problems and a lack
of knowledge about disability
and its implications.

The development of social
integration is also potentially
impaired, particularly if there
is family stress or reduced
opportunities for normal social
mixing.

This research aims to portray
the exact nature of
psychological need in young
people with spina bifida. Data
analysis, in collaboration with
Bangor University, will lead to
recommendations concerning
assessment and intervention
methods for psychological
aspects of physical disability
in youth.

This is a two-year study, due
to end in December 1991, and
the cost to ASBAH is £48,000.

“Folic Acid Metabolism
Associated with Neural Tube
Defect”

Professor M Levene,
University of Leeds,
Department of Paediatrics and
Child-Health.

The aims of the projects are to
characterise the mechanisms

by which vitamin
supplementation in early
pregnancy reduces the
recurrence of birth defects of
the brain and spinal cord to
search for a marker in
maternal blood that would
open the way to identifying
women at risk of NTD births.

The first year of this study is
now complete and a further
grant of £12,469 has just been
made to extend the project.
The study is now due for

completion in December 1991.

“An Alternative to Bowel for
Bladder Reconstructive
Surgery in Children with
Neuropathic Bladders.”

Mr Padraig Malone,
Southampton General
Hospital, Wessex Centre for
Paediatric Surgery.

This is another area of
particular importance to
individual people with spina
bifida. In the first instance, Mr
Malone will be doing a
feasibility study which will
only cost in the region of
£3,000-£4,000. If, however,
this proves to be successful,
we shall be looking for
£60,000 over two years.

“Open Spina Bifida: The
Survivors reviewed in their
Third Decade.”

Dr Gillian Hunt,
Addenbrooke’s Hospital,
Cambridge.

This project will, we are sure,
give us valuable additional
information about this group
of young people. The cost to
ASBAH is £1,500 over one
year. The reason that the costs
are so low is due entirely to
the fact that Dr Hunt is most
generously giving us her time.

A

We are most indebted to her
for this.

“Risk of Neural Tube Defects
in the Babies of Women who
Conceive after Treatment for
Infertility.”

Dr Michael Murphy,
University of Oxford,
Department of Public Health
and Primary Care.

This study which started in
July 1990, was originally for a
period of one year for the sum
of £10,000. The sample of
babies with neural tube defects
identified was much larger
than originally anticipated and
an additional grant of £5,000 is
therefore being considered so
that full use can be made of the
information available from this
larger cohort.
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When staff at the West Somerset
Railway, the longest preserved
steam railway in Britain, decided
to improve facilities for disabled
travellers they didn’t do it by
halves. After hard work both
fundraising and renovating they
now have a whole carriage kitted
out for those with mobility
difficulties. The Lorna Doone
Special Visitors’ Coach has
tracking for 10 wheelchairs, deep
picture windows to provide a
good view of the Quantocks and

Somerset countryside, through
which the train journeys, and a
spacious accessible toilet. Access
to the carriage is provided by a
pair of Ratcliff tail lifts - the first
to be fitted to a train in this

country.

At the official launch of the Lorna
Doone, Sir Peter Baldwin,

A wisitor to the West Somerset Railway using the newly fitted lift

4
- ” N
el B

T

Chairman of the Disabled
Persons Transport Advisory
Committee said “This excellent
initiative by the West Somerset
Railway amply demonstrates
what can be achieved to open up
new horizons for disabled
travellers. Not only the
individual wheelchair user, but
whole families and groups.”

Car Control

A report issued by the
Department of Transport and the
TRRL (Transport and Road
Research Laboratory) suggests
that improvements could be
made to controls for disabled
drivers. In particular they found
that excessive effort was needed
on some cars to operate hand
controls and steer the vehicle.

Drivers’ comments included in
the report criticised the
accelerator/brake controls which
are normally located behind the
steering wheel as these require
the driver to use his fingers to
operate the controls while his
thumb is hooked over the
steering wheel. Drivers also
complained about the shape of
controls - making them
uncomfortable to use - such as
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the handbrake control and
steering knob. The report says
these controls should be better
designed to match the part of the
body with which they have
contact.

The report “Strength Abilities of
Disabled Drivers and Control
Characteristics of Cars” by Paul
Kember, can be purchased from
the TRRL, Old Wokingham Road,
Crowthorne, Berkshire RG11
6AU. It costs £14.00, cheques
should be made payable to TRRL.

Mobility Discounts

Discounts available to disabled
customers from motor
manufacturers, cheaper tyres,
exhausts and batteries, discounts
on ferry crossings and
concessions on bridge and tunnel
tolls are listed in a new leaflet
from the Mobility Information

Service.

To obtain this free leaflet send a
stamped addressed envelope to
‘Discounts and Concessions’,
National Mobility Centre, Unit 2a
Atcham Estate, Shrewsbury SY4

Holiclays for
—All——

The Holiday Care Service,
supported by Barclays Bank, has
produced a series of free leaflets
giving details of accessible
holiday accommodation in each
of the Regional Tourist Board
areas and also for Wales and
Scotland. Every hotel in the
guides has been inspected. The
leaflets should be freely available
from tourist information centres
throughout the country, or you
can get them direct from the
Holiday Care Service, 2 Old Bank
Chambers, Station Road, Horley,
Surrey RH6 9HW.




(ORANGE IBADGE
(CHANGES

Most of the changes proposed for
the Orange Badge Scheme are to be
implemented this autumn. The
changes include:

*redesigning the orange badge asa
personal passport-type document
with space for a photograph of the
holder

*increasing the timelimitonyellow
line waiting from two to threehours

*giving recipients of Mobility
Allowance automatic entitlement
to badges.

