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  Introduction

  What are little boys made of?

  Snips and snails, and puppy dogs tails

  That’s what little boys are made of!

  What are little girls made of?

  Sugar and spice and all things nice

  That’s what little girls are made of!

  What are autism parents made of?

  Courage and care as we pull out our hair

  That’s what autism parents are made of!

  I was sitting at my small and always cluttered computer desk in the eating area of my kitchen (ah, the glamour of being a writer) when I received a call from Skyhorse Publishing. They asked if I would take a book of 1,001 tips for parents of girls with autism, compiled by publisher Tony Lyons himself, and cull the tips for a new book.

  As Mom to three daughters with autism, I do have certain bona fides when it comes to females on the spectrum. My girls are not youngsters any longer, so I have a pretty long view of their autism. I have the experience of having weathered school and puberty and the terror of starting to face post-school adult issues. My daughters, whom you met in my 2010 memoir All I Can Handle: I’m No Mother Teresa, are now twenty, eighteen, and fourteen.

  I am inordinately fond of the Skyhorse Publishing team for their commitment to the autism community and sheer bravery in presenting autism related topics and authors to readers. Publisher Tony Lyons has a beautiful daughter on the spectrum (you can read about her in Finding Lina: A Mother’s Journey from Autism to Hope, her mother’s book) and he has melded his love for Lina with his passion for publishing.

  For those of you who are familiar with my writing and who may follow me on Facebook or Twitter, you know that one of my best stress relievers is standing in my kitchen and whipping up something savory or sweet. Cooking and baking are outlets for me as an Italian American “Mama!” and autism Mom. You also know that I’m all about “the retro”—seems I was born at least a decade later than I should have been. I collect vintage cookbooks, and while I’m not above using a King Arthur Flour gluten-free boxed mix on a regular basis, I also love scratch cooking and baking.

  So when asked to do this book, I without hesitation said, “Yes! I’d love to create a recipe for success for parents of girls with autism!” I danced around the kitchen for moment, excited at the prospect of a new book. “This will be a piece of cake!” Aha! I had found my theme and format for this revised version of a book that, in its original format, is like a huge multi-tiered cake. One thousand and one tips is a lot of info! This book is more like a table set with platters of petit fours. Small bites to get you started as you look for info to help your own daughter, loved one, student, patient, or client with autism. I’ve sprinkled recipes into each chapter, just for fun. Some I’ve adapted from my favorite cookbooks (with references, of course) and others are from a terrific book from Skyhorse called The Autism Cookbook: 101 Gluten-free and Allergen-free Recipes by Susan K. Delaine, a fellow autism Mom.

  In thinking about a book that’s geared to females with autism, a Joe Jackson song popped into my head:

  “Don’t you know that it’s different for girls . . .”

  Autism is different for girls in many ways. Girls are expected to be social, to have better communication skills than boys, and to understand social cues, facial expressions, and feelings better than boys. Girls are expected to brush their hair, polish their nails, play with dolls, wear skirts and dresses, sit quietly, and play nicely.

  Uh-uh. Not in my household, and probably not in yours. Outside of their beauty, my girls aren’t very “girly” at all. Boys can get away with not having a full complement of social and communication skills—even without autism. You and I know that it is different for girls. That said, many of the strategies needed to navigate school, home, and the world apply equally to boys and girls.

  As parents of daughters I think we need to be hyper-focused on safety. Let’s face it: our kids tend to be ethereally attractive. What better victim than a gorgeous woman who does not have the ability to advocate for herself fully or, in many instances, to communicate any form of abuse? It’s a harsh reality and a recipe for disaster. We’ve already lived it with my youngest, who was abused on the school bus in 2010. Criminal charges, a civil suit—agony.

  I want you to think of the hard work you’ve had so far and the work you face in terms of creating the safest possible life for your girl. School? Raising a girl who can read even at a basic level and entertain herself quietly with books—from “I Can Read” basic books to chapter books to novels or non-fiction—is a challenge. Making sure that she can sit safely in the library or at a coffee shop looking completely typical—even more so. Toileting? An imperative skill. How many times a day do you use the toilet? Five times? Six times? A female who can tend to her own bathroom hygiene does not need another person to assist her. That’s five or more times a day that her body is private and protected. Kind of scary to contemplate, but it’s the reality.

