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For Lina in her epic struggle to free herself from bondage.





Introduction

As a parent of a girl with autism, I have struggled to find information specific to girls. Autism is usually considered a male thing; it is widely quoted that three out of four individuals diagnosed with autism are male. However, the reality according to experts such as Brenda Myles, PhD, is that girls with autism are under diagnosed because their autistic symptoms may look different than what parents and professionals are used to seeing in boys with autism.

There is less research on girls with autism, and parents of girls have had fewer resources to fall back on in order to find help with the practical aspects of raising their child. There are some areas that are definitely a girl thing (i.e., menstrual cycles), but there are other areas in which both girls and boys have difficulties (i.e., social relationships), albeit in a different way. Up until recently it has been difficult to get any information on how to help girls with autism that takes into account the gender differences.

Often the first problem parents of autistic girls encounter is getting a proper diagnosis. Many parents have a hard time convincing medical professionals that their child may have autism. Higher functioning girls often mask their symptoms and fool the experts. As girls, they have learned how to please adults—something boys are not usually taught. In addition, professionals may not see similar behaviors in boys and girls in the same light. A boy throwing temper tantrums or displaying rage may be considered as showing autistic-like behavior; a girl doing the same might be considered a “drama queen.”

Research suggests that even when girls are screened, autistic traits are not always picked up. In one study of sixty patients at a psychiatric hospital in the UK, none were diagnosed as autistic. Later, eleven of them were shown to have autistic traits, yet they were diagnosed with other conditions, such as personality disorders and schizophrenia.

Once parents get a proper diagnosis for their daughter, they often continue to have trouble convincing professionals, including educators, that she has autism, thus adding to their distress. Those on the more able end of the spectrum are usually diagnosed later than boys, as it is often when they hit puberty that their challenges become more obvious.When puberty hits, the differences between the non-autistic girls and the autistic girls become more apparent.

Girls with autism are different than boys with autism in various ways. When discussing their youth, women with autism share common themes. They remember having gender and identity issues because they could not identify with typical female roles. Feelings of naiveté and vulnerability were common to all of them as younger girls. Unfortunately, experiences of being taken advantage of, exploited, or abused were not unusual. On another note, an intense interest in animals was another common trait they shared.

Girls with autism are usually more social than boys with autism (although differently social than neurotypical girls); therefore, professionals do not think of autism as a possibility when difficulties begin to crop up. Girls with autism typically are not interested in their clothing, matters of hygiene, or trying to look nice for other people—something that girls usually learn early on in our society. As they grow into their teen years, this lack of attention to their dressing and grooming can be even more of a problem when it comes to connecting with their peers. Boys are more easily forgiven for being sloppy and paying less attention to style.

Teenage girls face added challenges with the onset of puberty. Girls on the autism spectrum are more at risk than boys for developing anorexia. Girls that are obsessed with systems and rules may grab on to the rules that govern eating. Becoming malnourished and underweight due to an eating disorder may further exaggerate autistic traits. Also, by age fifteen, the depression rate in female teens is twice that of male teens. Having to manage the hormonal changes in their bodies (including the onset of menstruation) makes things even harder for a teenager already dealing with social and communication difficulties. Teenage girls with autism tend to be shy or passive because girls in general are taught from an early age to hide their anger.

Parents of girls with autism face unique challenges as their girls grow into their teens. Having to teach daughters about the physical aspects of menstruation, why they have a period, and facts about birth control are topics that all parents grapple with; parents of girls with autism have the added challenge of discussing sexuality, and the giving or withholding of consent for their daughters who have much more difficulty understanding the feelings and rules associated with sexual relationships.

The good news is that as more and more professionals and researchers recognize autism in girls, and diagnose it more accurately, more resources will be developed to help these parents as they raise their daughters

Parenting a child with autism is a daunting task. I hope that the tips contained in this book make your life a little easier and help you find ways to help your daughter have the best possible life.





