CHAPTER 3

THE FIRST REAL SYMPTOMS

(Kindergarten Through Second Grade)

Although back at that time kindergarten was not a requirement of the Alabama public schools, my parents felt that Missy and I would get a lot out of starting our academic careers a year earlier.  I started in a kindergarten program that was held at the Presbyterian Church building, less than five minutes from our house.  Normally I would have gone for one year and started first grade at the age of six.  But in the state of Alabama you have to turn six by a given date in October or else you cannot enter first grade.  Since my birthday was in November, I had to wait out an extra year, so, as a result, I got two years of kindergarten.

I cannot underestimate the value of this experience.  It helps all kids to get out of their ruts, start their academic careers and learn to interact with a wider range of people who are not direct friends, neighbors or relatives.  This of course is true whether one is handicapped or not.  However, those that are handicapped so often are subjected to a much more restricted environment than others, so this becomes doubly important.  In my case (and most other MD situations), the disease did not have any dramatic restrictive effects prior to this point in my life.  At this age, children with my type of MD can do most all of the same things that other children can do.  However, they are starting to lack the stamina, and so they suffer some of the same effects as a middle-aged person would.

Parents of disabled children find it quite traumatic sending them off to school for the first time.  (This is normal even when the child is not disabled, so it should not be taken too seriously.  Rest assured, it is usually much harder on the parents than it is on the kids.)  To mitigate this as much as possible, the parents should have several conferences with the teacher(s) to assure that they are totally informed as to the condition and its effects on not only the child, but also the other children.  This is a dangerous area to tread, since there is always the possibility of the teacher over-reacting to problems and attempting to get the other children to do likewise.  For kids, the biggest problem is just being viewed as being “different.”  They want to fit in as normal members of their peer groups.  Anything that can contribute to this is positive; anything that detracts from it is negative.  A teachers announcement of a special problem in class can be quite damaging to that goal, as can the teacher’s private instructions to key students in the class, which never stay private for very long.  This is not to say that these actions are not warranted.  The point is that they must be done in light of the demands of the local problem and all of the personalities involved.  Everyone has some disability (e.g., glasses, various phobias, size, maturity, learning problems, etc.).  Placing the physical disability in this general category and talking about it as “one of many” is better than singling out the individual as being different.  In the sense that we all have differing problems, the physically handicapped student is the same.

In the case of MD, one problem is that there is no way to exercise your way out of it.  As we shall see in various ways, over and over again, there are some ill-informed individuals who just do not get this.  Early on one of my teacher’s aids simply refused to understand the limitations imposed by MD.  The result was that she was continually trying to force me to do things for myself that I was physically incapable of doing.  My parents had to talk to her on several occasions, as well as the teacher, before she finally stopped making unrealistic demands of me.  Not that exercise and certain physical therapies are wrong.  However, there is an optimal amount of this that one can take, and to go beyond that is counterproductive.

The key here is to do what is in the child’s best interests, which might not be consistent with the parent’s preconceptions.  (This is intended for both parents and teachers to consider, and parents especially should recognize that they might not always know what is best for their child.)  Generally, since we are dealing with the child’s perceptions of normality, and staying in tune with the child’s peer group, it is only reasonable to closely coordinate these things with the child himself/herself.  Parents should instruct the teacher to do this directly, since the answers in the context of teacher-student relationships are often considerably different from those that involve parent and child.  For example, if the teacher feels that something might need to be brought up in class and discussed in a forthright manner, s/he should get the affected child aside and ask if the child would mind the teacher discussing this.  Alternatively, if the child has enough confidence at this point, s/he might want to address the class directly.  Some children will jump all over the opportunity to discuss their special circumstances and announce it to their “world,” while this would extremely uncomfortable for others.

One key on handling this type of situation depends on how bad the handicap is for the student who is trying to enter the normal school setting.  In my case at this age there was not much that made me stand out from the other students.  Someone who was in a wheelchair or suffering from some disease that would affect the way that they walk or talk would certainly have an emotional problem if the handicap were not explained to the other students and handled directly.  It would be a disservice to both handicapped and normal students if this is not dealt with in a proper manner.  The handicapped student has to realize that being handicapped (whether fair or unfair) is always going to be a part of what they are.  It is best if they come to grips with this early on and learn to make the necessary adaptations as opposed to just trying to paint over these obvious limitations and differences (denial – often on the part of the parent).  If at all possible the teacher should emphasize the advantage that the person with the handicap might have if (and only if) this can be done in a way that is not patronizing.  For example, blind people have a distinct advantage as darkroom workers, and they are not limited by the need for light.  Most limitations can be leveraged into some type of an advantage, even though the person with the handicap would much prefer to just be normal.

