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Whatis
pinaBifida?

Spina Bifida, which literally means ‘split spine’, is a condition with which some 2,000 babies
are born every year in this Country. It arises in the very early stages of pregnancy and its causes
are not yet known.

The spine does not join as it should and so the spinal cord remains exposed. Left untreated,
it is liable to damage and infection. In the majority of cases an operation is carried out as soon
as possible after birth to close the spinal column.

Not only has the spine not developed normally, but the spinal cord which it protects is often
malformed or is incompletely developed and so the nerves have already suffered damage and
there is paralysis; its degree varies from baby to baby. There is resultant loss of feeling and
malformation of the legs. In many cases lack of control of the bladder and bowels is a further
conseqguence.

The medical profession is actively following a progressive programme in relation to treatment
and management to help with walking and to deal with the many other problems. Many of
these children have a number of operations in their early years. They can be provided with
special aids such as baby trolleys, crawlers and wheelchairs ; with the aid of calipers many are
able to walk. About one-fifth of all patients will walk normally or near normally without aids.

Hydrocephalus — sometimes called ‘water on the brain’ — is often associated with spina
bifida, though it also occurs in children without spina bifida. Fluid accumulates in the brain in
abnormal quantities and if untreated this leads to brain damage.

Although there have been several attempts to treat hydrocephalus by ‘medical” means, that
is by using drugs, no reliable method has yet been found which will give satisfactory results
over a long period of time. However, surgical treatment became possible about ten years ago,
by the insertion of a shunt, incorporating a valve such as the one designed and developed by
Mr. Holter of Philadelphia. This method has led to a revolutionary improvement in the results,
although every child is different and not all will need this treatment.
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The impact of the birth of a Spina Bifida baby is
immediate and severe. There are decisions to be
taken and then the question : ‘What will the future
hold ?* Doctors and Social Workers are at hand to
give skilled help, but then parents want to be in
touch with others who share their difficulties, and
they want to talk to lay people who can spare
time to listen. To meet this need, groups of parents
formed round the principal treatment centres
during the early 1960’s, and in 1966 they came
together to found the Association For Spina
Bifida and Hydrocephalus (ASBAH). Today the
Association is at the service of seventy-five
Local Associations in England, Wales and Nor-
thern Ireland and works closely with the Scottish
Spina Bifida Association ; there is also a growing
~ network of two-way communication with As-
‘ sociations overseas.

Local Associations, Iargely comprising parents of children with spina bifida, and some
adults, but with a growing number of other members from all walks of life, prowde mutual
support, welfare services, equipment and grants. They help to make known the problems of
spina bifida and hydrocephalus and promote understanding in the community, which is so
important. Local Associations also make their needs known to ASBAH, to Local Authorities
and elsewhere. In recent years many have acquired holiday bungalows or caravans for their
members’ use and all help to raise money to combat the manifold problems which such
multiple handicap presents.

ASBAH provides a link between Local Associations, answers innumerable queries about
welfare, education and other problems, and represents their needs at a national level. Its
quarterly magazine, Link, has a circulation of 8,000 and this is increasing all the time. ASBAH
is active in seeking urgently needed funds for welfare and research : to ensure sound manage-
ment and the impartial allocation of resources, funds raised by ASBAH are managed by the
Spina Igilm;id?_‘ Trust, an independent charitable Trust whose Trustees work in close co-operation
with ASBAH.




The present work of the Association
is mainly directed to children and their
parents, because relatively few born
with spina bifida and hydrocephalus
have hitherto survived to adult life.
Improved medical treatment now
means that several hundred babies
survive every year to grow up as spina
bifida children.

In the first place the Association
acts as an informationcentre, assisting
the parents to understand medical
details and problems of nursing man-
agement. The Association is respon-
sible for organising help in many other
ways.

SPECIAL EQUIPMENT

For children who are paralysed, special
apparatus and aids to mobility — even
special toys — are essential. Prototypes need
to be made and tested, and successful
equipment given or lent to the children. A
purpose-built baby-walker costs £6 ; a hand-
operated tricycle, which has been proved a
valuable aid to mobility, can cost up to £20.

Extra aids are needed to learn to walk
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Some can go to their local school

EDUCATION

Pre-School Centres

The play-group or nursery school for under
fives is particularly important for physically
handicapped children. This is officially re-
cognised, but Local Authority pre-school

provision falls sadly short of what is needed.
Several Local Associations have taken the
initiative and started their own groups with
excellent results. The Association knows of
other areas where there is need of a similar
project. The overall cost will not be less
than £30,000.