Author’s Note

This book seeks to provide helpful tips, general information, and strategies to help families master autism. This book is not intended to provide specific medical advice; all therapies and treatments discussed are for informational purposes only. If anything in this book conflicts with your doctor’s advice, you should follow your doctor’s advice. All medical treatments have the potential for harmful side effects, so seek the advice of your doctor before beginning any biomedical treatments for your child.

Autism is a spectrum, and all children with autism are different. What works for one child may not work for another. For this reason, some of these tips may appear to be contradictory. As a parent, your first job is to get to know your child, and in doing so, you will have a better idea of which tips in this book will apply to your daughter.

These tips have come from various sources, and we have kept the voice of the different contributors. In doing so, we realize that different terminology is used when describing children with autism (autistic child, child with autism, child on the spectrum, aspie, child with Asperger’s, high-functioning, more able, more impacted, etc.). Just remember: A rose by any other name smells just as sweet ...

These are tips and not rules, so try them out and adopt what works best for you and your child.



 Note that the book is organized by autism chronology, so that those beyond the early stages of diagnosis can skip to the tips they need. Tips are also numbered for the sake of reference.





SECTION 1

Pre-Diagnosis—Strategic Assessment

Our first set of tips focuses on early signs and symptoms of a possible autism spectrum disorder (ASD). Consider them your scouts and an early warning system.





CHAPTER 1

Early Symptoms of Autism Spectrum Disorders (ASD)

1.

If you have any inkling that your child’s development is off, it should be handled at the youngest possible age, as we now know that early intervention leads to better outcomes. Bring to your pediatrician’s attention any apparent delay or symptom (see list below), and do not accept “It’s a phase” or “Don’t worry” from anyone. Seek a second opinion if necessary!



 2.

There are many lists out there describing symptoms of autism, feel free to Google for more. We present a sample grouping below. Review, and if you note any delays see your pediatrician. Remember to err on the side of caution; it will help you catch any issues early when prognosis is better.





Speech Problems:



	Nonverbal (unable to speak, perhaps has a few words)

	Repetitive—repeating phrases over

	Inappropriate speech—speech which makes little sense

	Echolalia—repeating the vocalizations of another

	Scripting—repeating lines from a movie or TV show over and over



Social Problems:



	Does not understand typical social boundaries or behavior in social situations

	Decreased imaginary and pretend play

	Extremely hyperactive or underactive

	Extreme tantrums—uncontrollable

	Tunes others out, plays by self

	Frequently does not notice someone entering the room

	Inappropriate playing with toys or prefers objects that are not toys

	Poor eye contact

	Lack of fear in dangerous situations (climbing on shelves)

	Often does not return a happy smile from parents

	Difficulty with transitions (could be location or activity transitions)



Sensory Problems:



	Unusual pain tolerance

	Avoids close contact or makes unusually close contact (looks into face)

	Frequently annoyed by certain sensations such as clothing tags, wearing shoes, and/or avoids or seeks out certain textures (sand, carpeting, grass)

	Bothered by large, noisy crowds

	Sensory seeking—requires deep pressure squeezing, hugging, and or massage



Movement Problems:



	Self-stimulating behaviors (known as “stimming”; i.e., hand flapping, repetitive movements, lining up objects)

	Self-restricted diet (i.e., eats only chicken nuggets)

	Unusually aggressive or self-injurious behaviors (head banging, biting)

	Obsessed with routines (avoids change)

	Obsessed with spinning objects



3.

And from the National Autism Association—warning signs your child may have autism:



	Little or no eye contact

	Does not respond to name by 12 months

	Does not babble or coo by 12 months

	Does not gesture or point by 12 months

	Does not say single words by 16 months

	Has ANY loss of ANY language or social skills at ANY age



4.

Children who are at risk (particularly those whose parents have autoimmune conditions or siblings on the spectrum) should be watched very closely for any of the symptoms listed above.



 5.

A child with autism will often experience sensory overload; they will cover their ears to sounds which overwhelm them, cover their eyes or look away from painful visual impressions, and may self-limit their diet or attempt to taste non-food items to avoid or satiate acute tastes.