Most importantly, it is important that both the handicapped and the normal students realize that it is OK for the disadvantaged to ask for help, and for the normal kids to offer and give it.  This is a lesson in love that cannot be conveyed without involving the entire class.  Nor can it become effective unless the teacher provides the example.  It is important to recognize that some handicapped people would rather "do it themselves" while others are more amenable to help.  Both teachers and students need to be sensitized to this.  It must be made explicit.  Find out by asking: "do you want me to help."  The handicapped student should reply either: "yes, please" or "no, I can handle it."  Open communication is the key.  Nothing is to be gained by hiding or glossing over the problem.  It is not just a problem for the handicapped; it is a problem that must be dealt with by all members of the class in integrating this special person into their midst.  The handicapped should not be a second-class citizen.  S/he should become responsible to contribute to and to receive help from the class.  This is citizenship and the American way of handling those of us who are different, whether it be in race, nationality or physical capability.

In cases of extreme handicaps it might be necessary to assign volunteers to provide help.  This certainly was not necessary in my case, and some handicapped students might resent it in general.  Others will welcome this attention, and it will be a relief to facilitate the working of the class.  For example, someone could be assigned to push the wheelchair-bound student to lunch for a week at a time.  Teachers should check both with the handicapped student and his/her parents to assure that this is in order.  Also, this should never be a punitive assignment for the normal students – they should always be volunteers.

The process of updating the teachers needs to take place early in the year – preferably the first or second class period.  The teacher should coordinate exactly what will happen with the student and, if necessary, his/her parents.  Personally, I would relish the idea of allowing students to openly ask whatever questions they had of me so that we could break down the barriers to communication early.  I want them so see that I am an ordinary person who just happens to have a noticeable handicap, as opposed to some weirdo who has nothing in common with my fellow classmates.

This does a service to the handicapped individual as well since it teaches them to deal with something that will always be a part of their lives.  There will come a time when their parents will no longer be around to explain things to other people, and this “practice” will be invaluable in getting them out of the denial mode and into a frame of mind where they freely communicate information about their handicap.  The earlier they start communicating these feelings to others, the easier it will be for them to be fully integrated into an unprotected social environment.  It also helps the normal students to realize that it is all right ask questions to satisfy their curiosity about the affliction of the handicapped.  After this exercise, which should only take a few minutes, the subject will not need to be brought up again unless some problem surfaces.

Of course, there is a qualifier of personal privacy and good taste.  The handicapped should not be subjected to questions that would embarrass any other person.  The teacher should become aware of just what the limitations are for the particular handicapped student, again from direct contact with the student and/or his/her parents.  Then it is important that the teacher not lose control of the class and assure that it is an enjoyable experience all the way around.  Everyone deserves a few minutes in the limelight, and most handicapped students will find this an enjoyable exercise if it is kept within the bounds of good taste.  This will certainly build up the self-esteem of the handicapped student in several ways.  The initial interview by the teacher shows that s/he cares and wants to do the right thing.  The question and answer period should give a sense of control to the handicapped student and set the stage for continued communications in the future.  This can feed on itself if it succeeds in encouraging continued communications.

As an example, suppose that a teacher has noticed that the slightly disabled child is having problems participating in sports on the playground and observes some of the other children who are picking on this child.  (This is something that they readily learn from their parents, many of which have no problem making all kinds of negative statements about professional athletes who do not perform according to their high expectations.  Remember, winning and losing might be at stake, and this has been taught to be extremely important to most children.)  The teacher needs to assess the alternatives: (1) do nothing, (2) take general action involving all of the children, (3) take specific action on those who are the offenders, (3) involve the child in the decision or not, (4) involve the parents or not, and (5) all of the combinations of the above.

As a child who has “been through it” I strongly recommend that the teacher discuss this with the handicapped child first.  Just the recognition on the part of the teacher that there is a problem will bring a certain degree of comfort.  If feelings are hurt, it is important that the teacher take the same approach that the parents would when this same thing occurs in explaining (not excusing) the shortcomings of others who just do not understand.  Explain further that if this is to be overcome it will be necessary to explain the problem to the other kids, and then solicit the child’s assistance (guidance) in formulating an approach to this.  The most effective method might be to give the child some class time to explain the disease and its ramifications.  The advantage of this is that the child will give the very same perceptions that s/he has.  These perceptions might not be the most medically (or psychologically) accurate, but perhaps the children are not ready for such a brutally frank confrontation with reality in any event.

