SPINA BIFIDA
The woman next to you in church on Sunday and her family have a special joy to share.  It is the joy of watching their son and brother develop normally.

There was little hope for this to happen when he was born.  This little boy, whom we will call Alex, was born with Spina Bifida, a deformity of the spine.  Surgery was performed within the first two days of Alex's life in an attempt to correct his deformity.  Many children with Spina Bifida also develop hydrocephalus, "water on the brain."  Alex was no exception.  He was soon back in surgery to have a shunt put in to drain the excess fluid from his brain.

Alex's parents, we will call them Glenda and Stan, had found themselves caught up in confusion, bewilderment and grief.  They had tough decisions to make and understood so little.  No parents are prepared ahead of time for a disability or illness their child might have, either at birth or later.  For the parents of a child born with a disability, the first few days, weeks, or even months can be almost devastating.  Joan and Lynn, Alex's sisters, also had felt the impact of his illness.

The doctors had told Glenda and Stan what they could expect.  Spina Bifida usually results in some paralysis, particularly to the legs.  Hydrocephalus can result in damage to the brain and mental retardation.  With these fears in the back of their minds, Glenda and Stan had brought Alex home.  They hoped and prayed that he would be okay in spite of the odds against him.  They could not help comparing him with other so called "normal" children.  They wondered if each new thing he did was "on schedule and normal."

There were many long and tiring trips to orthopedic and neurological doctors at a large hospital clinic in a distant city.  The doctors kept a close eye on Alex's progress.  These visits resulted in many ups and downs, many hopes and despairs.  Finally the doctors concluded that Alex was exceptional--developing normally.

Now, at a year old, Alex is doing what most children at his age do--crawling, standing, trying to walk, getting into things, babbling and charming every person who comes his way with smiles and hugs.  Glenda and Stan still watch Alex's development closely.  Fear is never far away.  But each day, as Alex succeeds at something new, they rejoice.

Discussion Questions on Helping Parents of Children With Disabilities:

1.
What sort of hurt will the parents feel, and what pain will the disabled child experience?

2.
How can parents learn what is right for their child?

3.
What can the church do to help parents of children with disabilities as they attempt to cope with their ongoing responsibilities?

4.
The other children in the family are also greatly affected by the disability of a brother or sister.  What can the church do to help them?

5.
What can you do to rejoice with the family as gains are made?  How can you comfort them when there is no gain, or even loss instead of gain?

6.
How can you best learn what will be most helpful and appreciated?

Suggestions:

1.
Remember that they are hurting as much, if not more, than their children with disabilities.

2.
Realize that they are experiencing tremendous struggles as they attempt to do what is right for their children without really knowing what right is.

3.
Pray for them and encourage them as they attempt to cope with their ongoing situation.

4.
Remember that the other children in the family are also greatly affected by the disability of a brother or sister and probably would benefit from some extra attention.

5.
Rejoice with the family as gains are made, and comfort them when there is no gain, or even loss instead of gain.

6.
Ask if there is anything you can do to help.  A close friend of the family might be able to tell you what help is needed.