 6.

Many kids who are eventually diagnosed with autism had at the beginning some evidence of hypersensitivities, focused around auditory, tactile, and vestibular (body position and movement) inputs. Others may show no reaction to auditory, tactile, and vestibular inputs due to hypotonia (low muscle tone and the inability to respond with movement).



 7.

For an autistic child already in the first sensory motor phase, the individual relationship with a key person, usually the mother, fails to appear, and the child’s attention is directed mainly towards the spatial world.

—Bob Woodward and Dr. Marga Hogenboom, 
Autism: A Holistic Approach



 8.

Children with Asperger’s syndrome may not display any real challenges until third or fourth grade, when organizing school assignments becomes more complicated, and the children start changing classrooms.Your daughter may be frustrated with school, or fall behind because of her lack of organizational skills, and you may find yourself irritated with what looks like a lack of effort. A teacher may also notice that something is amiss.You may be noticing problems in the social skills area, or hear from the school about problems during recess or during PE, where athletic and social skills are required. If you suspect that your child has Asperger’s syndrome, and you’ve ruled out distractions like bad chemistry with the teacher or a social issue, your best recourse is to have the child tested for an Autism Spectrum Disorder (ASD).



 9.

If your pediatrician isn’t seeing what you see, don’t wait for him or her to come around. If your child is under the age of three, contact your state’s early childhood intervention program and ask for an evaluation.You can also visit a developmental pediatrician or a clinical psychologist trained in diagnosing ASD.

—Anissa Ryland, Director, Thoughtful House Center for Children



 10.

Even if your family pediatrician suspects an ASD, it’s a good idea to bring your child to a professional who specializes in diagnosing ASDs.Your pediatrician can recommend a specialist, or you can find one through your local hospital, school district, university, or state agency that specializes in ASDs.

—Karen Siff Exkorn, The Autism Sourcebook





CHAPTER 2

Welcome to the Club Nobody Wants to Join

11.

There are certain historical events that greatly impact the world, and all people grieve and acknowledge together the feelings they share. Events such as the terrorist attacks on 9/11, or the day that President John F. Kennedy was assassinated, or the day that Princess Diana was killed in a car accident in Paris; you never forget where you were when you found out about these events. The day you receive the news of your child’s diagnosis is just as traumatic; the only difference is, no one else is sharing your pain. The people you pass on the street have the same life they had an hour ago, but yours has changed forever.

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



 12.

As a parent, you did not choose to have a girl with autism. However, you can choose how you are going to react and what you are going to do about it. The first step is to acknowledge the emotions you are feeling. Realize that all parents go through these emotions—they are real and unavoidable. These emotions have been likened to the five stages of grief that a person goes through when faced with the death of a loved one. In this case, your daughter is still here, but what you are mourning is the loss of your expectations, of everything you had hoped and dreamed for with the birth of your girl. The second step is learning all you can to help your child recover or reach her full potential.

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



 13.

Once you have determined that your child’s development and behavior profile contains autistic manifestations and features, you will be guided (by a variety of well-intentioned and well-meaning professionals or parents) onto the “Autism Superhighway.” Do not allow yourself to journey down the road marked CURE. Instead, travel down the road toward RECOVERY. The journey to recovery will not be a sprint but a marathon. There will be times when the road is smooth and straight and times when there will be curves, dead ends, and detours. Find yourself a developmental pediatrician or another professional who is willing to be your guide and GPS system. Avoid cookie-cutter approaches, interventions, and action plans. Instead, let your child’s unique and individual profile guide you on this journey.

—Dr. Mark Freilich,Total Kids Developmental 
Pediatric Resources, New York City



 14.

Early intervention is the best intervention,so speed is of the essence. Contact the nearest good early-intervention program, which will no doubt have a waiting list. Get on it no matter how long it is; the waits are frequently shorter than predicted. Stress that your child is under the age of three, as younger children are given priority.



