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Happy New Year 
from members of 
the new local 
association in 
South Wales. See 
page 5.
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"Help yourself to the
Help you need?

COOKING
For those with hand disabilities, many 

gas cookers can be fitted with special 
handles and controls. And remember, most 
new gas cookers need no matches to light 
them, because they have automatic ignition.

If you are confined to a wheelchair, you 
may find either a cooker with a waist-level 
grill or a built-in cooker helpful.

For those with failing sight or blindness, 
special braille thermostats are available for 
most gas cookers, together with braille 
cooking charts.

GAS FIRES
Many gas fires are available with easily 

accessible top controls, to save bending, and 
most fires light automatically when turned on.

And for those people with hand 
disabilities, a special tap adaptor may be 
fitted to a number of fires.

CENTRAL HEATING

British Gas offers a wide range of help to those 
who need it most elderly and disabled people.

If you have a disability or have friends or 
relatives in need of help here are some of the 
ways in which we can make life easier for you.

PAYING FOR GAS
The Code of Practice for the payment o 

domestic gas and electricity bills offers advice 
to customers who are unable to pay their 
bills because of real hardship. Copies of the 
Code are available from gas showrooms and 
local offices, Citizens Advice Bureaux and 
other advice centres.

If you are blind, severely sick or disabled, 
you should tell us so that an acceptable 
method of payment may be agreed with you 
and so avoid possible disconnection.

Pre-payment gas meters can be 
re-positioned at a convenient height for 
disabled people, and special extended 
handles are available.

Gas central heating needs very little 
attention and can be set to your own 
particular pattern of living. Time controls 
and room thermostats help to save gas and 
keep running costs down.

HOW TO HELP YOURSELF
Go to your local gas showroom. 

If you cannot go, contact the Home Service 
Adviser of your Gas Region, who will be 
happy to call on you at home and provide 
advice free of charge. (You'll find the address 
and telephone number in your local 
telephone directory under GAS).

MORE HELP
For information about other ways in 

which we can help with safety and 
economy hints, for example, or with a choice^ 
of ways in which you can spread the 
cost of your gas more evenly 
throughout the year contact your 
local Showroom.

BRITISH GAS
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THE INTERNATIONAL Year of 
Youth (IYY)   it's a peculiar way to 
describe 1985. It is also an 
acknowledgement of the problems 
facing the youth of today.

Probably a young generation has 
never before to face such turbulent 
times of change. I know the young 
people of 40-50 years ago faced war 
and unemployment but I still do not 
think they faced anything like the 
peace time stresses of today's young 
people.

The key to why I think that the youth of today is under more pressure 
than other young generations lies in their "expectations".

Let's take the World for example. It's a much smaller place   relatively 
speaking   than 50 years ago. The USA is six hours away and a return plane 
ticket costs just over £200.

Just look at the Pop World. Some young people are "promoted" to 
superstar. Videos make it easier to enjoy these fantasies on a mass scale. The 
problems arise when the video stops and the drudgery of day to day life 
starts. Supplementary benefit might give one the superstar life style for an 
hour.

To sum up attitudes towards life in general, the exclusive adult club of the 
past is being whittled away in young people's minds. It's no longer, "I'm not 
old enough". It's "I want to have a go", and this is where the crunch comes. 
Most adults still have the attitudes of the past   "You're not old enough". 
As a consequence many young people find themselves confused and 
frustrated.

Ask yourself one question. "Were you concerned with world peace at 
14?" YES/NO . . . Young people are today! SS 20's and Cruise missiles are 
hardly ever out of the news and believe me they frighten young people.

I have deliberately painted a bleak picture of two of the three themes of 
the International Year of Youth   Peace and Participation. Young people 
want to participate but it is difficult in an adult dominated world. They want 
world peace but at the moment this issue is out of their hands.

Which brings me to the third theme of IYY   Development. The whole 
developmental process of a generation is at stake. When a political system is 
thriving allegiances are made which carry the system through its bad times.

However, young people today seem to be facing permanent bad times. 
Three million unemployed may be five million in years to come. If this is so 
then the political system we live in will'not have allies. Young people will not 
have seen "the good times". This could lead to instability and a threat to our 
democratic way of life.

We do not want this to happen and thus IYY, with its themes of Peace, 
Participation and Development, has got to be a starting place for a 
democratic future. The pillar that democracy is built on is Participation   
not just for a year and then about-face. IYY and its committees must keep 
replenishing themselves from young people.

In short, we need Peace so that people can Participate and, in turn, 
Develop. That development can then help sustain Peace, and so on.

The three themes go hand in hand. I wait with baited breath. 
PAUL COOPER 
LIFT Organiser _______________________________
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Mobility Road 
Show returns 
this year
FOLLOWING the success of the 
1983 Mobility Road Show , staged 
by the Department of Transport, it 
has been decided to hold a show 
every other year.

This year's Show will be on June 
13/15 at the Transport and Road 
Research Laboratory. The purpose 
is to give disabled people the chance 
to find out whether they are likely to 
have the basic capacity to drive, and 
to discover the kind of car and 
modifications that would suit their 
needs.

The Road Research Laboratory is 
at Crowthorne, Berkshire. For more 
details ring them on Crowthorne 
0344773131.

Car assessments 
take to the road
CAR ADAPTION assessments are 
being carried out in different parts 
of the country over the next three 
years by Banstead Place Mobility 
Centre, thanks to a grant from the 
Ford Motor Company.

A fully adapted Ford Escort and 
assessment equipment, together with 
a therapist and driving consultant 
are travelling to Bath/Bristol  
January; Belfast February; York 
 March; Chester April and to 
other venues yet to be confirmed.

The assessments, costing £30, are 
designed to help any disabled person 
who wishes to learn to drive, or who 
already drives and wishes to change 
vehicles. Assessments will be by 
appointment only. For more details 
contact: Banstead Place, Mobility 
Centre, Park Road, Banstead, 
Surrey SM7 3EE. Tel: Burgh Heath 
5164.

ANYONE in Wales can be assessed 
free on the simulator at Briadene, 
Cardiff. Tel: Nell Edwards 0222 
591284. The Mobility Information 
Service, based in Telford, Shropshire 
has a simulator for assessments. The 
cost is £10 each. The simulator will 
visit you if several assessments are 
required in one area. Tel: David 
Griffiths 0952 507653.

Competition

A computer 
challenge 
for IYY
COULD YOU invent some kind 
of input device to help severely 
disabled people to use a 
computer?

If you think you can and you 
are aged 15-18 why not have a go 
and enter the Disablement 
Income Group's competition 
(closing date April 1) as part of 
the activities of International 
Year of Youth.

Someone with severely 
restricted movement can use a 
microcomputer through voice 
controlled input, for example, or 
a head-worn light pen. It makes it 
possible to perform tasks and 
reach goals that would not have 
otherwise been possible.

The competition winner will 
receive the 1985 Megan Du 
Boisson Award, and an ICL 
personal computer for his school. 
There are also cash prizes. The 
competition is sponsored by ICL.

For more information contact: 
Ms Pauline Thompson, DIG 
Charitable Trust, Atlee House, 
Toynbee Hall, 28 Commercial 
Street, London El 6LR. Tel: 
01-2472128.

Harding Award for 
Lady Hamilton
THE HARDING Award, presented 
annually for 'outstanding work of 
immediate or future benefit to 
disabled people' has been awarded 
to Lady Hamilton, CBE, MA.

Lady Hamilton is perhaps best 
known for her work as Chairman of 
the Disabled Living Foundation. She 
has done much to spread the concept 
of aids demonstration centres and 
information services.

Disabled Drivers
THE correct address of the Disabled 
Drivers' Motor Club (mentioned in 
the last LINK) is: la Dudley 
Gardens, Ealing, London W13 9LU. 
Tel: 01-840 1515. 

We apologise for the error.

Front Cover:

New group to be 
based in Dyfed
THE FRONT COVER picture 
shows a group of mothers and 
children enjoying themselves at the 
Stackpole Trust Cottages* in Pem­ 
brokeshire. The mothers are setting 
up a local association for those with 
spina bifida and hydrocephalus and 
their families living in the scattered 
communities of West Wales.

Over 40 parents and children came 
together for a special week at 
Stackpole to discuss their problems 
and hopes for the future.

The new local association is to be 
based in Dyfed. For more informa­ 
tion contact ASBAH Councillor, 
Mrs Linda Tuckey, Goldboro Fa 
Hundleton, Dyfed.

*Stackpole is a comfortable 
beautifully converted holiday 
for disabled people, families and 
friends set in a beautiful part of the 
Pembrokeshire coast.

For more details contact: Mrs A 
M S Jones, Reaches Riant, 
Lawrenny, Kilgetty, Dyfed.

Photo: Western Telegraph.

ASBAH Course at 
Castle Priory
'SOCIAL & Educational Needs of 
Young People with Spina Bifida 
and/or Hydrocephalus' is the 
subject of a four-day residential | 
course being run by ASBAH at the  
Spastics Society College, Castle 
Priory in Oxfordshire, Thursday 
February 7-Sunday February 10.

The course is aimed particularly at 
teachers in ordinary schools where 
they have pupils with spina bifida 
and or hydrocephalus, and at 
members of the medical pro­ 
fessional. Parents are welcome.

Subjects covered will include 
medical aspects of spina bifida and 
of hydrocephalus, independence 
training, mobility, curriculum 
planning, accommodation, etc.

The cost is approx. £94. For 
details of day rates and for booking 
forms and any other information 
contact: Castle Priory College, 
Thames Street, Wallingford, Oxon. 
OX100HE. Tel: Wallingford 37551.

It's the second course of its kind 
run by ASBAH.



A VOLUNTARY Code of Practice on the Employment 
of Disabled People has been launched by the Manpower 
Services Commission. It is a positive step to try and 
persuade employers that employing disabled people can 
be a practical proposition and to their advantage.

It was drawn up at the request of the Government 
with advice from a wide range of interests including 
disability organisations, such as ASBAH. It is the first 
document of its kind on this subject to be published in 
this country or in Europe. Chairmen of leading 
companies have been urged to encourage use of the 
Code by their managers, and the MSC's locally based 
Disablement Advisory Service teams are promoting the 
Code as part of their developing work of education and 
persuasion with employers. Observance of the Code is 
voluntary but hopefully it will be widely adopted by all 
types of employers in both the public and private 
sectors.

The first part of the Code outlines important policy 
considerations for senior management with regard to 
employing, training and retraining disabled people so 

they receive their proper share of opportunities. It 
reminds management of the legal obligations of 

companies.
Part two of the Code is for day-to-day use by
rsonnel managers and describes good practices   

many of which are observed by leading employers   
and gives guidance on how to implement them. 
These include:

  Guidance on safety at work and standards of 
health and attendance.

  Guidance on recruitment and selection
procedures and ways of increasing the number 
of disabled applicants applying for jobs.

  Suggestions on how to integrate disabled people 
into the workforce.
Details the help available such as alterations to 
premises and equipment and the provision of 
special aids.

  Gives details of the Quota system which 
continues to be in operation.

There is a strong lobby that maintains that a Code of 
ractice unsupported by legislation will be ignored. But
the law in this respect   the Quota system   has 

proved ineffective, this new move is an attempt at 
reasoned argument and persuasion.

There will be no improvement of the employment 
situation for disabled people until employers realise that 
disability does not mean inability, and that taking on a 
disabled employee can be a sound business proposition.