*more guidance to help GPs and
issuing authoritiesinadministering
the scheme

*continuing consultation withlocal
authority associations to make sure
that only those who are entitled to
receive Orange Badges actually
get them.

Journey of a lifetime

:-.'.'. QF wp e WK ,l“"" i
Fancy travelling the silk £ 2ol ,' . . .

road from Pakistan to
Peking, or trekking }
through Zimbabwe and %
Zambia? Both trips may } ™%
sound like impossible  {¥. _}c.
dreams but they are t'\

dreams which will come 5 ;

true for 36 disabled and
disadvantaged
youngsters who are
chosen to join these trips ;
in July next year. The
journeys are organised by JoLt (Journey of a Lifetime trust) and each
person is asked to raise £500 towards the cost of his/her trip - the major
part though is paid by the trust - another £2,500.

To apply you can either be nominated by an adult or nominate yourself -
provided there are two adults willing to support your application.

Further details are available from The JoLt Trust, c/o Mrs Dorothy Dalton,
High Brow, Harrow park, Harrow on the Hill, Middx HA1 3]E, telephone 081
869 1214. Hurry, completed applications must be in before the end of the year.

A chance for adventure

TEN of the country’s holiday activity centres have
got together to produce a leaflet showing what they
have to offer for young people with special needs,
on their own or with family or friends.

They feel that more young people could be
benefiting from the opportunities available at these
centres, not only helping personal development
and confidence but having a really enjoyable time.
The problem is that most people try to book during
the months of July and August so these times are
booked solid a year in advance but you could go at
other times, even in winter. Many schools are
happy to allow ‘time off’ for this purpose because

of the benefits to the individual.

Centres mentioned in the leaflet include Stackpole
in Wales (which has been featured in LIFT in the
past). There are also centres in Norfolk, Yorkshire,
Scotland, Cornwall and Cumbria - this one was
given an enthusiastic report on TV’s Travel Show in
September. The types of activities provided by the
different venues include riding, pony driving,
abseiling, archery, orienteering, sailing, camping,
canoeing, to nature study and arts and crafts.

To obtain a copy of the leaflet “Adventure for All”

contact BSAD tel. 071 383 7277.

Archery is one of the many sports e @
offered at Adventure Centres g~~~ h

A

L
~

LINK No. 136 10/91

A



) AN
LS
e

e
k!ﬂ; _

9 0

TATEMENTING is

necessary for any child

who is perceived to have
or could have a special education
need. Children with spina bifida
and/or hydrocephalus are most
certainly in need of careful
assessment to make sure that
their medical, social and
educational needs are adequately
dealt with whilst at school. But
many parents are reticent when it
comes to starting the
Statementing process, either
because no particular problems
are immediately obvious, or they
have heard of the difficult
experiences of other parents. And
headteachers and educational
psychologists may not see the
necessity of Statementing a child
with hydrocephalus because
there are no physical signs of
disability. Certainly the process
can produce problems but these
are not insurmountable and can
be dealt with by help from
ASBAH.

Difficulties you may face

A Delay in getting a Statement

Often the time taken from the
start of assessments to the
production of a final Statement
can be up to two years. Meetings
and paperwork along the way
can be confusing and cause
delays. Sometimes one feels that
this could be delaying tactics on
the part of the Local Education
Authority! One distinct
disadvantage of such delays is
that, by the time the Statement is

I

—

Finding your way

through the

Statementing maze

Following his article in the last issue on the
need for a Statement, Peter Walker discusses the hurdles
parents may encounter in the
process and suggests ways to overcome them.

completed, the special
educational needs of the child
could have changed.

A Vague definitions of your
child’s needs

Sometimes Statements of Need
are very vague and use words or
phrases which could be
interpreted in a variety of ways
by different people. Comments
such as ‘physiotherapy as
appropriate’, ‘individual
attention required in small
groups’ and ‘requires special
educational programmes’ are not
specific enough.

The type, content and amount of
provisions necessary should be
clearly spelt out. Section I of the
Statement, which deals
specifically with special
educational needs, should
describe in full what the needs
are and not be merely a
diagnosis, such as, “X has
hydrocephalus and a shunt
leading to the peritoneum”

In Section III, which deals with
Special Educational Provision,
provisions must be made specific
for each and every one of the
special needs mentioned.

It is vital for parents, on receipt of
a draft Statement, to examine its
contents very carefully. If
necessary, consult ASBAH for
discussion and advice.

A Differing perceptions of the
needs of your child

It is possible for parents and

professionals to have different

views on the special needs of

children and this can produce

conflict. It is very important that ‘
there should be dialogue and
consensus of thought rather than
confrontation when the

Statement is being compiled.

Often the parents, having spent
much time in caring for their
offspring, know considerably
more than anyone else about
their child’s medical,
psychological, emotional, social
and physical problems. Because
of this it is vitally important that,
during the assessment process,
parents send the Local Education
Authority a profile outlining
details of the child’s early years,
the present situation and some
general personal views on how
the child’s needs can be best
provided for. Help with the
preparation of this document can
also be given by advisers at
ASBAH.

A The Statement has been made
to match the resources available
and not the needs of your child

It is regrettable that, on occasions,
LEAs formulate Statements
according to the present
resources available, and not
according to the individual needs
of pupils. Understandably,
financial constraints place great
burdens on Authorities,
nevertheless it must be
remembered that the meeting of
the special needs of a particular
child is of paramount
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importance. Parents are
encouraged not to accept any
provision which, in their view,
falls short of what their child
requires. Statements should
concentrate on provisions rather
than placement.

