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/V% i • //Cohesive
OSTOMY SEALS

The most modern ostomy seals available have been formulated to 
do away with some of the irksome tasks of the past. 

Cutting to fit with scissors for instance is now a thing of the past, 
you simply stretch the "Cohesive" to the desired shape and mould 

it to fit the stoma. This is possible because "Cohesive" Ostomy 
Seals do not rely upon a plastic film covering nor laminate to

stabilize the substance.

\
"Cohesive" Ostomy Seals can remain in position for
several days without renewal, due to a slower rate of
dispersion than most other products.
Folds and scar tissue surrounding the stoma can
be filled with "Cohesive" which forms a perfect
base for most ostomy appliances.
Additional adhesives are unnecessary,
"Cohesive" Ostomy Seals are
extremely tacky upon both surfaces.
"Cohesive" Ostomy Seals can be
used on broken or excoriated areas ^4
of skin, to produce a soothing effect ; "
which allows healing to take place.
"Cohesive" due to its slow rate o< ,y f
dispersion, is excellent for ,..'"
urinary diversions and
for fistulae.
Available large size
95mm (3}") dia.,
small size 50mm
(2") dia.
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"Cohesive" Ostomy Seals are so easy to use.

SALTS SON LIMITED 
220, CORPORATION STREET 
BIRMINGHAM B4 6QR ENGLAND 
Telephone: 021 233 1038

It you would like 
lo Iry Cohesive 
Oslomy Seals please 
complete the coupon 
and return to Salt & 
Son Lid & you will 
receive a sample & full 
instructions dee 
tiom charge Use the 
Freepost address a 
poslage stamp is not 
necessary

Name& Title 
Address .....

Please tick in appropriate box LARGE D SMALL D 

SALT & SON LTD FREEPOST BIRMINGHAM B4 6BR
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THIS EDITION of LINK carries a special supplement called "Lives in 
Question". It appears following widespread public debate over the 
desirability of prolonging the life of severely disabled, newly-born babies. 
This debate has been fuelled, of course, by the publicity given to the case 
of Dr Arthur. However, the controversy has been simmering for years 
and touches on a large number of complex but fundamental medical and 
moral issues. "Lives in Question" is an attempt to ventilate and clarify 
these issues. It is NOT a statement of ASBAH's position. Nevertheless, 
anyone involved in the work of our association is bound to find it 
compelling reading.

The members of ASBAH's staff often find it difficult to shun friends' 
questions about the current public controversy. Many of those whom we 
work for owe their lives to surgical intervention in the first few weeks of 
their existence. In consequence, people readily assume that we have a 
view on whether or not surgical intervention should be selective. 
However, if—as individuals—we do have a view, it is our duty to insist 
that this view is our own and not ASBAH's. For, on the vexed question 
of selection, ASBAH is firmly neutral.

As the Swedes and the Swiss will tell you, staying neutral is not always 
easy. Sooner or later, both sides are likely to be offended by your 
impartiality. However, ASBAH's neutrality is a natural consequence of 
the association's origins. We started as a web of mutual support groups, 
run largely by the parents of spina bifida children. In the nature of 
things, all of these parents could not be expected to share the same view 
on the vital issues now being so hotly debated by the public. What they 
did share was a concern to aid each other in securing the best possible 
futures for their children.

Today, of course, ASBAH is a larger and more highly structured body 
than in its early years and the range of our activities has expanded 
accordingly. At the same time, a shift is discernible in the attitude to 
selection of both the public and of much of the medical profession. It is 
reasonable to ask whether ASBAH's neutrality remains valid in today's 
changed circumstances. In my view, it does! We are still responsible to 
people who hold a wide range of ethical views and we must be in a 
position to give disinterested help and advice to all those who look to us 
for support.

Nevertheless, our neutrality over so highly-charged an issue should not 
lead to an uncaring or timorous silence. We owe our members support 
and advice on all the many practical and immediate problems that they 
face daily. Equally, however, we owe it to our members to keep them 
informed on ethical debates which touch their lives even more surely than 
they touch those of the general public.

We should not seek to shape their opinions, but we should seek the 
clarification of issues. This is the purpose served by "Lives in Question", 
which presents the views of some of the leading protagonists in the 
selection controversy alongside those of some spina bifida parents. In my 
view, the supplement serves its purpose well.

lan Morrison
Assistant Director of Appeals for ASBAH, 

who is also a journalist

FRONT COVER: Rosemary Mulqueen from Bradford celebrating 
her 13th birthday in fine style with a visit to Brighton Dolphinarium, 
where she got on famously with the star of the show, Baby.

Rosemary was given a week's holiday in the town thanks to the 
organisers of Brighton and Hove Appeal for IYDP. Her photograph had 
been chosen to illustrate a fund-raising leaflet for the Appeal, and when 
Rosemary heard of this, she wrote and asked if there was any other way 
she could help the appeal, which was to raise money for an adventure 
playground for disabled children. The organisers were so touched by her 
letter that she was invited to the town with her mother and sister.

Photos: Ronald Fortune, Brighton and Hove Gazette and Herald.



OVERSEAS HOLIDAYS 
FOR THE PHYSICALLY 
HANDICAPPED, THEIR 
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ACCtSS TO

THE wom.o
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Special programmes for groups (details on request). 
Register now for our

FREE 1982 Colour Brochure
by completing the coupon and post now

To:
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Manchester M1 5WX.
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Nichola 
goes 
for a 
paddle

Nichola Greensit, 
13, enjoying a 
paddle in a 
Scottish loch, 
while on holiday 
in Scotland last 
year. The Greensit 
family live in 
Ripon in North 
Yorkshire.

Teenager AvriPs crowning glory
Avril Searle, 15, 
being crowned 
Wellington 
Charity Queen by 
the Mayor of 
Taunton Deane. 
Avril who belongs 
to Somerset 
association 
earned her title by 
raising over £400 
for local charities 
by selling 5p vote 
tickets. Also in 
the picture are 
Avril's attendants. 
Christine Derrick 
and Andrea 
Norman.

Photo: Season 
News Pictures.

Trudi Bush, of Lower Kingswood 
in Surrey, talking with King 

onstantine of the Hellenes after 
ceiving a Duke of Edinburgh 
ronze Award. She was one of 166 

South East Surrey youngsters who 
were presented with awards at a 
ceremony marking the 25th 
anniversary of the scheme.

Photo: Surrey & S. London 
Newspapers.

Webb Nets £1,000!
SINCE discovering a year ago that 
he had spina bifida, international 
hairdresser, Graham Webb—who 
lives near Tunbridge Wells, 
Kent —has raised more than £1,000 
to help ASBAH, both nationally 
and locally. Recently members of 
Speldhurst Round Table, of which 
Graham is a member, raised £500 

my carol singing. This was 
presented to Mrs Jan Walton, 
treasurer of Kent local association 
and will help to buy furnishings 
for the association's holiday chalet 
at Greatstone.

Electrokart opens up whole new world for Julian
ONE OF 'the gang' now— 12-year-old Julian Norman 
of Langley Heath in Kent, with his new Electrokart 
which has given him greater independence and 
freedom of movement.

The Electrokart was produced by the young people 
in Target Training Workshop Company in Bow, East 
London, which is one of the training workshops 
operating under the Youth Opportunities Programme 
of the Manpower Services Commission.

It was bought by Julian's mother, who said. "Since 
having the Electrokart he's never had so many 
friends. He has had the outside world opened for 
him. It's really smashing for us to watch him out and 
playing with friends as one of the gang".



What the Act is all 
about
THE DISABLED Persons Act, 
1981, came into force on October 
27 last year. If anyone is confused 
about what this Act is all about, 
summaries are available, price lOp, 
from RADAR, 25 Mortimer 
Street, London WIN SAB.

NAIDEX is set for 
October
THE NATIONAL Aids for 
Disabled Exhibition (NAIDEX) is 
planned this year from October 
13-15 at the Cunard International 
Hotel in London. The Conference 
which takes place at the same time 
as the Exhibition will consist of a 
series of one-day seminars. Topics 
so far chosen include Incontinence, 
Integrated Travel and Exchange, 
and Housing and Related Care 
Services.

Full details of the Conference 
will be available in April, from 
The Conference Officer, RADAR, 
25 Mortimer St, London WIN 
SAB.

Artsline has the 
answers
ARTSLINE is a unique new 
telephone service giving advice and 
information to the disabled on 
every facet of the arts.

The number is 01-625 5666, and 
it operates on Tuesdays, 
Wednesdays, Thursdays and 
Fridays from 12-4 pm and on 
Saturdays from 10 am-2 pm.

For several months, two 
researchers, Enid Church and 
Susan Beattie (who is herself 
confined to a wheelchair), have 
been building up a bank of 
information.

The service will be able to give a 
wide range of information from 
which museums and art galleries 
are accessible to where training in 
the arts world is to be found for 
those needing special provision. It 
has been financed initially by 
Capital Radio and is modelled on 
their successful Helpline, the 
confidential telephone advice and 
information service.
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Lucky Andy! 
I have to walk!

(•'0 "*>  «  </• "-'-•-^i^^^i

I'm going to school. 
Andy goes to school too. 
He goes in a special bus. 
He is waiting for it with Mum.

