


It is not what we cannot change that is
important; rather it is how we accept
our “difference” and then look for
ways we are unique above and beyond
the “difference” that is important.

Dealing with Chronic Grief by Rebecca Harrison

Recently, a young 6-year-old asked why my daughter
had a belly button on her back. I explained to her, in a
way a 6-year-old could comprehend, that my daughter
was born with a hole in her back and the doctors
closed up the hole when she was a baby. This has
been one of the many innocent, but curious, questions
that my two-year-old has received since her open back
surgery repair. This got me thinking. This is how my
life will always be. Everyone who is brave enough or
curious enough will ask me questions because she is
“different.” Chances are, the questions will always
come at a time when I am least prepared to answer.
And I, the mommy who gave birth to this beautiful
child, will forever be explaining what happened to her
at birth. She is yet of age to understand what she will
have to encounter as a young child, a teenager, and
eventually as an adult. The world is not so friendly
towards differences sometimes. As I sit here writing
this, I realize why I am slightly anxious. Routine lum-
bar MRI with and without contrast scheduled for to-
morrow morning. Not
your typical two-year-
old annual check-up. I
am concerned about
my daughter
developing a fear of
needles, of machines,
of people who are
trying to help her and
who saved her at birth
from the inevitable that was once an unfavorable
prognosis before medicine advanced. My thoughts
take me back to the time in the recovery room where
my daughter was whisked away to the neonatal inten-
sive care unit and, a few hours later, I just lost it and
started sobbing uncontrollably in front of people who
came by to awkwardly wish us well.

Although my husband and I are very thankful that our
daughter was born with the meningocele form of Spina
Bifida, we are not immune to the questions. I do hope
one day that my daughter proudly wears a bikini bath-
ing suit, and finds a really neat tattoo that will some-
how turn the scar on her back into a flower or some
other pattern. My two other children also have differ-
ent health issues that have been misunderstood by the
general public. My oldest son, who has asthma, has
been in situations on the soccer field gasping for air
and some coaches have been unsympathetic leaving
me to fight for his right to breathe. He is also the sec-
ond smallest third grader in his school. He has many
friends, and he is not afraid to look up to all of them,
who are a good six to twelve inches taller than him,
and strike up a conversation. Once, a classmate asked
me at lunch why he was so tiny, and he interjected and
said, “What I lack in height, I make up for in my bub-

bly personality, good looks, sense of humor, and intelli-
gence.” I smiled, and he and I hugged in the lunchroom.
Not the most humble of statements, but he taught me a
very important lesson. It is not what we cannot change
that is important; rather it is how we accept our “differ-
ence” and then look for ways we are unique above and
beyond the “difference” that is important. My oldest
daughter, who has a rare periodic fever syndrome and
spikes high fevers (between 104 and 106 degrees) for no
reason, has missed several family events including some of
her birthdays, which has made me sad because of all the
fun events she has missed out due to being sick.

So, what are we, the parents, supposed to do knowing that
our children are, for lack of better words, “different”?
What are we to do if we are the person who is “different”?
We, as a culture, have certain expectations about how
events in life are supposed to be, and when those expecta-
tions fail due to events beyond our control, we grieve as if
we have lost something. As if we have lost an opportunity
that most others in life have. As if the experience is wilted

or tarnished because all of
the details were not what
we expected and the events
happened in a different
manner. We may grieve
the loss of not being able to
do everything the same
way a person without
Spina Bifida would be able
to do. We grieve when we

find out the news about our baby, during the delivery, and
at milestones throughout life. It is hard to imagine certain
scenarios like going to a play group with your toddler who
is not toddling around the room, or not having the success-
ful potting training experience, or going to school in a
wheelchair, or being invited to a roller-skating party (can
you wheelchair skate to the “Hokey Pokey”?), or ‘walk-
ing’ across the stage at high school graduation, or ‘walk-
ing’ down the aisle to get married. Sound familiar? This
chronic grief that plagues many of us seems never ending,
like there will always be situations where we may grieve
the loss of our child (or ourselves) not being able to do
something according to how it is accomplished by people
without Spina Bifida.

I teach Psychology, and I can guarantee, without a doubt,
that ‘normal’ is arbitrary, that there is more than one way
to accomplish a specific goal, and that the grieving process
is different for everyone. I have taught a variety of stu-
dents, some with psychological disorders, some with spe-
cial needs, some who will one day take over my job. They
have shared their stories and opened their hearts in class.
What they have taught me is that there really is no such
thing as ‘normal’. Technically, a pro basketball player is
abnormal because he or she possesses a basketball ability
that is not found in the general population. From a psy-









Advanced Education
Seeking advanced education? We want to help you
succeed. We believe that education enhances lives,
which is part of our mission. Therefore, we are offer-
ing the first-ever scholarships to individuals living
with Spina Bifida. Please remember that scholarships
are competitive and funds are limited, making it im-
possible to fund every request. Applicants must submit
completed applications with essay postmarked no later
than June 1. If you are interested in receiving an appli-
cation packet, contact Lori at 205-620-0601or via
email at anthonylori@bellsouth.net.