A Not knowing your rights

The 1981 Education Act makes
provision for the full involvement
of parents in the Statementing
process. In looking at a child as a
whole person, this involvement is
essential. Unfortunately, many
parents are ill-informed about the
procedures of both assessments
and the legally binding Statement
of Special Educational Needs.
Parents have access to the advice
which professionals give to the
LEA about their child and have
the right to make known their
views about them and appeal
against the outcome. Many
organisations can help parents
and ASBAH is one of them.
Remember that all parents should
expect the best possible education
for their child.

A Dealing with bureaucracy

Some parents feel threatened by
bureaucracy, professionals and
officialdom generally. Because of
the assumption made that
professionals know best, many
feel that they are obliged to
accept their advice and decisions.
But sometimes one must
challenge authority. In many
cases officials are operating a
bureaucratic machine which
functions on fuel fed by policy
making and financial advisers.
People are not objects and must
not be treated as such. Every case
must be considered on its merits
and not according to a
generalised policy.

AJargon used in Statements

Nothing is more offputting than
receiving documents which do
not make sense to you.
Sometimes professionals, through
force of habit, use words and /or
abbreviations which are
intelligible to other professionals
but not to lay people. If this

occurs then parents must seek
clarification.

Also phrases may be
misinterpreted because of
indistinct meaning eg “John must
improve his motor co-
ordination”. This statement could
relate to a variety of experiences
and skills. It is not specific in
describing the real area in which
the child has particular
movement problems.

A Lack of co-operation between
school and parents

It is very important that a good
relationship exists between
school and home. All too often
problems arise because of
mistrust and/or
misunderstanding between
parents and teachers. At case
conferences, or general meetings,
it is important that there is co-
operation and not confrontation.
In many cases fears and anxieties
occur because there is a lack of
information and understanding
of the problems and needs of the
child. In addition, there is often
no clear school policy and
support for pupils with special
educational needs. It is important
that parents and teachers regard
themselves as partners in the
education process.

A Teaching staff who don’t
understand the statementing
process

Occasionally, teachers are not
aware of the implications of the
1981 Education Act, and the need
or relevance of a Statement. This
is particularly so with
hydrocephalus, when a child
presents no physical disability
but can exhibit what is
unjustifiably defined by the
teachers as laziness, bad temper
or low intelligence. In many cases
parents can help, together with
ASBAH, by educating the
educationalists about what is
commonly termed “the hidden
handicap”. The problems
experienced by children with
hydrocephalus must be clearly
defined on the Statement and
readily understood by the

teaching staff.

A Your child’s teacher has not
seen the Statement

It has been brought to my
attention that teachers sometimes
have to work with children with
disabilities without real
knowledge of their problems,
because the headteacher has
retained a copy of the Statement
in the school office without a
teacher having read it. Whilst it
must be appreciated that a
Statement is confidential it must
also be recognised that its
contents should be divulged to
the educator if the child’s
interests are to be effectively met.
Once again, effective dialogue
and co-operation between the
school and the parent can often
overcome ignorance of the facts.

A Resources are not available to
meet the needs specified

Speech therapy and
physiotherapy are services which
often fail to be given, even
though mention of them has been
made on a Statement. Children
who need help to enable them to
communicate fully with others,
have a legal right to speech
therapy. The 1981 Education Act
requires LEAs to meet children’s
special educational needs, and
speech therapy is one of them.

In 1989 a Court of Appeal ruling
held that speech therapy was, in
virtually all cases, an educational
responsibility. As the Judges
commented: “We do not see how
to teach a child to communicate
by speech can be any different
from teaching him to
communicate by writing: both are
clearly educational”. (X v
Lancashire County Council 1989,
Court of Appeal.)

All too often, physiotherapy,
which is the responsibility of the
Health Authority, is not
available, although it is indicated
on a Statement. An LEA
sometimes regards
physiotherapy as not being an
educational requirement,
therefore, it is included as a

A
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provision in Section 5 of the
Statement. The LEA must
provide educational provision
under Section 3 (no matter what
it costs) but there are no legal
duties to provide services under
Section 5.

What can you do?

To avoid the pitfalls outlined
above the following steps are
suggested:

*Try to be involved as much as
possible in the Statementing
process by attending meetings,
talking with professionals and
contributing to the assessment of
your child.

[ ———————————

PRODUCT NEWS

*Do not feel harassed or pushed
into hasty decisions without prior
consultation with friends or
advisers.

*Elicit help when required
concerning wording or phrases
that you do not understand, or
are concerned about.

*Do not allow great delays to
occur in the assessment process.
Do not hesitate to enquire what is
happening or what stage the
process has reached.

*Read all documents carefully
and ask for help, particularly
when things do not seem correct
or explicit. (The education
adviser at ASBAH or your local
fieldworker will always assist

if required).

*Try to maintain good
relationships with the school,
local education officers and other
professionals whenever possible.
They can often be your allies.

*Do not rely on verbal
agreements. Always insist that
everything is confirmed in
writing and keep all
documentation together with the
date it was received.

*Remember that at every stage of
the Statementing process, you
have the right of appeal if you do
not accept the conclusions and
recommendations of the LEA.

Peter Walker, disabled living adviser
(education).

, TSR S B R R

Items featured in product news have not
been tested by us.

New
wheelchair
range

The choice of manual wheelchairs
available for children has widened with
theintroduction of a child’s chair as part
of the new Suntec range from Sunrise
Medical.