All this fuss about Andy
FROM A delightful new book for young children, "All this fuss about 
Andy'", Benjamin Books, 30p.

THIS STORY is told by the brother of a handicapped child. He talks 
about his problems and feelings at having a brother who takes up so 
much of his parents' time.

The story also tries to put across to young children the realisation that 
the handicapped are not beings of a different order, but have ordinary 
families like their own. It is illustrated throughout in a simple and 
colourful way, like the example above, and the text is easy and clear, 
ideal for children of about 3-6 years.

For details of more books see page 17.

Death Grant Bill fails but campaign 
goes on

ASBAH has been delighted by the 
response from members all over 
the country who have written to 
Ernie Ross, MP for Dundee, in 
support of his Bill to have the 
Death Grant updated.

While many organisations 
supporting the Bill were 
representing the elderly, ASBAH 
was one of the few putting the case 
for parents of babies and young 
children.

Unfortunately, the Bill was 
talked out and failed to get 
through the Second Reading.

However, your support is still 
needed, and it would do no harm 
to voice your concern to your MP.

ASBAH is still actively involved 
in supporting the Bill and is 
waiting to see what the Dignity in 
Death Alliance plans to do.

Holidays around 
the corner
Holidays for the Physically 
Handicapped 1982. 
THE latest issue of RADAR's 
annual guide is now available from 
main branches of W. H. Smith & 
Son for £1.
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Self Help with 
Spina Bifida
WAIST belts with 'pockets' on 
them—usually used as money 
belts—are all the fashion. But they 
can be extremely useful for 
carrying spare pads.

There is a nylon one on the 
market with a large zipped pocket 
which can hold a spare pad and 
give just the security needed should 
an 'accident' happen. An 
emergency pad for a social 
occasion can be carried and not be 
visible under clothing.

This handy hint came from 'Self 
Help with Spina Bifida' (See books 
P-17).

THREE courses being run this 
Spring at the Spastics Society 
training college, Castle Priory, 
may be of interest to LINK 
readers.

— Sir Christopher - 
Aston, KCVO, JP.

IT WAS with great sadness that 
ASBAH learnt of the death, at 
the end of January, of Sir 
Christopher Aston KCVO, JP. 
Chairman of the IYDP 
Committee for England. Sir 
Christopher learnt that he had 
cancer in the Autumn of 1980, 
but carried on as an active and 
busy Chairman for the Year. 

He died on the morning of 
the first meeting of the 
Snowdon Council, set up at his 
instigation. The Council, made 
up of members of leading 
organisations concerned with the

disabled, including Miss Moyna 
Gilbertson of ASBAH, will 
spearhead a 10-year-plan to 
carry on and extend the work 
started in IYDP. The Earl of 
Snowdon is President of the 
Council.

Sir Christopher will be greatly 
missed. As The Times 
Newspaper so ably put it: "His 
immense courage and positive 
planning could be regarded as a 
symbol of the spirit shown every 
year by many thousands of 
handicapped people".

Castle Priory courses
May); for any staff whose work 
involves the day-to-day care of 
teaching of the most profoundly 
handicapped children.

voluntary organisations—open to
anyone. 'Further Education for
Severely Handicapped Young
People (4-7 May). Consideration
of educational opportunities for

Further details from: Castlementally or multiply-handicapped
Priory College, Thames Street,young people—open to all staff.They are: 'Advocacy and
Wallingford, Oxon. OX 10 OHE,'Working with ProfoundlyBefriending' (23-25 April). The

Handicapped Children' (24-28future role of volunteers and



Prevention of Spina 
Bifida: more optimism, 

less caution. bRv ,W. Smithells

THE JULY/August 1980 issue of LINK carried an 
article on the work of our group on the possible 
prevention of spina bifida (and the related defect, 
anencephaly) by giving a multivitamin tablet to high- 
risk mothers before conception and through early 
pregnancy. I expressed 'cautious optimism' at that 
time.

The final results of that first study showed:
1) of 177 babies born to fully supplemented mothers 

who had had one previously affected child only 
one was affected, compared to 9 recurrences 
among 264 born to unsupplemented mothers.

2) Of 18 babies born to fully supplemented mothers 
who had had two previously affected children 
none were affected, compared to 4 recurrences 
among 31 born to unsupplemented mothers.

3) A further 51 babies born to mothers who had 
taken vitamin supplements but had failed to 
complete the full programme (for example, by 
forgetting to take the tablets for more than one 
day) were unaffected.

4) Later examinations of about half the children 
born to supplemented mothers (it was not possible 
to examine all) showed no evidence that the 
tablets had done any harm. Apart from the single 
recurrence, the only major defects among all 195 
babies were one heart defect and one bowel 
obstruction. As about 2% of all babies are born 
with a significant defect, 3 in 195 is not 
remarkable.

The same group of researchers has continued the 
same study in a second cohort of women. The last 
baby from this group is not due to be born until May 
1982. So far there have been two recurrences amongst 
almost 200 babies which is again very much lower 
than expected. Adding the two groups together, the 
chance that the lower recurrence is a freak result, and 
not true prevention, is less than 3 in 1000. Expressed 
another way, Professor John Edwards of Oxford 
estimates that, taking the most pessimistic view of our 
results, vitamin supplements have probably prevented 
75% (three-quarters) of recurrences.

A group of Oxford doctors has been using our 
regime on their high-risk mothers and reported 
recently in the Lancet that there had so far been no 
recurrences among 43 women. If we add their results 
to ours (so far) there have been 3 recurrences among 
about 450 babies, or 1 in 150. The usual recurrence 
rate is 1 in 20 to 1 in 25, or at least 6 in 150.

Meanwhile the results of Professor Laurence's team 
in Cardiff (LINK, Jan/Feb 1982) using folic acid only 
(one of the B group of vitamins) give further grounds 
for optimism. There were no recurrences among 44
8

women who took folic acid and a staggeringly high 
recurrence (6 of 67, almost 1 in 10) amongst those 
who did not.

This all adds up to very persuasive evidence that 
vitamin supplementation reduces the risk of 
recurrence without danger to mother or baby. Some 
very important questions remain which may be 
difficult to answer.
Question: Which is the most effective, folic acid or 
multivitamins?
Answer: We do not know. Our group has used a 
multivitamin preparation, Pregnavite Forte F (F for 
folic acid), because earlier work in Leeds showed: 

i) Women whose diets were poor in early pregnancy
were short of all nutrients, not just one or two. 

ii) Of 200 women whose diets we measured in early
pregnancy, not one was having enough vitamin
D. 

iii) When we measured vitamin levels in the blood of
1000 women in early pregnancy, those whose
babies turned out to have spina bifida tended to
have low levels of folic acid, riboflavin and
vitamin C.

For these reasons we chose a preparation which 
included folic acid, riboflavin and vitamins C & D. 
The amounts present approximate to the daily needs 
recommended by nutrition experts for healthy adults.

IMPORTANT: Tablets and pills containing effective 
amounts of folic acid can only be 
obtained on a doctor's prescription, 

Folic acid is cheaper than multivitamin pills, but i 
the latter prove to be more effective they represent 
good value at about 5p a day. Research is underway, • 
and more is planned, which may resolve this point.
Question: Is it necessary to start taking vitamins 
before conception?
Answer: We do not know, but we shall eventually 
learn from women who start taking vitamins without 
realising that they are already pregnant. The spinal 
cord is normally complete 28 days after conception 
(usually 6 weeks after the last menstrual period 
started). No treatment started after that date can be 
effective.
Question: What about mothers who have not had a 
spina bifida child?
Answer: This is important because 95% of spina 
bifida babies are the first affected in the family. There 
is every reason to believe that vitamins would be as 
effective in preventing the first as in preventing the 
second. The problem is how to put it into practice. 
The growth of pre-pregnancy clinics offers the best 
hope.
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Question: Would a better diet work as well as vitamin 
pills?
Answer: Not necessarily, though it would certainly 
help. Much of the folic acid in food has to be 
digested before it can get into the bloodstream. Folic 
acid in pills is in a simple form which needs no 
digestion. We do not know whether vitamins work 
simply by correcting a faulty diet or by bypassing a 
metabolic problem in particular individuals. My 
department is currently investigating this point. (As a 
guinea pig in this work, I am taking a multivitamin 
supplement and discovering just how easy it is to 
forget!) It is, of course, as difficult to change people's 
eating habits as it is to change their drinking and 
smoking habits.
Question: Are there other people who might benefit 
from vitamin supplements around the time of 
conception?

« swer: We have supplemented a few women who 
/e themselves spina bifida and therefore have an 

increased risk of an affected child, but our numbers 
are far too small to draw any conclusion. This would 
need a national study. (What about it, ASBAH?). As 
regards other birth defects, there is no possibility that 
vitamins are going to be the answer to all birth 
deformities. There is just a chance, in my view, that 
they might help hare lip and cleft palate. That is 
another research need.
Question: Could vitamin supplements—when we know

the best dose, the best regime, and how to implement 
it—abolish spina bifida altogether? 
Answer: I would dearly love to think so but 1 very 
much doubt it. Meanwhile, if three-quarters—perhaps 
a little more—can be prevented, that is progress. 
There are now 'vitamin babies' in Europe, 
Scandinavia, Canada, USA, South Africa and 
Australasia as well as in the UK and the Republic of 
Ireland, so the message is spreading.