  The harder you work at getting skills into your girl at as young an age as possible, the bigger the payoff for her. But I’m here to tell you that our girls can gain skills forever. I have zero tolerance for the concept of windows and doors slamming shut. My daughters are not buildings. Neither is yours. I have seen them gain skills year after year. Sure, much of it is at a snail’s pace, and some of the skills are at a five-year-old level. But you know what? Five-year-old skills are ahead of three-year-old skills. It’s progress. Don’t panic if your daughter doesn’t have the skills you think she should have at her age—just keep plugging away. She will surprise and delight you.

  Please bear in mind that each cook brings his or her own “touch” to the food. Three cooks with one recipe will turn out three slightly different dishes. The same holds true in autism. A tip that works for “Jane” might be a flop for “Susan.” We’d all love a recipe for success for our girls. Use this book as a guideline to help you feel less alone in your journey to raise your daughter with autism.

  Thank you to Tony Lyons and the incredible team of experts who wrote the original tips. The book begins with education. If you picked up the book based on the title, then you’re past diagnosis day and likely looking to dig into a meal. I hope you feel that I have provided some sugar and spice, and that you’ll read the book twice.

  


  ;)

  KIM


  CHAPTER 1

  Education

  If your daughter is under the age of three, you should contact your local Early Intervention program for access to services including speech, OT, PT, and more. These are free services, and many times the therapist will be able to come to your house. When we started Early Intervention in Bucks County, Pennsylvania, in 1997, Gianna was a newborn and getting out of the house was really tough. Google “Early Intervention” and the name of your state and/or county, or ask your pediatrician’s office for a contact.

  In 1986, Congress established a program of early intervention for infants and toddlers with disabilities in recognition of “an urgent and substantial need” to:

  •   Enhance the development of handicapped infants and toddlers and to minimize their potential for developmental delay;

  •   Reduce the educational costs to our society, including our Nation’s schools, by minimizing the need for special education and related services after handicapped infants and toddlers reach school age;

  •   Minimize the likelihood of institutionalization of handicapped individuals and maximize the potential for their independent living in society;

  •   Enhance the capacity of families to meet the special needs of their infants and toddlers with handicaps.1 (http://www.parentcenterhub.org/repository/ei-history/)

  After the age of three, your daughter is eligible for early intervention services through your local public school district. These services can include a half or even full day of preschool, as I discovered in Hudson, Ohio, when we moved from Pennsylvania in 1999. Both Mia and Gianna qualified for the program by virtue of their Early Intervention evaluations. This is another reason to make sure you are “in” Early Intervention: to smooth the transition into school-age services. As an exhausted Mom of two young children with autism, the mere thought of a school bus picking up my girls and taking them for morning early intervention services was heaven on earth. Take advantage of any and all services you can as soon as possible for your daughter and for yourself. Self-preservation is as important as your daughter’s progress. Trust me.

  Resources:

  Wrightslaw Special Education Law and Advocacy

  www.wrightslaw.com

  Parents, educators, advocates, and attorneys come to Wrightslaw for accurate and reliable information about special education law, education law, and advocacy for children with disabilities.

  Begin your search in the Advocacy Libraries and Law Libraries. You will find thousands of articles, cases, and resources about dozens of topics. See more at www.yourspecialeducationrights.com. The site’s primary purpose is to empower parents with the knowledge and understanding they need to advocate for their child’s education through engaging video programs.

  Know Your Rights!

  yourspecialeducationrights.com is the first and only video-based resource for parents. The site was developed by Special Education Attorney Jennifer Laviano, Special Education Advocate Julie Swanson, and Mazzarella Media, one of the nation’s leading educational content providers.

  Never before have parents had the ability to learn about their rights in such a practical, user-friendly format. Members will have access to a continuously updated video library covering essential information in order to secure appropriate special education services for their child.

  Jen and Julie’s experience brings to members the perfect combination of perspectives as lawyer, advocate and parent.

