
What is Spina Bifida? 
by Jeannie Gruse 

I have chosen to do this report on spina bifida 
because of little Stephen Smith, a happy, lov
ing, well-adjusted boy, who was born thirteen 
years ago with this condition. Stephen's parents 
are friends and neighbors, and I well remember 
the day that Kent came over to tell us about the 
birth of their first son. 

When he described their handsome baby boy, 
and then explained that he had a birth defect 
called spina bifida, I had no idea what he was 
saying; I had never heard of this condition. Pam 
and Kent knew very little at that time, either, 
but in nine years of surgery, emergencies, dif
ficult care, exercising, training, and learning, 

this has certainly changed for them. Kent is 
currently the Executive Director of The Spina 
Bifida Association of America, dedicated to 
"making the public, professional and all gov
ernmental agencies more aware of this world
wide health problem and assisting parents in 
helping their children." The program is also 
directed toward improving comprehensive 
medical care for children and adults with spina 
bifida, and expanding research programs which 
will search for the cause of this birth defect. 

Spina bifida is a serious condition, and until 
thirty years ago, few babies born with it sur
vived beyond infancy. The treatment techniques 



developed within the last two decades make it 
possible for the majority of these children to 
grow to adulthood and live happy, productive 
lives in spite of their disability. 

Spina bifida is not a new birth defect; it was 
referred to 2,000 years ago, and was described 
by a Dutch physician, Nicholas Tulp, friend of 
Rembrandt, in 1652. The technical terms, spina 
bifida aperta or spina bifida manifesta relate to a 
structural defect caused by failure of the neural 
plate to develop into a tubular structure. In the 
area where this occurs, the defect is technically 
referred to as myelomeningocele (G. myelos = 
marrow; meninx = membraine; kele = hernia). 
In development, plates of bone fail to close over 
the defective area of the spinal cord and there is 
a short spine on each side of open spinal cord 
rather than a single one in the midline, therefore 
the term spina bifida. If the bony plate does not 
close over the spinal cord during infancy, this 
defect is referred to as spina bifida occulta (hid
den). This type generally causes no problems. 

The newborn baby will have an obvious lump 
or cyst-like lesion on the back. It may be cov
ered with skin, or more often wholly or partially 
covered with translucent bluish or white mem
branes. There may be a flat plate of imperfectly 
formed spinal cord on the surface of the cyst 
which may be leaking cerebro-spinal fluid. 

While there are many claims or suggestions 
of causes of spina bifida, it is generally consid
ered to be caused by an unknown environmental 
agent interacting with genetic factors, according 
to Dr. Swinyard, Stanford Unversity authority 
on spina bifida. Multiple complex problems 
presented by newborns with spina bifida have 
discouraged some physicians from applying the 
available intensive medical care and technolo
gies to preserve lives of the more severely de
fective newborns. A number of physicians have 
advocated strongly that such treatment be with
held from newborns, presenting certain criteria 
with the expectation that these babies would 
soon die. This presents serious moral and legal 
problems, obviously, relating to rights of the 
children and the rights of parents to make such 
decisions, and since the predictability of death 
is quite uncertain, those who survive may have 
unnecessarily serious and lasting damage. 

There are many problems associated with 
spina bifida besides the obvious surgery neces
sary, often immediately, to correct the condi
tion. There is loss of awareness of touch, pain, 
pressure, and heat or cold in those areas of skin 
normally innervated by nerves involved in the 
spinal cord defect. There is muscle weakness in 

the lower limbs and lower trunk, the latter often 
resulting in weakness in muscles of the bladder 
and bowel, preventing normal control. 

Nearly 70 percent of infants with spina bifida 
develop an associated defect known as hydro
cephalus, causing a rapid enlargement of the 
head from the abnormal accumulation of fluid 
inside the brain. Although it does not occur in all 
of the infants, this problem is potentially a life 
threatening one which requires prompt attention 
of a neurosurgeon, and even then may often 
result in varying degrees of brain damage. 

The degree of severity of these conditions 
associated with spina bifida varies widely. 
Some children will be able to walk without as
sistance, others may need braces or a wheel
chair. Because spina bifida is such a complex 
condition, these cases are usually referred to a 
pediatric neurosurgeon who is part of an or
ganized team. He will decide on the surgical 
closure of the myelomeningocele, carefully 
watch for signs of hydrocephalus, and be re
sponsible for the management of this condition 
if it occurs. 

Development of hydrocephalus would in
volve a serious neurosurgical emergency, as se
vere brain damage or death could result from 
the pressure of the fluid within the brain. A 
shunting procedure is used to reduce this condi
tion, which consists of inserting one end of a 
flexible tube info a brain ventricle and passing 
the tube through a small opening in the skull. It 
is then passed underneath the skin from the 
head, either to the heart or to the abdomen, and 
includes a one-way valve which prevents the 
backward flow of spinal fluid. Even this proce
dure, a vital one to prevent pressure on the 
brain, is not totally free of dangers, as shunts 
can be obstructed or collapse, and revision is 
often necessary. However, it is the best proce
dure, and the only effective treatment currently 
available to allow the brain to develop more 
normally. 