We have been particularly heartened to hear of 
high-risk mothers who had decided against further 
pregnancies because they did not want terminations, 
but who went ahead with vitamin supplements. We 
know of three mothers so far who did this after three 
affected babies (recurrence risk about 1 in 4) and had 
healthy babies.

In summary, it is now highly probable that vitamins 
exert some protective effect: hence more optimism. It 
is certain that, in proper doses, they do no harm: 
hence less caution.

I wish to renew my grateful thanks to colleagues in 
our group: Dr. Mary Seller (London), Prof. Norman 
Nevin (Belfast), Prof. Rodney Harris (Manchester), 
Dr. David Fielding (Chester), Dr. Stanley Walker 
(Liverpool) and the Leeds team led by Dr. Sheila 
Sheppard. I should also like to acknowledge financial 
support from Action Research for the Crippled Child.

Prof. R. W. Smithells, Dept. of Paediatrics and Child 
Health, University of Leeds.
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FOLLOWING from the Warnock Report on Special 
Educational Needs, the Government have passed an 
Act changing the law on special education. The Act 
was passed in October 1981 and the Secretary of State 
for Education intends to bring many of the provisions 
into force on 1st October 1982.

The Act establishes a new framework for the 
education of children requiring special educational 
provision whether in special or ordinary schools. The 
old categories of handicap are replaced by a broad 
concept of educational provision based on the special 
educational needs of individual children.

What is a special educational need?
Section 1 of the Act establishes that a child has 

special educational needs if he or she has a learning 
difficulty. This might include a physical and mental 
disability, or any other major difficulty which is 
significantly greater than that of the majority of 
children of his/her age—other than language 
differences—which prevents or hinders a child in 
being educated at schools in the area provided 
generally for the age group.

Provision of education
Section 2 establishes the principle that all children 

including those with special educational needs are to 
be educated in ordinary schools provided certain 
conditions are satisfied. 
These conditions are—

• account has to be taken of the views of parents;
• the ability of the school to meet the child's 

special educational needs;
• the provision of efficient education for other 

children in the school;
• the efficient use of resources by the Local 

Education Authority.

Assessment of special educational needs
Emphasis is placed on looking at the child as a 

whole person, and the need to establish a partnership 
between LEA staff and parents. Assessment should be 
seen as a means of understanding a child's learning 
difficulties in order to provide guidance as to his 
educational needs and a basis for monitoring 
progress.

Assessments will be of two kinds, formal statutory 
assessment and on-going assessment within school. 
Section 5 of the Act lays down the rules for LEA's 
regarding the formal assessment of individual children 
to determine the special educational provision to be 
made and to enable the LEA to decide whether to 
make a Statement under Section 7.

LEA's will be required to notify parents that an 
assessment is to be made, and to provide information 
about the assessment procedure. Parents can make 
representations and submit written evidence within not 
less than 29 days of being notified. The LEA will then 
inform parents of the result of the assessment and the 
name of an officer from whom they may obtain 
further information. In normal circumstances it is 
expected that professional advice given to LEA's will 
be available to parents. This applies both to formal 
and other appropriate assessments.
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Education: 
a special 
guide to 
the new Act

What is a "Statement"?
Following an assessment under Section 5 LEA's 

may decide to make a Statement describing the child's 
special educational needs and how they are to be met. 
The Statement will have three parts: 
Part A: Parental Views. This should include a 

summary of any representations and 
evidence, including independent reports, 
submitted by the parents. 

Part B: Assessment of Special Education Needs,
including educational advice, medical advice, 
psychological advice, and any other 
professional advice necessary, and a 
statement of the LEA's assessment. 

Part C: Special Educational Provision — detailing how 
and where provision is to be made and what 
services are to be provided by other agencies. 

There will be two stages in the preparation of the 
Statement — a draft Statement to be discussed with 
parents, who may within 15 days make further 
representations if they are not happy with the content, 
to be followed by the final Statement.

Parents must be given a copy of the Statement 
together with notice of rights of appeal and the name 
of a person to whom they may apply for information 
and advice. This will not necessarily be an employee 
of the Local Education Authority but might be a 
professional from Health or Social Services, a 
member of a Voluntary Organisation or some other 
person. The role of this 'named' person is still under 
discussion.

Can Parents request an assessment of their 
child?

If the parents of a child for whom no Statement is 
maintained by the authority asks for arrangements for 
an assessment to be made, the LEA have a duty under 
Section 9 to do so unless they regard the request as 
"unreasonable". They also have a duty to re-assess a 
child with a Statement if requested, providing such an 
assessment has not been made within the last six 
months and they are satisfied that such an assessment 
would be appropriate.

In practise, this might be where there had been a 
significant change in the circumstances of the child. 
The frequency of assessments will be laid down in 
regulations by the Secretary of State, but it is 
likely that these will include a minimum of one 
re-assessment between the ages of 14 and 15 unless the 
child was aged 1 1 or over at the date of the making of 
the Statement.

Continued on p. 17



INCONTINENCE? THERE S NO NEED 
• TO WORRY ABOUT THAT.

Downs Surgical has taken care of the problem 
with its full range of incontinence aids for 
disabled children and young people.

Downs team of trained childrens' nurses 
provides an expert fitting and advisory service to 
childrens 1 hospitals and special schools nation 
wide, as well as at their clinic in Mitcham. In 
certain cases home visits can be arranged.

Rest assured that Downs Surgical is the 
expert in supplying a professional service to 
children and young people in the field of 
incontinence care.

\ | Write now for 'Able to Grow Up',
M Downs new free booklet to assist the 

'/Jr professional management of the 
^*^St young incontinent person.

To: The Disposable Products Division, 
Downs Surgical Limited, 
Church Path, Mitcham, 
Surrey CR4 SUE, England.

Please send me ... copies of your 
free booklet 'Able to Grow Up'.

Name. .Title.

Position.

Address.

. Telephone

i- -?-__-__.
I)()\VNS f perse >ral i )rc x iurls
Downs Surgical Limited, Church Path, Mitcham. Surrey CR4 3UE, England. 
Telephone: 01 -640 3422 or 01 -648 6291
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ALL THE factors that make it 
difficult for disabled people to get 
jobs conspire against them as 
volunteers.

As the Volunteer Centre* puts 
it: "Consideration of mobility, 
access, and 'special' equipment 
makes disabled people as 
volunteers an unattractive 
proposition."

But, in addition, there is the fact 
that all too often disabled people 
do not come forward, so those in 
charge never have the chance of 
overcoming any difficulties 
involved in taking them on.

"Disabled people are 
accustomed to isolation; theirs is a 
lifetime of learning how to live as 
despondent and undemanding 
members of society. It is hardly 
surprising that they are grossly 
under-represented among 
volunteers" says the Volunteer 
Centre.

Another big factor working 
against the disabled person as a 
volunteer is that in social welfare 
circles he or she is neatly slotted 
into the category of someone who 
receives care, help and 
attention. . . definitely not 
someone who gives.

But the Volunteer Centre strikes 
an optimistic note.

"Despite all this, it is in 
volunteering that some of the most 
optimistic examples of work by 
disabled people are to be found. 
Work which not only builds on an 
infinite variety of human skills and 
talents, which does not distinguish 
between able bodied and disabled, 
between helper and helped, but 
which sees people as resources to 
each other, not as bundles of 
problems to be dealt with as 
efficiently as possible.

"Volunteer work offers an 
opportunity to revalue the 
contribution of members of society 
to its fabric—not in terms of cash 
or units of production, but in 
terms of human value".

The Volunteer Centre is the 
national advisory agency on 
volunteer and community 
involvement. The address is: 29 
Lower Kings Road, Berkhamsted, 
Herts HP4 2AB.

Here's 
some good 
ideas
THERE'S a variety of voluntary 
jobs which a disabled person can 
do as well, if not better, than other 
people.

Sometimes blind people need 
someone to read to them; some 
organisations have a need for 
voluntary clerical work to be done 
at home, particularly when they 
are running an appeal in the area.

You may be able to help out 
with a local talking newspaper, like 
Gary Brayne—(see his article on 
page 15), or be involved in some 
way with a local hospital radio 
service.

Another obvious example is 
manning a telephone at home or at 
a special office as a contact for a 
'Good Neighbour Scheme'. The 
contact's job is an important 
one—to answer the phone when 
someone rings in for help, and 
then to ring round and match the 
need with a helper who is 
available. It could be a question of 
finding someone to help with 
gardening, baby-sitting or driving 
someone to hospital.

Your local hospital may be glad 
of visitors for patients, especially 
old people who have no relatives 
or whose relatives do not visit 
them. Most hospitals are 
reasonably accessible, although 
you may come up against 
objections concerning fire risk or 
wheelchairs "cluttering up" the 
wards. However it is worth a try, 
and if you are persistent the 
hospital may see reason.

If you are an understanding 
person with an approachable 
manner and someone with time for 
other people you may be a help 
with counselling of different 
kinds—perhaps for alcoholics, or 
the mentally disturbed. People may 
respond more easily to a person 
who obviously has had difficulties 
of his or her own.

The Samaritans, need trained 
people to man the phones of their

life-line listen-in service at all 
hours. Although selection and 
training is quite rigorous, there is 
no reason why you shouldn't try.