There are many examples such as the food-canning 
factory which could not keep its employees for long 
because of the boring, very repetitive work. The solution 
was to recruit mentally retarded people from a nearby 
adult training centre. These workers did not see the tasks 
as repetitive and their capabilities were used to the full.

From many studies of the performance of disabled 
people, the message is that they have fewer accidents 
than their non-disabled counterparts, have less absence 
from work, and are at least as productive.

The actual number of disabled people who are 
unemployed is not known. The official statistics suggest 
nearly 85,000, but there are a great many more who have 
not bothered to register for employment, often because 
they have been discouraged from doing so because of the 
poor prospects of finding work.

New Code on 
Employment 
is first in Europe

In 1983 only one Government department   the 
Royal Mint   met its 3% Quota, according to a 
pamplet* published by the Low Pay Unit and Disability 
Alliance. Neither the Department of Employment nor 
the DHSS met their Quotas. No county council, only 
one London borough and one in ten metropolitan 
district councils met their Quota requirements last year.

Employers who feel unable to comply with the Quota 
may be issued with a permit relieving them of this duty. 
Both the number of permits, and the number of 
employers without a permit but who are illegally below 
the Quota have risen. Enforcement of the law is 
extremely rare   only 10 prosecutions in the last 40 
years.

Permits are issued as the MSC admits 'as a matter of 
routine ... a twice yearly exercise which has only a 
minimal impact on their policies and practices'.

If you would like copies of the Code of Practice   
either for yourself or for local employers, they are 
available free from: Room W1030, Manpower Services 
Commission, Moorfoot, Sheffield SI 4PQ.

*"A Right to Work: Disability and Employment", 
price £2.35 from The Low Pay Unit, 9 Poland Street, 
London W1V 3DG. (01-437 1780).

^—————————

AID- THE ULTIMATE
CAR PURCHASE SCHEME
f OR DISABLED PEOPLE

After 3 years of preparation, 
AID offers all disabled people the 

following facilities when buying a new 
or used car:-

AID ADVICE CENTRE. Unbiased professional advice from the people who know
and understand your problems.
FREEDOM OF CHOICE. Any make or model of car is available through AID, both
new and used. All cars carry specially negotiated discounts.
CONVERSIONS. Whatever your requirements, AID can meet them.
FINANCE. Unique facility - offering maximum repayment term, m most cases
with no deposit including life insurance. At the end of the term you will own the
vehicle
PART EXCHANGE. AID will be happy to quote for your existing vehicle.
INSURANCE. Special disabled motor insurance package plus emergency rescue
and vehicle warranty.
NATIONWIDE DELIVERY. Direct to your door, anywhere in the UK.

All disabled people and their families qualify for AID, whether receiving mobility 
allowance or not.

AID   ASSISTANCE AND INDEPENDENCE FOR DISABLED PEOPLE.

To obtain further information please contact 
Th* AID C.ntr., 112 Brighton Road. 
Coultrfon. Surrvy CR3 2NF. 
or s.mply Telephone 01-645 9014



A new benefit 
for some long-term

sick and 
disabled people.

Some long-term sick and disabled 
people will now be able to claim a new 
benefit if they are unable to work and 
don't qualify for Sickness or Invalidity 
Benefit.

The new benefit is called Severe Dis­ 
ablement Allowance (SDA for short), 
and is worth £21.50 a week, tax free. It 
does not depend on National Insurance 
contributions, and doesn't involve a 
means test.

SDA replaces Non-Contributory 
Invalidity Pension (NCIP) and House­ 
wives' Non-Contributory Invalidity 
Pension (HNCIP). Everyone who used 
to receive NCIP or HNCIP will have 
been transferred to SDA automatically.

One of the main differences bet­ 
ween SDA and the previous benefits is 
that married women will be able to claim

SDA even if they are able to carry out 
normal household duties.

People who have been incapable of 
work since before their 20th birthday 
can qualify for SDA simply on that 
basis. Those who become incapable of 
work later in life must also be severely 
disabled to qualify.

People aged 50 or over and those 
aged 16 to 34 can get SDA now.

Those aged 35 to 49 cannot get SDA 
until November 1985 but may still be 
able to claim NCIP or HNCIP if they 
met the conditions before November 
29th, 1984.

Pick up a copy of the SDA leaflet at 
your local social security office or fill 
in the coupon below and send it to 
DHSS Leaflets Unit, P.O. Box 21, 
Stanmore, Middlesex HA7 1AY.

I ————————————————————— ——————————————— ~ —— ~~ I 

Please send me the explanatory leaflet and claim form for:
Severe Disablement Allowance D NCIP D HNCIP D Tick the one (s) you want. 
(Please allow 21 days for delivery.)
Name____________________________________________

Address
Postcode.

.J
Issued by the Department ot Health and Social Security.



Members of Tyneside basket ball team 
who won the Slipad Trophy for 
Basketball during the Junior Games at 
Stoke Mandeville last year. All are 
pupils from the Pendower Hall School 
in Newcastle upon Tyne. As well as 
the trophy, presented by Peaudouce 
the manufacturers of Slipad, the 
winning team received special pens 

^nd sweatshirts. Tyneside won in a 
|tlose match against the Notts. 

Panthers from Nottingham. The games 
were the 4th annual event of their kind 
jrganised by the British Paraplegic 

'Sports Society for disabled junior 
athletes.

Holiday hope
A GROUP of mentally handicapped 
adults living at the Western Care 
Centre in Co Mayo in the Irish 
Republic, is interested in organising 
an exchange holiday this year with a 
group of mentally or physically 
handicapped people and staff of a 
residential home somewhere outside 
Southern Ireland. The number of 
people involved could be as few as 
four plus staff.

^ For more information contact: Ms 
Welen Ryden, Western Care Centre, 

Barrack Hill, Newport, Co Mayo, 
Irish Republic. Tel: 098 41193.

"Please would you do up my shoelace 
and tie up my friend's bow properly!" 
Young Jodie Roth well, and 'friend' at 
the nursery for spina bifida and other 
physically handicapped children at 
Tudor House, Netherley, Liverpool.

Copy date for 
the next issue 
is February 10

Eight young people from Hull and District Association who completed a 26 mile 
marathon to boost their association's holiday funds. They completed it in five 
hours, 40 minutes 23 seconds and raised £1,000. Photo: Hull Dally Mail.

New
scheme
opens
up
City centre
CARDIFF Shopmobility is a 
scheme, started recently in the City 
centre, to provide electrically 
powered wheelchairs, scooters and 
manual wheelchairs for people who 
have limited mobility. The aim is to 
help them to shop and use the other 
facilities in the centre.

Mrs Brenda Sharp, Secretary of 
South Wales ASBAH writes: "It 
might be of interest to people 
visiting this area, or be an idea that 
other areas might like to think about 
setting up. Cardiff is particularly 
suitable for disabled people now as 
there is a large pedestrianised area in 
the City centre and also the new St 
David's Centre precinct."

People wanting a chair can ring in 
advance to make sure one is 
available, and at the Shopmobility 
Centre they are asked to complete a 
simple form for insurance purposes. 
There is a test area so that you can 
get the hang of the chair or scooter 
before setting out on your own.

The number to ring to book a 
chair is Cardiff (0222) 399355.

AID for 
motorists
ASSISTANCE and Independence 
for Disabled People — AID — is a 
commercial undertaking that helps 
disabled people and their families to 
buy new or used cars at a discount.

The AID staff include disabled 
people with a knowledge of the cars 
and equipment now available. In 
conjunction with the Driving 
Instructors' Association, AID has a 
nationwide network of instructors to 
cope with individual requirements.

See the advertisement on page 5.



Coping with twins: Where there's 
a wheelchair there's a way
CONSIDER the less obvious uses of a wheelchair — the 
large wheels come in handy for hide-and-seek, and the 
footrest makes a good seat for joyrides round the house.

At least two very young people have already 
discovered some of the good points about having a 
'wheelchair parent'. They are twins, Gemma and Jodie 
Parkinson, 18-month-old daughters of Philip and 
Jackie. Mum is the one in the wheelchair because of 
spina bifida.

LINK readers may remember that we announced the 
birth of the twins in June 1983. They weighed in at 31bs 
lOozs and 31bs 12 ozs, and were pictured on the cover of 
the Sept/Oct 1983 issue when Jackie and Philip were just 
starting on the long, tiring business of looking after 
them.

In October LINK went along to visit them in their new 
home — a council flat on the site of the old Greenwich 
barracks in South London. It's a good-looking, 
medium-sized council development, but the drawback as 
far as Jackie and Philip are concerned are the hills in this 
historic area of London. This, unfortunately, prevents 
Jackie from going out on her own in her chair.

However, the new flat has meant a real improvement 
in their lives. They had to wait about 18 months for it to 
be completed, and meanwhile just had to make the best 
of a one bedroom flat which with two growing babies 
was less than ideal.

They love the size and sunny aspect of their new 
home, and when LINK visited, Jackie's father was 
outside paving their small garden to make it into a safe 
and dry play area for Gemma and Jodie.

Philip and Jackie like the new neighbours, and the 
twins were already playing with the little girl next door, 
just a couple of months older than themselves.

Gemma and Jodie were not yet fully mobile. Gemma, 
the more advanced of the two, had developed her own 
style of crawling and was getting around all over the 
place. She looked as though she might take her first step 
any day. Jodie was crawling a little.

Jackie was still able to ferry both girls around on her 
wheelchair and hopes that by the time they get too big 
for this they will be walking.

Philip suffers from epilepsy and isn't in employment. 
The two of them have built up a good working 
partnership to deal with their daughters. He's the main 
shopper and is also adept at coping with all the family 
chores from nappy changing to cooking. The health 
visitor comes in to see them every two or three weeks.

Both Philip and Jackie admit that the past 18 months 
have been hectic, but feel that the situation is getting a 
little easier as the girls become more independent, and in 
particular as mealtimes become more normal. To begin 
with it was taking them about two hours to feed the 
babies, which didn't leave much time for anything else.

Gemma is the most outgoing of the twins, while Jodie 
still needs mum's protection when a new visitor comes, 
like LINK. She certainly boasts a good pair of lungs!

8

The twins, shortly after their birth

The two are very close, and indeed, this 
interdependence manifested itself right from the word 
go. Gemma was allowed home first, leaving Jodie in 
hospital for an extra couple of days, thus giving Philip 
and Jackie a chance to cope with one at home first. 
However, neither twin would settle and more or less 
cried non stop until Jodie came home too and they were 
back in tandem.

The support of family and friends has been 
invaluable. It took three days to celebrate the twins' first 
birthday because of the number of visitors who came 
bearing cards and gifts.

Because of the terrain, getting anywhere in the area is 
a major problem for the family. Jackie is keeping her 
fingers crossed that they will soon be able to get a car. 
Help with adaptations has already been offered by the 
Sidcup Twins Club to which Jodie and Gemma belong.

Jackie has an old invacar which is adequate for her 
but isn't any good for a family, and after an assessment 
at Banstead Place Mobility Centre, she was told that she 
would be able to cope with driving an ordinary adapted 
car.

An adapted car would mean a great change for them. 
For most outings, at present, and for shopping trips in 
which Jackie wishes to participate, they use the 
Greenwich Dial-a-Ride scheme. It's marvellous, but so 
popular that they have to book well ahead — even as 
much as a fortnight for a shopping trip.

But with over 500 customers on the scheme's book, 
this waiting list isn't surprising.

This year will prove a very lively one for Philip and 
Jackie as the girls find their feet. It's just as well that 
there are two parents at home all the time to cope with 
two of everything!