Besides the neurosurgeon, spina bifida chil
dren will be seen by a number of different spe
cialists. A urologist may be necessary to control 
urinary infections, and to keep the lack of blad
der control from becoming a problem. The pe
diatrician will watch the child's general health 
and work on management of the problems re
lating to lack of bowel control. 

The orthopedic surgeon will have as his 
primary concern the growth and development of 
the bones and muscles. Children with spina 
bifida often have hip dislocation, club feet, 
scoliosis, kyphosis or lordosis. He will suggest 



surgery, braces or crutches when needed. An 
orthotist will fill the surgeon's prescriptions and 
work with the child as he grows. In conjunction 
with the orthotist, a physical therapist will also 
help carry out the plans made by the orthopedic 
surgeon and will suggest others designed to 
strengthen weak muscles. 

Finally, an occupational therapist may also 
aid in carrying out the physician's suggestions. 
She will work primarily with motor coordina
tion and preceptual-motor impairment, and will 
assist in helping the child adapt to his physical 
environment in activities. Even with all of these 
trained experts' help, it is obviously the parents 
who are chiefly involved in the daily training 
and care of spina bifida children. 

I feel fortunate to have been involved, along 
with my daughter, friends, relatives, and church 
member volunteers in a program of "pattern
ing" with little Stephen a few years ago. The 
theory of the program was that an infant's ordi
nary body movements stimulate brain develop
ment through sensory-motor input. Gradually 
the child's movements become coordinated in 
cross-patterned crawling, creeping, and walk
ing. By stimulating the body in various ways it 
was hoped we could "wake u p " and condition 
the pathways to the brain and activate the mil
lions of unused cells within the brain. The 
method involved artificially recreating patterns 
of movement in hopes of reaching the brain and 
having the brain take over these same move
ments on its own. With three people helping 
three or four times a day, we helped Stephen 
and his mother go through his prescribed exer
cise schedule according to the training his 
mother had previously received. 

While some individuals with spina bifida 
have average or above average intelligence, 
those who also have hydrocephalus may, as a 
result, have some degree of mental retardation. 
The best school placement and curriculum 
planning will depend also upon physical limita
tions. The main consideration is mat the child 
be placed in a flexible situation for effective 
learning. 

Since many spina bifida children do have 
learning problems, teaching must be indi
vidualized, based on strengths and weaknesses. 
This may be possible in a regular classroom, 
mainstreamed partially, or in a self-contained 
situation, depending on the severity of the phy
sical condition and the extent of the learning 
disability. 

When Stephen was nine years old, he was 
completing first grade work, and beginning 
second, at the Fullerton School, in Addison. He 
was in a structured, protective environment 
with reinforcement of one full-time teacher and 
an aide to six or seven students; this was a self-
contained room called Orthopedic-Learning 
Disabilities, with mainstreaming for music and 
art. 

Having spina bifida means different things to 
different people. The actual physical condition 
varies greatly from person to person. How a 
person manages in life depends not only on the 
severity of the actual physical condition, but 
also upon the support he gets from others, the 
adaptations in the environment, and most of all, 
how the person feels about himself. With the 
tender, loving care and dedication of parents 
such as Pam and Kent Smith, spina bifida chil
dren like Stephen have a chance to grow up, 
able to cope with their own limitations, and to 
manage very well in life, feeling good about 
themselves. 

BIBLIOGRAPHY 
Anderson, Elizabeth M., and Spain, Bernie, The Child 

With Spina Bifida, London: Methuen and Co. Ltd., 
1977. 

Kieran, Shari Stokes, Ed.D., and Connor, Frances Par
tridge, Ed.D. "Mainstreaming Preschoolers," Chil
dren With Orthopedic Handicaps, U.S. Department of 
Health, Education, and Welfare. 

Klein, Stanley D. , Ph.D., Psychological Testing of Chil
dren. The Exceptional Parent Press, 1977. 

Lindsay, Carolyn N., M.Ed., An Educator's Guide to Spina 
Bifida, U.S. Department of Health, Education, and 
Welfare, 1978. 

Osman, Betty B. , Learning Disabilities, A Family Affair, 
New York: Random House, 1979. 

Pieper, Betty, By, For and With . . . Young Adults With 
Spina Bifida, Chicago: Spina Bifida Association of 
America, 1979. 

Pieper, Betty, Sticks and Stones, The Story of Loving a 
Child, Syracuse: Human Policy Press. 

Pieper, Betty, The Teacher and the Child With Spina Bifida, 
Chicago: Spina Bifida Association of America, 1979. 

Pieper, Betty, When Something is Wrong With Your Baby. 
Chicago: Spina Bifida Association of America, 1977. 

Reid, Robert, My Children, My Children, New York: Har-
court Brace Jovanovich, 1977. 

Swinyard, Chester A., M.D. , Ph.D., Decision Making and 
the Defective Newborn, Springfield: Charles C. 
Thomas, 1978. 

Swinyard, Chester A., M.D. , Ph.D., The Child With Spina 
Bifida, Chicago: Spina Bifida Association of America, 
1977. 


