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  Foreword by Dr. Temple Grandin


  There is so much in this book that I relate to as a woman with autism. As I read these fictional examples of autistic girls, I can really identify with them. Even as an adult, I have the tendency to lecture and give people all the latest scientific news on things like COVID-19 or dog behavior. I just love talking about stuff that I find absolutely fascinating, such as preventing power plants from freezing.


  One of the things I cannot do so well is quick back-and-forth chit-chat. I get in a conversation where people are chitchatting back and forth and it goes so fast, I can’t follow it.


  It also gives me a problem with interrupting. People say that I interrupt, and I do interrupt, but it is because I cannot get the timing right. It has to do with processor speed of the brain, so for the kind of chitchat conversations where people are just loving it, I don’t have the processor speed to take part.


  When I was at the University of Illinois, I was socially awkward, and some people thought I was stuck-up because I didn’t say hi to people in the hallway. But that is something I learned how to do. Another one of the examples in the book discussed laughing about unrelated things. This happens to me. I might be talking about one movie and, as you talk about another movie, then I just start laughing about it, or if we are out driving and I see a certain kind of car out on the highway that reminds me of something, then I just have to tell everybody even though it’s not related to the conversation. I’m more interested in intellectual stuff, stuff I do.


  A lot of people are social-emotional. Social-emotional makes the world go around. But what makes the world go around for me is doing or talking about intellectual interesting things. A brain can be more cognitive-intellectual, or it can be more social-emotional. Now, a certain amount of this is just normal variation—but we need the people in the world who are interested in things. We need people who are interested in keeping the power systems on to keep the world working.
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  The Myth, The Mask, The Message


  The Myth


  Autism Spectrum Disorder (ASD) has historically been regarded as a condition that affects males significantly more often than females. In 2016 the Center for Disease Control (CDC) gave a ratio of approximately 1:4, with boys being diagnosed about four times as often as girls.


  But are there really four times as many autistic boys and men or just four times as many receiving a diagnosis?


  Because of the belief about male-to-female ratios, formal tests for ASD are typically normed on a population that includes more males than females. This means the tests may give more accurate results for boys and men than for girls and women.


  Diagnosticians expect that males are far more likely to be autistic than females, so they may look at the same symptoms and attribute them to ASD for males, but not for females.


  A study (JAACAP 2017) suggested that the true male-to-female ratio is not as heavily skewed toward males as previously thought and that a diagnostic gender bias appeared to be the cause. The problem this poses is that girls who meet criteria for ASD face a disproportionate risk of not being identified.


  Why is it so difficult for autistic girls and women to get a proper diagnosis?


  The Mask


  For one thing, girls are better able to mask or hide their autistic symptoms than boys are. They watch and imitate other girls so they can figure out what’s going on socially. When they’re confused or out of their depth, they tend to fade into the background rather than standing out.


  When boys fail to figure out social expectations, they often act out in ways that are noticed by parents and teachers. A girl sits quietly watching rather than joining in, and adults assume she is simply shy. It never occurs to them that she is completely baffled by the unwritten social rules of play that all of her peers seem privy to.


  When faced with a high-stress, fight-flight-or-freeze situation, such as sensory or social overload, boys usually engage in fight-or-flight, bringing their issues to the attention of parents or teachers. Girls, on the other hand, are more likely to freeze, so no one notices their distress.


  Boys flap their hands, and adults wonder if it’s a sign of autism. When girls do “jazz hands” or flutter their fingers, people think it’s cute.


  When they were younger, girls’ autistic symptoms went unnoticed, and as they grew older they learned to consciously hide them. Many masked so well that they made it all the way through school and into adulthood without ever being evaluated for ASD. But masking is exhausting. It takes a toll over time, chipping away at self-esteem. They wonder why everyone else seems to float effortlessly through life while they keep running into closed doors. Usually, they are unaware that others don’t experience the social and sensory world the way they do. If everyone feels intense pain at certain sounds, and intense anxiety in certain situations, why are all the others able to just keep going as if nothing is wrong? Everyone else must be so strong, and they themselves must be weak. They assume themselves to be flawed, or broken, or defective, rather than understanding that their brains and sensory systems are fundamentally different. They deserve to be identified so that they can better understand themselves.


  So, how can we educators and diagnosticians open doors for them when they’ve been locked out? How can we learn to recognize a condition which has been so well hidden?


  The Message


  We need to improve our awareness of the different ways autistic girls and women present their symptoms. They really do look different from their male counterparts. The fact that they can mask their symptoms doesn’t mean they don’t deserve to be properly diagnosed and to receive needed services. It is up to us to look behind the mask and discover the girl who is trying to cover up her autism, or the woman who has successfully hidden her symptoms for decades at the cost of exhaustion, depression, and low self-esteem. They deserve to be seen, recognized, and understood.


  In order to get a better understanding of the differences between girls and women who have ASD as compared to those with other, similar conditions, here are seven fictional female figures whose autism was unrecognized until adulthood: shy Cheyenne, Penelope the professor, highly sensitive Akiko, Ruth, who is anxious and depressed, Olivia, who is obsessive and compulsive, Tiffany, an actor on screen and off, and Heidi, who has ADHD. How do each of them meet the criteria for ASD, and how have they flown under the radar to remain undiagnosed for so long? Let’s meet them and find out.
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  CHEYENNE


  Cheyenne was a bashful baby who did not warm up to new people quickly. She learned to talk a bit early and walked a bit later than many girls her age did, but overall her developmental milestones were met within normal limits. She was always shy, never in the popular clique at school, but she had one best friend. Academics were not a problem, although she never raised her hand in class and remained on the sidelines in group activities. After graduation, although she was nervous about job interviews, she succeeded in finding a job as a library assistant. Cheyenne’s husband, her parents, and her one best friend all accept her extreme shyness as part of the sweet person that she is. For most of her life, no one suspected that she was autistic.