The Suntec Kiddie SX weighs 24Ibs, and
along with the adult version, has quick
release wheels, fully adjustable rear axle
plate and anti-flip stabilisers. It is
available in various colours including
neon pink, blue, yellow, red and black.

Both the adultand child Suntec SXs cost £750. More details on this range are
available from Sunrise Medical Ltd, Fens Pool Avenue, Brierly Hill, West
Midlands DY5 1QA, telephone 0384 480480.

Merry
Christmas

divided between them.
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Smooth Entry

Designed to be used for ease of
access to either domestic or public
buildings the Grorud Interchange
is a modular ramp system.

It is made from galvanised steel
and has adjustable feet and comes
complete with handrailsand raised
kerb. Further information from
Grorud Bison Bede, Castleside
Industrial Estate, Consett, Co
Durham DH8 8] B, tel: 0207 590149.

Leedsand Bradford ASBAH have joined with three local charities to
produce this Christmas Card — monies raised from sales will be

Middle Schools in the area ran a competition to design the card and
this winning picture is by 13-year-old Liz Robinson.

Packs of 10 cards cost £1.80, orders to Mrs Anne Grange, Appeals
. and Activities Co-ordinator, Leeds & Bradford ASBAH, Five Oaks,
Ben Rhydding Drive, Ilkley, LS29 8BD.



Nutrition
and

by Jane Williams disabled living
adviser (continence)

ALL PEOPLE require a well
balanced diet providing protein
for muscle growth and
maintenance, energy for growth
and daily living, and vitamins
and minerals for general health.
These nutrients can be obtained
from a variety of foods; meat,
dairy products, cereals,
vegetables and fruits. No food is
a bad food, it is the amount and
balance of food eaten that is
important for health. For
example, consuming too many
eggs and too little fibre can lead
to constipation. Consuming too
many foods rich in energy can
lead to obesity. Nutrition affects
bowel balance, the urinary tract;
skin state; energy levels and
general well being.

PROMOTING
HEALTHY CHOICES

Obesity is common in children
with spina bifida, often occurring
at the time a wheelchair becomes
the main method of mobility.
This is mainly due to a sedentary
lifestyle. People with spina bifida
have less muscle tissue because of
the complete or partial loss of
nervous tissue activity in the
muscles of the lower trunk. As
these muscles are not exercised,
they shrink in size and less
energy (calories) is needed than if
these muscles are active. The

energy requirement of a person
with spina bifida, is about half of
that of their able bodied peers
and the amount of energy needed
decreases with age, and women
need less than men.

The problems encountered due to
obesity can be wide ranging.
Intermittent catheterisation and
hygiene skills are difficult to
perform - pressure sores develop
easily. Mobility is more difficult
and options for social
development reduce, scoliosis
and heart and lung functions are
affected, all this can reduce
independence and contribute to a
lack of self esteem.

It is easy to see how the problem
becomes compounded. Lack of
mobility and self esteem means
more time is spent at home in
front of the television. Boredom
leads to “snacking”, rewards
from parents and family tend to
be high calorie sweet foods, and
the child eventually becomes
even more overweight,
dependent and inactive. They
may not appear to be over-eating
compared to brothers and sisters,
but in fact their nutritional
requirements are quite different.

These contributing factors are
complex, and may be very
difficult to deal with. Neither a
young person nor their parents
should feel worthless or guilty if
they are overweight. Remember,
there are many able-bodied

people who find controlling their
weight difficult, despite having a
higher calorie allowance!

ADVICE TO NEW
PARENTS

Good habits start early in life;
establishing a healthy diet early
in life is the best method of
preventing later problems such as
obesity. A well balanced diet
containing all the essential
nutrients and including fibre and
fluids - with an energy value
within the requirements of the
individual - is the best solution. If
this is introduced from the very
beginning and becomes a way of
life for the child, it does not
become an insurmountable
problem later in life. The
situation needs to be reviewed
frequently, taking into account
age, size and mobility.

Involve children in planning and
preparing their own meals. This
is often not done because
accessibility is difficult. If they
have an understanding of how to
plan a balanced diet, and they are
given responsibility and choice,
then they are much more likely to
succeed. Devise a system of
rewards not based on food;
games, music, books, outings,
clothes, or just praising your
child’s appearance. —_

A
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=  WHATIFIAM
ALREADY
OVERWEIGHT?

Working out a well balanced diet
is not easy. People with spina
bifida still need the same amount
of protein, vitamins, minerals,
fibre and fats (some vitamins are
only found in fats) as other
people, but they need fewer
calories. Therefore, the foods
chosen should be in the lower
calorie range so as not to waste
the calorie allowance. Ask your
local dietrician to help you plan a

balanced diet or join
Weightwatchers.

There are several easy things you
can do: use yoghurt instead of
cream, semi-skimmed milk, lean
meats, more fish and poultry, cut
down on sweet things - such as
cakes and biscuits, use low
calorie drinks, and grill rather
than fry food. Save sweets, crisps
and chips for very special
occasions. Make sure there is
always a well stocked fruit bowl
available.

Do more things that require
energy - hobbies that require you
to be out, and self propelling,

sports and exercise. Exercise will
not only use calories, but also
develop the muscles of the upper
trunk so that mobility becomes
easier and self esteem improves.

A well balanced diet pays many
dividends. Bowel and bladder
management is easier, sores are
less likely, mobility and self
esteem improve. Being positive
and responsible about nutrition
helps to promote a much more
positive attitude generally.

We at ASBAH understand the
special needs of our client group
and are ready to give advice and
support.