 15.

Solicit help from friends and family; a strong support system can be of enormous help.



 16.

Contact the local chapters of the Autism Society of America (ASA), the National Autism Association (NAA), and Talk About Curing Autism (TACA), and find parents to connect with and learn from. They can share information about professionals and schools in the area. Professionals are often restricted when it comes to the information they can share.



 17.

Start a crash course of self-education—you need to become an autism expert now. Check your resources: be careful where you get your information, as anybody can put up a website or self-publish a book. There is a great deal of information, but start by subscribing to The Advocate, Spectrum Magazine, The Autism File, and the ARRI Quarterly.



 18.

As you move forward in your treatments, school selection and other endeavors, do not become wedded to any one institution or individual. Things will change with your child over time and you will need to monitor and adjust programs and individuals accordingly. Be flexible and constantly seek improvements.



 19.

Accept and love your child for who she is. Rather than focusing on how your autistic child is different from other children and what she is “missing,” focus on what makes your child happy. Enjoy your kid’s special quirks, celebrate small successes, and stop comparing your child to others—developmentally challenged or not.

—Reprinted with permission from Helpguide.org. See 
www.helpguide.org/mental/autism_help.htm
for additional resources and support.



 20.

Be patient and optimistic. It’s impossible to predict the course of an autism spectrum disorder. Don’t jump to conclusions about what life is going to be like for your child. Like everyone else, people with autism have an entire lifetime to grow and develop their abilities.

—Reprinted with permission from Helpguide.org. See 
www.helpguide.org/mental/autism_help.htm
for additional resources and support.



 21.

Waiting for a diagnosis can be stressful, but it’s important to remember that the diagnosis in and of itself won’t change your child. She’s still the same little girl you’ve always loved.



 22.

Don’t believe everything you read on the Internet, especially the stuff that blames you as a parent for your child’s condition. It’s not your fault; it never was, and it never will be.

—Donna Satterlee Ross and Kelly Ann Jolly, That’s Life with Autism



 23.

Likewise, stay away from anyone offering a “cure,” or anyone who professes that his or her method will work for everyone with an ASD.



 24.

Just because one professional doesn’t have an answer doesn’t mean the next won’t. Talk to as many people as possible. Educate yourself. Keep asking questions. The answer may be out there, and it’s up to you to find it.

—Judith Chinitz, MS, MS, CNC, author of We Band of Mothers



 25.

Don’t ignore your inner parent voice. If you think a professional is is off-base, don’t dismiss your instinct because you’re “just” a parent, and he or she is a highly esteemed professional. Get another opinion.

—Jane Johnson, Managing Director, Autism Research Institute



 26.

If you keep trying you may have only a .001 percent chance of helping your child—but that’s still more than the 0 percent chance they’ll have if you give up.

—Judith Chinitz, MS, MS, CNC, author of We Band of Mothers



 27.

Please don’t make the mistake of getting so caught up with what caused your child’s ASD that you miss out on getting immediate treatment for your child. As much as you may want to find the reason why your child has an ASD, it’s important that you attend to what’s really important right now.

—Karen Siff Exkorn, The Autism Sourcebook



 28.

The earlier a child begins treatment, preferably as soon as the first sign of autism is noticed, the easier treatment can be, and the more rapid the recovery or improvement.

—Julie A. Buckley, MD, Healing our Autistic Children



 29.

Parents need to knowat the outset that the complexity of ASD means that diagnostics and treatment are neither easy nor quick. A great deal of devotion, time, patience, and hard work is required; the strains upon economic and emotional resources may be great.

—Jaquelyn McCandless, Children with Starving Brains



 30.

One must modify one’s expectations. Expecting too much at one go is not advisable. Set small goals for the autistic child, which he or she is able to achieve.