During this period of transition the teacher has to be very careful not to give the impression to the other students that the handicapped student is being treated with favoritism.  To do so would certainly bias them.   As an example, a friend of mine has Cerebral Palsy and had to use crutches to get around when she was in the third grade.  She was in special education but was allowed to take reading with the normal students.  This class was divided into two sections.  In one, all of the students worked individually, and in the other they all gathered around the teacher in a circle taking turns reading out loud for the teacher.  Early in the school year when the teacher called the students into the circle someone went back to help my friend to the circle.  However, the teacher interrupted this healthy process because she felt that it was too much trouble and just let my friend stay at her desk.  After all of the other students had finished reading and returned to their desks the teacher would give special attention to my handicapped friend.  This deviation from the norm created an unnecessary disparity that was not healthy for anyone.  The small amount of additional time that it would take to avoid this problem would certainly have paid great dividends.  There were a large number of ways to get around this.  While I am convinced that the teacher had no malice against my friend, it is clear that she was not properly sensitized to the effect that her actions were having on my friend.

One time on the playground in second grade an incident occurred that illustrates this further.  A fellow student who I will call Bill had a number of physical problems that made him stand out (much more than mine did at this stage of development).  He had vision problems that caused him to have to wear very thick glasses, and he had a speech impediment as well as problems with his legs that became especially apparent when he was running.  I am not sure of the exact problem, but he appeared totally clumsy and uncoordinated.  As expected, there are always those who will harass anyone who is different in physical attributes.  Usually these are those who have the lowest self-esteem themselves and must prey off of the defects of others to build themselves up.  

The only contact that I had with Bill was during physical education, since he had other classes than I did the rest of the day.  Bill’s problem became especially pronounced when we were playing kickball, which is much like baseball but played with a large air-filled ball.  The first few times that we played, the teacher realized the Bill was not going to get on base on his own, so she sort of gave us some signals so that we would let Bill reach the base.  Most everyone accepted this except for one clown who just would not get it without the teacher actually pulling him aside and yelling at him.  (Sometimes you wonder just who is the handicapped person.)

The major problem in these games is the emphasis on winning and losing.  As long as a totally competitive attitude exists, there will be no room for the handicapped in these games.  The handicapped individual will always get blamed for causing his/her team to lose.  It might seem like an old cliché to say that it is more important to do your best at playing the game rather than winning at all costs.  Perhaps it is totally impossible in our culture to get this message across.  However, think of the value gained to students if they learn to adapt and give special consideration to the handicapped so that he can be part of the game.  The teacher who can effectively bring this about has a rare talent indeed.  

One of the things that is quite counterproductive in this regard is the practice of establishing team captains and letting them pick their teams in turn.  Invariably the handicapped, and the normal kids who are less physically talented, will be picked last.  This produces a terribly uncomfortable situation.  It would be far better for the coach to go ahead and pick roughly even teams and communicate to everyone that we were just playing for fun and exercise and not to demonstrate that one team was better than the other.  One way to control this is to not keep score.  In a sense the reward is obtained by just “staying up at bat.”  In this case their classmates can give the kids who have real problems a little extra consideration without it affecting the egos of the more competitive individuals on the field.

Parents can get in the way of these open proceedings, but we are not recommending that they be left out.  The maturing process might involve all parties, including the teachers and other school officials.  Hopefully, by closely involving the child at this stage, focus can be maintained on the target, which is the welfare of the children in general and the handicapped child in particular.  At this transitional point, when the disease is just starting to manifest itself in a way that significantly impacts the child’s social structure, the one and only goal is to minimize the affect that this has on peer acceptance.  The fact that a child is “different” does not mean that his/her peer group will reject this child, especially if this difference is brought out and discussed in a way that the children can understand and accept.  After all, everyone is different in some way.  If an attempt is made to gloss over and ignore it, then it can only be expected that kids will be kids by getting as much self-esteem mileage our of putting the victim down as many/most have observed in their parents.  

An incident that occurred around Christmas early in my academic career illustrates the concept of minimizing the effect of one’s handicap on peer acceptance.  The teacher decided to organize a dance for the children in the class so that they could illustrate some of the traditional seasonal dances.  She knew that I might have some problem with some of these dances, so she suggested, and I readily accepted, that I would be the person in charge of the music.  I was thus able to operate the record player and choose the records that I wanted to play.  I had really not wanted to participate in the dancing anyway, and none of the kids found anything unusual in my decision to be in charge of the music.

