WHAT IS
SPINA BIFIDA?

Spina bifida literally
ATA meanssplit spine

This fault in the spinal column in which one or
more vertebrae (the bones which form the
backbone) fail to form properly, leaves a gap or
a split, causing damage to the central nervous
system. To help understand what it is, it is
useful to explain the composition of the nervous
system.

The Central Nervous
ATA System

The central nervous system consists of the brain
and the spinal cord. All activities are controlled
by the brain which receives information from
touching, seeing, feeling, tasting and hearing —
responding to this information by initiating the
appropriate movements of different parts of the
body. Messages from the brain are carried to
different parts of the body by the spinal cord
which runs down the centre of the spinal
column. This communication system for the
body is very important and needs protection.

A@A The Spine

The spine is made up of 33 bones or vertebrae.
The vertebrae have two main functions. One is
to provide anchorage for muscles so that we can
move as the brain dictates to those muscles. The
other is to provide protection to the spinal cord.

A@A The Neural Tube

The central nervous system and spine develop
between the 14th and 28th day after conception.
Spina bifida occurs when there is a failure of
development of the boney canal which
surrounds the brain and spinal cord. In the
spine, the affected vertebrae have a defect
posteriorly (at the back) so that a boney ring
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does not completely surround the spinal cord.
This leaves a gap so that, instead of the
posterior arm being whole it is divided - that is,
bifid. The fault may occur in one or more of the
vertebrae but it is most common around waist-
level.

A Nerves which control the movement
of different parts of the body

8 Cervical Nerves
Use of neck, shoulders
and arms

12 Thoracic Nerves
Use of hands and
fingers, chest and
abdomen, lower back
and hip

5 Lumbar Nerves

Use of ‘seat’ muscles to
keep body erect, leg,
knee and foot and
ejaculation (in men)

8 Sacral Nerves
Bowel and bladder and
control of erection (in
men)

THE NORMAL SPINE
e« Skin

' Vertebrae

Meninges

Spinal Cord
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A@A Types of Spina Bifida

There are three main types of spina bifida, if
affected, these are present at birth.

Spina Bifida Occulta
ATA (hidden form)

This is a mild form of spina bifida which is very
common. Estimates vary but between 5% and
10% of people may have spina bifida occulta.

It must be emphasised that, for the vast
majority of those affected, having spina bifida
occulta is of no consequence whatsoever.
Often people only become aware that they
have spina bifida occulta after having a back
x-ray for an unrelated problem.

However, for a few (about 1 in 1,000) there can
be associated problems. See ASBAH’s
information sheet on ‘Spina Bifida Occulta’.

The outer part of the vertebrae is
not completely joined. The spinal
cord and its covering (the
meninges) are undamaged

: HAIR (OR DIMPLE) OFTEN
AT SITE OF DEFECT

SKIN

OCCULTA

Spina Bifida Cystica
ATA (cyst-like)

The visible signs are a sac or cyst, rather like a
large blister on the back, covered by a thin layer
of skin. There are two forms:

a) Meningocele

In this form, the sac contains tissues which
cover the spinal cord (meninges) and cerebro-
spinal fluid. The fluid bathes and protects the
brain and spinal cord. The nerves are not
usually damaged and are able to function,
therefore there may be little disability present.
This is the least common form of spina bifida.

The outer part of the vertebrae is
split. The spinal cord is normal. The
meninges is damaged and pushed
out through the opening.

SKIN

CEREBRO-SPINAL FLUID
(CSF)

MENINGOCELE

b) Myelomeningocele
(meningomyelocele)

Myelomeningocele is the most serious and more
common of the two forms of cystic spina bifida.
Here the cyst not only contains tissue and
cerebro-spinal fluid but also nerves and part of
the spinal cord. The spinal cord is damaged or
not properly developed. As a result, there is
always some paralysis and loss of sensation
below the damaged region. The amount of
disability depends very much on where the
spina bifida is, and the amount of nerve damage
involved. Most people with this condition

have bowel and bladder problems because of
damage to the nerves going to the bowel or
bladder from the bottom end of the spinal cord.

The outer part of the vertebrae is
split. The spinal cord and meninges
are damaged and pushed out
through the opening. Hydrocephalus
is usually associated with this form.
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CSF
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A@A Encephalocele

This is a sac which is formed when the bones of
the skull fail to develop. It may contain cerebro-
spinal fluid only, however, part of the brain may
also be present in the sac, resulting in brain
damage.

A@A Anencephaly

This is where the brain does not develop
properly or is absent, and the baby is either still
born or dies shortly after birth. See Information
Sheet Number 9.

A@A Hydrocephalus

Most babies born with spina bifida also have
hydrocephalus (from the Greek hydro, meaning
water, and cephalie meaning brain). This is an
accumulation of cerebro-spinal fluid which
arises from an imbalance in the production and
drainage of that fluid. Further information

about hydrocephalus is given in ASBAH
Information Sheet Number 2.

Why does Spina Bifida
ATA happen?

