Epilepsy goes to school

               Should I tell the school that my child has epilepsy?         

                                                                                     by Lynn Bennett Blackburn, PhD
If your child had diabetes or a heart condition, would you tell the school? Most people would say, “Yes, of course.” But heart conditions or diabetes do not carry the stigma that unfortunately remains associated with epilepsy. Parents fear that their child will be viewed as “brain damaged” or less capable of learning. Parents fear that other children will tease their child or avoid her. Parents fear that telling the school will set in motion actions and events that will damage their child’s self esteem. However, there are three good reasons for telling school personnel your child has epilepsy: reducing stigma, protecting self esteem, and ensuring your child gets appropriate treatment in a medical emergency.

By not telling the school that your child has seizures, you may be contributing to stigma. School personnel will miss the opportunity to learn about the range of seizure manifestations and fail to gain the personal experiences that provide the basis for understanding. They will have no reason to make epilepsy education a priority for themselves or their students. Ignorance sustains stigma. Education and personal experience reduce stigma.

Your child knows that he has seizures. If you don’t tell school personnel, you have to tell your child to keep this information a secret as well. Your child can’t tell his teacher about this important thing in his life. He can’t tell his friends because someone at school might find out. Your actions are telling your child that seizures are so bad that no one can find our about them. It is not surprising that such a message would have a negative impact on your child’s feelings of worth (self esteem).

If your child has seizures only during sleep and is not being treated with medication, you do not have to inform the school that your child has epilepsy. However, if your child is on medication, the school needs to know what medication he is taking even if you do not provide the reason why it is given. Although rare, emergencies can happen at school. Children fall and break a bone. Children sprain ankles. Children run into each other, knock heads, and briefly lose consciousness. If your child needs emergency medical care, you want school personnel to be able to provide all the information necessary to the emergency medical staff so that they can help him.

Don’t assume that your school has accurate information about your child’s epilepsy. Remember that epilepsy refers to recurrent unprovoked seizures, but that these seizures may take many different forms. For example, the school may have had a child who experienced epilepsy in the form of generalized tonic clonic seizures, and therefore might approach your child’s absence seizures with the same interventions and restrictions. It is your job to provide the school with resources to help them get accurate information.
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For suggestions on epilepsy educational resources to share with your child’s school, call Anne at 314.645.6969 or 800.264.6970.