Schooling

Provided their physical handicaps can be
catered for, there is no reason why many
spina bifida children should not attend their
local school; others will do better at special
schools for handicapped children. Attention
is being directed to their special requirements
and as will be seen in the section on
research expenditure, a grant of £1,020 has
been made to the Welsh School of Archi-
tecture towards their study of the problems.
Some schools and centres, even for the
physically handicapped, cannot accept all
the spina bifida children needing to attend
them unless extra money is spent to adapt
them and staff them. The Trust must be in a
position to offer grants for such extensions.
Estimated costis £10,000 per unit.

TRAINING AND EMPLOYMENT

It seems certain that present facilities for
training and employment will prove inade-
quate ; the handicapped school leaver should
be able to expect specialised training and
suitable work, preferably near his family. For
some, even employment in a sheltered
situation may not prove possibie and for
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them there must be residential provision. In
co-operation with other statutory and volun-
tary bodies the Association is seeking to
increase the number of training establish-
ments and work centres.

HELPING THE FAMILY

Because of its complexity, spina bifida and
hydrocephalus make big demandson families
where there is a child with this handicap.
The Welfare Scheme outlined on page 7
(opposite) will be a great support to these
families. Frequently the child has to spend
further periods in hospital, and both National
and Local Associations help with travelling
grants for hospital visiting.

Holiday Chalets
For families living with these stresses,
holidays are doubly important; suitably

4

equipped holiday accommodation is proving
a boon to families who are unable to find
places which are able, or willing, to meet
their special requirements. The Devon and
Cornwall Association has purchased a holi-
day bungalow for £2,250 with the help of
Trust funds and 8 Local Associations have
bought caravans for £1,500 each.

EDUCATING THE PUBLIC

The Association is a twin source of informa-
tion. It answers parents’ questions and also
promotes greater public awareness of the
problems of spina bifida and hydrocephalus;
only as public understanding grows can
ostracism, caused by fear of the unknown,
be eliminated and the handicapped thus
integrated in society.

Note: A resumé of research projects spon-
sored by the Spina Bifida Trust appears on
page 11

Suitably equipped holiday
accommodation is proving
a boon to families



Proposed Scheme
for Welfare Workers

The special help which parents of Spina Bifida children require has become
increasingly identified since the formation of the National Association.

PILOT SURVEYS

A series of pilot surveys in differing types of district has been
carried out to study the nature of the stresses imposed on the
family of a Spina Bifida child. Amongst the findings, it was
clearly shown that a need exists for social workers with a
specialised knowledge and experience in this field of handicap,
as many families find themselves facing great problems of ad-
justment, as well as the practicalities, and feel unsupported.

APPOINTMENT OF SOCIAL WORKERS

Social workers are therefore being appointed who will use home
visits as the basis of their work, so that they have the full pic-
ture of the situation. They will work closely with those concerned
with the medical, educational, employment and financial needs
of the handicapped and support the family in times of strain and
anxiety.

CAN WE EXTEND THE SCHEME ?

This is an exciting development to meet a deep need, but it will
be costly. To cover the five areas of the pilot scheme for the
first two years will require £25,000; other areas want this help
but it dcan only be extended to them if financial support is
assured.




One child
every four
hours is
born with

Spina Bifida & -

£1 90,000 iS needed now, to WE NEED . . . £32,000 to continue existing
meet ex|st|ng HSEdS, and our research projects and £50,000 for further research
task is growing every four THEY NEED . . . special equipment

hours. The programme : e » i
outlined on page 13 is urgent.
Please give us your support.

Action
is needed







NE NEED . .. £30,000 for the provision of pre-school centres WE NEED . .. £50,000 for grants
to adapt educational centres

WE NEED . . . toincrease training
NE NEED . . . to present our case and supply information opportunities and work centres (photo Jersey Evening Post)
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Research

Research into spina bifida comes under
three main headings. Firstly we have
those research programmes which
study the patients with spina bifida
to assess the severity of the condition
and the best plan of treatment and the
methods of avoiding complications.

ASSESSMENTAND TREATMENT
Further study is still needed to determine
what degree of hydrocephalus is best treated
according to current methods of surgery and
which cases will be better without operation.
Research continues for methods of con-
trolling hydrocephalus by means of drugs
without operation and extensive investiga-
tion will be needed to see whether the drugs
at present available offer a reasonable
alternative to surgery.