Letters

Let them know you’re coming

When she injured her leg on holiday in Ireland, continence adviser
Mary White had to return home on crutches. Her experience on the
ferry as a “disabled’ passenger prompted her to write to LINK. We
publish an abridged version of her letter together with comments from
Sealink and our own mobility adviser, John Naudé.

“Once on the car deck my troubles
really started. On leaving the car I
was wobbling down the narrow
space between the vehicles. The
amount of grease and oil
underfoot made it positively
treacherous and I was certain that
I would not make it to the
companionway without
sustaining further injury.

When I reached the companion-
way, the sight of that vertical
staircase was too much and I was
close to tears. My daughter ran
off to flash her eyes at a crew
member and thus get help for her
rapidly aging and infirm mother.
“No problem”, he said. “Go and
tell your mother to come to the
lift and we will take her up”. The
lift just happened to be at the
other end of the car deck and to
gain access to it one has to hop
over a series of pipes which must

be part of the water or ventilation
system.

Distressed and exhausted, I
eventually got there only to find
that the layer of grease on the
floor was even thicker than that
on the car deck. At length we
made for the restaurant. An
expensive and unwanted waiter-
served meal was the price gladly
paid for pain-free space, peace
and quiet. Relief was short-lived
when the announcement came
over the loudspeaker system,
“Would all passengers please
vacate the restaurant as the BBC
wish to film a Jim’ll Fix It’ item.

There was no space anywhere by
now except outside on the deck
where I managed to find a seat in
a spot too windswept and cold
for anyone else. A kindly and
rather embarrassed purser helped

the family to get me there and
promised to return, ‘Jim’ll Fix It’
permitting, to help me to the car
deck before the other passengers.

Please, Sealink, is it too much to
ask for safe access and
accommodation for disabled
people, even if they are like me -
just ‘disabled for a day’. “

A spokesman for Sealink told us that
Mary’s plight could have been
avoided if she had let them know she
was travelling on the ship. “If she, or
one of her family, had called into the
port office we would have ensured
that her car was right next to the lift
and have reserved seating for her.”
The spokesman went on to say that
their policy is to “bend over
backwards and if necessary hold up
629 cars to make sure a disabled
driver or passenger gets on first to be
near the lift”. Though we did suggest
that perhaps not all disabled people
would want their arrival heralded in
this way we did take the point that
Sealink would make arrangements
for expected disabled travellers - of
course the public needs to be aware
of this fact - and as John Naude,
ASBAH'’s mobility adviser and a
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wheelchair user himself, comments :
“In an ideal world there would be no
need to advise people in advance of
your travel plans as all trains, boats
and planes would be fully accessible
to everyone, but until that day comes
advance planning is necessary for the
disabled traveller.” John also used a
Sealink ferry this year, on a different
route, and when booking, told them
of his mobility requirements. When
he arrived his car was in the first five
on board and parked by the lift and
seating was reserved for him.

000

So the moral of the story would
seem to be - let the company
know what you will need, then if
they don’t provide it you have
every reason to complain.

No
statement,
thank you!

“1 am writing to object about
the article “A Statement Please!”
which appeared in the August
edition of LINK.

I have spina bifida and am
currently in my fourth and final
year of a BEd (Hons) science
degree at Reading University. I
have always been to mainstream
schools and never received any
special treatment (although I was
limited in what I could do in PE
and games). I have seven ‘O’
levels and two ‘A’ levels, all
gained without the need for any
extra attention from teachers.

Where would a statement have
made any difference to my
progress at school? I object to Mr
Walker’s statement that “all
children with spina bifida and/or
hydrocephalus should be
statemented”. If this is the case,
every child in the country should
be statemented as it is a fact that
every child is an individual and
therefore has different needs.

One other comment which I have
to make is about the raising of
large sums of money which is

used to buy items such as battery
operated tricycles for individuals.
It seems to me that those who
require such equipment are in
receipt of mobility allowance and
it is this which should be used to
buy these tricycles.

I have just been turned down for
mobility allowance (once again!)
and have to run my car whilst
living on only a student grant (I
cannot do anything without a
car) therefore I have to sacrifice
other aspects of my life in order
to do this - ie social life. It seems
ridiculous to me that those
receiving mobility allowance
should “scrounge” when a year’s
mobility allowance would cover
the cost of one of these tricycles.
Meanwhile, people in a similar
situation to myself have to get by
quietly with no handouts
whatsoever!”

Diane Grantham

Though Miss Grantham objects to
our use of the word “all’ in the
statementing article we do believe
that all children should be assessed.
Of course, this may reveal that a
statement itself is not necessary. The
statementing procedure is there to
enable children with ‘special’ needs,
be they physical or educational, to
attend mainstream school by
providing the resources/equipment
required. Perhaps, if statementing
had been available when Miss
Grantham started school then extra
provision might have been made to
enable her to participate more fully
in games and PE.

On the point about the use of
mobility allowance, we would agree
that it should be used for its intended
purpose ie for a car, or powered
wheelchair or for taxi fares, dial-a-
ride etc but of course some people
need both a powered chair or tricycle
for indoor/local use and a car to
enable them to travel further from
home. We certainly do not agree that
recipients of fundraising are
“scrounging”. Unfortunately
equipment which 1s vital to disabled
people’s independence can be beyond
the individual’s pocket and not
covered by any of the allowances and
benefits to which they are fully

entitled.
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The Great
Ormond Street
Book of Baby and

play stages mightbe useful for first-
time parents, although the same
information could be obtained from
othercheaperand moreinteresting,
colourful publications.

RS.