—Instah.com, “Top 10 Ways of Dealing with Autistic Children,” 
www.instah.com/children-health/top-10-ways-of-dealing-with-autistic-children/





SECTION 2

Diagnosis and Evaluation—Formation

So, your daughter has been diagnosed with autism. She is now a child with autism, not an autistic child. Remember that distinction, because if you have autism, you can improve. If you are autistic, that is who you are. Now pick yourself up; there is much to be done. And remember—you are now in a club with others. None of us wanted to be here, but here we are, together. You are not alone. Read on.





CHAPTER 3

About the Diagnosis

31.

There are some medical problems that can be mistaken for autism, and diagnosing and treating these early is a good idea. The usual suspects include seizure disorders, including Rett and Landau-Kleffner, mitochondrial disorders, and stroke in utero, among others.

—Tara Marshall



 32.

The first step toward obtaining assistance for your daughter is getting a diagnosis of autism. Many parents have a hard time with this, since a child doesn’t always display the behaviors they are concerned about during a doctor’s appointment. Recording your daughter’s behavior and showing it to the doctor can be extremely helpful.



 33.

A diagnosis of Pervasive Development Disorder–Not Otherwise Specified (PDD-NOS) in a young child (toddler) is likely to change over time. Frequently it leads to a full autism diagnosis, particularly without early intervention. This being the case, proceed as if you have received an autism diagnosis.



 34.

Specialists sometimes choose PDD-NOS instead of an autism diagnosis because they think the “a-word” frightens parents. Don’t be afraid of the label, because it will help you get the services you need.



 35.

Girls with Asperger’s syndrome will in manycases come across as “little professors” in the same way that boys do, speaking in a pedantic manner, displaying an impressive vocabulary, and talking obsessively on subjects of interest. However, due to their stronger social abilities, such behaviors in girls are more likely to be taken for general intelligence than as evidence of an autism spectrum disorder.

—Jennifer Copley, “Girls with Asperger’s Syndrome: Gender 
Differences in Behavior and Social Interaction,” April 4, 2008, 
www.suite101.com/content/girls-with-aspergers-syndrome-a49866#ixzz0y1Wlj7CG



 36.

Individuals with Asperger’s syndrome (AS) may escape into their imaginations, in some cases creating an entire imaginary world that is more hospitable than the one in which they find themselves. In such cases, the children simply appear creative or imaginative, and few suspect AS, particularly among girls.

—Jennifer Copley, “Girls with Asperger’s Syndrome: Gender 
Differences in Behavior and Social Interaction,” April 4, 2008, 
www.suite101.com/content/girls-with-aspergers-syndrome-a49866#ixzz0y1Wlj7CG



 37.

Because social situations are stressful and awkward for girls with Asperger’s, they often learn to mimic people who have stronger social skills. They may adopt someone else’s mannerisms, facial expressions, and even vocal intonations. Again, this is sometimes misinterpreted—especially in older children or adults—and may be misdiagnosed as a personality disorder.

—www.yourlittleprofessor.com/girls.html



 38.

Diagnoses you may receive:



	Autism spectrum disorder.

	Asperger’s syndrome—Social skills are the issue.

	Childhood disintegrative disorder—Learning skills totally disintegrate, including toileting; includes low IQ and mental retardation.

	Rett syndrome—More common in girls, 1 in every 10,000 to 15,000. Includes autism symptoms along with motor coordination problems; onset at 6 to 18 months.

	Pervasive developmental disorder–not otherwise specified (PDD-NOS)—Child does not meet sufficient criteria for diagnosis of autism or Asperger’s. Frequently children are initially diagnosed with PDD-NOS and then move to autism.







CHAPTER 4

Which Evaluations to Get, and How to Get Them

39.

For early intervention services,if a child is under the age of three, call your local early intervention agency. Check your state’s Developmental Disability Agency for more information at www.ddrcco.com/states.htm.



 40.

For special education services, if a child is three or older, contact the local school district.



41.