  IDEA: Your Child’s Rights

  Under the Individuals with Disabilities Education Act (IDEA), services such as speech therapy, occupational therapy, vision therapy, and behavioral therapy can be provided to the child by the school district, on the condition that it has been decided that it needs to be a part of the student’s individualized program at an Individual Education Program (IEP) team meeting, and written into the IEP. Parents need to inform themselves about the school district they are in, the quality of the services, their rights, and which professional in the area is the best to provide assessments of their daughter.

  —Chantal Sicile-Kira, www.chantalsicile-kira.com

  ~

  IDEA was passed in 1990 and is designed to provide kids with learning disabilities an appropriate education in the least restrictive environment possible. Parents are to be partners in choosing the best education fit. To do this, parents need to become familiar with the law so they know their rights and what services are available for their children.

  ~

  Parent rights under IDEA include the right to ask for an evaluation of your child at any time and the right to be part of the team deciding what special education services and therapies will be provided to your child.

  ~

  IDEA provides for your child to have an Individualized Education Plan (IEP) designed for her specific needs; for example, how much occupational, physical, and speech therapy will be provided.

  ~

  Should you not come to an agreement with your daughter’s school system, you do have the right to a due process hearing where an administrative officer or judge rules. Should it come to this, you will require the services of a lawyer. Again, it’s best to have an attorney (specializing in education law) in advance of this eventuality, if at all possible.

  ~

  What’s the big IDEA? It’s important to know that IDEA is in effect for your child until she graduates from high school, or until she reaches the age of twenty-one; after this point, services are provided on a state-by-state basis. Under IDEA, every child is entitled to a Free and Appropriate Public Education (FAPE), regardless of disability. In this context, the US Supreme Court has taken appropriate to mean that the program “must be reasonably calculated to provide educational benefit to the individual child.” In addition, under IDEA, all children are to be placed in the least restrictive environment possible. Remember: special education is a service, and not a place.

  ~

  Here are the key parental rights under IDEA to remember:

  •   Parents have the right to be informed and knowledgeable about all actions taken on behalf of their child.

  •   Parents have the right to participate in all meetings regarding evaluation and placement.

  •   Parental consent is required for evaluation and placement.

  •   Parents have the right to challenge educational decisions through due process procedures.

  ~

  The related services your daughter may be entitled to include:

  •   Speech therapy

  •   Occupational therapy

  •   Counseling

  •   Nursing services—medication administration

  •   Transportation

  •   Paraprofessional—health and/or transportation para

  
    Tips for Achieving the Least-Restrictive Environment for Your Child by Timothy A. Adams, Esq. and Lynne Arnold, MA

    Don’t allow your child to lose out on the benefits of being educated alongside typically developing peers. The least restrictive environment (LRE) is a fundamental requirement of IDEA: To the maximum extent appropriate, children with disabilities, including children in public or private institutions or other care facilities, are educated with children who are not disabled; and special classes, separate schooling, or other removal of children with disabilities from the regular educational environment occurs only when the nature or severity of the disability of a child is such that education in regular classes with the use of supplementary aids and services cannot be achieved satisfactorily. 20 USC § 1412(a)(5)

    ~

    Remember that general education is the default placement. Before offering a more restrictive environment, the school district must consider what supplementary supports and services, accommodations or modifications would allow the child to be successful in a general education setting.

    ~

    Don’t be afraid to ask “why?” It’s the school district’s job to explain to you why its placement offer is the LRE for your child. The IEP team must review the continuum of placement options before determining which one is the LRE for your child. As the parent, you’re the most important member of that team. Be sure to personally observe any proposed placement and consider bringing an independent evaluator with you.

    ~

    Ask the IEP team to explain each time segment of your child’s school day that has been designated as “inclusion” or “mainstreaming.” Make sure that any time your child’s IEP says she will spend among typical peers is meaningful. Otherwise, for example, your child’s inclusion time during lunch may only mean that your child is in the cafeteria at the same time as the regular education children. Your child may be restricted to a special table or there may be no attempt to facilitate her interaction with general education students.

    ~

    Consider the benefits of your child’s exposure to same-aged peers who are modeling age-appropriate language, skills, and abilities. Children learn from each other and imitate each other. Inclusion can make a big difference for a child both academically and socially, and eventually determine if the child will be on track for a certificate or diploma upon high school graduation.