  PENELOPE


  Penelope and Peter were twins, born to their parents later in life. They were welcomed as miracle rainbow babies after many failed attempts to bring a pregnancy to term. Penelope, who rejected the nickname “Penny” as soon as she was able to speak at age eighteen months, was born first. Peter, the younger of the two, was delayed compared to his sister, much more than was to be expected. Before his third birthday, he was diagnosed with autism and began receiving services in the home.


  Penelope was in tune with Peter from day one, and she spoke for him when he didn’t have the words. She sat in on every therapy session and became a “co-teacher” for her brother. Penelope was the first to notice when he became overly stressed, and she advocated for him with her mother. Eventually they found an in-home teacher who would pay attention to his feelings and let him learn in his own way rather than forcing compliance. Penelope was extremely verbal and precocious, graduating from high school at age 13, earning a BS at 16, an MS at 18, and her first PhD at 23. No one ever suspected that there could be anything wrong with her development or that she, too, might be autistic. Had they looked deeper into her social development rather than focusing on her academic achievement, they would have seen the signs that she kept so well-hidden.


  AKIKO


  Baby Akiko just couldn’t be soothed. She cried often and at length, arching away from her parents as they tried to comfort her. Many things in the environment seemed to set her off, and it took her parents some time to figure out which fabrics, foods, and toys she could tolerate and to control noise levels in the house. In school, she often covered her eyes or her ears and put her head down on her desk. When asked why, she explained that the light hurt her eyes and that the sounds of students working around her hurt her ears. She avoided the other girls and spent her free time reading in the library. Akiko had few friends and remained mostly solitary through high school. The job search was particularly difficult for Akiko, and she felt awkward and like a failure after each interview. She did land several low-level office positions but left each job after a short time. She described the working conditions as intolerable: coworkers eating tuna sandwiches in their cubicles, for example, and the painful sound of the fluorescent lighting overhead and the computer cables in the walls. As an adult, she lives with her parents where she can control her sensory experiences. While everyone who knows her recognizes her extreme sensitivities, no one suspects the more subtle symptoms of ASD which were hidden.


  RUTH


  Ruth was a quiet, low-key, only child. She rarely smiled or laughed except at certain physical comedy bits or when her dad acted silly in an exaggerated manner. Her facial expression was blank, no matter what she was feeling. Inside, she was afraid of many things and could list each one in order of how terrifying they were: spiders, drowning, heights, dogs, bees, strangers, tsunamis, tapioca pudding, death. She would rather stay home in her room with her familiar toys arranged around her than do anything else. Ruth had an exaggerated fear of typical household sounds. She fell to the ground and curled up in a fetal position each time the doorbell rang, silently waiting for the stranger to go away. If it was a visitor, even a relative or family friend, she ran to her room and stayed there until they left.


  Ruth was an expert at worrying. She worried all the time that she would never have a friend, that her parents would die, that she would be alone forever. She used to think that no one at school liked her because she was the only Jewish girl in her class, but then she realized no one liked her in Hebrew School, either. By middle school she had convinced herself that the other girls were stupid and that she did not want friends. By high school her anxiety and depression were finally noticed by a teacher. Although her facial expression never betrayed her inner feelings, she had started cutting herself and was referred to the counselor. She was treated for anxiety and depression, but no one suspected the social confusion and other symptoms of ASD behind the more obvious symptoms of anxiety and depression.


  OLIVIA


  Olivia was a very fussy baby, and her parents had trouble figuring out why. When she learned to talk, she could tell them what was wrong in her world, and they started to understand some of the things that distressed her. If her sandwich was cut unevenly, if they drove to school by a different route, or if she couldn’t get her toy horses to stand in a perfect line without falling down, she would have a meltdown, crying as if her heart was breaking.


  In school she annoyingly reminded her teachers if they did anything out of order or in a different way than usual. She pointed out every infraction of every rule, no matter how inconsequential, which made her unpopular with her classmates.


  A child psychologist diagnosed her with Obsessive Compulsive Disorder (OCD). He did not go on to ask questions about characteristics of ASD, so Olivia’s autism remained undiagnosed for years.


  TIFFANY


  Tiffany was the best and most beautiful baby in the world, at least according to her parents. Her features were so symmetrical and pleasing that they entered her in “Beautiful Baby” contests whenever an opportunity arose. She caught photographers’ eyes and became an infant model for baby food commercials. If she was placed beneath a ceiling fan, she would gaze at it, smiling and cooing, for hours while the photographer worked unnoticed around her. She learned to read at age three and could easily memorize lines and imitate inflections. Tiffany became a child star on television before she was old enough for kindergarten. All she needed was for the director to tell her the line the way it was supposed to be recited, and she could copy the exact vocal inflections perfectly every time, no matter how many takes were needed.


  No one noticed that she was unable to make social conversation or use inflections herself. She learned lines and scripts and then used them in her daily life so that she would never have to ad lib. Because she was so compliant and capable, she had a steady career doing small parts and character roles long after her days as a child star were over. Since she never cared about socializing, she was immune to peer pressure. Her parents were very protective of her and never let her take a meeting alone or go out unsupervised. This suited Tiffany to a T. Eventually, though, she wondered why she always felt like a guest star in her own life, unable to function without a script.
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