Before services can be provided, it might be necessary to complete further assessments and evaluations. These might include:



	An unstructured diagnostic play session

	A developmental evaluation

	A speech-language assessment

	A parent interview

	An evaluation of current behavior

	An evaluation of adaptive or real-life skills

	A psychological evaluation

	A Psychosocial Evaluation

	Autism Diagnostic Observation Scale (ADOS)

	Autism Diagnostic Review/Autism Rating Scale (ADI-R)

	Childhood Autism Rating Scale (CARS)

	Speech

	Occupational



42.

Be sure that evaluators fully assess your perspective and your experiences of your child. The best results and recommendations from evaluations are based on well-validated and/or standardized assessment tools, a complete psychosocial history, parent report, and clinical observations of the child’s interactions with peers, family members, and the evaluator.

—Lauren Tobing-Puente, PhD, Licensed Psychologist, 
www.drtobingpuente.com



 43.

Remember: You have the right to request private evaluations each year if your daughter is not making progress.



 44.

Before patients and physicians can agree on the best treatment decisions, a good diagnosis is critical. Many treatment options are available, and I have found that most of these children need many kinds of therapy, some applied simultaneously and some sequentially, to optimize the outcome.

—Jaquelyn McCandless, Children with Starving Brains



 45.

Once your daughter turns three, any therapies implemented by the state may be assumed by the public school system.



 46.

To garner the highest amount of services for your child, do not shy away from an autism diagnosis/label. If your daughter is on the border of autism and “high-functioning,” go for the full autism diagnosis—you will receive more hours of therapy, and the diagnosis can always wbe adjusted later with improvement. Additionally, if your child is on the autism/mental retardation (MR) border, work to get the autism label—again, the level and amount of therapy is superior, given perceived better outcomes for autism over MR.





SECTION 3

Education—Planning a Siege

Your daughter’s diagnosis is complete. You have marshaled your forces and organized yourself. Now heed the words of Sun Tzu:



 Plan for what is difficult while it is easy; do what is great while it is small. The most difficult things in the world must be done while they are still easy; the greatest things in the world must be done while they are still small. For this reason sages never do what is great, and this is why they can achieve greatness.





CHAPTER 5

IDEA: Your Child’s Rights on the Battleground

47.

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 your daughter.

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



 48.

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.



 49.

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.



 50.

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.



 51.

The specific services to be provided are decided at the annual IEP meeting, which includes yourself, your daughter’s teachers, various school representatives, and a parent representative.You can bring your own specialists and support folks to help you in any way (moral support, reminders, etc.).



 52.

It’s best to consult with a specialized education attorney before attending the meeting.



 53.

Bring a copy of the law with you to review prior to sitting down at the meeting. It’s also important to bring along any other helpful documentation. Many times, they (the state team) will incorporate what you give them.



 54.

Should your daughter not progress, you have the right to question the plan and request an IEP meeting at any time to reassess the services and service levels (number of sessions) provided.



 55.

If thereis a conflict with the educators, you have the right to have your daughter reevaluated. In this case, you may want to seek out a private evaluation, which can cost from a few hundred to a few thousand dollars. If you have a Medicaid waiver, you may be able to get a free outside evaluation (or at least a discounted one). Depending on where you live, it could take a while to get an appointment, so call as early as possible.



 56.

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.



 57.

The U.S. Department of Education has information about federal laws and state laws. Every state has a Protection and Advocacy office which can provide you with free information in regard to your child’s rights under special education. Most offices provide these laws and your rights in simple language for the layperson, in English as well as in different languages.



 58.

What’s the big IDEA? It’s important to know that IDEAis in effect for your child until she graduates from high school, or at least 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 U.S. 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.



 59.

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.



60.

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



 61.

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 (Individuals with Disabilities Education Act): 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)



 62.

Get an independent educational evaluation (IEE) of your child’s needs. This can be done by a behaviorist or psychologist with educational experience who observes your child at school and/or at any placement proposed by your school district. This professional can provide a third-party, objective recommendation on the appropriate placement as well as the accommodations and modifications that are necessary for your child to succeed.



 63.

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.



 64.