Lack of bladder control and poor kidney
function are not only a serious inconvenience
but a grave risk to health and to life in older
children. Although much research in the
past five years has detected early signs of
damage to the urinary system, more intensive
study is needed to detect those children
whose kidneys will deteriorate if untreated,
and to select the best type of operation in
the individual case.

EDUCATIONALAND
SOCIAL PROBLEMS
The second broad aspect of research which
has been started, is a study on the educa-
tional problems of children with spina bifida,



not only during the normal range of school
life but the more extended education and
vocational training which will be needed to
fit them for some occupation. There is a
considerable general interest and concern
in this aspect of research into spina bifida
and it is a field in. which more intensive study
would reap great benefits for these children.

FUNDAMENTAL RESEARCH

No plan of research into a serious condition
like spina bifida could be complete without
a study of the causation of this congenital
abnormality, which involves experimental
pathology, family and population studies,
genetics and other fields of research. System-
atic studies must be supplemented by being
on the alert for an unexpected clue or chance
observation which may then direct system-
atic research in new directions. Although we
know much about the family incidence of
these disorders, we are far from solving the
main issues of cause and prevention and
prediction of risk to an individual couple. If
we can pick out the mechanisms which are
responsible for the breakdown in normal
development of the spine, we may have
taken a most important step towards elimi-
nating these adverse factors and towards
preventing the condition.

FUTURE NEEDS AND

EXISTING PROJECTS

These three aspects of research — the
assessment of the disease and its appropriate
treatment, the educational and social prob-
lems and, finally, the fundamental study into
the cause and prevention of spina bifida —
these three main lines of research can only
be maintained and intensified if more re-
search funds are available. An additional
£50,000 invested in research over the
next two vyears alone could well show
considerable benefits.

The Spina Bifida Trust is already support-
ing the following projects and £32,000 is
required for their continuation.

(i) A study of the electrical activities of
the brain in children with hydro-
cephalus.

(i) A study into the cause of valve
infection in these systems used in the
treatment of hydrocephalus.

(iii) Assistance is being given to work in

the Pathology Section at the Shef-
{i}el_d Congenital Anomalies Research
nit.

(iv) Research into aptitudes in children

with spina bifida and hydrocephalus.

(v) Case study examination of the use of
accommodation and physical facili-
ties at a special school for the
physically handicapped to assess
their effectiveness in use and to
formulate further research proposals.
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The Finances of the
Spina Bifida Campaign

The combined Income and Expenditure of the Spina Bifida Trust and the Association for Spina
Bifida and Hydrocephalus Limited, extracted from the latest annual accounts, was as follows :

INCOME

Membership and affiliation fees
Donations and sundry receipts

Interest on Bank deposit and Investments
Link Magazine — surplus for the year

Total Income

EXPENDITURE

Grants for Research approved by the Trustees during the period
Westminster Children’s Hospital £5,000

University of Sheffield 6,500

Queen Mary’s Hospital, Carshalton 2,400

Children’s Hospital, Sheffield 1,500

The Welsh School of Architecture re use of
accommodation and facilities at Special

School for Handicapped children 1,020
 — £16,420
Film ‘What Is Spina Bifida’ 2,623
Welfare and other Expenditure: £18,354
Balance

NOTE: The under-mentioned grants have subsequently been allocated:
Towards the adaptation and equipment of a Day Centre for Spina Bifida
children in Liverpool
Towards the establishment of pre-school play groups by the North
Hampshire, West Surrey and South Berkshire Associations
Loan for the purchase of a holiday bungalow in Cornwall for families
with Spina Bifida children

The secretary will be pleased to supply copies of the audited accounts on request.
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£
240
47,324
1,721
308

£49,593

37,397

£12,196

£5,000
£3,000
£1,250



£25,000 for the appointment of urgently required Welfare Workers.
£30,000 for the provision of further Pre-School Centres.

£50,000 grants for the adaptation and extension of educational
centres to meet the needs of the physically handicapped.

£32,000 to continue existing research projects.

£50,000 to initiate further research.

£ 3,000 for the production of a film dealing with educational
opportunities.

TOTAL £190,000

To the Appeals Secretary, Spina Bifida Trust
112 CITY ROAD, LONDON EC1V 2ND
) ) NAME
*| have pleasureinenclosing f...... Please insert Mr., Mrs., etc.