Needs Trusts
Special Needs Trusts, are specialized legal documents
designed to benefit individuals with disabilities. Often
serving as “stand alone” documents, they can also be
part of Last Wills and Testaments. The purpose is to
allow funds to be held in trust for their own benefit; if
appropriately drafted, the designated assets are not
considered countable for purposes of qualifying for
certain governmental benefits, which may include
Supplemental Security Income (SSI), Medicaid, voca-
tional rehabilitation, subsidized housing, and other
program benefits based upon need. For the purposes of
this type of Trust, an individual is considered impover-
ished if his or her personal assets are less than $2 mil-
lion. These Trusts may be established any time before
the beneficiary's 65th birthday and are commonly cre-
ated for long-term holding for a child who is born with
a disability when the parents and/or guardians become
deceased. The costs related to the creation of the Trust
are tax-deductible as part of general estate planning.
For more information about Special Needs Trusts, visit
the National Special Needs Trust Network at
www.nsnn.com.

If you would like to learn more
about this form of financial plan-
ning, please let us know. We are
planning support group sessions
and future conferences.

If you believe that urinary and
bowel incontinence

threaten the quality of life of a
person with Spina Bifida just as
distinctly as acute medical prob-

lems, then you will want to reserve

12 Sep. 8 am-4 pm
to attend our conference

Managing the SB
Bowel & Bladder

for Maximum

Independence
Registration begins 11 August.
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Scoliosis in Spina Bifida
by Mike Conklin, MD

Scoliosis is a curvature of the spine in the frontal
plane, that is, when looking at the patient from the
front or back (fig 1). Normally, the spine is composed
of a series of rectangular bones or vertebrae, stacked
on top of each other. When these vertebrae become
stacked in a crooked fashion, this is known as scolio-
sis. Sometimes, children are born with misshapen ver-
tebrae, such as triangles or two vertebrae stuck to-
gether. This is known as congenital scoliosis and is
very common in children with Spina Bifida. Other
children may be born with normally shaped rectangu-
lar vertebrae but over time the alignment or stacking of
the vertebrae becomes crooked because of muscle
weakness, spasticity or central nervous system abnor-
malities from the Spina Bifida. The development of
this scoliosis may not be preventable and can occur in
spite of ideal neurosurgical care.

Figure 1. (left) before correction & (right) after.

One of the goals of orthopedic care of children with
Spina Bifida involves identifying those children with
scoliosis and controlling the curvature when possible.
Scoliosis is more common in children with Spina Bi-
fida, being present in greater than 50 percent. Ideally,
these children are followed in a multidisciplinary set-
ting where Neurosurgery, Orthopedics, Urology and
Rehab Medicine doctors are all present and can dis-
cuss the child’s care. The Orthopedist may only need
to physically examine the child’s back to tell if it is
straight. On occasion, spine x-rays may also be ob-
tained. This allows for a more accurate measurement
of the curve. A curve of 10 degrees or more is consid-
ered scoliosis. Minor changes from one x-ray to the

next may represent differences in x-ray technique or
patient positioning and a difference of at least five de-
grees between two films is generally required to say
that a curve has truly worsened or progressed.

Generally, curve progression is driven by growth. The
most rapid spinal growth occurs in the first five years
of life and during the adolescent growth spurt. If a
child with Spina Bifida is known to have scoliosis, the
orthopedist may wish to see him or her more fre-
quently during adolescence, perhaps at four to six
month intervals. If progression of the curve is identi-
fied, ideally the orthopedist should communicate with
the neurosurgeon who will then determine if spinal
cord or brain imaging is indicated. Problems such as a
tethered spinal cord or a syrinx (fluid filled cyst in the
spinal cord) may help to drive curve progression. If
treated, progression may halt and in some cases with
smaller curves, curve improvement can occur. How-
ever, neurosurgical treatment carries its own risks and
therefore your neurosurgeon may or may not feel that
neurosurgery is indicated.

Orthopedic treatment of the curve may involve bracing
or surgery. Bracing generally involves a hard plastic
body jacket with Velcro straps. It is usually worn dur-
ing upright hours. There is not good data to prove that
bracing actually slows curve progression in patients
with Spina Bifida related scoliosis. Nevertheless, it
may be worth a try, particularly in the younger child
with much remaining trunk growth. This is because the
definitive treatment of the curve, fusion of the spine
with placement of metal rods, will prevent further
growth of the spine across that area fused.