^Chester's £2,500 Knockout
Chester and District Association is £2,500 better off thanks to a round of 'It's A 
Knockout' competitions. A cheque was presented to the Association by Group 
Captain David Saunders, the Station Commander at R.A.F. Sealand. It was 
received by Miss Joanne Eaton. R.A.F. Sealand have been Chester's main 
sponsor since 1972. This time, with them, in the 'It's A Knockout' competitions 
were Chester night clubs Rendesvous, Angels, Monroes, Cinderella Rockefellas, 
King Kab Taxis and Broughton Super Saints F.C.

In the photograph: (standing) I. to r.   J. Bradley, T. Wilson, K. Pollard, 
M. Smith, Group Captain Saunders, C. Randies, G. Cossins, S. Williams, 
M. McArron and A. Brown: (front row) J. McMaster, chairman of Chester 
Association, Joanne Eaton and Clive Laurence, the organiser.

Publications: Advice on offer
16 — What Next?!. 

^Published by the Family Fund, this 
is a general guide to the 
opportunities available to young

with disabilities as they reach

It includes information on 
education and educational awards 
and grants, training, work, 
alternatives to work, benefits and 
allowances, aids, help with house 
adaptations, holiday services, 
independent living, help with 
becoming mobile and many other 
services. It is intended for parents, 
careers advisers, professionals and 
young people themselves.

Price £1.75 (including p & p) from 
the National Bureau for Handi­ 
capped Students, 40 Brunswick 
Square, London WC1N 1AZ. Tel: 
01-278 3459.

Access in London 
This new publication fills a major 
gap in the provision of access 
information, and will be of value to 
disabled visitors and to disabled 
Londoners. Its contents include 
getting around London, accommo­ 
dation, historic buildings, theatres, 
museums, sports venues and out of 
town places to visit. Price £2.25 
from bookshops. Published by 
Nicholsons. Also available from 
RADAR (address above)   £2.80 
(to include p & p.)

'The Noo Loo Guide.' 
The 3rd Edition of Access to Public 
Conveniences covers all local 
authority areas in England. It lists 
facilities provided by the authorities 
and a range of other organisations. 
Price £2 (including p & p) from: 
RADAR, 25 Mortimer Street, 
London WIN 8AB.

ASBAH
plays host to
people from
many 
countries
PLANS are forging ahead for 
the Third Conference of the 
International Federation for 
Hydrocephalus and Spina 
Bifida. It will take place at the 
University of Manchester 
Institute of Science and 
Technology from 25th to 28th 
September 1985.

The price for the Conference 
will be £150 (inclusive of 
VAT). This will include board 
and lodging and the 
Conference attendance fee.

ASBAH is now working 
towards finalising 'he 
programme and will publish 
this as soon as the organisers 
have heard from all the 
speakers.

Topics which it is intended 
to cover include the problems 
of the new born, problems 
associated with growing up, 
medical matters, such as spinal 
fusion and also topics such as 
education, employment, travel, 
sport, fashion, mobility and 
'controlling our own destiny'.

It is hoped that this will 
make a very useful and 
informative Conference. 
However, there will also be a 
lighter side and the organisers 
are working on a social 
programme which will include 
an excursion, exhibitions and 
demonstrations, a disco, a 
sing-a-long bar evening and the 
official Conference Dinner.

ASBAH hope that many of 
you will come along to 
Manchester in September and, 
in this International Year of 
Youth, a high proportion of 
young delegates would be 
particularly welcome.

LINK will carry further 
details and there will be an 
application form in the next 
issue.



Get out and about with the 
SPEEDWELL SUPAKART

Get out and about with the 
Speedwell Supakart.

Designed primarily for physically 
handicapped but is suitable for 
all children from 6 to 16 years 
of age who have reasonable 
strength in their hands and 
arms.

The Supakart is a rugged, 
stable, outdoor vehicle which 
has a range of six miles, will 
mount shallow kerbs and climb 
steep gradients.

To have one, is to have fun, 
and you will see more places 
and people.

For further details contact: 
SPEEDWELL ENTERPRISES, 
NORTHAMPTON AVENUE, 
SLOUGH, BERKS. 
Telephone: SLOUGH 72249

WHYWT?
Trust in North West Ostomy Supplies for 

unique service. One which offers probably the 
largest and most comprehensive ranges of 
Ostomy and Incontinence appliances and 
accessories all under one roof.

All products are stored under controlled 
conditions. Our policy is to provide you with a 
personal, confidential and specialist service, 
whether you are a private individual, 
Pharmacist or member of the Medical 
Profession.

The reliable source of supply tor all Ostomy and 
Incontinence supplies and accessories.

• All leading makes stocked including: DOWNS, 
HOLLISTER, COLOPLAST SIMPLA ' 
ESCHMANN, FRANKLIN, DANSAC-COMBI, 
THACKRAY, SALTS, BIRKBECK TRANSLET and 
SQUIBB-SUGICARE.
• All types of barrier creams, plasters and deodorants.
• Orders despatched by return of post.
• Permanent Display Showroom of the most up-to- 
date, appliances.
• National Health Service 
prescriptions dispensed.

NORTH WEST OSTCMY SUPPLIES
The largest selection of Ostomy appliances-]

All under one roof.
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Letter
IF YOU'VE EVER thought of Hying 
but had doubts about it, here's a 
letter worth reading from Mrs 
Maureen Butt of Bedminster Down, 
Bristol:

BOOK 
REVIEWS

Some advice on 
smoothing the way

Mrs Maureen Bun and daughter Karen 
at Nigara Falls.

Flying — easier 
than you think

"Now that we are into a New 
Year, many of us will be thinking of 
planning holidays. I would like to 
say to any of you who would like to 
go abroad but who are worried 
about how you would be able to

•pe, go ahead. 
"When you have decided where 

you would like to holiday, go to the 
ravel agency and explain your

:ial needs — the fact that you 
will need help at the airports, wheel- 
chair assistance, front seats in the 
plane, etc. If our experience with 
British Airways is anything to go by, 
your needs will be met with great 
efficiency and without any fuss.

"We have taken our 21 year old 
daughter, Karen to Spain and 
recently to Canada. From the time 
we arrived at the airport to leaving 
the airport for our destination, the 
staff were most kind and helpful. 
Karen felt very at ease and was able 
to enjoy the thrill and experience of 
being able to go abroad.

'All I can say is don't be put off. 
Go and enjoy yourselves. I am sure 
you will be pleasantly surprised how 
easy it is".

UNDER REVIEW, are two booklets, Help?! and Help Europe?!. The first 
line in Help?! is "What is the purpose of exchanges?". The answer given — 
to give young people an international experience. The booklet then advises 
"Why not examine that simple statement before going on?"

Why not? — experiences international or otherwise can be bad as well as 
good!

Thus, I think the purpose of the book is set to make sure international 
exchanges run as smoothly as possible and thus make them "good" 
experiences.

I think the booklet easily fulfills the purpose set out for it — in my 
opinion. It sets the scene by saying that exchanges are not just about 
travelling — they are about meeting people and sharing in their culture.

The advice ranges from group size (about 20 to a leader — the size I was 
thinking of) to liaison about your exchange programme with your partner 
group. Do not just expect your partner group to follow your programme — 
they may have wanted to do something you have not included. The very 
sensible and simple advice included in the booklet is ask your partner group 
what they would like to do — then they will ask you.

The Help Europe?! booklet, I will talk about briefly. It gives in depth 
information about the Countries of Europe — ranging from the emergency 
(police, ambulance, fire service) phone numbers to the age at which you can 
buy alcohol. The booklet is a must once you have chosen your European 
venue. I do not know if a booklet of this kind is to be produced about the 
USA — I hope so!

Everything is dealt with by the two booklets, even down to "The disabled 
international phrasebook" which covers words such as caliper and 
wheelchair — at a glance.

I will not level a criticism at the booklets, but I will point out a danger. 
The booklets are so good that they almost cut out the experience of learning 
"by your mistakes".

I think this is a valid point to make linked to the field of disability 
because, without wanting to generalize, a lot of disabled people lead 
sheltered lives and are not allowed to "make mistakes". Everything runs so 
smoothly/or them. To offset this danger any group planning an exchange 
visit must work as a team, so everyone involved learns why things are 
running as they are.

It's not just a holiday — it's an experience — as the booklets point out.
They are £3.50 each, available from the Central Bureau for Educational 

Visits and Exchanges, Seymour Mews House, Seymour Mews, London Wl. 
Tel: 01-486 5101. New editions are due out any day now.

PAUL COOPER, LIFT ORGANISER

HOLIDAY 
HINTS
THRESHOLD TRAVEL aim to
take the worry out of holidays for 
disabled people and their families.

Over the past four years they have 
become the largest tour operator in 
the UK specialising in the needs of 
the disabled traveller.

Their 1985 brochure contains tried 
and tested holiday favourites and 
exciting new destinations.

For a copy write to: Threshold 
Travel, Wrendal House, 2 
Whitworth Street West, Manchester 
M15WX.Tel:061 2369763.

Specialist help and 
advise on offer

RENDEZVOUS is an organisation 
that arranges trips, mini breaks and 
holidays for groups of disabled, and 
elderly people. The outings include 
coastal excursions, mystery tours, 
shopping excursions, parties, day 
trips to France, and holidays in the 
Quantocks in Somerset, and near 
Lowestoft. Rendezvous has a 
specialised fleet of vehicles which 
groups of disabled people can hire, 
and will also arrange other outings.

For more information contact: 
Rendezvous, 33b High Street, 
Bushey, Herts. Tel: 01-950 2976.
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FOR MOST disabled people 
the chance to go and have a 
garment specially designed 
and made for them —for 
only the cost of the materials 
— is just a pipe dream. But in

Liverpool, thanks to Liver­ 
pool A SBAH, Marks and 
Spencer and the Manpower 
Services Commission, it is a 
dream that has come true.

Made-to-measure 
service reaches 
heights of fashion
IN THE workroom of Merseyside 
Fashion for the Disabled a strange 
looking pair of canvas jeans is 
taking shape   albeit a rather odd 
shape.

They would certainly never be 
seen on the racks of a High Street 
boutique, but nevertheless they will 
look great when worn by their 
intended owner — a young man with 
spina bifida. When he puts them on 
they will take on an entirely new 
look. They will take account of his 
unorthodox shape and his calipers 
and hang beautifully, making him a 
fashionable lad of his age.

And, what's just as important to 
him, they will cost him little more 
than the price of the material.

This is just one of an increasing 
number of garments coming out of 
the doors of this new Merseyside 
fashion service, partly staffed by 
disabled people for other disabled. It 
was started in September by Liver­ 
pool ASBAH, and encouragement 
and advice was given by Nellie 
Thornton of Fashion Services for the 
Disabled in Ilkley, West Yorkshire.

Marks and Spencer paid for all 
the necessary equipment to get it 
going, and the Manpower Services

Commission is financing the running 
of it for at least the first year, under 
the Community Programme.

The scheme offers a service to the 
disabled community, and its other 
main aim is to provide employment 
and training for young people with 
physical disabilities over the age of 
18.

Fourteen young people with spina 
bifida and hydrocephalus and other 
physical handicaps are learning 
dressmaking on a one year course 
under the supervision of skilled 
staff. After an initial basic training 
period, most of them should be able 
to join the 'task force' section 
working on made-to-measure clothes 
for disabled customers who have 
difficulty in buying ready-made 
garments.