* Please send me bankers order form ADDRESS

* Please send me Deed of Covenant
and Bankers order form

Note : Please make cheques etc for your donation payable to the Spina Bifida Trust.
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Local Associations

& Honorary Secretaries

BRISTOL

Mr. R. W. Mabbutt,

20 Bramble Drive,

Stoke Bishop,

Bristol, Gloucs.
BROMLEY & DISTRICT
Miss A. M. Burgess,

7 Pixfield Ct.,

Beckenham Lane,
Bromley.
BUCKINGHAMSHIRE
Miss J. McDonnell,
Wyvern House,

Askett, Princes Risborough
CHESTERFIELD

Mrs. S. M. Sweeney,

205 Ashgate Road,
Chesterfield, Derbys.
CONSETT AND DISTRICT
Mrs. M. Holmes,

9 Lilac Place,

Leadgate,

Co. Durham
DARLINGTON & DISTRICT
Mr. A. Crosby

20 Dinsdale Crescent,
Darlington,

Co. Durham

DERBY

Miss L. Wignall,

3 Ferrers Way,

Darley Abbey, DE3 2AA
DEVON AND CORNWALL
Mr. J. Carter,

5 Culme Road,
Mannamead,

Plymouth

DON AND DEARNE

Mr. T. J. Murphy,

43 Cutts Avenue,
Wath-On-Dearne,

Nr. Rotherham

EAST ANGLIAN

Mr. D. Maxted,

101 Tavistock Road,
Cambridge, Cambs.
ESSEX

Mr. J. T. Saunders,
Kinfauns,

Upper London Road,
Braintree, Essex CM7 8QG
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GLOUCESTER NORTH
Mrs. B. Symonds,

9 Collum End Rise,
Leckhampton,
Cheltenham, Glos.
HALIFAX AND DISTRICT
Mrs. J. Wills,

7 Sturton Grove,
lllingworth, Halifax
HAMPSHIRE NORTH/
W. SURREY/S. BERKS.
Mr. A. Eagle,

229 High Street,
Guildford, Surrey
HAMPSHIRE SOUTH
Mr. J. A. Rae,

16 Clifton Road,
Lee-on-Solent,

Hants.

HERTS AND SOUTH BEDS.
Mr. A. S. Dale,

15 Hawthorne Close,
Harpenden, Herts.
HUDDERSFIELD

Mr. T. R. Brook,

65 Halifax Old Road,
Hillhouse,

Huddersfield

HULL AND DISTRICT
Mrs. G. D. Brown,

233 Cranbrook Avenue,
Hull, HU6 7TX
IPSWICH

Mrs. J. Frost,

Brohedyn,

Bucklesham Road,
Kirton, Ipswich

ISLE OF WIGHT

Mrs. P. Levack,

2 Uplands Road,
Northwood, Cowes
KENT

Mr. G. Claris,

70 Northdown Hill,
Broadstairs, Kent
LANCASHIRE
Blackpool and Fylde
Mrs. P. M. Jackson,

11 Martin Avenue,

St. Annes-on-Sea
LEEDS AND DISTRICT
Mr. A. Mitchell,

9 King Lane,

Leeds, 17

LEICESTERSHIRE
Mrs. P. Cusack,

39, Kings Walk L.F.E.,
Leicester
LICHFIELD

Mr. G. J. Dermott,

34 Scotch Orchard,
Lichfield
LINCOLNSHIRE
Lincoln

Mrs. P. Trout,

75 Hartsholm Drive, Lincoln
LIVERPOOL

Mr. P. A. Glennon,
1st Floor,

46 Manchester Street,
Liverpool, 1
LONDON

South

Mr. D. A. Hansen,

35 Oakhill Road,
Putney, SW.15
Barnet

Mr. R. G. Ellis,

94 Cleveland Gardens,
Hendon Way, N.W.2
Ealing

Mr. L. R. Mower,

59 Betham Road,
Greenford, Middx.
Walthamstow

Mr. P. Finch,

4 St. Matthews House,
49 Capworth Street,
Leyton, E.10.
MANCHESTER AND
DISTRICT

Mrs. E. Taplin,

11 Malton Avenue,
Whitefield,
Manchester M25 6PG
Bury

Mr. R. Halliwell,

7 Mafeking Avenue,
Bury

Bolton

Mrs. S. Wood,

143 Bradshaw Road,
Bolton
Cheadlehulme

Mr. S. Jones,

6 Sudbury Drive,
Cheadle 5K8 3BT

Cheshire S.E.