One way of finding what is M 
happening in your area is to look ™ 
through the local paper regularly. 
Often appeals for volunteers are 
published in one form or another.

Another place to find out about 
voluntary schemes is your local 
Volunteer Bureau. There are over 
160 of these, and they act as co- 
ordinaters between people who 
need voluntary help and those 
willing to give it. They will be able 
to advise you.

You can do as much or as little 
voluntary work as you wish. Even 
an hour or two a week can be 
valuable. Your Bureau can be 
found under 'Volunteer Bureau' or 
'Council for Voluntary Service' 
(this may be prefixed by the name 
of your town) in the phone book. 
Alternatively your Citizens' Advice 
Bureau or library should be able to 
give you the address.
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It's the 
individual's 
skills that 
count
}onna Johnston, a 
training advisory 
officer for the 
Volunteer Centre.

IF I were still working directly 
with volunteers, I wonder how I'd 
set about translating the aims of 
the International Year of Disabled 
People into action. I'd probably 
start by agreeing with Alf Morris 
that 'the disabled need a measure 
of positive discrimination in their 
favour'.

But I don't think I'd apply this 
to the recruitment of able bodied 
volunteers to work with or for the 
disabled, necessary and important 
as that may be. Nor would I set a 
'quota' to ensure that one in 10 of 
my volunteers was disabled in 
some way.

The tack I'd most likely take 
would be to try and think more 
clearly about those areas of 
voluntary work where disabled 
people may have a special 
contribution to make, essentially 
because of their handicap. That 
would probably lead me straight to 
information, advice, befriending 
and counselling services by the 
disabled for the disabled, where 
the very experiences of the 
volunteers themselves in living and 
coping with handicap would make 
them particularly helpful to other 
disabled people facing similar 
difficulties. In this, I would be 
encouraged by organisations like 
the Spastics Society which supports 
the notion of disabled people as 
volunteers and recommends that 
'training opportunities should be 
made more accessible to them, 
especially in the field of 
counselling and interpersonal 
work'. In its report Them and Us 
the Society has, for example, 
drawn attention to the growing 
need for counselling services for 
handicapped adolescents and their 
families, and suggests this is a need 
that could be met by disabled 
volunteers 'with appropriate 
training and supervision'.

I think that from there it 
wouldn't take too long to begin to 
explore the potential that disabled 
people offer as formal or informal 
teachers.

But do you see the trap I've 
fallen into? My tendency to focus 
on the disability? Already, in my 
enthusiasm to foster mutual help 
among the disabled through 
voluntary work and to encourage 
the disabled to speak for 
themselves about their condition, 
I'm in danger of trampling 
roughshod over another aim of 
IYDP, that of the integration and 
participation of disabled people in 
everyday affairs. While I would 
still argue that volunteering by the 
disabled to help other disabled is 
fine in itself, and that involving 
the disabled in teaching about 
disability could be extraordinarily 
effective, the choice of voluntary 
work must rest with the disabled 
themselves. The question must be 
not what can disabled people do, 
because of their handicap, but 
more positively, what contribution 
can an individual disabled person 
make because he or she is an

individual with certain skills, 
abilities and interests.

My responsibility as a volunteer 
organiser must surely be to display 
the opportunities to a disabled 
person, just as I would to anyone, 
to discuss openly and realistically 
any limitations a person's 
particular handicap may impose, 
and then to let the would-be 
volunteer choose. If a disabled 
person has counselling skills or the 
ability to acquire them through 
training, and wishes to undertake 
this form of voluntary work, why 
should he or she be limited to 
offering them to other disabled 
people? If an individual can 
absorb, translate and offer detailed 
information, why not in a citizen's 
advice bureau as well as in an 
information centre for the 
disabled? If a disabled person can 
manage the complications of daily 
life, why not the complexities of a 
volunteer bureau, an Abbeyfield 
Home or a local youth club? Why, 
indeed, should the disabled be 
regarded as an effective resource in 
training about disability and not 
about other areas of knowledge 
and skill?

By encouraging and enabling the 
disabled to give the help of their 
choice, we would be not only 
removing them from the recipient 
end of the spectrum and from 
much of the stigma of disability, 
but also we would be recognising 
their abilities and their right to 
participate in the affairs of the 
community on a more equal and 
integrated basis.

One thing is certain. Disabled 
people represent a scarcely tapped 
volunteer resource. Many have free 
time and much to offer. What we 
make of this potential will largely 
depend on our own attitudes about 
who gives and who receives. But at 
a much deeper level, it will depend 
on our attitudes about disablement 
and the everyday experiences we 
have of disabled people. That may 
mean asking ourselves some tough 
and personal questions, questions 
that if we take them far enough 
may uncover barely conscious 
attitudes rooted in the ancient 
taboos of society.

This is part of an article Donna Johnston 
wrote for Involve, the magazine of the 
Centre.
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Volunteering
Gary joins
talking
Newspaper
I WILL begin the article by 
outlining the activities of the 
Shropshire Talking Newspaper for 
the Blind (STN). The newspaper 
began in 1976 and in addition to 
the talking newspaper itself the 
group also produce a magazine, a 
tape of the consumer magazine 
"Which" and the Shropshire 
Magazine tape.

I joined the group in February 
this year after seeing their 
exhibition in the local library.

I wrote to the Chairman of the 
STN who invited me to the studio 
to see what went on. At the time I 
joined the group the Shropshire 
Magazine project was just starting. 
Indeed on my visit the master copy 
of the "pilot" tape was being 
recorded.

The Shropshire Magazine is a 
monthly publication but each of 
our tapes covers two issues of the 
magazine. We produce the tapes 
on a six week cycle. In the first 
week of the cycle, usually on a 
Sunday evening, the readers and 
machine operators go into the 
studio to record the master copy of 
the tape. The following Sunday the 
other members of our team copy 
the master onto the cassettes which 
are then packed and sent out to 
the listeners.

The only problem I have 
regarding my disability is that the 
STN studio is the third floor of a 
converted house. As far as access 
is concerned, although I walk with 
the aid of crutches the main 
problem is that the building is 
fairly old and the steps are fairly 
deep. Surprisingly this makes 
coming downstairs more difficult 
than going up.

Each publication of the STN has 
its own production team and the 
members of the group are given 
the chance to have a go at all parts 
of the production process.

I decided to join the group 
partly because I was unemployed 
and wanted to do something which
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GARY BRA YNE, age 20, from 
Shrewsbury has spina bifida and 
slight hydrocephalus. His studies 
at Wolverhampton 
Polytechnic—he was on a 
Business Studies Course—were 
curtailed for health reasons in 
May 1980.

Fortunately this Spring he has 
been able to resume study 
through the Open University.

After leaving the Poly he 
became involved with a number 
of voluntary groups in 
Shrewsbury especially the 
Shropshire Talking Newspaper 
for the Blind about which he 
writes below. He has also 
become a member of the 
Shropshire ASBAH Committee.

as well as filling some of my time 
would also serve a useful purpose.

As far as voluntary groups are 
concerned I think that they have a 
vital role to play in the provision 
of the type of service required by 
their members which couldn't be 
provided by the statutory agencies. 
Very often a voluntary body can 
be an innovator of new schemes to 
help their members e.g. In the case 
of ASBAH—the Independence 
Courses.

In my opinion it is vital for a 
voluntary group to have a good 
working relationship with the 
relevant government departments, 
and at a local level with the 
relevant departments of the local 
authority. In the case of the STN 
the first point of contact between 
the STN and someone who wants 
to become a member of the 
listening audience is through the 
social worker who has our 
application forms. A member of 
the STN Committee meets the 
social workers involved on a 
weekly basis.

I will conclude the article with a 
quote from the 5th Annual Report 
of the STN. "Looking back it is 
pleasing to note that more of our 
work has been undertaken by blind 
and other handicapped people. 
This ties in with the IYDP aim 
"the participation, equality and 
integration of disabled people."

Experience 
makes Philip 
good at his 
task
REJECTION, handicap, great 
bouts of anger and 
depression Philip Ridler, 27, has 
experienced them all.

And it's these problems, which 
he's had to face, which he feels 
have helped him to cope well with 
his present role—counsellor and 
helper to a group of young 
offenders in Sussex.

It's a job which comes in the 
after-care and prevention category, 
and one which he thoroughly 
enjoys and feels he does 
reasonably well. He finds he is well 
accepted by the youngsters. Philin^ 
has spina bifida and gets about ^P 
with the aid of calipers, and he 
feels that having a handicap may 
have helped. "The lads see me as 
someone with troubles, too".

The two-day-a-week job carries 
a small wage, but clearly Philip 
sees it as more of a voluntary job. 
When he applied for it he thought 
it was unpaid.

Eventually he hopes to get into 
full-time employment again, but 
meanwhile, as he puts it, 'I don't 
want to drift into doing nothing."

"It's a job which keeps me very 
alert. I mainly work on a one-to- 
one basis, and try and help the 
lads gain respect and confidence".

Many of the activities are 
practical—hobby sessions such as 
glass engraving and photography. 
(Philip is a very imaginative and 
able photographer himself.)



Volunteering
The realisation that he could 

communicate with young people in 
trouble goes back several years to 
when he helped in a voluntary 
capacity with an 'In Touch' 
project at a local community 
centre. It was a matter of relating 
to the youngsters, counselling, 
listening to their problems, and 
organising practical play sessions, 
drama, photography, and 
recreational activities.