There might be times when things get totally out of hand on the playground, and the teacher needs to step in and take immediate action.  Actually, this is what the proactive recommendations above are meant to avoid.  However, it is recognized that the mix of personalities might not always allow this.  The problem should be treated as any other case of improper hazing (not that there is such a thing as “proper hazing” but kids are expected to engage on some reasonable picking on one another, and the handicapped child does not need to be the exception to this.  Treating it like any other case involving otherwise normal children establishes a sense of normalcy.  That is, punitive measures are taken, not because the person “picked on” a handicapped kid, but because no person should be subjected to this type of treatment.  The objective is to assure that this is communicated to everyone without the very announcement producing the opposite effect.

At the time that I entered kindergarten, I was just staring to notice the symptoms of the disease.  However, the other children could not tell any difference in physical appearance, and I was comparable in physical abilities to many of them.  At this point they were not told of the condition, and they could not really notice it.  I received no special consideration, and for this I was quite appreciative.

While many things are difficult to recall, others made a great impression on me.  Our school was surrounded by a number of trees, and where there are trees there will be birds’ nests.  Early in my kindergarten year one of the baby birds fell out of a nest and was not able to fly.  Our teacher managed to get the bird into a cage and brought it into the classroom.  All of us took part in taking care of it, and it soon became the class pet.  As the days and weeks went on the bird got stronger and stronger, and one day the teacher took it outside to see if it could fly.  The teacher put the cage on the ground, opened the door, and the bird flew out.  We all clapped and cheered as the bird took flight.  As I stood there I began to wonder: how are we going to get the bird back in the cage?  I asked the teacher, and she said: we’re not!  I began to think how much work we had gone through just to set the bird free.  But then in retrospect I realized that this was the only right thing.

The most traumatic experience of my kindergarten years was the day that I cut my tongue nearly in half on the playground.  It was on a Friday afternoon, and everyone was lined up to climb up onto the slide and slide down.  As it got to be my turn, I got really excited about reaching the top and was not paying full attention to what I was doing.  I lost my balance and fell off right on my face.  Being a professional “faller,” my first reaction was to just get up and get right back up on it again.  But the teacher came and got me up and hustled me quickly inside.  I was upset and wanting to get back up on the slide when she told me to spit out the blood.  I realized that I had hurt myself, but do not recall there being any pain associated with that injury at all.  They called Mom and she took me to the hospital.  They did a little surgery and put stitches in.  Fortunately, however, I did not have to go through the trauma of stitch removal in that they used the kind that dissolve by themselves.  The thing that did impress me, however, was the awful smell of the anesthesia.  When I got home the next morning a new Fischer-Price schoolhouse was waiting for me.  

Sometime later shopping with my father we entered a toy store and something in there smelled just like that anesthesia.  I felt like I was going to be sick.  So he got me out of there quickly.  However, all was not lost since he went back in and got Missy and me a ball and a record, so I quickly forgot about the awful smell.  All of this was probably indirectly caused by my condition, but it was treated in a very normal-kid-accident way, and the fact that I was different and had to be more careful than the other kids did not become an issue at this point.  A lecture on my condition at this point would probably have been quite counterproductive, since it would have far more impact on my self-esteem than it would on my behavior.

In the fall of 1973 when I was seven I began first grade at Skyland Elementary School in Tuscaloosa, Alabama.  It was here that I completed both the first and the second grades.  One of my favorite activities was to go over the catwalk that had been constructed over the four-lane road in front of our school so that the kids could cross the street in safety.  I recall getting to the very top center of it and looking down at the cars going by below.  Friends of mine told me that when I saw an 18-wheeler I should put my hand up and make a fist and pull it down, and that would get them to blow their horns.  I would always give this a try, and it worked about half the time.  There was a 7-11 on the other side of the catwalk from our school, and they offered a free Icee to any student who got straight A’s.  (It took me to second grade before this happened, but for some reason other things were on my mind on the last day of school and I never collected on my Icee.  Like most kids, I would rather get away and have absolutely nothing to do with school at that point.)  

Like most guys, it was in first grade that I discovered girls for the first time (with the exception of my sister, of course).   At this age you could hardly say that I had a “crush” on any of them, I just generally enjoyed their company.  My feelings in this regard are what I understand most kids at this age to be.  They were certainly interesting creatures, and I was as curious as the next fellow as to what made them tick.  Like most kids, my fantasies were probably molded from the fairy tales that were a part of my early cultural development.  I would often see myself coming to the rescue of some damsel in distress on the playground like Sir Galahad.  The way that feelings are generally expressed at this age is through some seemingly aggressive pushing, shoving or verbal teasing calculated to give the impression of just the opposite of what it is.  I can recall several such interactions where I might have been the pusher or the pushee.  