The aim is to provide fashionable, 
practical clothes, specially adapted 
and ingeniously designed and cut to 
cope with awkward figures and the 
problems of having to wear surgical 
and other appliances. The trainees 
who are not involved with the 'task 
force' work in the 'craft room' 
where they concentrate on making 
all manner of smaller items — soft 
toys, play items, novelties and gifts.

A display of garments produced by Merseyside Fashion for the Disabled. 
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Cathy Willcock helping Marie Tttheringt^ the 
basic skills of sewing.

Jackie Cooklin the workshop 
manager hopes that the craft room 
will soon be able to make 
accessories, such as scarves, belts 
etc. to go with the mix-and-match 
outfits ordered by customers.

This dual role of the workshop is 
something that has evolved over the 
past few months as it became 
apparent that not all the trainees 
would be sufficiently skilled to be 
able to work on customers' cloth, as 
part of the task force.

Some of the trainees are full-time, 
while the others put in 20 hours a 
week. They are paid by the 
Manpower Services Commission at 
the rate of £72. 10 per week full-time 
and £52.50 part-time.

Their abilities vary enormously, 
One trainee, Joan Powell, who has 
hearing problems, is now working 
on whole outfits for customers, and 
Maria Titherington, who has spina 
bifida, is also proving to be a 
competent seamstress. Others are 
achieving progress at their own rate. 
Jackie hopes it may be possible for 
suitable trainees to take a City of 
Guilds exam at the end of the year's 
workshop course.

Since the workshop opened on 
September 3, Jackie and her staff 
have come gradually to understand 
the trainee's particular problems, 
and their limitations, as well as their 
skills.

"I have never worked with dis­ 
abled people, so it has been a



m as she and other trainees learn the

process of learning for me" she said.
The main qualifications for a 

trainee at the workshop is their own 
motivation — they must want to be 
there. They must have a reasonable 
amount of dexterity, be able to 
arrange for their own transport to 
and from Tudor House and be 
sufficiently independent to cope with 
their own personal needs. Financial 
help with transport is available 
through MSC's 'Fares to Work' 
scheme. Before being accepted at the 
workshop they have a limited 
aptitude test and a formal type of

^interview.
* Apart from Jackie there is one 
senior supervisor and one designer,

I 
two other supervisors, and a full- 
time care assistant who is also 
involved with teaching sewing.

Jackie's background is in the 
fashion trade. She used to run her 
own company making top fashion 
garments — jeans in particular — 
and was involved with the Youth 
Training Programme. She is 
employed by the Manpower Services 
Commission on a one year's 
contract.

Her comments on the job: "I've 
never been so totally absorbed with 
my work as I am here".

She started at the workshop in 
June, "when the only equipment I 
had was a pencil and rubber — not 
even a telephone", and spent the 
next two months working out the 
design of the rooms, taking into

account, always, the need for safety.
She started to build up a good 

relationship with the local business 
community who have already shown 
their readiness to make special 
efforts for the workshop. She was 
able to enlist the help of local firms 
to design and manufacture special 
equipment, including adjustable 
height sewing tables, and a device to 
enable trainees with no use of their 
legs to safely and comfortably 
operate an ordinary sewing machine.

News of the service offered by the 
workshop travelled fast and plenty 
of orders are coming in. Customers 
choose and pay for their own fabric, 
which Jackie usually manages to get 
at a very reasonable rate, and apart 
from contributing something 
towards the trimmings, pattern and 
toile, they have nothing more to pay. 
The work is carried out free.

The workshop, of necessity, 
provides a very personal service and 
sometimes several fittings are 
required to get a garment right. 
Many disabled customers are shy 
about being measured and it takes 
time to win their confidence and to 
be able to discuss with them the right 
kind of outfit. This is the kind of 
service at which Jackie excels.

She is the kind of person who 
makes people feel immediately at 
home and at their ease. Richard 
Reddington is the wizard with the 
scissors who takes great pains over 
design and pattern cuttings. He's 
been up to Fashion Services for the 
Disabled to get advice and ideas.

It has proved an advantage that in 
another part of Tudor House there is 
a daily nursery for spina bifida 
children. It too is run by Liverpool 
ASBAH.

The children proved useful models

A specially adapted sewing machine 
that can be controlled by pressure 
from the machinist's chest. This 
leaves the arms free to guide the 
fabric.

for the workshop when it came to 
trying out the designs that would 
accommodate awkward shapes, 
calipers and other appliances.

The workshop has put much more 
life into Tudor House. About ten 
years ago it was extended under an 
urban aid grant, to provide the 
nursery extension, and another wing 
which was intended to be a work­ 
shop. But lack of resources meant 
that this wasn't a possibility — that 
is until last year when Marks and 
Spencer in Liverpool stepped in and 
offered, as part of their centenary 
celebrations, to back Liverpool 
ASBAH and pay for the setting up 
of Merseyside Fashion for the 
Disabled.

Marks not only put the workshop 
on its feet, they also refurbished a 
lounge in another part of the Tudor 
House, and are financing a filter 
system for a hydrotherapy pool.

The representative from Marks Er Spencer gets a taste of Ken Oodd's tickKng 
stick at the grand opening of the fashion service.
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Welcome aboard 'Doubloon'
Holiday Narrowboat for

the disabled

Nothing can compare with the inland 
waterways for a holiday which gives such a 
relaxing yet exciting time — and 'Doubloon' 
has all the features required to make that 
enjoyment complete for the family with a 
handicapped member.

,1

Ask for our leaflet.

Staffordshire Narrowboats Ltd.
The Wharf, Newcastle Road, Stone, ST4 8DY. 

Tel: (0785) 816871

British Nursing 
Association

The National
Nursing Agency with
the Local Contacts

The British (Nursing Association 
provides nurses whenever they are needed.

Escorts to travel with patients, 
short-term visiting nurses or permanent 

resident nurses.
Whatever the requirement 

we should be able to meet it. 
Over 60 branches provide 

local service throughout UK.
For details contact: 

British Nursing Association, 
82 Great North Road, 
Hatfield Herts AL9 5BL 
Jel: 07072 63544 or any local 

branch via Yellow Pages.

24 HOUR NURSING SERVICE

PENROSE 
BURDEN

NORTH 
CORNWALL

SELF-CATERING HOLIDAY COTTAGES DESIGNED FOR 
______WHEELCHAIR USERS & THEIR FAMILIES______

Disabled owner offers very well appointed accommodation in eight
traditional stone Cottages. Sleeping 2-6. All recently converted with
wheelchair users in mind. Each with own private garden and superb
views over wooded valley and Bodmin Moor beyond from low level

windows. Woodburning stoves (free logs} in each — most with 4-posters
and central heating. Colour TVs. Linen provided. Dogs accepted. Home

made meals available on arrival. Two Cottages riverside with level access
to our Fishing. We are situated in peaceful, yet accessible, rural area
within easy distance both Coasts. Being in wheelchair myself holiday
problems well appreciated. We have found our careful conversions

provide a relaxed holiday for the whole family. National Press and TV
coverage and IYDP Accommodation Award. Dpen all year. Car essential.
Early enquiry advised — many return bookings for this year taken. 1985

rates from C85-C245IV.A.T. included). Large colour brochure (24p
stamp appreciated} from:

R & N Hall, Penrose Burden, St Breward, Bodmin, Cornwall
PL304LZ. 

Tel: Bodmin (0206) 850277 and 850617

[For all wheelchair users. ../;
de-lux comfy cover
Showerproof, Draughtproof and Fireside 
Warmth. Silicone proofed quilted nylon 
outside. Luxurious Thermalux inside.

THE ULTIMATE IN OUTDOOR PROTECTION 
Reinforced footspace Full length zip opening 
(Now available in Brown, Green, Maroon, 
and Blue.) For Ladies, Gentlemen and Children

Write for free brochure on the De-Luxe Comfy 
Cover and other Wheelchair Aids to:

COMFY PRODUCTS, Dept L1/2 
Providence Place, BRIDLINGTON 
East Yorkshire, YO15 2QW

Personal Shoppers welcome Monday to Friday.

Cefndy Enterprises

U'

Practical Toileting Facilities 
for Children and Adults

Additions to the range of toilet 
aids, recently developed by 
Cefndy Enterprises have been 
made with the aim of providing 
toileting facilities for all 
occasions for both children and 
adults.
Castors have been added to the 
collapsible frame, which was 
originally designed to accom­ 
modate a variety of plastic 
moulded commode units for children from the age of two to fourteen 
years of age.
The seat and frame can be situated over a standard toilet for normal use, 
or can be used in other parts of the house with the commode pan and lid 
provided.
For holidays and outings the seat is easily detached from the frame which 
can then be folded flat to be transported in the boot of a car. Without the 
frame, the plastic seat can also be used independantly, having the facility 
to be clamped to most types of W.C. bowl.
Based on the same principal of a collapsible frame a Folding Commode 
Stool is available, giving freedom for travel and space saving around the 
house when the unit is not in use.
For further information on this and other practical aids, please contact, 
Cefndy Enterprises, Cefndy Road, Rhyl.
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THERE ARE many questions to be 
asked about the shunt control of 
hydrocephalus. Is hydrocephalus a 
problem of infancy only? Is there 
such a thing as arrested hydro­ 
cephalus? Is a person with a valve 
ever totally free from problems?

The great majority of babies bom 
with spina bifida go on to develop 
hydrocephalus, and now between 
90% and 95% have a valve (or 
shunt) inserted in the first few weeks 
of life to control this. Some babies 
have to have several operations on 
the valve in the first year or so, and 
others just have the lower catheter 
lengthened once or twice as they 
grow. A larger number of children 
had their valves inserted in the early 
weeks and did not need any further 
operation. The hydrocephalus was 

^considered arrested and the valve, 
Although still in place, was thought 
not to be needed.

I 
Unfortunately it has gradually 

become apparent that a small 
proportion of these children do have 
further problems, and they may 
show signs of increasing 
hydrocephalus at any age. Most of 
the children develop headaches and 
other physical symptoms which 
make it obvious that the valve needs 
urgent attention.

The cerebro-spinal fluid around 
the brain is constantly being 
produced and normally drains away 
into the blood stream. In 
hydrocephalus there is excess fluid 
because the drainage system fails. 
Instead a valve is inserted to drain 
the fluid from the head to the blood

Ktream. When the valve is blocked 
he fluid can no longer drain away 

and so it accumulates under 
increased pressure. The raised intra 

| cranial pressure causes symptons due 
to the consequent increased pressure 
on the brain tissue.

If this happens suddenly it 
frequently causes headaches, often 
with pain on movement of the head. 
It may cause a wide variety of other 
symptoms, including vomiting, 
drowsiness, fits and loss of 
consciousness. These are usually 
very obvious and everyone is aware 
that the valve is not working.

Unfortunately in some children 
the symptoms are not obvious and 
characteristic and it may take a long 
time for parents, teachers and 
doctors to realise there is a problem 
with the valve. Sometimes when a 
child has a high temperature with a 
urinary infection, or flu, this

Hydrocephalus in older children

Problems can 
return — and 
sometimes 
they are 
not easy 
to spot
Dr Pat Tomlinson, M.B., B.S., D.C.H.,
School Medical Officer.
Lord Mayor Treloar College, Alton,
Hampshire.

appears to upset the control of the 
fluid by the valve and there may be 
symptoms of raised intra cranial 
pressure. This may settle as the 
infection clears, or it may highlight 
the need for a revision of the valve.

