Mary Claire’s Story

By Jodie Lee

As I stared at the computer screen, the tears began to flow.  I wiped my eyes so I could read and the words spilled off the page into my heart. “Rett syndrome is a unique developmental disorder that is first recognized in infancy and seen almost always in girls, but can be rarely seen in boys.  …symptoms appear after an early period of apparently normal or near normal development until six to eighteen months of life, when there is a slowing down or stagnation of skills. A period of regression then follows when she loses communication skills and purposeful use of her hands. Soon, stereotyped hand movements such as handwashing, gait disturbances, and slowing of the normal rate of head growth become apparent.”  I couldn’t read anymore, but before I could move away from the computer, there was a knock at my door.  My mother-in-law, Diane, had been on her way to a house they had recently bought in Petal and she had felt a strong urge to stop by my house.  I immediately began to tell her what I had read.  As I read the symptoms, we both knew in our hearts it described our Mary Claire, and we were totally overwhelmed.  Soon, my father-in-law and husband came in and we poured out the devastating news to them.
Our first child, Mary Claire, was born on Valentine’s Day.  It’s so fitting that she was born on that day—she was a precious sweetheart and our family felt so blessed.  The first year of her life was filled with all the “firsts” of a newborn baby.  She rolled over, crawled, climbed, fed herself and said words like “Hey, Daddy” and “dog”.  At this time, she wasn’t walking all alone, but could push a doll stroller or push toy around the house easily.  At about 15 months, we began to notice subtle changes in her behavior.  She began putting her finger to her mouth, grinding her teeth, and she lost some of her ability to speak.  We were concerned and took her to Dr. Scott Burks, a local pediatrician who is a Christian.  He listened to our concerns, but at that point the symptoms were so mild and she was so young, that he felt she was normal.  After taking time to dispel our fears, he remarked, "Even though I believe that Mary Claire is fine, I know that a mother has a special intuition about her child, so if you continue to have concerns, don't hesitate to bring her back to me.  I had a patient a few years ago whose mother was concerned about her, but I thought that she would be fine.  A few months later, that baby was diagnosed with Rett Syndrome."  I didn't pay much attention to it then because he had told us she was normal.  Diane was with me that day and we both came home relieved that everything was fine.  I know now that the fact that he had even heard of Rett Syndrome, much less treated a patient with it, was an absolute miracle because it is rare and often misdiagnosed.
A couple of days later I thought, “I could look up Rett Syndrome on the internet.”  My mother and sister had already done the research but they had been afraid to tell me what they had found.  So one afternoon, as Mary Claire played at my feet, I found Rett Syndrome on the computer.  The description fit Mary Claire completely.  We all began to pray for healing because it was a bleak prognosis.  We just wanted it to go away.  My husband, Benjamin, is an occupational therapist and I am a nurse and neither of us remembered seeing it in anything we had studied in school.

On July 4th we had a family day planned which included both sets of Mary Claire’s grandparents and her great-grandmother, Clarice.  Clarice had not been told the news yet, so we all tried to act like nothing was wrong so as not to ruin the event.  Later in the day, we decided to tell her.  Her response was to set aside the next day, July 5th, to pray specifically for Mary Claire that she would walk independently.  That afternoon, Mary Claire walked the length of our kitchen all by herself for the first time.  We chalked that up as one more miracle because 50% of the girls with RS never learn to walk.  We believe that God Himself had His hand on her that day and answered the prayers of a prayer warrior.
In October of that year Mary Claire was officially diagnosed with Rett Syndrome.  It was a very dark time for us but once again God showed up, and we discovered I was pregnant with our son, Josh.  The pregnancy was a bright spot and a distraction from watching Mary Claire go through a regression.  Over about a 3-month period, I watched helplessly as she lost the use of her hands.  She went from being able to feed herself and hold a “sippee” cup to just staring at her high chair tray of food.
There are so many amazing things that have happened to our family because of Mary Claire.  On the day before one of our most important doctor appointments, I was in a restaurant bathroom waiting for a friend.  Mary Claire was laughing and smiling.  A woman came out of her stall and looked at Mary Claire and said, “That child is filled with the joy of the Lord!”  I had never seen her before or since, but I think she may have been an angel because the next day, I received a card in the mail from a praying friend—in bold print on the front of the card were the words, “The joy of the Lord is your strength.” (Nehemiah 8:10)
Over and over this verse has spoken to me—too many times to be coincidence.  God’s joy has been our strength.  He loves for us to need Him because it’s the best place for us.  Every time we have asked for help, He has sent it.  So often we whine and complain about how miserable we are and we ask Him for help but when He sends it, we don’t take the step of action and accept the help, even though we know it’s the only way we can make it through.

God could heal Mary Claire at any time and we know that, but this is His plan for her life and our lives.  He answers prayer every day about “little” things that are big things for her like eating, sleeping, and just general happiness.  He has blessed Mary Claire in every way.  Her joy-filled smile lights up a room.

During the years we attended Temple Baptist Church of Hattiesburg, all our friends there went through the diagnosis and heartbreak with us.  They prayed with us and loved us through some very dark days.  Despite our love for them, we had felt God gently pulling us to visit churches in Petal.  When Mary Claire started school in Petal, we finally made the decision to follow God’s prompting.  It was difficult leaving the familiar behind, but we felt a strong leading to First Baptist Petal.  We visited several other churches and have good friends there, and know that wonderful things are going on, but we felt strongly that God wanted us at FBC Petal.
When I think about Denise Inmon (our Children’s Director) I have to smile.  She’s that kind of person—she makes you laugh and feel comfortable at the same time.  We were so nervous about leaving Mary Claire in the care of others at church, but we had prayed that wherever God led us she would feel loved and accepted.  Denise, Karen Fordham, Amy Riels, Lynn Pitts and Melanie Blanton (just to call a few names) have made sure our princess felt right at home.
The children’s program at FBC is phenomenal!  If you need your spirits lifted, just go back to the Children’s area when they crank up the worship music!  You will find all the kids singing and praising God with their voices, but look especially for the black-headed little girl in a bright pink wheelchair.  You will see the joy of the Lord in her smile, because she cannot speak.  One day, though, because of our Lord Jesus Christ’s sacrifice, I am going to be able to watch her run and dance and sing with her voice as she praises God.  Thank you, Lord, for your joy and your hope and strength!