At present causation is unknown and research
continues. However, we do know that taking
folic acid supplements can reduce the risk of
spina bifida in unborn babies. For families with
no history of spina bifida the Dept. of Health
recommends women take an ‘over the counter’
dose of 400mcg daily. For families where there
Is a history of spina bifida, a prescription dose
(5mg) of folic acid is needed.

Folic acid should be taken daily for at least one
month prior to conception and through to the
12th week of pregnancy.

The exact reasons why the neural tube develops
incorrectly are not yet known but it is probably
connected with both genetic and environmental
factors.

For Information on genetic counselling, see
ASBAMH sheet no 4. For further information on
folic acid, see ASBAH sheet no 5.

SHUNT ALERT CARD

TO BE USED IN
AN EMERGENCY

| have Hydrocephalus
which is controlled by a

VP / VA - shunt
(delete which does not apply)
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THIS IS the front cover of ASBAH’s Shunt Alert Card, which should be
carried at all times by people with hydrocephalus treated by a shunt
(this will include some people with spina bifida).

The card is available from ASBAH 42 Park Road, Peterborough PE1 2UQ

The card emphasises that, if the card-holder is showing signs similar to
those which occur when there is shunt blockage or infection, urgent
assessment of shunt function should be carried out in a specialist
neuro-surgical unit in order to eliminate shunt failure as a cause.

People applying for a Shunt Alert Card can also request that an
information sheet about hydrocephalus, specially written for doctors,
can be sent to their GP.

An insert is available for people who have a programmable shunt.

For people with hydrocephalus treated by ventriculostomy, there is a seperate alert card.
Teachers and employers can ask for “Shunt malfunctions: a guide to symptoms and suggested

actions for schools/employers”.

Further information

ASBAH offers support and practical advice, study days and a range of publications on hydrocephalus, spina
bifida and related topics. Our services are available to people with hydrocephalus and/or spina bifida, and to
parents, health professionals, schools and other interested organisations.

ASBAH House, 42 Park Road, Peterborough PE1 2UQ. Tel: 01733 555988 Fax: 01733 555985
email: postmaster@asbah.org web site: www.asbah.org



How is Spina Bifida
ATA treated?

The baby will be seen by a paediatric surgeon or
paediatric neurosurgeon shortly after birth.

The surgeon will then decide whether the child
should have surgery to repair the defect in the

back: this surgery will take place in a specialist
unit usually within 48 hours.

Some surgeons do not close the back surgically
but leave it to heal without intervention.

A@A Support

Advances in the surgical and medical treatment
of spina bifida and more effective methods of
controlling hydrocephalus have dramatically
improved life expectancy in the last 30 years.

Facilities generally available for children with
special needs have improved. These services
include specialist health visitors, regional

assessment centres, physiotherapy, pre-school
care and toy libraries. Advice and information
on mobility, continence, education, employment
and independence training are also now more
widely available.

ASBAH plays a leading role in providing this
support. Through national and regional centres
and local associations, it offers support and
practical advice. Families who have a child or
adult with a disability can sometimes feel very
isolated and ASBAH can provide often much-
needed contact with other families. Information
and publications are available on all aspects of
care and management. Our national and
regional staff, area and specialist advisers will
give personal advice and support whenever
possible.

Our services are available to individuals with
the disabilities, parents, health professionals,
schools, local authorities and other interested
organisations. Further details about our services
can be obtained on request from our national
and regional centres.

Yes, | would like to help

Name

Address

Postcode

E-mail

| would like to give ASBAH a gift of:

| Je2 [ Jes [ Jero [ Je20 [ Jother

| would like to pay by: D Cheque/postal order or CAF charity voucher
payable to ASBAH or D Credit card D Debit card
Please debit my Mastercard/Visa/CAF card/Delta

ENEEENEEEREEEEER
Expirydatem

Signature Date

Gift Aid Declaration
I am a UK taxpayer and would like ASBAH (Association for Spina Bifida and Hydrocephalus)
to claim back the tax on all donations | make from 6 April 2000 until | notify you otherwise.

Signature Date

You can cancel this declaration at any time.
The income tax and/or capital gains tax you pay should be greater or equal to the amount charities can claim
on your donations (at the basic rate of income tax) in the tax year.

£2 al would provide a helpline for advice and
month .
support to a young person going to college.

£5 a over ayear —would pay for an adviser to visit
month  two families at home.

£1O a over ayear —would pay for one week of a
month  research assistant’s time interviewing families.

£20 a would enable an ASBAH education adviser to

month  yisit 5schools where an affected child’s
teacher could be guided in understanding and
encouraging their student’s abilities.

Banker’s Order
| would like to give ASBAH a gift of: £

starting on: Date

monthly/annually

To Bank or Building Society

Address

Bank sort code

Account No.

Signature Date

Office use only: please pay to The Co-Operative Bank PLC (08-90-40),
33 Westgate, Peterborough PE1 1PU for the credit of ASBAH (A/C no. 70784071)
and quote when making each payment

Please detach this form, place it in an envelope and return to:
ASBAH, FREEPOST, 42 Park Road, Peterborough PE1 2BR
Registered charity number 249338