Beth Brown especially intrigued me.  She was a bit of a loudmouth talker, but she was also kind of cute.  One day she was going through the door in front of me and on impulse I managed to shut the door right behind her and it caught her dress in the door.  The guys around me thought it was real funny, but she got aggravated and called me a dodo head.  Another such encounter was with Glenda Sue McBride, who seemed to be the class brain.  She always came up with the right answers, but she was also kind of cute.  One day she was in the cafeteria studying with her papers piled up on the table.  As I went by I “accidentally” let the drippings off of my ice cream spoon fall on her paper.  I pretended that it was an accident and she was real nice to me when I apologized.  I thought about doing it again, but figured that would be pushing my luck.

As for physical contact, there were certain rules that I lived by, such as: never hit them unless they hit you first.  In one instance I was the victim of a prank.  Glenda Sue McBride came over to my table at lunch one day and slapped me on the side of the head.  It turned out that several of the girls had dared her to do it because they thought I was “cute.”  (Of course, she did not tell me this until a couple years later when we serendipitously met at the mall.)  At the time, however, the boys around me teased me unmercifully about having a girl friend, and even when we met I was still somewhat annoyed at her.

The field trips that we went on in first grade were a lot of fun.  Usually parents go along as chaperones, and you really hate for your mother to go along, since if you are bad you get it twice.  However, there was one trip that I was glad Mom went along on.  We were going to a dairy farm just outside of town.  The farm really had a different smell to it, which is not what I imagined was characteristic of the “country.”  We took a tour of the milking machines and all of the things going on there.  As the trip came to a close and we got back on the bus the farmer handed each student a ruler -- a black ruler with red letters identifying the name of the farm.  When we got off the bus, Mom was going home, so she offered to take the ruler home for me.  After we got back into the schoolroom, the teacher took a quick break for whatever.  A couple of the guys poked at each other with their new rulers, and before we knew it everyone had pulled out their rulers and a major sword fight was in progress.  Not having my ruler, I still wanted to get in on the fun, so I grabbed a folder and started flailing away.  In due time the teacher returned, and ordered everyone back to our desks.  It was dead silence as she inspected all of the rulers.  However, when she came to my desk I did not have one.  Since the punishment was that those involved could not get their rulers until the end of the school year, I got off Scott free.  

When we got into second grade our teacher tended to pull rank quite a bit more than did the first grade teacher, and it was clear that her temper had a much shorter fuse than what I was used to in teachers.  This was probably due to the many years that she had spent in teaching of second graders – I would estimate at least ten, and after all of that most of us would have our fuses ground right down to the core.  After about a month of school (I was eight at the time), I felt that I had a pretty good feel for what I could get away with.  

Some others were not so fortunate.  One time when we had just come back into the classroom from lunch the teacher asked one of my friends (let’s call him Peter): “Please take this message to Ms. Frances in room 210.”  Peter thought this was great, and he quickly responded and took his leave.  In a few minutes he returned from his errand.  Spying some messages on her desk, he asked: “Can I deliver those for you too?  

She said: “No, it is time to begin class.”

“But I can do it quickly before class starts.”

“No, that’s all right, I don’t need these delivered.”

“Please, it won’t take long?”

This went on for a while, and it was clear that Peter was not going to take no for an answer.  Finally in frustration he walked away, and with his head down and back to her gave her a long drawn-out raspberry.  Before he knew what was coming, she had snatched the paddle off her desk and was applying it with mega-force to his gluteus maximus.  Out of surprise first, but pain a second later, he let out screams that could be heard outside on the street.  He tried to avoid her vicious onslaught with futile evasive maneuvers as desks and chairs were knocked aside in the wake of this strange two-body, self-propelled vessel.  When the paddle wheel had finally lost its momentum, he retired whimpering to a very hot seat, and she to her place of authority.  The seething room was placed back in order by the rest of us, and a cooling silence prevailed.  Needless to say, that was the last time we heard a raspberry in that class.  Indeed, all back talk was totally discontinued by this awesome display of paddle-wielding skill.