This gave him the lever to apply 
for the job of Instructor/ 
Supervisor for a Manpower 
Services Commission project for 
difficult youngsters.

1 

"First of all I was given clerical 
sks, manning phones, and taking 

messages, but after three months I 
had had enough and demanded to 
do what I had gone there for—to 
work with the kids.

"They didn't soft touch me. I 
had a hammer thrown at me and 
was pinned against the wall with a 
knife. But I found I was able to 
keep my cool, and also that I 
could be in charge, and was good 
at delegating.

"I was brought up in an 
institution so I was tuned into 
people with problems. I was able 
to recognise people in stress."

Philip went to Hereward College 
after leaving Chailey Heritage 
special school in Sussex, and took 
a course as a tool and instrument

Iaker.
"I realised early on that it was 

the wrong direction, but I was told 
to finish the course, which I did, 
and passed the City and Guilds 
exam. But I didn't enjoy the work 
at all".

After some time out of work, he 
became an Orthotic Technician 
making calipers and other 
equipment at Chailey. This lasted 
three years, by which time Phil felt 
he had to get out into the real 
world. "I felt hemmed in, and 
knew I was going bonkers there."

The job with the Manpower 
Services Commission was the first 
time he felt he was really doing 
something he wanted.

For a variety of different 
reasons the project folded in the 
Autumn of 1979 and since then 
Philip has been unable to get full- 
time employment.

Turning 
disadvantage 
to advantage
"NO ONE knows exactly how 
many disabled people are 
volunteers, but it is clear that the 
numbers are very small indeed" 
says Peter Stubbings of the 
Volunteer Centre, in a paper 
published last year.*

Clearly many disabled people do 
voluntary work for other disabled 
people.

"I do not commend this 
'volunteering in the ghetto' for its 
own sake; there is no reason to 
imagine an automatic bond 
between people just because they 
are disabled, and what many 
disabled people of my 
acquaintance want is to get away 
from disability. At the same time 
though, nobody understands the 
meaning of disability so well as a 
disabled person.

"But if the other conditions are 
right, there is almost no task 
carried out by volunteers from 
which disabled people need to be 
barred."

Peter Stubbings also made the 
point that the apparent 
disadvantage of disablement can be 
turned into advantages for 
voluntary activity:—

• Immobility, which can be 
translated into the capacity to be 
in the same place for fixed 
periods.

• Time itself, a crushing burden 
for many disabled people when 
there is nothing to fill it, but a 
scarce commodity in modern 
life.

• Patience, very often stemming 
from experience of having to be 
patient.

• Motivation to work to escape 
the routine of inactivity.

• Experience of being dependent 
on someone else, all too rare 
among people who give care or 
service.

• Sensitivity stemming from 
experience of one's own or other 
people's suffering.

• Highly organised routines, 
making for reliability.

• Disabled People as Volunteers—a 
pilot study. By Ed Brand, Dr 
Diana Leat, Peter Stubbings. £1.50 
plus 40p post and packing. This is 
available from the volunteer centre 
(see address elsewhere in this 
feature).

'Being CSV is fantastic'
TERESA is 20 and comes from 
Cornwall. She has a mild form of 
cerebral palsy which has caused a 
weakness in her legs and has made 
working with her hands difficult 
and tiring. Just over a year ago she 
applied to Community Service 
Volunteers (CSV) in search of 
volunteer work and was given a 
placement at the Sunshine School 
for deaf and blind children in 
Shropshire.

In an article for Spastics News, 
Teresa wrote: "Being a CSV is a 
way that you can serve the 
community on a full time basis. I 
think it is a fantastic experience.

It's just what I needed—and it's 
giving me a chance to work with 
deaf and blind children. I think 
that working as a volunteer would 
help other handicapped people as 
it gives a sense of independence. If 
you'd like further information, 
contact CSV at 237 Pentonville 
Road, London Nl 9NJ. Tel: 01- 
278 6601.

Further reading: 'Working for 
Free—the essential handbook of 
voluntary work', by Sheila 
Moore, published by Pan 
Books. This contains many 
ideas for different kinds of 
work for volunteers.
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Grants up to
9O% for the elderly

and severely disabled
on low incomes.

Loft insulation could keep you warmer. And if you have no loft 
insulation already you could get a grant towards the cost.

If you're getting a supplementary pension or allowance, rent or 
rate rebate or rent allowance, and you're elderly or you or one of your 
dependents are severely disabled, you could get a home insulation grant 
for as much as 90% of the cost. That might mean as much as £90 towards 
insulating your loft.

For other people the amount of grant is less but it could still cover 
two-thirds of the bill.

You will need to get approval from your local council before 
starting the work.
Go to your local council office and ask about a loft insulation grant.

Issued by the Department of the Environment and the Welsh Office.
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Continued from p. 10
Under 5's

If an Area or District Health Authority forms the 
opinion that a child under 5 has, or probably has, 
special educational needs, the Authority has a duty to 
inform the parents of this and bring it to the attention 
of the appropriate Local Education Authority.

If they believe that a particular Voluntary 
Organisation is likely to be able to help the parents 
they must inform the parents accordingly. ASBAH 
will be considering how best the National and Local 
Associations can ensure that Health Authorities have 
all the relevant information.

What happens when a family move to a new 
area?

When a child covered by a Statement becomes the 
responsibility of a different LEA, the new authority 
have a duty to indentify the child and to assess his 
needs under Section 5. The new authority may seek 
Jidvice from those involved in previous assessments

must prepare a new Statement, although this 
tatement may be identical to the previous one. 

Parents will retain the same rights to consultation and 
appeal.

How will the new Act affect those already at 
school?

The Act sets out certain transitional arrangements 
which are designed to allow LEA's reasonable time 
within which to make Statements for approximately 
165,000 children who are currently receiving special 
educational treatment in England and Wales. The Act 
does not require LEA's to assess this group of

children under Section 5 in advance of making 
Statements for them.

Children for whom a LEA are providing special 
educational treatment when the Act comes into force, 
probably 1st October 1982, will be deemed to be the 
subject of Statements, although these Statements will 
not have to be produced for up to 12 months after the 
Act comes into force, and will only state the provision 
to be made (i.e. Part C only).

However, parents can request a full assessment 
subject to the conditions laid down in Section 9 of the 
Act, if they have a particular concern regarding their 
child. It is likely that the Regulations will include 
provision for a full assessment under Section 5 for 
any child between the ages of 14 and 15 during the 
transitional period.

The spirit of partnership between parents and 
professionals embodied in the DES's approach is to 
be welcomed and we look forward to more 
constructive relationships. The detailed guidelines to 
professionals regarding assessment include 
independence, social and self-management aims.

There are obviously a lot more details in the Act 
and accompanying draft circulars and regulations, and 
it is not possible to include everything in this article. I 
should be pleased to answer any queries on individual 
aspects, and LINK readers will be kept informed of 
any new information on how the Act is to be put into 
practice. The Advisory Centre for Education publish a 
useful Guide for Parents, available from—ACE, 18 
Victoria Park Square, London, E2 9PB, price £1.50. 
The Act itself is available from HMSO price £2.30.

Barbara Newman
Education Training & Employment Officer.

Thames TV Help! 
A BOOKLET of access notes on 
central London has been produced 

d|y Thames TV, Tottenham Court 
Pload, London WC1, free of 
charge.

Called 'Thames TV Help!' the 
notes are supposed to be used as a 
supplement to the guide 'London 
for the Disabled Visitor', the 
London Tourist Board publication. 
But they are excellent on their own 
too.

There is access information on 
all aspects of London shopping 
eating, travel, parking and 
sightseeing. But what makes this 
booklet really useful is the 
excellent guide to super and not so 
superloos!

Keeping Fit, and Self Help 
with Spina Bifida. 
THESE two useful booklets from 
the Lanarkshire Branch of the 
Scottish Spina Bifida Association 
are excellent value for money and

REVIEWS
contain many tried and tested 
suggestions and hints to make life 
easier and healthier for someone 
with spina bifida. They cost lOp 
each, plus postage from: 
Lanarkshire Branch SSBA, 49 
Airbles Road, Motherwell, ML1 
2TJ.

Swimming for the Disabled. 
£3.95. E.P. Publishing Ltd. 
THIS useful book is produced by 
the Association of Swimming 
Therapy, and is based on James 
McMillan's Halliwick method of 
teaching water ability to disabled 
people.

The book looks at safety and 
handling, information about 
disabilities, swimming techniques, 
water games, and how to run a 
swimming club.

It is well illustrated with 
photographs and drawings and 
should help anyone who is 
thinking of taking to water either 
as a swimmer, a helper or 
instructor.

If your local bookshop does not 
have it, you can buy it direct from 
EP Publishing Ltd., Bradford Rd, 
East Ardsley, Wakefield, West 
Yorkshire. 
Include 45p postage.

Directory for the Disabled,
Compiled by Ann Darnbrough and 
Derek Kinrade. 
THIS IS an expanded third 
edition, which covers a whole 
range of subjects—from statutory 
services, benefits and allowances, 
further education, aids, house and 
home, employment, holidays, 
mobility, leisure, sex and advisory 
services.

It gives full information on the 
main changes in statutory benefits.