If the valve is only partially 
working, or if it has not been 
working at all, but the need for a 
working shunt recurs, there may be a 
very slow rise in the intra cranial 
pressure. The symptoms from this 
may be quite different from a 
sudden rise in pressure, and may 
progress insidiously over a long 
time. There is a small and persistent 
number of children who, slowly, 
over a period of many months, may 
develop increasing hydrocephalus 
for no apparent reason. They may 
have none of the usual signs or 
symptoms which might lead a parent 
or doctor to think that there is 
anything amiss with the valve.

If there is a slightly raised intra 
cranial pressure, it is not 
unreasonable to assume that the 
function of some of the brain tissue 
may be insidiously affected. One of 
the most obvious ways in which this 
may present is in any new eye 
changes, such as a new squint or a 
new or increasing nystagmus, an 
involuntary flicking movement of 
the eyes.

Another way in which a child may 
be affected is in a deterioration in 
performance at school. Sometimes 
this may be so slight that the child 
does not actually do less well, but

fails to make the expected improve­ 
ment with age. If a parent or teacher 
suspects that a child is not doing well 
at school, a full assessment by an 
educational psychologist may show 
that there has been a marked 
deterioration in some parts of the 
tests.

Some educational psychologists 
acquire considerable experience in 
this field, and can pick up these 
changes very clearly, sometimes 
before the parents are aware of any 
deterioration in their child. We have 
had a few children at Lord Mayor 
Treloar College who have been well 
and symptom-free, but who have 
been found by their teachers to have 
some patchy academic deterioration, 
often in subjects like science. These 
children are then fully tested by our 
educational psychologist, and the 
results are often very helpful in 
assessing whether there is any actual 
deterioration in the test scores 
indicating new brain damage. If this 
is so, the children have been referred 
back to their hospital consultants, 
and in a few cases have been found 
on investigation to have malfunc­ 
tioning valves and increasing 
hydrocephalus, confirming the 
suspicions of the teachers and 
educational psychologist. The 
deterioration has been halted after 
revision or replacement of the valve.

There are many parts to 
intelligence and these can all be 
tested by the educational

continued over page
15



continued from page 15

psychologist. There is the verbal 
side, which includes the ability to 
talk and use words, tell stories and 
write essays. Then there are tests of 
the ability to appreciate and 
manipulate patterns and shapes, 
which indicates whether a child has 
spatial and perceptual problems. 
There are also tests assessing short 
term memory both visually and 
auditorially presented.

The spina bifida child is usually 
very good on the verbal side, but has 
great difficulty with the performance 
of more practical tests, like sorting 
shapes and doing jigsaw puzzles. 
This may be due to damage to the 
brain tissue in the first few weeks of 
life as the hydrocephalus was 
developing, if there is a recurrence 
of hydrocephalus in later years it 
appears to be the same areas of 
intelligence which become affected 
first. So the child may continue to be 
good at English but finds maths and 
science difficult. There may also be a 
deterioration in short term memory, 
and they may become increasingly 
unable to organise themselves and 
keep to timetables, etc.

It seems therefore that we can no 
longer assume that hydrocephalus 
may be permanently arrested. If a 
child or young adult changes in 
behaviour or develops some strange 
symptoms, it would be worthwhile 
investigating to see if there is any 
increase in their hydrocephalus.

Study Day helps over 70 
people share experiences

THERE was a very enthusiastic 
response to ASBAH's Study Day on 
Hydrocephalus held at National 
Office at the end of November.

ASBAH's Conference Room was 
packed with over 70 people — 
mainly parents, as well as teachers 
from special schools, and field 
workers. Dr V Hill from Australia 
who was in England studying 
various aspects of spina bifida and 
hydrocephalus also attended.

The room could have been filled 
again, as there was a waiting list of 
over 60 people.

The first speaker was Dr Roger 
Bayston of the Institute of Child 
Health (see below).

Ms Gillian Stellman, Clinical 
Psychologist, and Ms Maggie 
Gilmore, Senior Ward Sister from 
Booth Hall Children's Hospital, 
Manchester talked about the special 
unit for new born and premature 
babies with hydrocephalus. They 
referred to the noticeable increase in 
the number of hydrocephalic babies 
being referred to them — from 
about 40 over a seven year period, to 
20 in just one year.

Mr Andrew Williams gave a 
humerous and revealing insight into 
the way in which he and his wife had 
tackled the challenge of bringing up 
their son Glynn, who has 
hydrocephalus, and the unorthodox 
approaches they had had to adopt.

The different procedures carried 
out by hospitals investigating 
possible shunt problems varied in 
different parts of the country, and 
different parts of the world, 
explained Mr Roger Brereton, 
Paediatric Surgeon. He spoke of 
some of the procedures that parents 
were likely to meet.

He reassured parents worrying 
about how physically active they 
should allow their child to be. "Let 
them be boisterous like any other 
children. By and large relatively 
minor accidents would not cause 
damage to children or to the valve" 
he said.

"Children with Hydrocephalus at 
School" was the subject of Dr 
Patricia Tomlinson, Medical Officer 
of Lord Mayor Treloar College in 
Hampshire where she has kept the 
records of 142 pupils with spina 
bifida and hydrocephalus at the 
school over a four year period. (Dr 
Tomlinson has written a special 
article for LINK on page 15).

ASBAH's Research Officer, Mrs 
Leonie Holgate talked about the 
different perceptual and learning 
problems of young people with 
hydrocephalus.

(LINK will carry a report on her 
talk in the next issue. We feel that 
her observations and suggestions for 
ways in which parents can help, will 
be of great interest to many readers.) A

Why regular checks are 
important early on

SPEAKING at ASBAH's Study 
Day, Dr Roger Bayston emphasised 
the need for people with valves to 
have regular check-ups. Dr Bayston 
of the Institute of Child Health said 
this was particularly important in the 
first six months after the valve was 
fitted.

Regular checks would detect 
problems at an early stage and could 
avoid the development of serious 
and sometimes fatal infections, such 
as shunt nephritis.

He called for the setting up of

facilities for testing in major centres 
in the UK. He suggested one centre 
for Scotland, and others in 
Newcastle, Liverpool or Manchester, 
Sheffield, Birmingham, Bristol and 
London.

Dr Bayston said that the problem 
at present was that many people 
found it very difficult to find 
someone to carry out a test. 
However, he suggested that if this 
were the case they should go through 
the hospital consultant or general 
practitioner who would arrange for

blood to be taken. This could then 
be sent to Dr Bayston and his team 
at the Institute, and they would 
carry out the necessary test.

Dr Bayston spoke about the many 
different causes of hydrocephalus 
not connected with spina bifida. He 
mentioned in particular intra- 
ventricular haemorrhage which 
could occur in very premature 
babies. Because of the increase in the 
number of premature babies being 
born, there has been a marked 
increase in the number of babies 
with hydrocephalus, he said.
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HAVE YOU, as a parent of a 
hydrocephalus child, wondered 
where to turn for information and 
help: how you could make contact 
with and relate to people with an 
identical problem?

This was my difficulty when my 
son, now eight years old was 
diagnosed as having hydrocephalus 
at four months and it was this 
difficulty which, periodically over 
the years, left me with a sense of 
isolation.

Like me, the chances are that at 
the time of the first diagnosis you 
had never heard of hydrocephalus 
and the basic technicalities instilled a 
tremendous fear as to what the 
future held for the child. The lack of 
information and true understanding 
of the medical terminology no doubt 

^contributed to this fear. 
" From your early hospital visits 
you may well have gained the 
impression that hydrocephalus was 
synonymous with spina bifida. As 
we all now know a child, or an 
adult, may have hydrocephalus only. 
However a very large proportion of 
those with spina bifida are also 
afflicted by hydrocephalus.

As with other parents with whom 
I have spoken, my eight years 
experience has been gained the hard 
way. Our problems are; unreliability 
of the shunt; high pressure/low 
pressure; infections; and the many 
other medical/technical difficulties.

How are we to know when the 
shunt is blocked? How are we to 
determine an immediate urgency? 

.What signs and symptoms should we 
fbe looking for to convey to the 
consultant?

As related issues, how can we 
cope, with the stresses that these 
problems produce? For example 
there is repeated hospitalization and 
the effects and strains on the family; 
educational and behavioural 
problems; the need to help our child 
deal with his/her problem.

Unfortunately, help with these 
varied difficulties seems almost non­ 
existent at local level. It is difficult 
to generalize but it would not be 
wholly untrue to state that few local 
G.Ps and hospitals have had regular 
contact with hydrocephalus patients.

It is this local contact which is so 
important both in terms of medical 
advice and support from other 
parents. Regrettably it is not readily 
available. The incidence of hydro­ 
cephalus is somewhat rare in a small

The mother of an 8-year-old boy with 
hydrocephalus poses the question —

A self-help
group
concerned
with
hydrocephalus?
by
BARBARA HAY

Paul Hay and his sister, Claire.

geographical area. Or is it? Is this 
your experience?

There is, of course, an organisa­ 
tion which deals with these very 
problems, namely ASBAH. You are 
obviously aware of the organisation 
as evidenced by the fact that you are 
reading this, but, did you not make 
your first approach with some 
temerity? Did you not feel as 1 did, 
you were encroaching upon their 
valuable time and services thinking, 
that their prime concern would be 
for spina bifida?

In fact, this is not the case but the 
Association accepts that such a 
situation has developed and, as a 
result, they are not in regular touch 
with a large majority of those with 
hydrocephalus. I have discussed this 
with officers of the Association and 
they are most anxious to dispel the

psychological circumstances which 
have created this unfortunate 
situation.

They would very much like to:
a) attract parents with 

hydrocephalus children, and also 
those who in later years have 
developed hydrocephalus; It should 
not be overlooked of course, that the 
children will reach adulthood, 
b) improve their existing services 
for those with hydrocephalus.

How can these desirable aims be 
achieved? If my assessment of the 
psychological barrier is correct, then 
the answer is that we must break 
down this barrier. But how?

I respectfully submit that a Self- 
help Group specifically for 
hydrocephalus is the key — not as a 
separate organisation, but working 
under the umbrella of ASBAH. I 
dislike the word 'separate' but in this 
context I think that if an impression 
could be publicly conveyed that the 
Association contained a 'specialist 
group' then that psychological 
barrier would be quickly broken 
down.

This would highlight the 
Association's information activities 
and interest in hydrocephalus, and 
act as a 'clearing house' for parents 
to get in touch with each other with 
a view to forming a self-help 
network. The network could put 
forward ideas for research, medical 
information, etc.

None of this activity would be at 
the expense of the aims and 
objectives of those with spina bifida. 
Indeed, I visualise an advantageous 
'spin off for spina bifida. It has 
been established that a large 
proportion of people with spina 
bifida have hydrocephalus and they 
would feel, quite rightly that they 
could benefit considerably from this 
specialist group. Surely it would be 
reasonable to assume that over a 
period of time a greater degree of 
specialist expertise would be 
acquired — more importantly could 
be dispensed beneficially.

What do you think? Does the idea 
have any merit — or have you other 
ideas?