New from ASBAH

The Statementing Process for Children
with Special Educational Needs is one
of two new titles on ASBAH’s
publications list. It covers every
aspect of the statementing process
and is written by our educational
adviser, Peter Walker. Price £1.50.

The other addition is The
Hydrocephalus Information Pack
which containsa selection of useful
articles for parents, teachers and
employers. Price £3.00.

Bothitems obtainable from Information
Dept., National Office.

Child Care

&,
This claims to be “the 7 D
authoritative, complete ¢°e
parents’ guide to the first f"
five years”. Unfortunately, E;
itfailstolive up to thisclaim,
despite its remarkable
resemblance in size and
weight to the bible! This is
not a particularly ‘user-
friendly’ book: the text is
dense and uninviting; the
line drawings approximate
more closely to those of an
old-fashioned medical text
book and the black and
white photographs gve the
book a dated feel. Some of
the photographsare unclear
and a “delivery by
Caesarean section” is
particularly uninformative
and gruesome. Child health
is approached from an

HELP FOR MAINSTREAM AND SPECIAL
SCHOOILS . . .AND FOR THE HOME

Hydrocephalus
- a guide to
Education

We have made a short video to help teaching staff, and possibly care
staff, know more about how a child with hydrocephalus views the
world - in and out of the classroom.

A child with hydrocephalus often experiences difficulties with visual

perception, concentration, orientation and short-term memory. These
symptoms are often misinterpreted by busy staff as laziness,

HYDROCEPHALUS

ASBAH wishes to
thank the following
for their special help
and support in the
making of this video:

The Department of
Health

entirely medical perspective
and no consideration is
given to poverty or poor

ill health.

Chapter 19 is entitled
“Handicap” rather than
disability and demonstrates
an unfortunate lack of
sensitivity to disability
isues. The section on spina
bifida is factually incorrect:
“About five in every 2,000
childrenareborn withspina
bifida” - the OPCS figure is
two per 10,000 live births. It
is doubtful whether this
section would be of any use
to families who have a child
with special needs.

Sections of the book dealing
withchild developmentand
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‘The Meads School,
East Grinstead

Zem Rodaway

. A ‘The staff, parents and
housmg as contrlbutors to pupils of -

Angmering School,
West Sussex

Impington Village
College, Cambridge

development.

clumsiness and sometimes sheer bloody-mindedness. But the basic
problems are very real and, if not addressed early, can hinder

The video focusses on two main areas - hand-writing and number-
work - and offers practical advice on ways in which these can be
improved. It also stresses the importance of developing a partnership
between school and home and of auditory stimulation. .
the child listening to his/her own speech.

We suggest strategies that can be adopted in the classroom which, if
applied with determination, can help the child gain in confidence.
The strategies are simple enough to be used in main-stream schools,
usually with existing equipment. To help the child develop, the video
shows how the lessons can be carried through to the home.

. often with

Produced for ASBAH by Leonie Holgate MCSP SRP, Disabled Living Adviser and
Tony Britton, Publicity Manager. Made by Monica Hart Productions © ASBAH 1991
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Rates: £3 for 30 words max; £4.25 for 30-45 words;

£5.50 for 45-60 words.

Cheques and postal orders should be made payable to “"ASBAH’.

Small adverts for the next issue of Link (December) should be
submitted by Friday, 8 November. Please send them to: The
Editor, ASBAH House, 42 Park Road, Peterborough PE1 2UQ.

HOLIDAY ACCOMMODATION

When booking, check to make sure the accommodation
suits your particular needs.

BORTH NR
ABERYSTWYTH i
Six berth P
caravan.
Suitable for
large e
wheelchairs. S
Licensed
site. Five
minute
walk to sea,
shops etc.
Details: Mrs J Carter, 1
Meadow Road, Craven
Arms, Shropshire SY7 9QY

ISLE OF WIGHT ASBAH

Completely refurbished,
fully equipped, wheelchair
accessible, 2 bedroom
holiday chalet, sleeps 6 plus
cot. Clubhouse, indoor
heated pool, shop, etc. Site
overlooks sea. Own
transport advisable. Details
from Mrs P Burden, 36
Sherbourne Avenue,
Binstead, Ryde PO33 3PX

ep off
dll| the g7a s

WINTERTON-ON-SEA,
GREAT YARMOUTH,
NORFOLK

Six berth chalet overlooking
sea. Exclusive holiday
centre providing the ideal
setting for a relaxing
holiday in peaceful
surroundings. Heated pool,
club, shop etc. Further
details from Fred
Simmonds (0628) 783413, 18
Ashcroft Road,
Maidenhead, Berks SL6 6]F.

FOR SALE

PARRY CAR HOIST clamps on
to car guttering, hydraulically
lifts person from wheelchair
into car and vice versa. £70, tel
0332 883318.

ARE YOU finding your present
chair too heavy and
cumbersome to use? You want a
new lightweight chair, but can’t
afford the prices of new models.
Have you ever thought of
buying a secondhand or ex-
demonstration model? GBL
SERVICES deal in all models of
lightweight wheelchairs both
new and used, tel 081 569 8955.

HAVING DIFFICULTY lifting
your child in and out of a
wheelchair? I have designed a
special seat and system which
can help. For details ring Dave
Lawrence on 0255 675245.

GOWRING CONVERSION
MINI (Blue) X Reg. Mileage
24,000, very good condition.
Fitted with high roof, lowered
platform and ramp, £1,900.
Phone Mr Cope on 0522 753402.