The Directory is available from 
all leading booksellers or direct 
from the publishers, 
Woodhead—Faulkner Ltd., 17 
Market Street, Cambridge. CB2 
3PA. £6.50 (paperback), £10.85 
(hardback) inclusive of post and 
packing.
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Local authorities receive a great many brick 
bats . . . Here, by way of a change, are two 
bouquets, and two happy families, both of whom 
have spina bifida youngsters.
On the first snowy day of winter, 
LINK went down to visit the 
Turner family, cosy and 
comfortable in their brand new 
bungalow at Heathfield in Sussex.

Jackie Turner, and her son 
Andrew 6, were at home. Brother 
John, 8, was at school and father 
of the family, Michael was out on 
his job as a lorry driver.

The bungalow is in a new 
council development well situated 
for shops and schools in 
Heathfield. There are plenty of 
children around for both boys to 
play with. Jackie is particularly 
pleased about this because Andrew 
who has spina bifida goes to 
Chailey Heritage and as a result 
hasn't had the chance to make 
local school friends.

Jackie believes that their good 
fortune started with the 
intervention of the headmaster at 
John's school. "We were at a 
parents' evening and happened to 
mention to him that we needed 
different accommodation in 
Heathfield because of Andrew's 
handicap. He got on to Wealden 
District Council, and before long 
we were visited by Mrs Wills from 
the council". The Turners are 
particularly grateful to Mrs Wills 
and to the Housing Manager at 
Hailsham for their help.

"We were amazed when not 
long after we were told about this 
new development which was to 
include two specially adapted 
bungalows" said Jackie.

"We immediately said we were 
very interested, and we were shown 
the plans and actually asked if they 
suited us and did we have any 
amendments we wanted to make. 
We couldn't believe it."

It is a very spacious 3 bedroom 
bungalow, with wide doors for 
Andrew's chair and plenty of space 
in the bathroom. But apart from 
these points, there are no other 
special adaptations for Andrew. 
"We wanted him to grow up in an 
ordinary home and get used to 
coping with things as they are" 
said Jackie.

She has really gone to town with 
furnishing and 
decorating—everything is new,
18

Happy 
families!

Andrew and his mother Jackie in 
the kitchen/dining room.

carefully chosen and colour- 
matched. There is a large separate 
lounge and the family's main living 
room—a well designed 
kitchen/dining room. Outside is a 
small fenced garden at the back 
and a more open garden in the 
front.

For the Aston family of Bury, 
Lanes., it wasn't a new home they 
wanted, but a bedroom extension 
for son Stephen who has spina 
bifida and at the age of 8 clearly 
needed a room of his own where 
he could be as independent as 
possible.

The family wrote to ASBAH for 
advice, and thanks to the help of 
the Fieldworker in London, 
'Mac'—Mr MacFarlane,—and 
Bury Council, the extension is now 
complete.

Carol Aston wrote, "Stephen 
has certainly benefited from the 
bedroom which although small is 
quite compact. We had part of it 
sectioned off to form a small

Stephen on the ramped approach 
to his room.

bathroom containing a w.c. with 
sufficient room to park his chair 
by it, and a bath sunk into the 
ground so that once on the floor 
he is able to get in and out of the 
bath independently.

"There is also a safety rail so 
that he can be left safely while 
using the w.c. The remaining 
bedroom space is 'L'-shaped but 
works quite well. The handbasin is 
convenient — as soon as Stephen 
gets up he is able to wash, clean 
teeth and dress his top half 
without any supervision from me. 
It is very encouraging as a parent 
to see this. We did not have 
enough space to put in a desk so 
we compromised and put in a 
drop-leaf table top which has 
proved very successful as it takes 
up virtually no room until it is 
required, and Stephen can put it 
up ready for use and clear away 
afterwards (with a bit of luck!)"

If any other family would be 
interested in more details of the 
extension, and the help available, 
they should write to National 
Office. Mr Macfarlane points out: 
"Local Authorities remain 
reasonable about adaptations and 
some have promised consideration 
of schemes after April 1982".



Growing Concern?
Your concern - and ours - is to help incontinent youngsters and adults

maintain their confidence. 
Incontinence is a problem, but it can be solved in a word - INCO.

The combined range of INCO products offers complete protection which aids 
both the wearer and the family at home.

Inco garments - made from supple PVC with a drop-front for easy changing, 
are available in eight adjustable sizes to ensure a perfect individual fit.

Inco pull-on pants - especially suitable for more active patients. Made in 
eight sizes, the elasticated legs and waist give the wearer complete protection.

Both garments are washable, waterproof and suitable for either sex.

Inco Roll - made from highly absorbent cellulose, soft cotton wool encased in
a knitted tubing, gives maximum protection, and may be used with either

Inco garments or pull-on pants.

" v^/Yr\t, for comfort and confidence

Robinsons of Chesterfield.
Reg. Office Robinson & Sons Ltd., Wheat Bridge, Chesterfield, Derbyshire, S40 2AD. 

Telephone 0246-31101 Telex 547320

Dressings Division

BEC PORTABLE ELECTRIC WHEELCHAIRS 
Fbr CHILDREN and intraducingTheSCOOTA
Designed for reliability, comfort and convenience, 
B.E.C. Chairs are the result of many years of 

|research and sell all over the world.
FINANCE IS AVAILABLE
You can have a written quotation on request.

BEG Fireball
FOR THE ACTIVE OLDER CHILD
Light and compact weighs only 
48 Ibs. and folds in 30 seconds. 
Several extras - detachable extension 
handles - patient control, attendant 
control - elevated leg rest etc. etc.

BEC Bambino
FOR THE YOUNGER CHILD

For children up to 7 years. 
The high degree of stability 
encourages the child to leave 
the chair to participate in 
floor games.

THE ALL NEW

SCOOTA
A remarkable vehicle without 
the wheelchair look for those 
who experience difficulty in 
walking, or strength and fatigue 
problems. So easy to operate.

For the many advantages of these 
vehicles to he explained fully - 
their adaptability for certain 
disabilities - you can request an 
experienced member of our team 
to demonstrate models for you.

JIDDLE ENGINEERING CO. LTD., 1
103 Stourbridge Road, Halesowen, West Midlands 
B63 3UB. Telephone: 021-550 7326
Please send brochure and price list......... Q'thairs Q scoota
Please arrange demonstraiion. .......... Q chairs Q scoota
(without obligation)
Name .................................... .\
Address ....................................

...................... Tel. No. .............
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'NORWAY has a population of 
about 4.5 million people. Out of 
this population only about 350 
have spina bifida, and they are 
spread all over the country.

In 1972 some parents agreed to 
start a parent's group for spina 
bifida children, and because of the 
small number of these disabled 
children, we decided to be an 
undergroup of a larger 
organisation, namely the CP- 
association, amongst other things 
to be sure to get some money from 
the State! In addition to this most 
of the spina bifida children belong 
to the CP's rehabilitation centres.

The parents' group is to-day 
directed by four parents and a 
spina bifida girl, aged 18. Our 
work is mostly done in our spare 
time (that is in the evenings,) and 
we are all volunteers.

Because of the huge distances in 
Norway and the fact that our 
members are spread all over the 
country, we don't have the 
possibility of meeting other 
families too often, so we mainly 
try to keep them informed of new 
"things" by written material.

In addition we have a 10-day 
course for the whole family every 
second year at a health centre 
where all kinds of expertise is 
present.

The children go to school, or 
kindergarten, during the day in the 
centre while the parents are given 
lectures of various kinds. Both 
medically and socially these 
courses have turned out to be 
extremely necessary and popular.

Once a year we have also 
arranged a week-end course for 
parents and their teenagers with 
spina bifida. The topics have been 
plain information about spina 
bifida and its consequences, 
contraceptives and living together, 
and a psychologist and a disabled 
person together have talked about 
independence, stigma, family 
problems etc. etc.

After the lectures there has been 
group work so that the young 
people and their parents have had 
the possibility of discussing their 
problems together. If they wished 
they could have individual talks 
with the specialists present. This 
type of course has turned out to be 
especially in demand.

We find it important to spread 
information about spina bifida to
20

How Norway's 
volunteers set out to 
meet a need

all kinds of people working with 
our children and to establish a 
close contact between parents. As 
most of our spina bifida children 
are integrated in ordinary schools 
we find it of the utmost 
importance to keep the teachers, 
other pupils and their parents, as 
well as hospital staff, social 
schools, nursery schools, midwife 
schools etc. continuously informed 
about spina bifida. Therefore we 
send them our material, take part 
in discussions, meetings, 
conferences etc.

Some local parent's groups are 
established in various parts of 
Norway. They have their own 
courses and meetings.

Finally I would like to share 
with you a "sunshine event" which 
took place on the 25th of October 
1981. Every year we have a one- 
day fund raising campaign in 
Norway for the benefit of various 
humanitarian tasks.

This year four of our largest 
humanitarian organisations

together with the Norwegian 
broadcasting company (TV and 
radio) lead the campaign, and they 
decided that all the money should 
go to various projects for the 
disabled in the developing 
countries. The result of the 
campaign was—believe it or 
not—£9 million (90 millions n.kr.)!

Quite a success, I'll say! Let's 
only hope that the whole amount 
will be used in a proper way and 
for those who need it most.