    ~

    Don’t accept excuses that general education with an aide is more restrictive than a special education classroom. By definition, LRE is determined by the child’s exposure to her typically developing peers. If an aide is keeping a child from her peers, that’s a training and supervision issue, not an appropriate rationale to keep a child segregated in a special education classroom.

    ~

    Ask the IEP team about the implications of various placements. If the district says your child’s needs will be best met in a special education classroom, make sure you understand the specifics of those supposed advantages. For example, although a special day class will typically have a higher ratio of teachers/aides to children, it’s not a matter of simple math. Some aides may already be assigned to provide 1:1 help to specific children, and overall, the class may include children whose exceptional needs would skew the actual ratio throughout the school day. Also, the number of the children in the classroom can widely fluctuate throughout the school year.

    ~

    Don’t let unaddressed problems become an excuse for removing your child from a general education classroom. For example, if a child is disruptive, let’s determine a plan for reducing and eliminating the problem behaviors, which often includes developing a behavior plan. It’s an absolute inequity for an IEP team to simply move a disruption into a special education classroom. If your child’s behavior is disruptive, why is it unacceptable for the general education classmates, but reasonable for the special education classmates to experience?

    ~

    Don’t allow your child’s right to an individualized education program to be solely determined by the district’s existing structure for special education placement. For example, districts often tell parents that a particular classroom or program requires a certain testing score or other subjective criteria. Just because your child doesn’t fit neatly into their existing programs doesn’t lessen their obligation under state and federal laws to meet her educational needs.

  

  Remember the phrase “appropriate education.” Your daughter is entitled by the Individuals with Disabilities Education Act (IDEA) to a free and appropriate public education. If your BOE cannot provide one, they must cover the cost of an appropriate private school. Appropriate does not mean best! Keep this in mind. The Supreme Court interprets an appropriate education plan as one that “must be reasonably calculated to provide educational benefit to the individual child.”

  ~

  Remember, services are expensive, and, because of financial pressures, your state would prefer to offer as little as possible—so be prepared to fight.

  ~

  Should you believe a private school is the best option, and you’ll miss the $60k to $100k they cost, you will need an education lawyer. EDUCATION LAWYER. Not Uncle Steve or your next-door neighbor who happens to be an attorney. For this you need a specialist. Ask your target school, as they likely have a list of lawyers other parents use. Interview a few and choose the one you like, and ask for parent references!

  ~

  Be aware that parents have a lot of power. Don’t wait for two months to check in for results. If something is not resolved quickly, work on it. Teachers don’t always have as much leverage as you think. You may be able to help your child’s teacher resolve something much faster. Work as a team.

  —Autism and PDD Support Network, www.autism-pdd.net/autism-tips.html

  ~

  You and the district will have to come up with an Individual Education Plan (IEP). To prepare, read The Complete IEP Guide: How to Advocate for Your Special Ed Child by attorney Lawrence Siegel, and talk to parents already in the school system you are targeting to learn about what they have experienced.

  ~

  Don’t make assumptions. Small schools can offer excellent services, and large schools can offer poor services. Schools in rural areas can be enlightened. Schools in suburban districts can be stuck in outdated methods. Get to know your child’s IEP team members, and keep an open mind. Sometimes teachers need to be educated about autism and are open to learning more if it means helping your child.

  —Patti Ghezzi, schoolfamily.com, www.schoolfamily.com/school-family-articles/article/10685-help-your-autistic-child-succeed-in-school

  ~

  Nothing is as important as making a personal visit on a normal working day, to a short-list of several schools. Do not take your child with you on these preliminary informal trips; she may become excited, confused, or agitated, especially if she visits several in a short span of time.

  —Oaasis Information Sheet: Finding a Special Needs School/Home Learning, www.oaasis.co.uk/documents/info_sheets/finding_a_special_needs_school

  ~

  It is often an educational goal for parents and professionals for a child to be mainstreamed. While an important goal, it is more important to consider your child’s feelings of competence in these settings. Typical role models can be good, but the reality is that children’s interactions are full of innuendo. Academically, your child may be able to keep up with a mainstream class, but socially, she is likely lagging behind. Ask yourself: are these role models providing positive experiences for my child, or is my child feeling bullied, isolated, or incompetent in that environment?