The incident itself struck many of us as being humorous, and it was all that we could do to keep ourselves composed with such a great rollicking after-lunch floorshow.  As we eyeballed one another we knew we shared similar problems both of self-control and the sure and certain consequences were we not able to exercise it.  For some reason this only makes it worse.  You think that when you get outside of the classroom you will be able to roll on the ground with laughter, but somehow, without the threat of the paddle to invoke it, the situation is just not that funny.  You gotta’ be there.  In retrospect, I am not against corporal punishment per se, but I am convinced that this episode went about five licks too far.

I did not get into much more trouble than most of the boys.  Usually, it was for talking when I was supposed to be listening, and such misdemeanors.  One time I got mad at a fellow student and threw his hand-held pencil sharpener out the window.  Fortunately the offended kid was quite a troublemaker so the teacher did not take him very seriously when he lodged a complaint.  However, on the way to lunch he encountered the principle, and she made me go out and retrieve it, which was not exactly the greatest of punitive measures.

At one point our teacher decided to divide the reading classes into two groups – my group met in the front of the classroom and the other one met at the back.  This tended to confuse a lot of us, and several of the others started asking about the reason for the two groups.  She volunteered, however, that the group assignment depended on each student’s reading proficiency (though she obviously did not use that word).  Basically, those students who used their finger to guide them to remember where they were on the page were in one group, and those that did not were in the other.  I did not pay any attention as to whether this “finger pointing” was good or bad -- I just did my work and sat where she told me to sit.  

I was in the group that did not use their fingers.  It is clear today that whether you use you finger or not has little to do with your reading ability.  Some of the most advanced speed-reading courses teach the use of a finger marker, essentially to pace the reader through the material.  This demonstrates how arbitrary distinctions can give students that impression that they are either superior of inferior (both of which have tremendous downsides at this tender age).  However, at this point I was considered to be in the superior group -- an accomplishment that I largely ignored.

Later that afternoon I went home and related the events of the day to my parents.  As I told her about the reading groups, Mom asked for more details.  As I described the basis for the groupings, suddenly she shouted: “Michael, you were promoted!”  I jumped back somewhat, since I did not know what promoted meant, but the positive excitement from here communicated clearly that this was a good thing.  After she explained what promoted meant it certainly gave me a good feeling.  Probably as important as the pseudo-promotion was the support that I got from my parents.  They were supportive of both Missy and me at this time, and in retrospect, I feel that they were quite objective as well (or, at least as much as any parents can and should be).  While the emphasis on the positive is something I definitely remember and greatly appreciate, I feel that it can be counterproductive if too-often contrived.  In this incident I could tell that Mom was totally happy for me, even though I recognized that a mother’s zeal was also resulting in some overkill.  But, that is what love is all about, is it not?  The contrivances that I feel can be counterproductive are those which tend to view everything as positive.  This can get quite old after a while, and soon it loses its meaning, since reality will ultimately come to light.

On the last day of school before we got out for Christmas vacation the teachers would always have a little Christmas party.  Each boy was to bring a boy’s gift and each girl a girl’s.  A couple of days before this my mother had taken us shopping and we had purchased the appropriate gift.  I got a toy car –smaller than a Tonka but larger than a matchbook – which was the size of most kid’s hands at that age.  For the next two days before the party I took advantage of the availability of this bauble and employed most of my free time playing with it.  In fact, after two days, I did not want to give it up.  It was a real sacrifice as I watched Mom wrap up the car for the last time.  I took it on to school and placed it under the tree with the other boy’s gifts and went along to my classes.  When the last period came around and it was party time they lined up the gifts on two tables – one for the boys and one for the girls.  The boys and girls were to stand in two lines, and in turn move up to the tables and select the gift of their choice.  Well, I am sure that you are way ahead of me on this one, since although I was near the end of the line, when I got to the table my gift was still there.  But, since nobody knew it was mine, I reached out and took it.  What to tell my mother about this was not a concern at that point – I would face that music later.  In fact, when I told her it seemed to be of little concern to her since I had given everyone else a fair chance.  A little introspection might be in order here – I am sure that many kids would rather have a surprise, and that the lure of all of that wrapping paper would certainly temp them to try their luck at something better.  As for me, however, I would rather go for the sure thing, and I had really gotten attached to that little car.

As you can probably surmise I was quickly becoming a risk-avoider.  I did not then and do not now like to be involved in situations that contain surprises.  My limited mobility has always driven me to want to know all of the contributing factors to any circumstance in order to be able to exercise sufficient control over it.  This personality tendency has carried on to most aspects of my life.  I knew I liked the toy.  Everyone else had the opportunity to choose it.  I did not see any point in selecting a gift of which I had no knowledge.  To what extent my condition at this point influenced this personality trait I cannot say.  Nor is this trait necessarily something that is common among the handicapped.

