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    FOREWORD

    Temple Grandin,
Author of The Way I See It




  The Autism Parent Handbook will be especially useful for parents who have newly diagnosed, verbal and nonverbal children, all the way into adulthood. When I was three years old, I was non-verbal, had constant tantrums, and liked to spin things. Today, I am a university professor. At age 2 ½, I had intensive speech therapy and spent many sessions learning turn-taking by playing board games. This helped me learn to control impulsive behavior.


  One problem with autism is it is such a broad spectrum. When the children become adults, they range from a computer programmer working in Silicon Valley to an individual who will still need assistance with basic skills, such as dressing. When a child is very little, their symptoms may be severe. Some of these kids may become fully verbal, and others will not. Research shows very clearly that intensive early educational intervention will improve the prognosis. When fully verbal autistic kids are in the early elementary school grades, it is often easy to observe a skill the child excels in. For me, it was art, and my artistic ability was always encouraged. Mother always urged me to draw many diﬀerent things. Another kid may be good at math; if so, they should be given more challenging math. A third type of child may like words and facts. Academic skills will often be uneven, and there needs to be a lot more emphasis on developing strengths. If a child develops an interest in cars, then use cars to teach math, science, and reading.


  Children who remain non-verbal are usually capable of learning lots of skills. There is a tendency to overprotect the child. A non-verbal child may learn to put on their own clothes, but the parents often do it for them. The problem with autism is that the range of abilities is huge. Albert Einstein would be in special education today because he had severely delayed speech. Another child may remain non-verbal but learn to type independently while still having difficulty controlling their movements. Some children also have other severe medical problems in conjunction with autism, such as epileptic seizures. I remember the frustration of not being able to communicate when I was three. This is why it is so important to provide methods for communication.


  When your child starts to learn speech, always give them opportunities to use language. Speak slowly and clearly. When I was young and adults talked quickly, it sounded like gibberish. You also need to give the child time to respond. Autistic kids have a slower processing speed, and more time is required for a response. Concentrate on the things your child can learn to do. I especially recommend this book to parents who have a recently diagnosed young child who is non-verbal.


  
    PREFACE
Begin with the End in Mind

  


  What of the Future?


  “Prediction is hard, especially when talking about the future.”


  — Yogi Berra


  If you’re holding this book, chances are you either have learned or suspect that your child has Autism Spectrum Disorder (ASD). You are looking at a toddler or preschooler, or whatever age your child is right now, and the future feels insurmountable. It may be frightening to ponder what is in store for this little one. But, just for a moment, let us step into a time machine and visualize your fondest wishes and hopes for your child’s future. Let us begin now to plan with that future in mind.


  First, set aside high-reaching pet dreams, like wanting your child to attend Harvard or become an Olympic athlete or a Nobel Prize winner. Nothing is impossible, but allowing a child to follow their own dreams, as opposed to placing specific expectations for them at a young age, is a hallmark of good parenting. So, how can you best prepare your child to achieve their highest goals, their fullest potential?


  By beginning with the end in mind.


  There are certain key characteristics you will want to foster to help your children become productive workers, upstanding citizens, and most importantly, happy adults. Having these qualities will enable them to have the life they want.


  Productive adults manage their time wisely and complete tasks necessary for work and home life. Your child can learn to follow a visual schedule and to finish school activities and household chores. Reinforce helpfulness and a solid work ethic in specific ways. For example, rather than saying, “You are so helpful!” try instead, “I like the way you helped your sister find her lost toy.” Instead of a generic “Good work,” tell your child, “I saw how you kept working on that puzzle even when it was hard!”


  Upstanding citizens have learned to make wise choices and accept responsibility for their actions. Your child can learn to make good choices, too. Establish developmentally appropriate expectations for your child’s behavior, and provide positive feedback and reinforcement when you see them moving toward those expectations. Redirect and teach better options when your child engages in unwanted behaviors.


  A happy adult has developed a positive outlook. You can help your child be happier by letting them feel safe, loved, and valued. If your child struggles to cope with change, you can help by preparing them for expectations in new situations and by not springing surprises on them!


  Your child feels loved when you remind them that your love for them is unconditional. Do not assume they know. Tell them that when they act out and behave in unacceptable ways, you will always love them, despite your disapproving of their behaviors.


  Your child feels valued when you honor their passions and show interest in what they love. If you emphasize areas of weakness while ignoring strengths, they may come to doubt their own competence. When you acknowledge and build on strengths and listen to them tell you again about all the diﬀerent kinds of dinosaurs, they will learn to value themselves as you value them.


  To foster a calm, non-aggressive adult, do not tolerate any hitting now of you or anyone else. Model appropriate responses such as “Ow!” or “I’m mad!” or use nonverbal but non-touching expressions of larger feelings such as stamping a foot instead of kicking.


  If you do not want an adult who spends excessive time indoors in front of a screen, then promote active outdoor play now. Put down your own phone and go for a walk, toss a ball in the yard, ride bikes, or have an impromptu family dance party.


  If you do not want an adult who says “I can’t” or “You do it for me,” then do not perform the tasks they should be doing for themselves. Yes, it will take a lot longer to put on their own shoes and socks, especially while they are learning. But you do not want to tie the shoes of your future teenager or adult, do you? Teach them, show them, perform some of the steps and let them take over gradually, until you can step back and congratulate them for doing it all by themselves. Their feeling of pride and accomplishment will be worth it!


  Wherever you are on your parenting journey, and whatever age your child is right now, look forward and plant seeds for the future, beginning with the end in mind.