  —Laura Hynes, LMSW, RDI Program Certified Consultant, www.extraordinaryminds.org

  ~

  Some questions to ask when you visit a recommended program:

  •   What is the educational philosophy of the program (ABA, DIR, TEAACH)?

  •   What is the class size and ratio to teachers/teaching assistants?

  •   How long has the school been using the current program (ABA, DIR, etc.)?

  •   How do the nonverbal kids communicate?

  •   What kind of success has the program had (i.e., kids moving to less-restrictive classes)?

  •   What programs are offered to parents?

  •   How long has the teacher taught at this school?

  •   What is their experience with kids with autism?

  •   How are related services provided?

  •   What services are currently being provided to students in the class?

  •   Does the school have a consultant or supervisor certified in the particular philosophy?

  •   Does the consultant/supervisor conduct ongoing training for school staff?

  •   What is the age makeup of the class? (There can only be a three-year age span in each class.)

  •   Where do the special education kids have lunch and recreation?

  •   Are there inclusion opportunities?

  •   How does the staff handle behavioral issues and/or self-injurious behaviors?

  •   What types of reinforcers are used at the school?

  •   Is medical staff available at the school?

  Don’t forget to observe a class and take copious notes!

  ~

  It is illegal for a school to tell parents that their child cannot come back to school unless on medication!

  Communicating with the School

  Communication: The most important thing to do is to establish open communication. Try to be nonthreatening. You can make friends and get what you need.

  —Autism and PDD Support Network, www.autism-pdd.net/autism-tips.html

  ~

  But if making friends doesn’t work, prepare to fight!

  ~

  Be sure to communicate any concerns or ideas right away, with a note, while the discussion can be relatively casual. By communicating early, you can avoid becoming angry and frustrated; by intervening early, you can avoid a situation growing into a bigger problem or crisis.

  —Autism and PDD Support Network, www.autism-pdd.net/autism-tips.html

  ~

  Consider your options. When you’re having a contentious experience with your child’s teacher, or when you think your child needs more than the school will be able to provide, look into private therapy, which might be covered by insurance. If you aren’t able to access services your child is entitled to, consider hiring an advocate or special education attorney to help you work with the school. Be the squeaky wheel that gets the grease.

  —Patti Ghezzi, schoolfamily.com, www.schoolfamily.com/school-family-articles/article/10685-help-your-autistic-child-succeed-in-school

  ~

  Whether a child with autism is in elementary, middle, or high school, the first step to fostering support begins with parents meeting with teachers and school leaders. Every public school is legally required to offer all students special services, and therefore, the earlier parents can meet with the school, the more tailored the program can be made for your autistic child.

  —Grace Chen, “5 Tips for Helping Your Autistic Child Excel in Public Schools,” www.publicschoolreview.com/articles/88

  ~

  As autism rates are soaring across the country, many schools are creating programs, classes, and resources specifically for students with autism. If the school does not offer these resources, ask leaders if any nearby cooperating county/district schools provide autism-specific support.

  —Grace Chen, “5 Tips for Helping Your Autistic Child Excel in Public Schools,” www.publicschoolreview.com/articles/88

  ~

  Document your child’s condition and school requirements. If your child is diagnosed with an autism spectrum disorder, make sure that the school has a copy of the diagnosis. This might seem obvious, but in some cases the school and district have been able to point out that they were unaware of any actual diagnosis of autism disorder.

  www.wellsphere.com/autism-autism-spectrum-article/ta-tips-tips-for-securing-a-teachers-assistant-for-your-autistic-student/146550

  ~

  One very effective way to keep communication open is to use logbooks. The teachers (and others who are working with your child) write in these each day and send them back home with the child. The parent reads what the teacher(s) write and responds and sends the book back with the child. These are especially effective with nonverbal children. It keeps the communication open between parent and teacher(s). Plus, sometimes writing to a teacher makes it easier to communicate an idea exactly the way you want to express it.
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