Mrs. |. T. Hubbard,
10 Cheryl Court,
Cuddington,
Northwich

Chorley

Mrs. M. McKnight,
The Nook,
Rowlinson Lane,
Heath Charnock,
Adlington

Denton and District
Mrs. M. Hurst,

3 Margate Road,
Reddish,

Stockport, Cheshire
Leigh

Mrs. J. Roberts,

106 Richmond Drive,
Hr. Fold, Leigh, Lancs.
Oldham

Mrs. J. Jackson,

986 Middleton Road,
Chadderton,

Oldham

Salford

Mrs. E. Crook,

1 Bradwell House,
Silk Street, Salford 3
Swinton

Mrs. D. Wrigley,

11 Melton Street,
Radcliffe
MANSFIELD, WORKSOP
AND DISTRICTS
Mrs. E. Freeman,

23 Melbourne Street,
Mansfield Woodhouse, Notts.
NEW (Surrey)
ASSOCIATION

Mr. R. G. Nicholson,
19 Edghill Road,
Mitcham, Surrey
NORTH BEDS. &
NORTHANTS

Mrs. A. Merry,

9 Greenacres, )
Putnoe, Beds.

NORTH EAST
(Northumberland)

Mrs. E. Grant,

27 Redwell Road, Prudhoe,
Northumberland




NOTTINGHAM AND
DISTRICT

Mr. D, C. Winson,

64, Mildenhall Cres.,
Bestwood Park Estate,
Nottingham

OXFORD

Mrs. M. Woodley,

2 Rectory Cres.,

Middle Barton,

Oxford

PRESTON

Mrs. J. Hodgson,

231 Garstang Road,
Fulwood, Preston
SALISBURY & DISTRICT
Mr. C. A. Laidlaw,
Lammermuir,

Bulford Road,

Shipton Bellinger,
Tidworth, Hants.
SHEFFIELD

Mr. L. Clark,

10 Wardlow Road,
Frecheville,

Sheffield S12 4SQ
SOUTHAMPTON AND
DISTRICT

Mr. M. Cook,

9 Firgrove Close,

North Baddesey,

Hants.
SPENBOROUGH (YORKS.)
Mr. B. Nicholson,

15 Blakehall Drive,
Mirfield, Yorks.
STAFFORDSHIRE
Mrs. J. Davies,

8 Oakhill Avenue,
Oakhill,

Stoke-on-Trent, ST4 5JN
STAINES HOUNSLOW
AND DISTRICT

Mr. A. C. Bassett,

14 Princes Road,
Ashford, Middx.
STRETFORD URMSTON
AND DISTRICT

Mrs. J. Black,

Westfield,

35 Woodsend Road South
Flixton, Lancs.

SUSSEX

Mrs. T. A. Rodaway,

5 Sunte Close,
Haywards Heath, Sussex
SWINDON AND DISTRICT
Mrs. J. Trembling,

13 Tennyson Street,
Swindon, Wilts.
TEESSIDE

Mr. J. Heselhurst

4 Ross Street,
Middlesbrough, Teesside
WARWICKSHIRE

Mr. G. F. Bending,

22 Sedgemere Road,
Yardley, Birmingham, 26
WESSEX

Mr. W. J. White,

26 Maiden Castle Road,
Dorchester, Dorset
WIRRAL

Mrs. J. Jordan,

164 Raeburn Avenue,
Eastham, Wirral
WORCESTERSHIRE
Mr. W. J. Webster,

36 Fairfield Lane,
Wolverley,

Nr. Kidderminster
YORK

Miss F. M. Seward,

45 The Paddock,

York, YO2 6AW
BALLYMENA

Mrs. E. Kenny,

The Bungalow,
Teesham, Ballymena
NORTHERN IRELAND
BELFAST AND DISTRICT
Mrs. M. Reid,

7 Porter Road,

Finaghy, Belfast, BT10 0BU
LURGAN & PORTADOWN
Mr. P. A. Smyth,
Marymount,

North Circular Road,
Lurgan, Co. Armagh
MID-ULSTER

Mr. J. R. Stafford,

26 Killymerron Park,
Dungammon, Co. Tyrone

WALES

MID WALES AND BORDER
COUNTIES

Mrs. J. Carter,

1 Meadow Road,
Craven Arms,

Salop.

NORTH WALES
Mr. R. A. Bailey,

92 Cambrian Drive,
Rhos-On-Sea,
Denbs.

SOUTH WALES
Mrs. D. Cox,

60 Aust Crescent,
Bulwark,

Chepstow
CHANNEL ISLANDS
Mrs. U. Emmanuel,
Mont a I'Abbe,
Manor Farm,

St. Helier, Jersey, C.l.

Printed in Great Britain
at The Grange Press,
Southwick, Sussex
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