Jumping forward, this brings to mind a situation three or four years ago in which I was invited to a Christmas party in which we all had to bring a gag gift.  I noticed a blue flashlight that was particularly attractive as one of the gifts.  I then noticed the gift as it was being wrapped and selected that one as the one that I wanted, thereby once again avoiding any risk and selecting one that I knew would provide me with some satisfaction.  Again, I felt confident and in control of the situation.  In reality this personality trait might have little to do with my limited mobility.  My sister reminds me that when we play along with the TV game Jeopardy, I am unwilling to risk much of my “winnings” during the final round.  I see very little point in risking what I already have for the possibility of winning even more.  The rewards simply do not outweigh the risks.  I am similarly conservative in my political and social views, but that is another issue.

While I was adjusting to my second grade teacher’s more aggressive personality, I recognize now that she was accurately intuitive – to the point that I would seem to demonstrate prophetic ability (if I believed that this were possible in this day and age).  As with most schools, we had our fire and tornado drills (in the south) to prepare us for times in which these unlikely events might arise.  I recall in one tornado drill that some of us were not moving as fast as we should have been.  As is usually the case, we did not take this too awfully seriously – it was just another occasion for diversion and fun.  After the drill when we were back in the classroom she was furious.  I heard her fury but glossed over the details, and agonizingly asserted “get to the point” – in my mind, of course.  As her tirade ended I do recall her final proclamation: “Tuscaloosa is not immune, and one of these days a tornado is going to come right through here!”   However, at the time it just seemed to merge with the overall harangue.

During the spring semester of that year (it was the last week of February, 1975), these words were to come back and haunt me.  It was a Sunday afternoon and we had just gotten home from church, and everything looked normal.  The birds were singing and the sun was shining as an early spring was in the air.  Things were normal in all respects as we changed out of our church clothes, Mom started a late lunch in the kitchen, and Dad started some yard work.  No sooner had we started eating that the sun suddenly disappeared under the dark clouds that seemed to totally engulf our house.  The power went out and the volume of the wind against the back door increased to the pitch of a small freight train.  However, the house held together and once the noise abated somewhat we continued eating and finished our dinner.  Later that evening we surveyed the damage and found that the tornado has passed within two blocks of our house.  It was not until the next morning on the way to school that we learned the real extent of the damage.  Several storefronts had been blown completely away leaving only the block shells of the buildings.  When we got to the school, however, we found it intact.  This was the only part of her prophecy that we were hoping would come true.

Most people today have seen the effects of tornadoes on TV, and I had seen a few reports.  However, that was there and this was here.  There is something about seeing that type of damage first hand.  One person had been killed, and I was amazed that so many could have survived the devastation that I observed.  The connection between this event and my teacher’s “prophecy” was not a coincidence in my young mind.  At this point I recognize it as a turning point at which I began to view the warnings of my elders with greater sense of gravity.  For several months later I drew pictures of buildings which had been hit by the tornado, and I have had a preoccupation with them ever since.

As the spring wore on spring break of that year was quite impressive – perhaps because it was the first time that it was a real break from the more rigid routine of second grade.  My parents decided to use this occasion to make a trip to Louisiana.  If they were prophets, like my second grade teacher appeared at the time to be, they would have probably decided against it.  The trip started off normal – we drove two hours from Tuscaloosa to Meridian, Mississippi.  Between Meridian and Jackson we got behind a log truck.  At first this was a minor annoyance, and Dad crept up on him three times to attempt to pass and had to drop back.  On the fourth attempt one of the cables snapped and a log came loose.  It was one of the shorter, skinnier logs, but there was not doubt that it could do major damage to all of us.  Before we knew it, it had hit the ground and was bouncing around on the road and then went right under us with a single loud thump.  We watched it disappear behind us and gave thanks that it was not one of the larger ones.

When we got just outside of Jackson we pulled into a gas station and as we all got out to stretch our legs.  It was not until the gas tank was nearly full that we noticed the gas running out on the ground from underneath the car.  Dad got down and took the obligatory look, but it was obvious that the log had put at least one hole in the gas tank.  Dad pulled the car aside and we waited for it to stop leaking.  Since it was cold for that time of year, we had to wait inside of the gas station.  We took the opportunity to eat, but eating in the gas station was not very appetizing.  Despite the fact that it was cold, the flies had already hatched and they were challenging us for our food.  Fortunately there was a service person at this station, but all that he could do was to remove the entire gas tank (with a blow torch!!!), repair it and put it back on again.  Obviously this was going to put a real cramp in our trip, requiring us to spend at least a day outside of Jackson.