Because of the IYDP Norwegia^fc 
TV and radio have also made som^ 
educational programmes about 
disability. Several groups have 
been established in connection with 
the programme to discuss the 
problems and viewpoints they 
bring up.

So you see, something is going 
on in Norway too—let's hope we'll 
all obtain some results in one way 
or another!

Our regards to all LINK readers 
from Norway.

MONA BERG

New Guide
for
happy holidays

The Holiday Guide and Course 
Brochure, published by PHAB 
(Physically Handicapped and 
Able Bodied) is now available and 
it is bigger and better than ever 
before.

This invaluable publication lists 
over 50 group holidays in Britain 
and abroad for young people who 
are disabled and able-bodied. The 
holidays are arranged by PHAB 
and other organisations.

What's more the Guide is free. 
Just contact PHAB at 42 
Devonshire Street, London WIN 
1LN, telephone: 01-637 7975.

Don't forget that ASBAH has 
gathered lots of information about 
holidays and can be helpful when 
it comes to travel arrangements 
and insurance. Contact Beverley 
Holland at National Office.



A Spina Bifida Club meeting in Salisbury, Zimbabwe.
1. The little girl (second from right) is 5-year-old Nyasha who received one of the wheelchairs sent out through 
ASBAH. The little boy in front of her is her brother Best who also has spina bifida and hydrocephalus. 2. A 
nursing aide showing how to care for Kuakwashe's stoma and bag. 3. One of the African nursing staff. Sheila, 
who is a paraplegic and in a wheelchair, tells the parents about diet and care of pressure areas.

Asbah helps send wheelchairs to Africa
%E LATE Kit Aston stressed the importance of the 

 rnational aspect of IYDP, and many times 
emphasised the needs of the disabled in the Third 
World countries.

It was, therefore, pleasing that during IYDP, 
ASBAH was able to help—albeit in a small way—by 
arranging for new wheelchairs to be delivered to spina 
bifida children in Zimbabwe, and to children in 
Kenya.

ASBAH received requests from these countries for 
chairs, and the DHSS, and Remploy very kindly 
provided them. ASBAH arranged for their transport. 
In the case of the wheelchairs for Zimbabwe they 
were flown out, free of charge, by the Portuguese 
airline, TAP.

These extracts from a letter received from Pam 
Nicholson a Sister at the St Giles Medical 
Rehabilitation Centre in Salisbury, Zimbabwe, show 
how much the chairs have been appreciated.

"The eight wheelchairs are safely here and are

«eady being put to good use. All the chairs have 
ne to African spina bifida children whose families 

are in no position to buy such equipment.
"Four have gone direct to the Jairos Jiri school and 

of the remaining four, one has been given to 
Kudakwashe Chirema, 5 who has spina bifida and 
kyphoscoliosis, another to Nyasha Mbagwe, 5, who 
has bad hydrocephalus and spina bifida. (see photo). 
A third chair I am keeping for a nice little 4-year-old 
boy—a new patient. He can ride a tricylce but cannot 
walk. This child has suffered extensive burns at some 
stage. He obviously fell into the fire in his family's 
hut. The fourth of these chairs I'm holding in reserve, 
but no doubt I'll have someone for it by the end of 
the week.

"I am enclosing some photos taken at our second 
'Spina Bifida Club' meeting. It is difficult to get the 
parents in out of the bush, but the ones who came 
enjoyed the whole affair enormously.

"I wish I had time to relate all the talks we had, 
given in the local language. There are so many 
traditions, customs, and taboos with these families 
that we have to be careful. For example, eggs are 
seldom given to African children as they believe they

carry measles—a real killer here. Being a good source 
of protein and fairly readily available, we have to try 
and persuade parents that eggs are, in fact, good for 
their children!

"Also when, and if, meat is available, father, as the 
head of the household, gets it, so we try to explain 
that these children need extra protein in their meagre 
diet, especially when they have pressure sores—which 
is most of the time.

"On behalf of all the children who have been given 
a wheelchair. I would like to thank you most sincerely 
for the chairs, especially as they are small, and not 
the enormous wheelchairs which until now we have 
had to use".

First impressions
ASBAH staff from all over the country met together 
in London in January for the first ever staff training 
week. This opportunity to get to know each other, to 
pool information and exchange ideas was much 
appreciated. It was particularly helpful for the field 
staff, and, of course, it was an invaluable occasion 
for new staff.

One of the newest area fund-raisers, Simon Smith, 
from Birmingham who joined ASBAH from the 
world of journalism, writes:

"I found myself surrounded by an array of 
remarkable and charming people whose purpose is to 
help ... to give, in a word, instead of take. This 
really, for me, was something new. Newspaper 
offices, for example, are places where people busily 
engage in staccato conversations. I'm familiar too, 
with the strained sense of urgency in the television 
studio . . . and the tormenting tension of behind-the- 
scenes activities at big sporting occasions.

"Lots of strong and worthy characters are involved 
in those pursuits also, of course . . . with one 
fundamental difference. They are all too often 
concerned only with taking ..."
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CAROLYN Wood, 18, of Wrexham who has spina 
bifida and hydrocephalus and is in a wheelchair talks 
about her experiences at Hereward College of Further 
Education, where for the first time, she had to fend 
for herself.

She had previously been at ordinary schools, but 
she became very dependent on her own personal 
helper Mrs Slade, at school, and on her family.
IN SEPTEMBER 1980 I started at Hereward college 
in Coventry, which had been specially built for 
physically handicapped students. Within my first few 
hours I realised that I would have to do almost 
everything for myself.

I needed help to get into the bath and to get my 
calipers on. Although the care staff were willing to 
put my feet in the boots, I was left to struggle with 
the rest of the straps on the calipers myself.

I felt very unhappy during the first term and a half 
because I was so disorganised and all the staff were 
having to help me more than they should, as I was 
one of the least severely handicapped students.

I had to use ordinary equipment. During the year I 
learned how to hand wash small articles of clothing, 
use the washing machine and spin dryer for my other 
laundry. I also learned how to use sharp knives safely.

I didn't leave the college grounds for almost two 
terms, so everybody became very concerned about me. 
This problem was overcome with the help of my 
friend, Shirley, who took me out and encouraged me 
as we made our way up the steep hill to the pub.

'One task expected of all first-year students was to 
make their own travel arrangements home at least 
once. I decided to go home by train for the May Bank 
Holiday.

'I had to get a copy of the train timetable, and had 
to fill in a permit for permission to travel in the 
guards' van and send it to BR. Then I booked a taxi 
to take me to the station.

JOHN GROOMS HOLIDAYS
All facilities specially adapted for wheelchair users

(family friends and escorts welcome) 
Seaside Hotels: at Llandudno and Minehead • 
licensed • level access • emergency call system • 
balconies overlooking the sea • tail lift bus for 
tours • colour T.V. lounge • (Bargain Winter 
Breaks for only £8 per day including VAT).
Self-Catering Units: Near the seat at Barnstaple, 
Borth, Poole, New Milton and Tenby. Equipped 
with ramps and other aids.
Holiday Chalet: Near Skegness (Lines). 
Emergency generator for iron lung users).
London Holiday Flat: London, N4.
Motor Caravan: First season 1981. Can be hired 
for one or two weeks, and driven anywhere in Gt. 
Britain. It has tail lift, special wheelchair W.C./ 
Shower unit, and other modifications. Black & 
White T.V. and Radio.
A Bungalow in the heart of the Norfolk Broads:
200 Yards from the River Bure, shops and station.
A Canal Holiday in adapted Narrow Boat:
For further details contact: John Grooms Holiday 
Department (Ref. L2.), John Grooms Association 
for the Disabled, 10 Gloucester Drive, London 
N42LP. Tel: 01-802 7272.

The uphill push 
to independence

When I arrived I felt very nervous but excited. A 
guard was waiting, and he pushed me to the train 
where another guard helped to lift me on to the train. 
I travelled surrounded by parcels of different shapes 
and sizes which were being taken to the main sorting 
office at Shrewsbury.

I felt prouder of myself, the closer the train got to 
Wrexham and I was really pleased when I saw the 
whole family standing by the platform. 1 also felt very 
excited because I realised that 1 had achieved 
something I had never thought possible.

Looking back over my first year I may have felt at 
the time that I was thrown in at the deep end. I had 
to do so much for myself and I was expected to make 
so many important decisions which other people had 
always made for me in the past.

I felt that I lacked the confidence which most of 
other students seemed to have—perhaps it was 
because they had been away from home before,

Many of the students had come from residential 
special schools, so I had one advantage over many of 
them because I had been to an ordinary school where 
the emphasis was on academic work.

Because of the competition for places at Hereward, 
the college has insisted that I pass three 'O' levels 
before I can go back for another year.

If I do go back, I shall be much more independent 
and confident and find college much more enjoyable.

Do you have trouble
*s • • (TV

Installed in a day - siruciural alterations are rarely needed — a Gimson 
Stairlifl makes stairs a smooth, easy ride. It is so quiet and simple to operate 
just press a button. And it folds away when not in use.

Gimson, pioneers in siairlift development, offer 
a full range of models for standing, seated or 
wheelchair use and to suit most types of 
staircase. Like the Stairider Mk. II, 
illustrated.which conforms to BS 5776 
and comes right down to floor level, and 
is just right for transfer lo and from a 
wheelchair.