  Nelson Mandela said, “We are born to manifest the glory of God that is within us. It is not just in some of us—it is in everyone.” Our shared goal is to honor the glory in all of us and enhance each child’s journey to their fullest potential. If this book helps that process in any way, our purpose will be served. If you are now confused and overwhelmed, you need a compassionate and optimistic plan for the early years and beyond. Where to start?


  Right here.


  PART I
 First Steps


  They Say It’s Autism …
What Does That Mean?


  “Autism can’t define me. I define autism.”


  — Kerry Magro, author with autism


  Chapter 1


  Hearing the News


  “If you’ve met one person with autism,
you’ve met one person with autism.”


  — Dr. Stephen Shore, author, speaker, and professor with autism


  Every parent remembers the moment they first met their baby, whether in a birthing center, delivery room, government office, or adoption agency. There is an instant bond of love and connection that overrides every other emotion.


  Parents of children with autism also remember the intensity of emotion they experienced the first time someone told them their child’s diagnosis. It can be overwhelming, and parents often experience shock and disbelief. Hundreds of questions leap instantly to mind as they try to imagine what lies ahead. Many have little to no experience with autism and what the diagnosis will mean for their child, for them, and for the family.


  Parents need to learn what to expect and where to find help and support. Once they know where they are going, they can move forward, armed with knowledge, hope, and the assurance that they will not be alone on this venture. Dedicated mentors, autism professionals, teachers, and most importantly, the love and understanding of friends and family, are essential components of the treatment and coping process. This learning will continue throughout the child’s early years, childhood, adolescence, and transition to adulthood as the family learns more about autism and how to succeed at every stage of the journey.


  Upon hearing the news about autism for the first time, your first question is likely to be, “What is autism, anyway?” Autism Spectrum Disorder (ASD) is a group of neurobiological conditions resulting from a transaction between a biologically predisposed individual and an array of possible environmental influences. It is a condition that impacts a child’s social communication capacity. There are multiple ways these challenges can manifest, to varying degrees of severity.


  Your child has a rainbow of strengths as well as challenges. Stephen Shore famously said, “If you’ve met one person with autism you’ve met one person with autism.” This is because children with ASD are unique, just like typically developing children. We cannot label a child and from that determine their abilities, nor can we make any guesses as to their outcomes. Be wary of those who purport to have a “crystal ball.” One of our mentors used to say that if you want to find out how an 18-year-old will turn out, take a good look at them at 17 years old, and then guess!


  But you probably have more questions. Here are some answers.


  What causes ASD?


  We do not have all the answers yet, but we do know this:


  
    	Autism is not your fault, and it is not your partner’s fault.


    	Autism is not contagious; no one has ever “caught” autism.


    	Autism is not caused by parenting mistakes;  spoiling children does not create autism.


    	Autism is not caused by immunizations, or by antibiotics or ultra-sounds.


    	Predisposition:  Children with ASD are genetically predisposed to having the disorder.


    	Environmental impacts are being studied but the answers are still not in.


    	Genes and environmental factors constantly interact and are the subject of ongoing research.

  


  When does ASD start?


  About 2 out of 3 children with autism appear to show symptoms and signs of ASD from very early on, even from birth. Some parents report typical development until around two years of age, followed by a loss of skills, or what has been called ‘regression.’


  Other individuals with strengths in language and cognition might be able to mask areas of weakness, so that they remain undiagnosed until the middle school years or even later into adulthood. This does not mean they suddenly “developed autism,” but rather that their ability to imitate typically developing peers was enough to get them by and to fly under the radar of autism screening, at least up until social communication pressures resulted in the symptoms becoming more apparent, such as group learning in school.


  What is normal development?


  
    
      
        	
          AGE:
        

        	
          WHAT TO EXPECT:
        

        	
          WHEN TO BE CONCERNED:
        
      


      
        	
          1 year
        

        	
          plays pat-a-cake and peeka- boo


          points to things they like or want


          uses sounds as words, like “mama” for mother or “baba” for bottle


          waves bye-bye to people

        

        	
          does not yet engage in social play


          does not yet point or wave to people


          prefers objects over people does not yet say “mama” or “bye-bye”


          avoids looking at your face when you talk or play with them

        
      


      
        	
          2 year
        

        	
          speaks at least 50 words


          uses two-word phrases


          is 50% understandable


          follows simple two-step directions


          imitates adult actions and words


          enjoys playing with toys


          shows interest in other children

        

        	
          does not respond to name or questions


          has few words and no phrases


          places your hand on an object to get help


          does not look at a person to get help


          does not imitate others


          does not play with toys typically


          ignores or does not notice


          other children

        
      


      
        	
          3 year
        

        	
          has 300 words, 75% understood


          uses three-word phrases


          uses words socially to connect


          knows their own first name


          dresses with little help


          feeds themselves


          enjoys playing near or with others


          enjoys trying to be independent

        

        	
          has few spoken words


          does not yet put words together


          does not use words to interact with others


          does not respond to “What’s your name?”


          takes off clothes but does not try to dress self


          needs help with feeding


          avoids or ignores other children


          has problems with toilet training

        
      


      
        	
          4 year
        

        	
          speaks in phrases of 4 words


          uses 1000 words, 100% understood


          gives first and last name if asked


          tells about an event that happened


          enjoys interactive and pretend play

        

        	
          does not yet speak in sentences


          uses far fewer than 1000 words


          does not yet answer questions


          does not yet tell about what happened


          prefers solitary, repetitive play or activity

        
      

    
  


  What if my child is behind on these milestones?


  Remember that all children develop at their own pace. There is no need to be concerned if your child is not developing in lockstep with their siblings, cousins, or neighbors. Don’t panic about a small lag in development; kids grow in spurts and tend to catch up on their own timetable.
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