Please write and let me know: Mrs 
Barbara Hay, c/o ASBAH, 22 
Upper Woburn Place, London 
WC1HOEP.
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Once Weekly!
ftc
OSTOMY 

ADHESIVE 
DISCS

PACKED
10 Discs per Carton,
Realistic is available in the following
range of openings:
OPENING DIA. 
12mm(V4") 
19mm (%") 
22mm (%") 
25mm (D 
28mm IT/4") 
32mm d'/4") 
38mm d'/i") 
The outside dia. 
95mm (3%"I

RE-ORDER No.
833070
833071
833072
833073
833074
833075
833076 

of the range is

Realistic Ostomy Adhesive Discs set new standards of comfort,
convenience and confidence for all ostomists.
The special formulae synthetic adhesive from which Realistic is
manufactured resists gastric secretions and urine for longer than
most adhesives.
Realistic adheres to moist or dry skin, stays in place, and keeps in
shape even when it is wet.
Ostomists can wear appliances for longer, between changes. When
changing, it is possible to remove Realistic easily and without the
use of solvents.
Realistic discs are hypo-allergenic, and will not support the growth
of moulds, fungi or bacteria.
A major advance in stoma care applicable to urinary diversion,
ileostomy, and colostomy in special circumstances.

WHEN TO USE REALISTIC
If allergy to other adhesives has been experienced, Realistic may
prove to be the answer to the problem.
Also in cases of urinary diversion, when it has been found difficult or
time consuming to obtain a satisfactory seal between the body and
the appliance. Convenience on holiday, ideal when swimming, or
indulging in other water activities.
Realistic can be used in conjunction with Karaya gum washers,
thereby giving greater stability to the Karaya.

Realistic can be used on KR 
Black bags and Urinary bags, 
Salts Light White and LWU 
appliances, and Salts range of 
Paediatric pouches.

SALT & SON LTD.
220 Corporation St., Birmingham B4 6QR,
England.
T«l«phone-021 233 1038 Telex-335500

If you would lika a umpto or further dciiil*. plMM I ill in tha coupon 
and return to:-
Satt If Son Ltd.. FREEPOST. Birmingham 64 6BP)

NAME AND TITLE ..................

ADDflESS ...... ........... ............. . .... ... . .............. .

SIZE OF OPENING

•
*
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IN THIS last article of the series, by John 
Toy lor, the subject matter is the protection of 
income in the event of illness or accident.

Some advice 
on guarding 
against 
misfortune
SHOULD a husband or wife become disabled either 
through a prolonged illness or a serious accident 
considerable expense can be incurred in two ways. A 
partner in an occupation would eventually lose their 
income; if an individual is at home caring for the family 

kthen a paid replacement may have to be found.
Of course, the State will help in a small way but it will 

not make up the total financial loss. I have met people 
who have lost their business, house and even their 
marriage because illness has prevented them working.

As with the problems highlighted in earlier articles 
there is a solution. By taking out some form of health/ 
accident insurance policy it is possible to alleviate or 
even eliminate the financial burden imposed by that 
unexpected illness.

For the purposes of this article 1 am discounting 
hospital insurance as it normally only caters for that 
period spent in hospital and little else. This is not to say 
it is not a "good idea", it just does not help replace lost 
income.

There are basically two types of health/accident 
insurance policies. One is called Permanent Health and 
the other Accident and Sickness insurance.

As the name implies, Permanent Health Insurance 
guarantees cover up to a certain age regardless of the 
change in your health. Should you develop a recurring 

^illness that causes 'claims' you will still be paid out each 
time it recurs up to the age you opted for at the 
beginning of the policy. The usual ages offered by 
companies are 55, 60, 65 or 70. The longer the period 
covered the more premium to be paid.

At the beginning of the policy you will also have a 
number of other options to choose from. The first will 
concern the deferment period required; this means 
deciding how soon after an illness or accident you would 
want paying. The usual deferment periods are four 
weeks, thirteen weeks, twenty-six weeks and fifty-two 
weeks. It is, therefore, important you know for how 
long your occupation would pay you if you were 'off 
sick'. The shorter the deferment period the higher the 
premium.

Each time you are unable to work due to illness or 
accident the insurance company will pay you the amount 
agreed after you have been off work for the deferment 
period. Should you be ill for the rest of your life then 
you will be paid up to that age selected initially, e.g. 
sixty-five. I would stress that you never receive money 
for the deferment period.

Another option available is whether to have an

increasing or level income. Bearing in mind inflation, it 
is perhaps a good idea to consider an increasing benefit.

The maximum benefit allowed by the majority of 
companies is either 66% or 75% of your present income. 
This allows for state assistance and a lower day to day 
outlay, e.g. no fares to work. So, although it may 
appear that you will receive less if ill, in fact you should 
not be worse off.

At present this income is not taxed until it has been 
paid for a full fiscal year. This means that if you were to 
start to receive an income in June 1985 then you would 
not pay tax on it until you reached April 1987, a full 
fiscal year being April to April in broad terms. If 
payment started in March 1985 then it would be taxable 
from April 1986 should you still be receiving it.

This tax situation also applies to accident/sickness 
policies. The details, however, do differ to those of 
Permanent Health. It is usually an annual contract much 
like a car insurance policy. As with a car policy, on 
renewal, you could be declined or have restrictions put 
on the policy, e.g. excluding a certain illness because you 
have had a claim and it may recur.

The main attraction of an accident/illness policy is the 
deferment period which is usually seven days. This is 
ideal for someone who is paid weekly and would have a 
financial problem if pay were to cease after a week's 
absence from work. It is also of interest to self-employed 
people who, by the nature of their business, may receive 
no income immediately they stop working.

The selected benefit is normally paid for a maximum 
of 104 weeks, thereafter you are 'on your own'.

Should you consider an accident and sickness policy 
be certain you know when the company actually has to 
pay you. I learned, to my horror, that certain low 
premium companies only pay out at the end of the 
illness. This could mean waiting two years for your 
money. Thankfully very few companies operate this 
system, but, in your own interest, do ask for 
confirmation of the situation.

I have not given any premiums for the policies 
mentioned as they vary with occupation, deferment 
period, age, plus the options available. Should you 
require more information or an idea of cost of such 
plans please contact me via ASBAH.
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Reciprocation Gait Orthosis:

A lightweight orthosis that offers an 
improved cosmetic appearance is easy to 
apply, requires less energy and permits a 
more acceptable locomotion pattern as well 
as upright posture in a balanced stance. On // 
the average, completed orthoses for a two- '. • 
year-old child weigh three pounds.

* lightweight plastic construction

* Carbon fibre reinforcements at the ankles 
for stable standing base

* Moulded pelvic girdle with controlling 
forces low on the sacrum and buttocks 
for control of lordosis

Reciprocating action of the hip joints so 
that in walking one hip joint flexes as the 
other extends

Hip joints coupled with cables so that in 
standing, stability against bilateral flexion 
or extension is maintained

•
*

For more information contact:
David Holmes, Nevil Shute Road, Portfield Industrial Estate, Portsmouth PO3 SRLTel: 0705 697411

The Reciprocating Gait Orthosis
IT has been accepted that part time 
ambulation in some fashion is highly desir­ 
able at least for physiologic benefits for any 
wheelchair patient. Also in many instances 
for this group of patients with severe bio- 
mechanical deficits, prevention and/or 
correction of deformities is an important 
function provided by the orthosis. Otherwise 
the active unopposed, or weakly opposed 
muscle may cause progressive deformity.

The Orthotist now has the tool that has 
the versatility, adaptability and convenience 
to accomplish these requirements.

Traditionally bilateral Knee Ankle Foot 
Orthoses with pelvic bands and hip-joint 
locks provided the spina bifida with 
sufficient control to execute a tripod gait.

This form of locomotion at best is unnatural 
and highly wasteful in energy.

Experience indicates that this innovative 
orthotic system which co-ordinates leg 
motion, enables the spina bifida patient to 
walk in a reciprocal mode that is more 
natural and requires a lower output of 
energy. The average weight of the completed 
orthosis is in the range of 6 - 7 Ibs.

The key to the system is a cable coupling 
to each extremity that in standing provides 
hip joint stability, yet instantly permits 
unilateral hip joint flexion, when a step is 
attempted. Only when sitting is intended 
need the patient disengage the cable by 
unlocking a latch, this in effect lengthens the 
cable to permit full bilateral hip flexion.

*
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PREDICTABLY enough the closing 
weeks of 1984 were a very busy time 
for members of ASBAH 's Appeals 
Department.

Our late autumn event, The Opera 
Ball, proved to be a most memorable 
occasion in the glittering surround­ 
ings of one of London's most 
glamorous hotels — Claridge's. 
Because of the limited capacity of 
the banqueting suite, the occasion 
had the air of a private party and all 
our guests entered into the spirit of 
the occasion magnificently.

The Computer Auction, held for 
the first time on this side of the 
Atlantic, produced a remarkable 
£3,000 from the 150 bidders present 
and as a result of this success the 
computer software company who 
wrote the programme are interested 

> in marketing the idea to other fund- 
* raising organisers. ASBAH will 

receive a 10% royalty.
The whole evening was a classic 

example of how quality can surpass 
quantity when it comes to generosity 
and our social Chairman, Mrs. 
David Stevens, has received many 
compliments and requests for details 
of forthcoming events.

On a much larger scale, 10 
December was the date of the 
Biggest Office Party in London and 
the day started well with a piece on 
BBC's Breakfast Time Television in 
which organiser Jane Hayman 
presented a most persuasive case as 
to why people should hold their 
office Christmas party whilst 
benefiting us at the Hammersmith 

kPalais.
As a result the evening was well 

attended and resulted in many 
memorable moments as party-goers 
vied with each other to hire kisses 
and cuddles from the French Maid, 
the Roly-Poly Lady and the 
Japanese Tarzan, as a very special 
Christmas treat for bosses and 
secretaries alike.

These touching encounters were 
recorded for posterity by ASBAH 's 
on the spot Polaroid camera crews 
and it is a pity that we could not 
retain the negatives as this might 
well have proved a valuable means 
of fundraising in the future!

Pausing only to nibble on a turkey 
leg and have a quick spoonful of 
Christmas pudding, our intrepid 
team rushed back to work after the 
break in order to throw themselves

ASBAH Patron, H.R.H. The Duchess of Gloucester and Chairman, Mr. Davis Bryant 
at the Opera Ball.

First
Computer
Auction
boosts
Opera
Ball
into a most daunting schedule of 
innovative ideas for the new season.

Amongst the plans are several 
events for the macho minded, 
including a Royal Marine 
Commando assault course, Escape

and Evasion from a rocky island off 
the Pembroke coast, a contest to 
find the Young Yachtsperson of the 
Year and, as ever, our hardy 
perennial for the hardy few, 
Mountain Express, this year in the 
capable hands of HQ Wales.

Theatre nights, fashion shows, 
golf tournaments, conversationalist 
contests and many other old and 
new ploys are waiting to beguile past 
and future supporters and as ever we 
would welcome the presence of any 
readers of LINK.

Just let us know what your parti­ 
cular preference is and ambitions are 
and I am sure that we will be able to 
provide you with an occasion to 
remember during 1985.

JUDY KAY 
Appeals Director

Special centre offers the chance 
to try something new
THE KIELDER ADVENTURE 
CENTRE set on the shores of 
Kielder Water in Northumbria is 
purpose-built for disabled people 
and their families and equipped with 
everything from an indoor heated 
pool to a shop, library and 
adventure playground.

It offers the chance to canoe, sail, 
fish, birdwatch, cross country ski 
(when the fells are blanketed in 
snow), and a host of other activities. 
The Centre can cater for those 
disabled visitors who wish to be

independent, or come with a family 
or in a group, as well as those who 
rely on the services of the 
experienced resident staff.

There is breathtaking scenery just 
waiting to be enjoyed and lots of 
history to discover.