Chosen by over 100 local authorities and 
installed in 1000's of homes, Gimson have 
written a helpful liule booklet which answers all 
your queries. Return the coupon (no stamp 
required) for your copy, or 'phone - 
LEICESTER (0533) 21425 •

GIMSON
(.IMSON 4 C O.,(l«ctsler) I.TI1.,
Vulcan Road. Ifkesler I.K5 3EA.
IH: 1-ekwler (053.1) 21425 or 27272 Telex: 34151.1

» TO GIMSON, FREEPOST, LEICESTER. LE5 6ZH

I Plva.se send me your new booklet b> return posl. 
 sumf...........................................

I Addiro .........................................

I
telephone .................................. L 1382
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CLASSIFIED 'ADS'
The advertising rate is: 

£2.00 for up to 30 words. £3.00 for 30-45 words.
£4.00 for 45-60 words. 

Please send remittance with your advert. 
Adverts for the next LINK (May/June) should be 

in by April 2. Send to the Editor Mrs Susan Gearing 
(or telephone her on Langton 3351).

HOLIDAY ACCOMMODATION

GREATSTONE, Kent. Modern bungalow. Three bedrooms, 
lounge, kitchen, well equipped bathroom, large garden. 
Shops and safe sandy beach—200 yards. Details, Pierson, 
18, Kingsley Road, London. E.7 9PP. (sae please). 
BORTH Nr Aberystwyth. 6 berth de luxe holiday home. 
Suitable for wheelchair users who live independently. 
Details: J. Carter, 1 Meadow Road, Craven Arms, 
Shropshire.
CAMBER SANDS. Well-equipped and adapted chalet 

Bleeps 6). Bookings taken by Mrs N. Kerswill, 28 Ilmington 
^», Kenton, Harrow, HA3 ONH. Tel: 01-907 8526 (2-7 

pm).
HEYSHAM, Nr Morecambe. Purpose built 6-berth fully 
equipped mobile home. Convenient and accessible for the 
largest wheelchair. Large bathroom. Details: Mrs H. 
Campbell, 9 Belton Road, Whitchurch, Shropshire. Tel: 
Whitchurch 3691.
MABLETHORPE. 2 fully equipped cedar chalets on Links 
estate. Sleep 6. Further details: Mr B Guest, 57 Bloxwich 
Lane, Walsall. Tel: Walsall 31725.
BURTON BRADSTOCK. 6 berth caravan, fully equipped. 
Pleasant site. Details: Mrs Budgen, 27 The Grove, Sholing, 
Southampton. Tel: Southampton 444921. 
SELSEY. Luxury 6 berth purpose built mobile home, 
excellent club site amenities, pool, etc. Details: Mrs 
Budgen, 27 The Grove, Sholing, Southampton. Tel: 
Southampton 444921.
SELSEY. Sussex. Well-equipped mobile home with six beds 
plus cot, on permanent site with excellent amenities and 
entertainments. Details: Mrs. B. Armour, 17 Hernbrook 
Drive, Horsham, Sussex. Tel: Horsham 3980.

 3WDONIA. Chalet, 4-6 berth, on lovely woodland 
te near Caernarvon, specially adapted for wheelchair 
•s. Shop, Clubhouse and swimming pool (in season). 

TV. From £28-£125 per week. Tel: Mrs Lockhart 0794 
22545.
WINTERTON-ON-SEA, Nr Gt Yarmouth: 6-berth chalet. 
Indoor swimming pool, shop, play areas. Details: Mr R. 
Morris. Tel: High Wycombe 32184. 
WITHERNSEA: Well-equipped 6-berth chalet at Golden 
Sands Chalet Park. Shop, licensed club, play areas, 
amusements on site. Details (sae please): Mrs P. 
O'Callaghan, 14 Dyer Lane, Wheatley, Halifax. Tel: 0422 
56402.
ECCLES BEACH: Norfolk. Well equipped caravan, sleeps 
6 and baby. Ramp for wheelchairs. Details: Mr Horsnell 
(see below).
EXMOUTH: Devon. Beautifully equipped 2-bedroom 
bungalow. Sleeps 7 and baby. Details: Mr Horsnell (see 
below).
COWER PENINSULAR: Beautifully equipped 3 bedroom 
bungalow. Sleeps 8 and baby. Details: Mr G. Horsnell, 15 
Reynards Way, Bricket Wood, St. Albans, Herts. AL2 
3SG. Please send 4" x 9" S.A.E. 
Herts and South Beds. Association. 
CAISTER ON SEA: 6-berth caravan. Mains Electricity, 
gas, shower, TV. Details: Mr L. J. Fletcher, 48 Humes 
Avenue, Hanwell, London W7 2LP. Tel: 01-579 2623.

WESTWARD HO: North Devon. Holiday Chalet, sleeps 6. 
Swimming pool, shop, excellent club. Details: (s.a.e. please) 
Mr G. Oakley, 12 Farleigh Rd, Perton, Wolverhampton. 
WESTGATE ON SEA: Near Margate, Kent. Semi-detached 
bungalow, 3 double bedrooms. Sleeps 8/9. Bath hoist, 
garden. 10 mins walk quiet sandy beaches with slopes 
accessible for wheelchairs. Details: Jean Jones, Tel: 01-467 
8148. Greenwich Association.
RYE: Sussex. Well-equipped mobile home. Sleeps 5. Special 
rates to spina bifida families. Details: Mrs G. Beaumont, 
Ashton House, 381 Battle Road, St. Leonards on Sea, East 
Sussex. Tel: Hastings 53624.
FOR SALE
Leisure Wear: White cotton Tee Shirts with green family 
symbol and words 'Support Spina Bifida'. Sizes 22"-30": £2 
each. Adult sizes, small, medium, large: £2.75 each. Sweat 
Shirts in reverse colours. Adult sizes, small medium, large, 
XL: £6.50 each, postage included. From Mrs M. 
Humphreys, 27 Orchard Way, Holmer Green, Bucks.

ASBAH booklets etc...
Your Child with Spina Bifida,
byJ.Lorber, MD, FRCP ... ... ... ... 35p
Your Child with Hydrocephalus,
byJ.Lorber, MD, FRCP ... ... ... ... 35p
Children with Spina Bifida at School,
Ed. P. Henderson, CB, MD, DPH ... ... ... 50p
Sex and Spina Bifida by Bill Stewart ... awaiting reprints
The Handwriting of Spina Bifida Children
by Joan Cambridge and Elizabeth M. Anderson ... £1
The Nursery Years by Simon Haskell & Margaret
Paull ... ... ... ... ... ... ... 35p
Little Joe (A Grandmother's story) by W . Foster ... 50p 
Information leaflets ... ... ... ... 100 for £4.00
Asian language translations of a Fact Sheet about spina
bifida and hydrocephalus and ASBAH's work are available
free from national office. Translations into Bengali, Gu-
jarati, Hindi, Punjabi and Urdu.
All available from ASBAH, Tavistock House North,
Tavistock Square, London WC1H 9HJ. (Special rates
available to Local Associations.) Please note that postage is
extra. Allow minimum of 15p per booklet.
Scottish Spina Bifida Association Booklets
Cro wing up with Spina Bifida ... ... ... ... 35p
The Spina Bifida Baby ... ... ... ... 35p
both by O. R. Nettles, McSP, ONC. 
Available from: The Scottish Spina Bifida Association, 190 
Queensferry Road, Edinburgh EH4 2BW (at special rates 
for bulk orders).
FUND RAISING AND PUBLICITY MATERIAL
Posters
Best Foot Forward 20x30 in. ... ... ... lOp each
Best Foot Forward 15 x 10 in. ... ... ... 10for40p
For local publicity 15 x 10 in. ... ... ... 10for40p
Car Stickers ... ... ... ... ... 13p each
Plastic Lapel Badges ... ... ... ... Spcach
All available from Appeals Dept.—postage extra.
Film 'Appeal for ASBAH' 10 mins
16 mm Colour/Sound ... ... ... ... £4 Hire

The Appeals Dept. carries a range of fund-raising 
items, i.e. pens, key rings, kits, games, etc. Send for 
list and order form.____________________

Flag Day equipment can be obtained direct from: 
Angal, 48a Holmbush Road, London SW15 3LE 
(01-788 5464).

While every care is taken to ensure accuracy of 
information published in LINK the publishers can 
accept no liability. Opinions expressed in articles are 
not necessarily those of ASBAH.
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Trademark

Stomahesive™

To extend the comfort of the Stomahesive™ wafer
when irregular skin contours 

complicate stoma and fistula management.
fs Paste L Please send lor further information

I Address 

I

No stamp required/address to Squibb Surgicare Limited ^
FreeposlTK245 

  SquibbHousel4M49StainesRoadHounslowMiddlesexTW33JB .

' Squibb Surgicare Limited
Squibb House. 141-149 Staines Road. HounslowTW33JB 

TelephoneOI-5727422

Made in England Registered user of the trademarks

Stomahesive Paste is as flexible as skin,
is unaffected by body temperature,

adheres to moist skin, is clean to use and
takes just 30 seconds to set.

A member of the COOValEC division of E R Squibb and Sons Inc.

Printed in Great Britain by David Green Printers Ltd., Newman Street, Kettering, Northants.


