
My Sister Katie  
 
Katie was born ten years after me. She is the youngest of my brothers and sisters. 
She was born missing a chromosome, that caused a birth defect that presents itself in 
many different ways.  
  When she was born nobody believed she was any different than any other baby. She 
cried when she was hungry or needed changed and she laid there like any other baby. 
It wasn't long though it became apparent something was different. She didn't roll over or 
hold her head up when you would expect her to.  
   It hit our mother pretty hard at first. Nobody wants their child to be different. We had 
no idea at that time what had caused the problem. I found out much later that mom 
thought it was something that she had done that had caused Katie's  disability. It wasn't. 
   It took awhile but my folks, (mostly my mom) started trying to determine the next step. 
I remember at one point we had different therapists at the house all the time. There 
were occupational therapists, physical therapists and any other therapist you can think 
of. I remember they brought all kinds of gadgets with them. They taught her to sign a 
little, she could sign please, and yes and no. They helped her to walk better you 
wouldn't know it now but she used to be pretty mobile.  
   Where we grew up most people had three or four acre lots. Like I said Katie was 
pretty mobile and could walk a fair distance. It was a big deal if she got ouside because 
she would walk over to the neighbors house generally it was the Mundy's place they 
lived about a quarter mile away. More than once they called to tell us Katie had gone 
over to their house. It's not like we didn't pay attention, she was just sneaky. Thankfully 
we lived on a street that didn't get a lot of traffic. 
   She used to carry around this Fisher Price apple it was about four inches around and 
had a bell in it. It was weighted on the bottom so it would always stand up it probably 
weighed three or four pounds. She would carry it, roll it against her cheek and  it would 
ring. Then she discovered the stairs. The house we lived in had a stairwell that went 
straight down to the basement from the kitchen. She would stand at the top of the stairs 
and fling the apple down, it would bang and clang it's way to the basement. She didn't 
care if the stairwell was empty or if people were climbing the stairs if you lived in my 
house you eventually got hit with the apple. I think in a former life she was the 
bombardier on a B-24. What's worse is after you got beaned with the apple you had to 
get it from the basement and give it back to her. Small wonder she believes she is 
Queen of the Universe. 
 Around that same time she learned about flushing the toilet. She would drop anything 
in it usually one of her fisher price men. She would flush, it would get stuck and because 
of small hands Mom and I had the task of retrieving it. We would actually have to take 
the toilet apart we got to be pretty good at it. Not a skill you can really put on a resume 
but if you need a Fisher Price person retrieved from a toilet I know who you can call. 
  Her other odd quirk back then she liked to chew on cast iron railings. (I think that's why 
she liked the Mundy's) that is not something you can just explain away, when your sister 
is gnawing on the hand rail, people notice.. like so many things you sort of learned how 
to deal with it. You kept her away from them if you could... but like I said she was 
sneaky.  
  Around the time she turned eighteen Katie started having epileptic seizures. At first 



they were relatively mild and relatively rare. As she has gotten older they have become 
much more frequent and much more severe. Twice she has had a bad enough seizure 
that we thought she had a stroke. Both times she has been paralyzed on her right side 
and both times she received a cat scan and an M.R.I. both times showed no signs of a 
stroke and after about three days she starts recovering the use of her right side. 
  The seizures have taken their toll. She has fallen and cut her head a few times. Her 
bedroom used to be upstairs but she had a seizure and fell down the stairs. Now she 
sleeps on a daybed in the living room.  She never really cries her pain tolerance is very 
high. Her tolerance for people touching her however is very low. This tends to make her 
a pretty awful patient. It takes three people to hold her just when she gets blood drawn. 
She doesn't speak, but she is very vocal especially if she's unhappy. I can't say for sure 
but if you could translate the sounds she makes into words I don't think you could say 
them on prime time TV.  
  We noticed she seemed to be losing her eyesight a few years ago. She seemed to 
always be squinting. Eventually it was apparent she couldn't see any more. We thought 
it was just something new with her condition. Like the seizures or the increasing 
immobility. We (again mostly Mom) just dealt with it. you helped her to the bathroom, 
you helped her into bed, Whatever she needed. Mom took her to a neurologist 
appointment and asked him about her eyes. He looked into them and lo and behold she 
had cataracts. Mom made an appointment with an ophthalmologist in Garden City, 
Kansas and she had the cataracts removed. Because Katie doesn't speak it is difficult to 
know when things are wrong until they are very wrong. You also have to understand 
that Katie has no concept that going blind isn't normal she just keeps on moving, she 
doesn't really know that something is wrong. She just can't see anymore. After they 
removed the cataracts The first time she saw Mom is a moment I will never forget. You 
could see the recognition in her face. It was the closest I have ever been to a miracle. 
The next morning we went to breakfast at this Truck stop diner on the edge of town 
mom ordered Katie Biscuits and Gravy. She maybe ate half of it because she was so 
excited that she could see she wouldn't stop looking around, so she would fill her spoon 
lift it up then look around the room. In the process she would dump her spoonful of 
biscuits and gravy on the table, the floor down the front of her shirt. It would have been 
aggravating if it wasn't such a moving thing to see. I can't imagine how she must have 
felt. The doctor said she was probably close to completely blind for two years. Now all of 
a sudden she could see.  
  The things she enjoys have changed over the years she went from the apple and the 
Fisher Price people to brides magazines and the movie Dirty Dancing, She used to like 
football and the Lawrence Welk show. She would actually sit and watch a football game. 
She doesn't anymore, but to be fair anybody who has watched a Denver Bronco game 
with my mom has probably shown signs of PTSD.   
  More than once I have heard people say they couldn't do it. That if they had a special 
needs child they don't think they could handle it. The fact is, it is difficult. It requires a 
higher level of patience, a constant awareness of situations around you, but mostly it's 
just love. Katie has special needs. That is just a fact, but more than that Katie is my 
sister. She deserves and needs the same things everybody else does. While it can be 
stressful at times you just do what needs to be done and move on.  
  My Mom is the best example of how to raise a child with special needs that I know. 



She is the chairman of the local community center board that makes decisions about 
the day program that Katie goes to everyday. She volunteers and manages Ye Olde 
Rummage Shop a second hand store that gives all of its profits to the Southeastern 
Developmental Services. Katie is forty now and mom is in her seventies. While she gets 
aggravated and overwhelmed sometimes she just keeps going. I think that's the secret 
to life in general not just the families of special needs people.  I think as a family my 
brothers and my sister and I recognize our role in Katie's life is mostly to support mom. 
It is funny more than once a doctor has walked into his office and found my brother 
Alex, my sister Reeny, my Mom and myself all sitting there. I'm sure if my brother Eric 
lived closer he would be there as well. 
   If I had any advice for families that are raising a special needs person it would be this. 
At times it will be difficult, but if you recognize that this person is your child, or your 
brother, or your sister first and your responsibility is to love them and treat them like 
family. It will be much easier to get thru some of those more difficult  times and 
situations when they arise.  
   I've said it many times and it is the truth, having Katie in my life has made me a better 
man. 
Kirk Johnson  
 