If you'd like more details contact: 
Jim Wainwright, Kielder Adventure 
Centre, Low Cranecleugh, Kielder 
Water, Falstone, Hexham, North­ 
umberland NE48 IBS. Tel: 0660 
50232.
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LINK INDEX — Issues 90 - 95
BELOW is a list of the main articles which appeared in LINK during 1984 — issues 90-95. If you would like 
back copies or a copy of a particular article please get in touch with Beverley Holland, the Information Officer 
at National Office. She also keeps a list of useful LINK articles from previous years.
SPINABIFIDAANDHYDROCEPHALUS Issue The1981 Act- What it did not say. Faith Seward 91 
Research sponsored by ASBAH...........................91 The Fortune Centre...........................................95

MEDICAL AND GENERAL HEALTH CARE
Baby's Mobility, Mary Barton..............................90
ASBAH survey highlights poor hospital

services for over 16's.....................................91
Sussex Clinic for Young Adults............................92
Pressure Sores and Ulcers, S. J. Watson,

J. E. Hewson 93 
Epilepsy, J. Keen..............................................94
Bowel Management, A. M. K. Rickwood................95

DISABLED LIVING
ORLAU's Swivel Walker, Para Walker...................91
LINK Special No. 1. Children's Footwear, and 

Intermittent Catheterisation............................ 91
Access Committee, A Goldthorpe........................91
Fashion Services for the Disabled.........................92
LINK Special No. 2. Mobility Aids..........................93
Financial Advice, J. Taylor........................93, 94, 95
Seating for disabled drivers, L. Holgate.................. 95

ALLOWANCES, GRANTS, ETC.
Family Fund....................................................90
The Severe Disablement Allowances, L. Leonard.....93

EDUCATION
After 16 Campaign launched.

ACCOMMODATION 
Southampton flats scheme. .93

.90

LEISURE
Five Oaks Courses............................................90
Liverpool Garden Festival................. ................ ..90
Kielder Adventure Centre...................................91
Camping for the Disabled. . .................................91
Skiing for the Disabled.......................................94

MISCELLANEOUS
Photo feature, Howard Griffin.............................90
Ten points for keeping a marriage together............. 92
British Rail plans...............................................91
LIFT Weekend.................................................92^
IYDPHoliday Fund........ .......... ..........................92^
Irish Association Summer Project ......................... 92
ASBAH's 18th Birthday Party..... .................. .......93
Mobility and Independence (B. Rail),

Mrs. L.Chalker.MP........................................94
Special seven page Report on work of Local

Associations...... .......................................... 94
LIFT Roadshows..............................................94
Who needs whom the most? Mrs June Davies.........94
International Year of Youth. ................................ 95
ASBAH's Annual Meeting............... ................... 95

SHASBAH TROLLEYS
The proven and established aid specifically made for 
spina bifida children. Made by those who know and 
care — spina bifida adults.

• Solid con­ 
struction

• Easy to 
manoeuvre

• Finished in 
brilliant 
poppy red

• Two 
standard 
sizes

• For children 
2-7 years

Special models to suit personal requirements made 
to order. Also available through DHSS.

ENGRAVING
We also undertake the engraving of: 

* Signs, notices * Instructions
* Name plates on plastic or metal

COURT ENTERPRISES 
LET US 14 COURT ROAD, 
QUOTE SPARKHILL, 
FOR YOU BIRMINGHAM B11 4LX.

TEL: 021-771 0380
Court Enterprises is a sheltered workshop for people with 
spina bifida.

Go with Threshold- 
Go with Confidence

Years of experience ensure a successful holiday for all 
our disabled clients, travelling with family or friends.

Tough tests and stringent enquiries 
before resorts and hotels qualify for 
inclusion in a brochure listing 
individual, group, self catering
and motoring holidays, as 
well as a range of superb 
coach tours.

Write or phone for our 
1985 brochure.

> For FREE colour brochure send this coupon NOW! 
or Telephone 061-236 9763

Name 

Address I
I,-I

Threshold Travel LTD
. '1 \Miit»iirth Mi-eel Hesl. Main he.sler Ml 5VVX
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CLASSIFIED 'ADS'
The advertisement rate is:

£2.50 for up to 30 words. £3.75 for 30-45 words.
£5.00 for 45-60 words.

Please send remittance with your advert. 

Please note that there is a 10% discount if you 
book six advertisements in advance.

Adverts for the next LINK (March/April) should 
be in by February 10. Send to the Editor Mrs 
Susan Gearing at home: The Gables, Long Lane, 
Wrington, Avon. Tel: Wrington 862279.

HOLIDAY ACCOMMODATION

SELSEY, Sussex. Purpose built 7 berth mobile home, 
fully equipped for wheelchair users. Cot available. 
Licensed site. Details: Mrs/Mr Holmes, 11 Grove Road, 

kAshtead, Surrey. Tel: Ashtead 76730.
HEYSHAM, Nr. Morecambe. Purpose built 6-berth 
fully equipped mobile home. Convenient and accessible 

| for the largest wheelchair. Large bathroom. Details: Mrs 
H. Campbell, 5 Roman Way, Whitchurch, Shropshire. 
Tel: Whitchurch 3691.
WINTERTON-ON-SEA, Nr. Gt. Yarmouth. Fully 
equipped chalet. Sleeps 6. Indoor heated pool, shop, 
amusements, take-away snacks, club room, play areas. 
Details: Mr R. Morris (0494) 32184.

EXCHANGE & MART

Leisure Wear: White cotton Tee Shirts with green family 
symbol and words 'Support Spina Bifida'. Also Sweat 
Shirts in reverse colours. All sizes. Details from Mrs M. 
Humphreys, 27 Orchard Way, Holmer Green, Bucks. 
(Bucks and E. Berks association.)

Ortho Kinetic Chair for sale. £100 or offers. Please

I 
apply to: The Secretary, KASBAH, 4 Scott Close, 
Ditton, Maidstone, Kent.

B.L. Mini Clubman Estate for exchange or part 
exchange. High top and electrical ramp/back door. 
Suitable for wheelchair user either to drive or be 
transported. Hand controls to be removed on sale. 
26,000 miles. Good runner. Wish to exchange or part 
exchange for Metro or other small car (must be 
automatic). £2,000 in part exchange but would prefer a 
straight swop for a T reg or after. 
Contact: Freddy Williams. 01-305 0294 (4-6 pm), or 
01-311 8519 (9.30 am-3 pm) and leave message. 
Greenwich, S.E. London area.

Mini Clubman Automatic, High Top, Gowring 
Conversion, for sale. R. Registration. Electrically 
operated ramp. Handcontrols available. Well cared for 
and well maintained. Just under 20,000 miles on the 
clock. Quicklock clamps for wheelchair. £2,250. Tel: 
Esher 64356.

ASBAH Publications
Children with Spina Bifida at School 
Ed.P.Henderson,CB,MD,DPH........................70p
The Handwriting of Spina Bifida Children
Joan Cambridge and Elizabeth M. Anderson .......£ 1.60p
Sex for young people with spina bifida or
cerebral palsy ............................................ .£1.75p
The Nursery Years
Simon Haskell and Margaret Paull .......................60p
Little Joe (A Grandmother's story)
Winifred Foster...............................................40p
Life and Death — thoughts on bereavement ............75p
Making our Way — individual experiences of young 
people with spina bifida and hydrocephalus ........£.1. 20p

All the above prices are inclusive of postage
and packing. 

Information leaflets.................................. 100 for £4
Fact sheets — (on a wide variety of
subjects) ....................................upto lOcopiesfree
Asian language translations of a Fact Sheet about spina 
bifida and hydrocephalus and ASBAH's work are 
available free (up to 10 copies) from national office. 
Translations are into Bengali, Gujarati, Hindu, 
Punjabi and Urdu.
Welsh language sheets are also available — up to 10 
copies free

Please send at least 30p postage.

Scottish Spina Bifida Association 
BOOKLETS
The Spina Bifida Baby by O. R. Nettles, McSP, ONC. 40p 
Growing up with Spina Bifida

byO. R. Nettles, McSP,ONC. ................. 35p
Keeping Fit by Jean M. Temple MCSP. ............ lOp
Self Help with Spina Bifida

by E. Wilson and E. Taylor. ................... lOp
Postage and packing is extra.
Available from: The Scottish Spina Bifida Association,
190 Queensferry Road, Edinburgh EH4 2BW.

JOHN GROOMS HOLIDAYS
All facilities specially adapted for wheelchair users 

(family friends and escorts welcome)

Seaside Hotels: Llandudno and Minehead. (Bargain 
Winter Breaks for only £10 per day, incl. VAT)

Self-Catering Units: Near the sea at Barnstaple, Borth, 
Poole, New Milton, Tenby, Looe, Maplethorpe and 
Camber Sands. Also in the Cotswolds. Ramps and other 
aids

Holiday Chalet: Near Skegness (Lines) 
London Holiday Flat: London, N.4.

Motor Caravan: Hire for one or two weeks. Tail lift, 
wheelchair, WC/Shower unit, etc.

Bungalow: In the heart of the Norfolk Broads
Canal Holiday: In adapted narrow boat.
For further details contact: John Grooms Holiday 

Department, John Grooms Association, 10 Gloucester 
Drive, London N4 2LP. Tel: 01-802 7272.
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BARNSLEY
Mr B Fairclough.
2 Padlcy Close. Dodwonh.
Barnsley. S. Yorks.

BEDFORD A DISTRICT
Mr I Pickering,
Haylands,
41 Box End Road.
Bedford.
Tel: Bedford 0234

BOURNEMOUTH. 
CHRISTCHl RCH A DISTRICT
MrsG l.anning, 
23 Seaway Avenue, 
Chrislchurch, Dorset. 
Tel: Highcliffe 3255.

BRISTOL
Mr S Egan. 
64 Rookery Road. 
Know'le, Bristol 4. 
Tel: Bristol 777942.

BROMLEY
Mrs M Nation, 
13 Ash Road, 
Green Slreel Green. 
Orpington. Kenl.

BUCKS A E. BERKS
Mrs R Storr, 
2 Lower Icknield Way. 
Aslon Clinton, Bucks. 
Tel: Aylesbury 631328.

BURY A BOI.TON
Mrs B Day. 
37 1 ea GateC'lose. 
Harwood, Bollon. 
lanes, B124AA 
Tel: Bollon 53389

BURNLEY A DISTRICT
Mr J W'allon.
36 Fairways Drive.
Burnley. 1 ancs.

CAI.DERDAI.E
Mr A 1 Crowther. 
12 Elm View.
Huddersfield Road. Halifax. 
Tel: 0422 41497.

CHESTER A DISTRICT
Mrs P. llhell,
34 King Edward Street,
Sholton,
Deeside,
Tel: Deeside 811074.

DARLINGTON A DISTRICT
MrCKell.
18 Warkworth Avenue, 
Bishop Auckland. 
C'o. Durham.

DERBY
Mrs J E M C'lewes, 
21 While Street. 
Derby.

DUDLEY A WOI.VERHAMPTON
Mrs I orna J Woollon.
14 I eveson Road. Wednesficld.
Wolverhamplon,
West Midlands, WVII 2HF.
Tel: Wolverhamplon 738 724.

EAST AV.I IA
Mr P Cirantham,
7 Ash C'lose. Downham Market,
Norfolk. Tel: D. Market 22(10.

ESSEX
Mrs I Anderson,
25 Acacia Drive,
Upminsier, Essev
RMI421J.
Tel: Upminsier 50449.

GLOUCESTERSHIRE
Mr Charles Stansroom. 
20C'hilternRoad, 
Church Lane, 
Quedgeley, 
(Gloucester.