A
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BARNSLEY

Mrs Marlene Haigh,

3a Birk Avenue,

Kendray,

Barnsley, S Yorks S70 3AE

BEDFORD

Mrs Elsie Bennett,

341 Bedford Road,
Kempston, Beds MK42 8PX

BOURNEMOUTH,
CHRISTCHURCH & DISTICT
MrsG. Lanning,

23 Seaway Avenue,
Christchurch, Dorset

Tel: 0425 273 255

BRISTOL & DISTRICT
MrG Egan,

64 Rookery Road,
Knowle, Bristol 4

Tel: 0272777942

BROMLEY

Mr Charles Harper,
7 Eresby Drive,
Beckenham BR3 3LS
Tel: 081 777 1182

BUCKS & E.BERKS
Mrs M Ross,

19 Sheepcote Cottages,
Sheepcote Dell Road,
Holmer Green,

High Wycombe,
Bucks HP15 6T]

BURY & BOLTON

Mr David Clyne,

51 Cuckoo Lane,

Whitefield,

Manchester M25 SWQ

Tel: 061 798 7804 (after 4 pm)

CALDERDALE

Mr A L Crowther,
12 Elm View,
Huddersfield Road,
Halifax HX3 OAE
Tel: 0422 341497

CAMBRIDGESHIRE
Mrs D Thom,

55 Hanbury,

Orton Goldhay,
Peterborough,

PE2 0QU

Tel: 0733 235139

CHESTER & DISTRICT
Mrs P Ithell,

34 King Edward Street,
Shotton; Deeside

Tel: 0244 811074

DUDLEY, WOLVERHAMP-
TON & SANDWELL

Mrs Lorna ] Wootton,

4 Leveson Road,

Wednesfield, Wolverhampton,
West Midlands, WVIl 2HF
Tel: 0902 738724

ESSEX

Mrs R McCarthy

26 Brixham Gardens
Iiford, Essex 1G3 9AX
Tel: 081 594 1852

GLOUCESTERSHIRE
Mrs] A Wintle,

54 Borough Close,

Kings Stanley

Stonehouse, Glos GL103L]
Tel: 045 382 2963

GRANTHAM

Miss Caroline MacCallum,
58 Redcross Street,
Grantham, Lincs NG31 8BU
Tel: 0476 66085

GREENWICH

MrsM Mears,

29 Wellmeadow Road,
London SE13 65Y

Tel: 081 698 5567

HAMPSHIRE NORTH,
W SURREY & S BERKS
Mrs Liz Selby,

Buryfields House
Buryfield

Guildford.

HAMPSHIRE SOUTH

Mr SR Baker,

12 Moorings Way,

Southsea, Portsmouth, Hants

HERTS & S BEDS

Mrs S Riseborough,

4 Sherborne Way,

Croxley Green, Rickmansworth,
Herts WD3 3PF.

HILLINGDON
Mrs B Brannen,
30 Fairey Avenue,
Hayes, Middlesex

HUDDERSFIELD

Mrs] V Brook,

11 Standiforth Road, Dalton
Huddersfield

Tel: 0484 421776

HULL & DISTRICT
Mrs G D Brown,

233 Cranbrook Avenue,
Hull HU6 7TX

Tel: 0482 857165

JERSEY, Channel Islands
Mrs Joy Thomas,

Belles Roches Cottage,
Vallees des Vaux,

St Heller, Jersey, CI.

KENT

Mrs S Weatherstone

6 Croftside

Vigo Village

Meopham Kent DA13 0SH
Tel: 0732 822985

LEEDS & BRADFORD

Mrs Anne Grange,

Five Oaks Ben Rhydding Drive,
Tlkley, West Yorkshire LS29 8BD
Tel: Iikley 609468

LINCOLN & MID LINCS
Mrs P Malson,

The Pinfold, Chapel Lane,
North Scarle, Lincoln

Tel: 0522 77781

LEICESTERSHIRE
Mrs A Twomlow,

29 The Crescent
Market Harborough
Leicestershire LE16 7]]
Tel: 0858 32967

LINCOLNSHIRE SOUTH
Mrs P Mason,

67 Boston Road,
Heckington, Sleaford, Lincs

LONDON N.EAST
Mrs B A Pierson,

18 Kingsley Road,
Forest Gate,
London E7 9PP
Tel: 081 472 8605

LONDON N WEST

Mrs H Prentice,

37 Milton Road,

Hanwell, London W7 ILQ

LONDON SOUTH

Mrs S Cudd,

15 Woodvale Walk,

Elder Road, W Norwood,
London SE27

Tel: 081 761 2400

MANCHESTER CENTRAL
Miss Alison McCormack,
100 Heaton Park Road,
Higher Blackley,
Manchester 9, M9 3QQ

