"Your Child Has Autism" -and the Journey Begins... 
- by Jennifer Fiander
"Your child has autism". 

These were not the words I had wanted to hear from our doctor those many years ago. We knew something was most definitely "off" with our son, but we didn't quite know what. When I heard the words, I felt as though I were alone, despite having my husband and the doctor in the room. A numbness overcame me, and a sudden rush of questions filled my mind: What does this mean? What does it mean for his future, or the present? What will happen when he begins school? What about relationships with his friends? I was later able to confront the doctors and specialists with these questions, but they were unable to give me definite answers. The fact is that I - like everyone else in my situation- could not know exactly where my personal journey with autism would lead me. 

Our son had just turned two years old when he was officially diagnosed. We had noticed a developmental delay very early in his life, but family, friends, and our family doctor has assured us that things were probably fine and that he would catch up on skills. Being our first baby, I'm afraid we didn't quite recognize the 'signs' he showed maybe as early as we should have: he didn't babble much, rarely made eye contact, he had difficulty sleeping and was difficult to settle, he got very irritated by light touch. As he got a bit older, we also noticed he would fixate on certain things, would repeat behaviors and that his language just didn't take off like we were expecting. At around the age of two, our family doctor ruled out some conditions by performing blood work, then referred us to a team of developmental specialists. The specialists then worked with him and observed him, and by using their screening tests, concluded that he had autism. Certainly there are worse diagnoses than autism, but still- being told that your child has a life-long disorder is difficult.  They explained that autism is a neurological disorder which affects many areas of a person's development. Some of those key areas are: impaired communication and ability to socially integrate, sensory issues, atypical behaviours- such as self-destructive tendencies, inability to deal with change, repetitious behaviors. 

As a parent of a newly diagnosed child, the label "autism" is so non-specific, that you really don't know what to think about your child's development and future. Although there are a few key characteristics that people with autism generally show, the degree to which they exhibit certain ones, and the developmental progression of each person, is very different. While many of us may be fortunate to have a child who is 'mildly autistic', others may have children who are profoundly affected. There are even cases of people with autism that are gifted in certain areas, although his is not generally the case. By referring to someone as "autistic" you don't truly get a clear impression of where they fall in the spectrum, unless you were to look closely at their abilities. Every person has varying degrees of these characteristics- different levels of ability, different strengths, different challenges. One of the reasons it is truly a puzzling disorder is because of how much it varies from person to person. Unfortunately, as a parent, you want specific information about your child's prospectives, and this is something you just can't get when your son or daughter is very young. 

I've come to realize over the past few years since that day, that determination and a positive attitude definitely makes the journey easier and more manageable. Not to say there aren't tough times. We've had to deal with stares from people who don't understand our son's atypical behavior- like when he has been acting up, or when he is frustrated and can't get his point across, or his lack of response to someone when they try to communicate with him. We're fortunate in that he does have some verbal language -unlike other children who are completely non-verbal and (if they are lucky) might learn to successfully communicate through pictures or some other means. But his speech and his ability to understand and to interact is visibly delayed. It causes him to become frustrated and to often act out, and it is just generally difficult for him to form relationships with others. I've had times where I've been out in public and he's gotten himself into trouble or behaved inappropriately- and I wish I could just explain to curious bystanders why he is acting the way he is. I'm tempted to make up little cards to hand out, or have him wear a shirt that says "I'm not purposefully misbehaving- I have autism", with an explanation as to what it is. I haven't done this, but I'm very forthcoming with information; if someone looks curious, I tell them. I find that being honest truly helps the situation and gives me peace of mind. 

I would have to say, the most difficult thing about having a child with autism is the difficulty in bonding with him. Of course, I loved my child the moment he was born, but it's difficult when you are waiting for those words like "Mommy" and "I love you" and they take so much longer to come than they are supposed to.  I think about the other parents with completely non-verbal children, and it breaks my heart thinking they will likely never hear these words. Sometimes we want to just hold our young children and gaze into their eyes and admire them and have 'that moment', but this is a challenge when your child has difficulty holding eye gaze, or doesn't want to be held or stay still. The fact that he has these social obstacles also affects his ability to bond with others- like with other members of our family and his peers at school. Not only does he have to be taught coping strategies for how to interact and behave, but we have also had to learn how to act with him. We've had to learn such things as creating consistency for him (which is challenging for family life), and how to effectively communicate.

We've been very fortunate in that there are many resources in our area for individuals with autism, and we have taken full advantage of them. We quickly learned that early intervention is the key in having someone with autism reach their fullest potential. Not only do we work closely with therapists who help teach him and us the skills we need, but we have been able to use many different programs and strategies with our son. He has benefited greatly from behavior modification therapy- this really helped with much of the frustration he was feeling and showing. We've had him in various sensory programs, and he has shown progress from such things as brushing therapy- the deep sensory input calms him down and alleviates some of his stress.   Our community also has programs in art therapy, music therapy and play therapy, which we've participated in. We've tried such things as working with nutritionists to try to control symptoms, but unfortunately without success. We consider ourselves lucky in that he isn't plagued by seizures or major feeding issues that so many people with autism have. And through our exhaustive efforts with therapy, we've managed for now to avoid having to use medication to control any of his behaviors. 

People with autism can be integrated successfully into school, family and society- depending on the severity of the disorder, and the interventions given. Although a lifelong disorder, some people can be taught the skills they need to live independent lives, and there are resources available for those who will remain dependent even as adults. Fortunately, more and more specialists are becoming familiar with autism and more and more treatments are becoming available. Unfortunately, this is because the instances of autism are rapidly growing. The rising cases of autism are reaching epidemic proportions, which has resulted in more and more funding being put into research and treatment. By doing such things as studying genes, researchers are hoping that one day they might be able to understand autism to the point of being able to prevent it, treat it, and perhaps even cure it. 

Along with all the 'bad' that comes along with such a diagnosis, comes a lot of 'good'- if you have a positive outlook.  We have gotten to know other families in situations like ours, and have gained strength from each other- forming friendships we would otherwise never have had. We have had tremendous experiences of joy and sense of accomplishment- like when he said "Mommy" for the first time, or when he starting forming friendships at school. Some of the things that seemed so important to us before having our son, seem so irrelevant now- going through this journey has taught us what is truly important in life.  

Yes, speaking as the parent of a special needs child, I can clearly say that none of us want a lifelong diagnosis for our child. That moment of realization in our doctor's office those many years ago- it was a life-defining moment. But, in today's world our children can make leaps and bounds if given the right opportunities. Once we accept the diagnosis and accept our children for who they are, we can truly embrace helping them reach their full potential. The journey through autism can be one of great hope, promise and accomplishment. 