(.RAN I HAM A DISIRICT
MrsJ Asken. 
88 (ioodlille Road, 
(iranlham, I incs. 
Tel: Grantham 60679.

GREENWICH
Mrs M Slredwick. Tower View, 
17 Rusheymead, Brockley, 
London SF.4. Tel: 01*90 3086.

HAMPSHIRE NORTH, 
W. SURREY A S. BERKS
Mrs Selby,
The Old Police Station. 
Woodbridge Road. Guildford. 
Tel: Guildford 571736.

HAMPSHIRE SOUTH
Mrs E McKay.
39 Brighton Avenue,
Gosport. Hams. PO124BU.

HERTS. A S. BEDS.
Mr D Riseborough.
4 Sherborne Way.
Croxley Green,
Rickmanswonh,
Hens.

HUDDERSHELD
Mrs L Foster, 
7SoulhCrofl. 
Upper Denby, 
Huddersfield.
Tel: Huddersfield 863006

HULL A DISTRICT
Mrs G D Brown. 
233 Granbrook Avenue,
Hull. HU6 7TX. Tel: Hull 857165.

JERSEY
Mr George Baird,
ISCIosdcMaiiland.
Si Clement, Jersey.

KENT
Mrs Cynthia Capon.
4 Scon Close,
Ditlon.
Maidstone, Kenl.
Tel: 0732 844953.

OXFORDSHIRE
Mrs Pam Jarvis,
71 Woodfield.
Ruscole, Banbury,
Tel: Banbury 58124.

PONTEERACT CAST1.EFORD 
A DISTRICT
Mrs N Robinson. 
4 Sandal Rise. Thorpe Audlin. 
Pontefract WF8 SEX.

PRESTON
Mrs S Thompson. 
34 Beany Road, Soulhport, 
Merseyside, PR8 6LB.

ROTHERHAM A DONCASTER
Mr & Mrs D Barringer, 
2 1 Coppice Gardens,
Broom Riddings,
Grcasbrough,
Tel: Rotherham 566686.

ST. HELENS A DISTRICT
Mrs N Maddocks,
236 Rainhill Road,
Prescot,
Merseyside L35 4LD.
Tel: 05 M26 3921.

WESSEX MW-Ukter
MrTPoote. Mr R Stafford.
123 Gerrards Green, 24 Kingarve Road.
Beaminster, Dorset,
DT8 3EA. (
Tel: 0308 862614.

-lungannon.
"o. Tyrone.

Newr> A Mourne 
WHITCHURCH A DISTRICT Mrs M Gram. 
Mrs D R (aider, 7 Dora Avenue. 
3a Bridgewater Road. Newry. County Down. 
Whilchurch, Shropshire. 

Oitugh
WIC;AN. I.EK;H A DISTRICT Mrs A cochrane.
Mrs LC Gill. 1 Jonny brook e.
6 Beech Avenue. Pubble. Tcmpk. 
Atherton, Co. Fermanagh. 
Greater Manchester M29 9EA.

U'lRUAl
Mr s; v,Li,, OTHER LOC Al.
7ChurchRoad. ASSOCIATIONS
Uplon. Wirral 149 6JY. Blirkoool A Fvlde
Tel: 051-677 1104. ^klrs M Brammer.

9 Wolverlon Avenue.
WORCESTERSHIRE I
Mrs Ann ("oiler.
37 Leigh Grove.
Droilwich. Worcs. WR9 9LD. 1
Tel: 0905 778925. |i

Hack pool.
Te: 0253 591 115.

Iccslon
klrsSSC^odfHInw

5 Cyril Avenue. Beeston.
YORKSHIRE NORTH
Miss F M Seward. Cambridwshirr

LEEDS A BRADFORD
Mrs J Gibson,
Dale Croft, Fairway Crescent,
Haworlh, Keighlev,
W Yorks.
Tel: Haworlh 44859.

LEICESTERSHIRE
Mr P Cusack.
31 Lime Grove, Kirby, Muxloe.

LINCOLN A MID 1 INC S
Mrs P Kcves,
Pinfold, Chapel 1 ane, 
North Scarle. Lincoln. 
Tel: Spalford 781.

LINCOLNSHIRE
N.E. A S. HI MBERSIDE
Mrs J. Coulam, 
ASBAH Centre,
Hainton Avenue,
Grimsby.

LINCOLNSHIRE SOUTH
Mrs P Mason, 
67 Boston Road, 
Heckingion, Sleaford.

LIVERPOOL
Miss B K Corkhill.
Tudor House, 
Wood Lane. 
Liverpool 121 4YA. 
Tel: 05 M88 0246

LONDON. CENTRAL A NORTH
Mrs Chnsline King.
35 Oakfield Road,
Soulhgate, 
London NI4.
Tel: 886 7286.

LONDON N. EAST
Mrs Beryl Pierson.
18 Kingsley Road. E7. 
Tel: 472 8605.

LONDON N. WEST
Mrs H Prentice, 
37 Milton Road.
Hanwell.
London W7 1LQ.

I ONIHIN SOUTH
MrsSCudd.
15 WoodvaleWalk.
Elder Road.
W. Norwood. London SE27.
Tel: 01-761 2400.

MANCHESTER CENTRAL
Mr G Walson,
SBushnell Walk,
Manchester M9 2QH.
Tel: 061-795 0029.

MANSFIELD. WORKSOP A 
DISTRICT
Mrs E Freeman. 
23 Melbourne Streel. 
Mansfield Woodhouse. Notts.

MIDLAND
Mrs D Brill, 
14 Court Road.
Sparkhill, Birmingham 1 1 .
Tel: 02 1-77 10371.

NORTH EAST
(Northumberland)
Mrs E Gram,
27 Redwell Road. Prudhoe. 
Northumberland.

NORTHAMPTONSHIRE
Mrs J Cockings,
57 Litile Streel.
Rushden, Nonhams.

SALISBURY A DISTRICT
Mrs J Renshaw.
1 Philip Court.
Coronation Road.
Salisbury SP2 9DA.

SHEFFIELD
Mr T Robinson,
3 Cecil Avenue, Dronfield,
Derbys, S186GW.
Tel: Dronfield 4 15523

45 The Paddock, York YO26AW. Mr R Wilkie.
Tel: 0904 798653. nnisfree.

Mill Lane.
1Hemingford Grey, Cambs.

'a«_nr4. t, U.'_L,_II

Mr Ken Hall.
17 WallhouscSireet, t
( 'annivk, Staffs. i

W A I,KS Tel: Cannock 4847.

I I AMU I I Chesterfield
SHROPSHIRE
Mrs A Ashfield, 
35 Trenleigh Gardens, Trench. 
Telford, Shropshire. TF2 6RN.
TehTelford 612542.

SOUTHAMPTON A DISTRICT
Mrs H Vaughan, 
6 Lumsden Avenue, Shirlev,
Southampton, SOI 5E1 .
Tel: Southampton 6636

STAFFORDSHIRE
Mrs J Davics, 
8 Oakhill Avenue, 
Stoke-on-Trent. ST4 5JN.
Tel: Stoke-on-Trent 45365

STAINES. HOUNSI.OW A
DISTRICT
Mrs M McGuigan. 
Jesolo, 
Lea Croft,
Shortwood Common, Siaines,
Middx. Tel: Siaines 50854.

STOCKPORT
Mrs S Silver.
1 Brookside Avenue.
Offerton. 
Slockport.

SUFFOLK
Mr D. J. Lawrence,
69 Woodberry W ay, 
W'allon on the Naze, 
Essex COM SEW.
Tel: Frinlon 5245.

SUNDERLAND
Mrs A Shepherd.
USHolbornRoad,
Sunderland.
Tel: Sunderland 283568.

SURREY
Mrs J Si raker,
Squirrels Leap.
Woodfield Lane,
Ashlead.
Tel: Ashlead 72009.

SUSSF.X
Mrs M While.
Averys, Rusper, Horsham, 
Tel: Rusper 217.

SWINDON
MrsS J J Trembling.
3 Church Place. Swindon.

TRAFFORD A SAI.FORD
Mrs J Robinson, 
Moorefield Annexe.
Council Offices,
Crofls Bank Road, 
Urmston, Manchester M3I IUD
Tel: 061-748 4000. Exl. 293. 
Mornings.

WARRINC.TON A DISTRICT
Mr S J Charllon.
36 Park Avenue,
Latchford, Warrington.

vlrs K M Tomlinson,Mr P Williams. ,,,.,. ,-, 
SGIaslrynRoad. 23 Halhern C lose. 
Pontardulais. BrimmgtonC ommon. 
Swansea. SA4 11 L. Chesierlield.
Tel: 0732 841930. (

^MeldowRoad
Craven Arms. '
Shropshire.

ons*lt & IMsiricI
VI Broad ley.
5 Girvan Close, 
lurnside, t. Stanley,
iianky, Co. Durham.

NORTH WALES MrsBarbour, 
Mrs E Boddy. *'«» "'""*•. . 
35 Gwynan Park. Sl Mci*ens ( ixmibe. 
Penmaenmawr, Si Ausiell. Cornwall. ^r
Gwynedd. 
Tel: 0492 622550. HlllmRdon

Mrs B Branncn,

t

SOI'TII u'AI KS "' rair<:> /\venue. 
Mrs Brend\ Sharp HaV<*- Midd* UB34NY.
IVIIN DICIIUd r»lldlLl, Trtl- HI *T1 C^fifi
38 Redbrick Crescenl. Td ol ' 573 5488 
Barry Island, S. Glamorgan. , , , „,. L
Tel: Barry 735714. ™~ .7

Sprinjifield, Town 1 ane,
'hale Green. Venlnor.

SCOTTISH Te1: chalc Green 234.

SPINA BIFIDA .aneaster. Morreamhe &

ASSOCIATION Mr'sMVyson,
25 Royds Avenue.

Executive Offker: Heysham, I ancs. ( 
Mrs Audrey Smith,
!90Queensferr\ Road, Rochdale 
Bdinburgh F.H4 2B\\ Mr\ Ann Uwton. 
Tel; 03 1 -332 0743. 20 Spencer Sireei. 

Chadderton, Oldham,
1 ancv
I el: 061 652487.

NORTHERN s«mcr*i
IRFI AND Miss June Roberts.

Mrst 1 McDowell, .
23 DalboynePark.
Lisburn,
Co. Antrim BT28 3BU.
Tel: I.isburn6023.

Antrim
Mrs R Lynd,
2 Ciorlgorn Terrace,
Toomebridge, Co. Antrim.

Ballvmrnii
Mrs 1- McNeil, 
123 Broughshane Street.
Ballymena, Co. Antrim.

Belfast
Mrh D Hunter.
55 Wanstead Road,
Dundonald, Belfast.

Culeniinr & District
Mrs I. t McClure, 
27 Tober Road,
Bally money, Co. Antrim.

l.urRan& Portadown
Mr B J P Byrne, 
Hollyvale. Hollymouni Road,
l.aurencetown.
Craigavon, Co. Armagh,

lirord(ourt.
Wiltshire (lose.
Paunlon.

Tenside
Mr J Gray.
vlarchcsi Centre, Tollesby Roat
vliddlesbrough, Teesside.

Please will all local 
Secretaries who
want their telephone
numbers included
this Directory get

in
in

touch with LINK
Editor: Mrs S.
Gearing, at National
Office: ASBAH, 22
Upper Woburn Place, 
London WC 1HOEP.

Primed by K&SC (Printers) 1 id.. High Brooms Industrial Estate, Tunbridpe Wells. Kent