This was found to be an intolerable solution as far as Mom and Dad were concerned, and determining that the tank would hold some gas without leaking, they determined to run it with a partially-filled tank.  This was less than a half tank of gas, but this was not seen to be a major deterrent.  In addition, Dad purchased a plastic gasoline can for backup, and we were off.  This arrangement was tentative at best, as we made several pit stops between Jackson and Natchez to refill the tank by hand.  When we reached Natchez Dad realized that this noble effort at dynamic refueling had been a bust, and pulled into a K-Mart garage.  The mechanics there were able to patch up the hole with some “steel cement.”  It took a couple of hours for the application and the drying process to take place.  By this time we were about three hours behind and it was getting late.  Missy and I faded to the sound of an old radio soap opera, which I did not know were still on the air – but, well, this was Louisiana.  The next thing we knew, we were there.

It seemed that we were going from one vacation trip to another with no breaks in between.  Some years later after being confined to a wheelchair I asked my parents why we were in such a rush to go from one thing to another.  It was at this time that they explained to me that they did not know how long it would be before I would be confined to a wheelchair.  So, they wanted to get as much as possible in before that occurred.  This, of course, would have been a rather abrupt (and possibly cruel) thing to unload on a child of this age.  While some “warming up” is in order, there needs to be a transition of self-discovery.  Questions will arise, and they need to be answered thoughtfully and honestly with hope and devoid of undue alarm.  One thing that parents must keep in mind is the value of a carefree childhood.  As one who has been through the process, I would commend my parents for erring on the side of deferral and allowing me to enjoy my childhood unencumbered by the specter of the disease within.  At the same time, we faced the problems as they arose with definitive resolve to beat this monster, despite the long odds against us.  But then, this is what every person has to cope with at some time or another, since few of us will be spared life-threatening medical problems at some stage of our lives.  It is just that we must face it much earlier than by most.


In retrospect, I am very appreciative for the experiences that I had prior to becoming wheelchair bound.  I strongly recommend that parents give their child every possible experience while s/he can still walk, since once bound to a wheelchair, these experiences just cannot be appreciated in the same light.  For example, there is no way that I could have experienced the caverns after being bound to the wheelchair.  I greatly appreciate the fact that I have had these and other experiences which I can relate to for the rest of my life.  Along with this, take your camera -- or better yet your video camera -- to help preserve the memories of these events.

To summarize my first two years of “real” school were not significantly different from that faced by most kids.  In essence I faced the same battle that rages in every young person’s life – the ongoing battle for self-esteem.  I oppose the efforts that are currently going on in our school systems now which, in the name of self-esteem, make self-centered egoists out of school children.  These kids get so full of themselves that, when they finally learn that they are not the center of the universe, I expect the suicide rate to increase dramatically.  No, what is needed is a cold dose of reality.  God made us all different, and what makes us weak makes us strong.  This is easy for me to understand at this point, but in the first or second grade, concepts like these are virtually impossible to internalize.  The childhood development is a process of close observation, however, which can drive personality development in either a positive or a negative way.

To illustrate this process, I recall one of the most striking incidents from my first two years of elementary school.  I did not pay much attention to it at the time, but it made an impression on me the next year.  Usually the students would stay in the same classroom all day.  But occasionally one of us would go to another classroom for one class.  That subject for me was reading.  Even back then schools were suffering from overcrowding.  Some of the classes met in portable classrooms, which was where my reading class was located.  There was one girl in this class that just always kept talking, mostly insulting people.  I had one question in my worksheet that I could not understand, so I went up to the teacher and she explained it.  When returning to my seat this girl said: “You don’t know anything.”  This type of hassle was a fairly constant thing, as I would imagine that it is with most kids this age who are on the receiving end as opposed to the offending end of such harassment.  I did not recognize the effect that this had on my self-esteem.  However, I got a reprieve.  The next year when I started second grade, she was still in first grade.  

I was able to sort this out and recognize that things are not as they appear on the surface.  I am convinced that there are many kids in this age group that do not come to such an abrupt recognition of so obvious a reality.  Those who have handicaps are in special need of help at this tender age.  In my case the disease had not gotten to a point where it was physically noticeable, at least not on a continuous basis.  Nevertheless, even with such a slight disability I realized the problems that I had.  I can only feel for those whose diseases have progressed more than mine at this early age.
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