Tel: 061 740 6397

MIDLAND

Mrs D Britt,

14 Court Road,
Sparkhill, Birmingham 1l
Tel: 021 7710371

NORTH EAST
(Northumberland)
Mrs E Grant,

27 Redwell Road,
Prudhoe,
Northumberland

NORTHAMPTONSHIRE

OXFORDSHIRE

Mrs Shirley Dale,

14 South Row, Chilton,
Didcot, Oxon

PRESTON

Mrs S Thompson,

34 Beatty Road,
Southport, Merseyside,
PRS 6LB

ROTHERHAM & DONCASTER
Mrs D Barringer,

21 Coppice Gardens,

Broom Riddings,

Greasbrough

Rotherham S61 4RE

Tel: 0709 560686

ST HELENS & DISTRICT
Mrs N Maddocks,
236 Rainhill Road,

Prescot,
Merseyside L35 4LD
Tel: 051 426 3921

SALISBURY & DISTRICT
Mrs ] Renshaw,

1Philip Court,

Coronation Road,
Salisbury SP2 9DA

SHEFFIELD

Mrs C Crofts,

46 Busheywood Road,
Sheffield SI7 3QB

Tel: 0742 366033

SOMERSET

Miss June Roberts,
18 Spicer Way,
Cha

rd,
Somerset TA20 2JS

SOUTHAMPTON & DISTRICT
Mr A D Strong,

8 Summerfields,

Locks Heath,

Southampton,

SO3 6NN

Tel: 042121 2644

STAFFORDSHIRE
Mrs] Davies,

8 Oakhill Avenue,
Oakhill,
Stoke-on-Trent ST4 5N]
Tel: 0782 45365

STOCKPORT
Mrs ] Roberts,

9 Highcroft Road,
Romiley, Stockport,
Cheshire SK6 4PS
Tel: 061 430 4869

SUFFOLK

Mrs Mary Myers,
59 Lisburn Road,
Newmarket,
Suffolk CB8 8HS
Tel: 0638 661873

SUNDERLAND

Mrs Audrie Shepherd,
115 Holborn Road,
Sunderland

Tel: 091 528 3568

SURREY
Mr Simon Figg,

4 Brickyard Copse,

Dorldn';,
Surrey RH5 5T]
Tel: 030679 572

SUSSEX

Mrs M White,
Averys,

Rusper, Horsham,
Sussex

Tel: 0293 871217

TRAFFORD & SALFORD

Mrs T Gaynor,

Davis Court,

Cyprus Street,

Stretford, Manchester M32 8AX
Tel: 061 865 0222 mornings only

WARRINGTON & DISTRICT
Mrs S Lawless,

4 Astley Close,

Warrington,

Cheshire WA4 6RB

Tel: 0925 573708

WESSEX
Mr T Poole,

Tel: 0308 862614

WHITCHURCH & DISTRICT
Mrs D R Calder,

3a Bridgewater Road,
Whitchurch, Shropshire

WIGAN, LEIGH & DISTRICT
Mrs Pat Stridgeon,

24 Greendale Crescent,

Leigh, WN7 2LQ

Tel: 0942 676091

WIRRAL

Mrs M Hudson,

28 Stavordale Road,
Moreton, Wirral, Cheshire
146 9PR

WORCESTERSHIRE
Mrs C Sheppard,

37 Greenacres Road,
St Johns, Worcester,
WR25EZ

Tel: 0905 421581

YORKSHIRE NORTH

Miss Faith Seward, MBE, BA,
45 The Paddock,

York YO2 6AW

Tel: 0904 798653

WALES

Llanelli
Mrs Anthea James,
61 Westland Close,

Mid Wales

Mrs] Carter,

1 Meadow Road,
Craven Arms,
Shropshire SY7 9QY

North Wales

Mrs L D Morris,
Penrhyn Arms,
Pendre Road,
Penrhynside,
Llandudno LL30 3BY

South Wales

Mrs Brenda Sharp,

38 Redbrink Crescent,
Barry Island,

S Glamorgan,

Tel: 0446 735714

NORTHERN IRELAND

Mr ] Rippey,
Long Eaves,
24 Tulleywiggan Road,
Cookstown,

Co Tyrone
Tel: 064 87 62290

NON
AFFILIATED
ASSOCIATIONS

Blackpool & Fylde
Mrs Heather Pullin,
74 Newton Drive,
Blackpool FY3 8EP
Tel: 0253 36256

Cannock & Walsall
Mr Ken Hall,

17 Wallhouse Street,
Cannock, Staffs
Tel: 054 35 4847

Chesterfield

Mrs K M Tomlinson,
23 Hathern Close,
Brimington Common,
Chesterfield, Derbys

Cornwall

Mrs Wendy James,
17 Pergegon Parc,
Camborne, Cornwall
Tel: 0209 712191

Consett & District
M Broadley,

15 Girvan Close,
Burnside, E Stanley,
Stanley, Co Durham

Derby & District
Mrs A Hewitt,

St Merryn,
20 Burley Hill,
Allestree, Derby

East Anglia

Mrs L A Turner,
22 Windsor Drive,
Wisbech, Cambs
Tel: 0945 64483

Gainsborough & District
Mrs M Hawkes,

10 Turpin Close,
Gainsborough,

Lincs DN2I IPA

Tel: 0427 616807

Isle of Wight

MrD] S Sprake,
Springfield, Town Lane,
Chale Green, Ventnor,
Iw

Tel: Chale Green 234

Lancaster, Morecambe
& District

Mrs Dyson,

25 Royds Avenue,

Heysham,
Morecambe LA3 1PA

Rochdale

Mrs Ann Lawton,

20 Spencer Street,
Chadderton, Odham, Lancs
Tel: 061 6524487

Teesside

Mr] Gray,

Marchesi Centre,
Tollesby Road,
Middlesbrough, Teesside
Tel: 0642 814458

West Wales
Mr Bob Tuckey,
14 South Terrace,

Pembroke,
Dyfed SA71 4EY

OTHER
ASSOCIATIONS

SCOTTISH
Executive Officer:
Mr Andrew Wynd,
190 Queensferry Road,
Edinburgh EH4 2BW
Tel: 031 332 0743

IRISH

The Secretary,

Irish ASBAH,

Old Nangor Road,
Clondalkin, Dublin 22
Tel: Dublin 01-572326

Any local secretaries who
require changes please
contact LINK Editor at:-
ASBAH HOUSE,

42 PARK ROAD,
PETERBOROUGH
PE12UQ

Tel: 0733 555988