Don’t be afraid to ask “why?”It’sthe 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.



 65.

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.



 66.

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.



 67.

Deconstruct your child’s challenges in a goal-oriented framework. What are the specific barriers to your child being successful in a regular education placement? Break down each challenge into goals—then brainstorm on what accommodations, modifications and behavioral supports are necessary for your child to achieve greater independence in the classroom.



 68.

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.



 69.

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.



 70.

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?



 71.

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.



 72.

If not now, when? Now is the best time to determine how a child can gain educational benefit from inclusion. If the IEP team is not offering inclusion, what are their reasons? If the district is refusing to provide the least restrictive environment, they must provide Prior Written Notice [34 CFR §300.503 (a)] which includes a description of their refusal, the reasons for that refusal, description of factors considered in their refusal, explanation of alternative choices, any other reasons for their refusal, resources for the parent to understand Part B of the IDEA and a copy of the parents’ procedural rights.







CHAPTER 6

Individualized Education Program (IEP): Your Child’s Weapons

73.

Remember rthe phrase,“appropriate education.” Your daughter is entitled by the Individuals with Disabilities Education Act (IDEA) to a free 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.”



 74.

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



 75.

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!



 76.

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



 77.

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.



 78.

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



 79.

Teachers who work with autistic children need to understand associative thought patterns. An autistic child will often use a word in an inappropriate manner. Sometimes these uses have a logical associative meaning and other times they don’t.

—Temple Grandin, PhD, Thinking in Pictures



 80.

Be optimistic.Stories of battles between parents and teachers over education for a special-needs child are common, but there are many success stories.

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



 81.

If you feel that decisions are being made without you, call and ask to be included in discussions.You can suggest a “pre-IEP” meeting to talk about some of your ideas and what your goals and the goals of your child are. This is especially helpful for meetings that involve therapists and/or both special and general education staff. By talking before the meeting with the specific people who are responsible for your areas of concern, you can structure the formal meeting so it goes smoothly and so the entire group can sign off with only one meeting.

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



 82.

Encourage a work ethic at home. Put value on those traits that promote success in school: responsibility, consequences for behavior, organization, and punctuality. Jobs at home translate into expectations. A sense of cooperation and self-worth follow.

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





CHAPTER 7

Finding the Right School

83.

When looking at schools, focus on the right educational and therapeutic environment for your daughter. The right educational program in an overcrowded, busy school will not help your daughter in the long run if she has significant sensory issues. A smaller, soothing class might accomplish more than the educational program itself. Overall, choose the environment that will allow your daughter to function at her best.



 84.

Consider moving to another state. Some states spend a greater percentage of their budgets on social services and thus have more services available. These states tend to have a higher percentage of children with autism as well, so there are more parents to network with and likely more specialized schools. Put politics aside, because you need all the help you can get; seek out those states friendliest to the “autism family.” Easter Seals has compiled a list titled State Autism Profiles: www.easterseals.com/site/_autism_state_profiles. Check it out and see where your state ranks.



 85.

In school, your child’s class should have almost as many teachers and assistants as kids. If she is high-functioning end of the spectrum, focus on mainstreaming and having typical peer interactions. If she is on the severe end of the spectrum, focus on a high teacher student ratio and large amounts of therapy time.



 86.

View the lists of special needs that a school can meet with a certain amount of skepticism: Make sure the school addresses the difficulties of the conditions, and doesn’t just contain them, or think they can cope because they “had a student with this diagnosis a year or so back.” Ensure that the staff receives training in their students’ particular difficulties. Go for a school or classroom placement which offers the right experience.

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



 87.

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



 88.

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



 89.

Consider choosing a school in which your child will not be noticeably more “peculiar” than everyone else; children are harsh critics. Children on the spectrum will not pick up typical behavior by observation; it will need to be formally taught to them.



 90.

Children who attend learning-disabled schools are often more accepting of differences in others; even if they are simply dyslexic, they often place less value on conformity.



 91.

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?
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