When a spinal curvature progresses to a certain point,
bracing can no longer be effective and the curve is
likely to continue progressing even after growth is
complete. Though this point certainly varies from pa-
tient to patient, 45 degrees is a good “rough estimate”.
At this point, spinal fusion surgery can be contem-
plated. If the child is still small, the orthopedist may
wish to wait and allow further trunk growth but chil-
dren of roughly 10 years of age generally have enough
trunk height. Furthermore, a curve that is rapidly
worsening may be fused in the younger child.

Scoliosis surgery involves exposing the bone (usually
through the back), placing metal rods, anchoring the
rods to the spine with hooks, wires or screws and then
performing a corrective maneuver. Bone graft is then
placed over the spine (this can be obtained from the
pelvis, the ribs or the bone bank) and the wound is
closed. The rods hold the spine in a corrected position
while the bone graft allows a spinal fusion to take
place. Fusion occurs when the separate vertebrae fuse
together to become one. This occurs over a 6 to 12
month period of time. A good nutritional status and



good surface area of bone are necessary for a solid
fusion to occur. In most patients with Spina Bifida,
there is poor surface area of bone posteriorly (in back)
in the lower lumbar spine (the low back) and therefore
the surgeon may first have to operate through the ab-
domen and place bone graft between the lumbar verte-
brae in the disc spaces. Most fusions are done from the
upper thoracic spine to the pelvis but in ambulatory
patients the fusion may be stopped at the lower lumbar
vertebrae.

One exception to the long fusions described above is
in patients with congenital scoliosis. These curves due
to triangular or conjoined vertebrae have uneven
growth potential. Short fusions often without hardware
are done even at an early age if the orthopedist notes
curve progression.

Complication rates of scoliosis surgery in Spina Bifida
are very high. The most common complications are
wound problems, infection and non-union (failure of
the bony fusion to occur). Therefore, re-operation rates
are also quite high. Many Spina Bifida children and
adult’s function very well in spite of significant spinal
deformity. Therefore, the decision to operate must be
individualized and can only be appropriately arrived at
by open and honest communication between the sur-
geon, patient and family. Internet access has improved
family understanding. http://srs.org/ (Scoliosis Re-
search Society) is particularly helpful in understanding
scoliosis.

Through the Eyes of an
Aunt and Teacher

by Sarah’s Aunt Beth & Hope’s teacher, Miss Switzer

Almost nine years ago, I learned that I was going to
have a niece and that she had Spina Bifida. I knew
very little about Spina Bifida, but what I did know was
that my brother and sister-in-law were doing every-
thing possible to make sure that Sarah would be o.k.
Looking back and sometimes even now, I am glad that
I didn’t know much about Spina Bifida. Sometimes
what you don’t know can’t hurt you. I couldn’t worry
about what I didn’t really understand. I just knew that I
was going to be an aunt, and I was thrilled about that.

Fast forward about 8 years, and my niece is now a
thriving young lady. She walks with braces and has
some bowel and bladder issues. While she might never
be a runway model, she is perfect in every way. She is
beautiful, bright, opinionated, and mature beyond her
years. She is who she is because of what she has been
through not in spite of it. She has jet skied, ridden
horse back, and lived in Europe. She has done things
I’ve only dreamed of doing.

I am also a 4th grade teacher, and a couple of years ago
I learned that I was going to have a student who was in
a wheel chair. Hope, too, has Spina Bifida. From the
very beginning of that experience, information was the
key. My school held a meeting that included Hope’s
3rd grade teacher, the school nurse, the school coun-
selor, our occupational therapist, a physical therapist, a
special education teacher, Hope’s educational assis-
tant, and me. Hope was also there. These were meet-
ings that weren’t new to Hope. She had always been
included in discussions about her, and, of course, she
should be.

At this first meeting, the goals were to share with me
what Hope’s general needs were as far as the class-
room went, introduce all of the key players on Hope’s
team, and begin the relationship between Hope and
me. Basically we discussed equipment Hope had
available to her, desk needs, and what I needed to
know in terms of helping Hope to get around in the
classroom.

I want all of my children to fit in within my classroom
so my first concern was making sure that Hope’s desk
area didn’t stand out from the other students. This was
also important to Hope. So we made sure that the
small table we found for her was of equal height to all
of the other desks in the class. In this way the only
difference was that Hope’s table didn’t have under-
neath storage. It couldn’t in order to accommodate her
wheelchair. Being the queen of organization, I was
thrilled at the possibilities of desk top organization for
Hope. She, too, loved this idea. Being a little different
in this respect was cool to a 4th grader!

Because Hope had been in our school district for
years, I really was the only one who didn’t know her.
Many of my students already knew her and had been
in past classes with her. They treated Hope exactly like
they did their other peers. They would offer to help her


