
A Need for Information 
by Kent Smith 

April 6, 1971. My wife and I were eagerly 
anticipating the birth of our second child. I ac
companied her to the hospital in suburban Chi
cago. It had been a normal pregnancy, much 
like the pregnancy two years earlier when our 
daughter was born. Shortly after midnight the 
joyous moment arrived. The doctor came to the 
father's waiting room; he was not smiling. Our 
son was born with a birth defect known as spina 
bifida. As we look back on that moment, we've 
realized how much the birth of our son Stephen 
has affected our lives. 

As a news writer/producer for a major tele
vision station in Chicago, I had access to a great 
deal of information. I had been trained to ask 
the right question, investigate the story thor
oughly, and report both sides equally. 

My wife had received her education in library 
science and enjoyed the research involved in 
establishing a library and developing good ref
erence systems. Nowhere in our professional 
experience had either of us come across infor
mation on the birth defect spina bifida, nor were 
we to realize how difficult it would be to get the 
information that should be so readily available 
to new parents of a spina bifida child. 

Parents find themselves very vulnerable after 
having given birth to a child with spina bifida. 
The hospital and medical staff appeared in
timidating. We knew little about birth defects in 
general and nothing about our own child's spe
cific needs. We looked to the "experts" whom 
we hoped would help. 

Our first attempt to get information was 
through the local chapter of the March of 
Dimes. Their personnel were courteous, sym
pathetic to our needs, but could not answer spe
cific questions on how other families were 
coping with a child with spina bifida. We tried 
to gain understanding on a variety of terms. 
How did it affect our Stephen? Were we unique 
with this problem? What was the outlook for 
our son's future? Those questions went unan

swered, although we did receive some pages 
copied directly from a well-known book on 
birth defects. 

Good friends stood by us trying to provide a 
sympathetic ear. They couldn't answer ques
tions, but wanted to do the best for our family, 
even encouraging us to look at places where our 
child could be placed and be raised in a loving 
atmosphere; then we could go on with our own 
lives. This only frustrated us, for we wanted to 
help our son, who—by some quirk of fate—had 
problems that we knew were serious but we 
didn't understand. He was part of our family 
and we wanted to provide him with the best 
medical care available. 

As parents, we had to depend on others for 
guidance. The most obvious person to turn to is 
the family physician. Clearly, new parents of a 
disabled child need information on the disability 
and its treatment, as well as the names of agen
cies and support groups available to assist the 
family unit. Other parents who have faced the 
same situation can share their knowledge and 
give comfort and assistance. 

My wife and I were steered to a support 
group of parents and adults with spina bifida. 
This group met every month at the hospital. Our 
physician had been working with this parent 
group. Although he could not share the parental 
experience of raising a handicapped child, he 
respected the support that was freely given by 
parents "sharing their experiences." From our 
point of view, it was the best medicine that he 
could provide. It gave us hope that our son 
might make advances similar to other children. 

Information is the key to knowledgeable par
ents raising their children with spina bifida. My 
wife and I became active in this parent support 
group to learn more about the birth defect. From 
those adults with spina bifida we learned some 
problems they had faced and how we could help 
our son. 

Our involvement with a national organization 



wasn't something we planned, it evolved. In 
1979, I was asked to establish a central office to 
provide information to new parents and be a 
resource to chapters consisting of parents, 
adults, and professionals in many cities. Under 
a letter of agreement with my employer, the 
American Broadcasting Company, I took a 
year's leave of absence to establish the office. 
I've never gone back to ABC. 

The leadership of Spina Bifida Association of 
America (SBAA) comes from the active parti
cipation of adults with spina bifida and parents 
working together. When SBAA was formed as 
a volunteer group in 1972, the greatest need was 
to provide printed information written in lay 
language. Today, the Association has 11 book
lets directed to educators, new parents, adults 
with spina bifida, and to children. As a jour
nalist, I was able to work with the writers in 
developing a distribution system that now has 
over 50,000 pieces of literature circulated each 
year. 

One concern we have is the misinformation 
that others continue to tell new parents regard
ing the current treatment or the lack of potential 
of people born with the birth defect today. In 
1979, the SBAA established a policy that en
courages early evaluation and medical/surgical 
treatment of every infant with spina bifida, and 
recommends that the evaluation be performed 
by professionals experienced in that care and 
treatment. 

Improved medical treatment within the last 
25 years minimizes the disabling effects of 
spina bifida. Recent statistics from major treat

ment centers in New York, Pittsburgh, Chi
cago, Seattle, and elsewhere indicate that ap
proximately 90 percent of those infants born 
today with spina bifida can lead a competitive 
life with some adjustments for physical disabil
ities. 

The majority of infants who receive aggres
sive treatment early do not suffer mental retar
dation. Lack of bowel and bladder control can 
be dealt with and should not take the "opportu
nity for life" away from the child. Some 
amount of paralysis often occurs, but the degree 
of involvement varies widely and cannot be de
termined at birth. 

The SBAA also sponsors an Adoption Re
ferral program which offers a viable alternative 
to parents who feel unprepared to raise a child 
with a disability. The program has placed 70 
babies in loving homes and has a waiting list of 
parents willing to take infants with spina bifida. 

During these last five years I have met hun
dreds of parents with similar stories, all with a 
commitment to provide information to a new 
parent who, like each of us, needed someone or 
some group to answer questions. The adults 
with spina bifida hold challenging jobs, and in 
general make worthwhile contributions to so
ciety. They have devised innovative ways in 
which to overcome their disabilities. Each repre
sents a realistic goal which our child born with 
this birth defect can hope to achieve. 

If you would like further information on 
Spina Bifida and our Association, please call 
1-800-621-3141. 


