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    Chapter Objectives:

    • Describe the symptomatology of autism spectrum disorders.

    • Describe the variability in autism symptomatology across people with autism.

    • List and describe the autism spectrum disorders with the DSM-IV-TR.

    • Describe two autism classification systems (DSM-IV-TR & ICD-10).

    • Describe the current prevalence of autism and the issues associated with measuring the prevalence.

  

  Autism is a neurobiological developmental disorder initially characterized by Leo Kanner (1943) and Hans Asperger (1944). Since their initial descriptions, the identification and classification of autism have undergone many iterative changes. The current approach to autism classification is outlined in the Diagnostic and Statistical Manual of Mental Disorders–4thEdition–Text Revision (DSM-IV-TR; American Psychiatric Association, 2000). This manual provides a classification system for diagnosing and differentiating autism under the heading “pervasive developmental disorders.” However, the identification of autism typically involves a team of professionals. Chapters 2 and 3 provide descriptions of the autism identification processes. Autism is not a single disease. It is characterized by a spectrum of disorders, which varies across and within children over time. In most cases, autism first appears in early childhood and continues throughout adulthood. Advancements in autism treatment often lead to improved outcomes over time.

  Autism symptomatology manifests with much variability. Today there are several different conditions related to autism commonly known as Autism Spectrum Disorders (Volkmar, State, & Klin, 2009). The term autism is used throughout this book to refer generally to children with Autism Spectrum Disorders. Although there are many commonalities, there is no single behavioral marker for autism. The hallmark autism symptoms are deficits in social behaviors. The criteria used for classification of autistic disorder mirror the triad of impairments first described by Leo Kanner (1943). Characteristics include qualitative impairments in social interactions, communication, and restricted, repetitive, and stereotyped patterns of behavior. Additionally, delays in social interaction, communication, or symbolic play must be present before the child turns 3 years old (American Psychiatric Association, 2000).

  About 60% of children with autism experience significant cognitive delays (Fombonne, 2005), and about 30%–50% will not develop functional speech; however, these numbers are decreasing with early diagnosis and treatment (Chakrabarti & Fombonne, 2005). Although, autism is considered a mental health disorder, it severely impacts development and academic achievement in most children. Thus, the vast majority of children with autism will be eligible for specialized early intervention and education services (see Chapter 3 for more on educational eligibility). Autism is considered a severe disability due to the intense, lasting effects the disorder has on the individual and his or her family.

  DIAGNOSTIC CLASSIFICATION

  Classification systems are important for helping families understand their child’s behaviors, provide access to appropriate treatment, and conduct and replicate research on autism treatments. Two classification systems are widely used to diagnosis autism. The American Psychiatric Association publishes the DSM. The most recent version, the fourth edition with text revisions (IV-TR), was published in 2000. The World Health Organization (WHO) publishes the International Classification of Diseases (ICD). The ICD-10 is the international standard diagnostic classification system used to record a variety of world health records, including mortality and morbidity statistics. Although these two classification systems define autism along the triad of impairments (atypical social, communication, and patterns of behavior), there are some important distinctions. These are discussed further.

  DSM-IV-TR. The DSM-IV-TR includes autism as one of five Pervasive Developmental Disorders (PDDs; American Psychiatric Association, 2000). The five PDDs include the following: Autistic Disorder, Rett’s Disorder, Childhood Disintegrative Disorder, Asperger’s Disorder, and Pervasive Developmental Disorder-Not Otherwise Specified (PDD-NOS; American Psychiatric Association, 2000). Each of these disorders manifests with pervasive social and behavioral deficits. The most recognized of the PDDs is Autistic Disorder. The criteria for DSM-IV-TR for Autistic Disorder is listed here.

  
    Diagnostic Criteria for 299.00 Autistic Disorder:

    A. A total of six (or more) items from (1), (2), and (3), with at least two from (1), and one each from (2) and (3):

    1. qualitative impairment in social interaction, as manifested by at least two of the following:

    a. marked impairment in the use of multiple nonverbal behaviors such as eye-to-eye gaze, facial expression, body postures, and gestures to regulate social interaction

    b. failure to develop peer relationships appropriate to developmental level

    c. a lack of spontaneous seeking to share enjoyment, interests, or achievements with other people (e.g., by lack of showing, bringing, or pointing out objects of interest)

    d. lack of social or emotional reciprocity

    2. qualitative impairments in communication as manifested by at least one of the following:

    a. delay in, or total lack of, the development of spoken language (not accompanied by an attempt to compensate through alternative modes of communication such as gesture or mime)

    b. in individuals with adequate speech, marked impairment in the ability to initiate or sustain a conversation with others

    c. stereotyped and repetitive use of language or idiosyncratic language

    d. lack of varied, spontaneous make-believe play or social imitative play appropriate to developmental level

    3. restricted repetitive and stereotyped patterns of behavior, interests, and activities, as manifested by at least one of the following:

    a. encompassing preoccupation with one or more stereotyped and restricted patterns of interest that is abnormal in intensity or focus

    b. apparently inflexible adherence to specific, nonfunctional routines or rituals

    c. stereotyped and repetitive motor mannerisms (e.g., hand or finger flapping or twisting, or complex whole-body movements)

    d. persistent preoccupation with parts of objects

    B. Delays or abnormal functioning in at least one of the following areas, with onset prior to age 3 years: (1) social interaction, (2) language as used in social communication, or (3) symbolic or imaginative play.

    C. The disturbance is not better accounted for by Rett’s Disorder or Childhood Disintegrative Disorder. (American Psychiatric Association, 2000, p. 75)

    Source: Reprinted with permission from the Diagnostic and Statistical Manual of Mental Disorders, Fourth Edition, Text Revision (Copyright © 2000). American Psychiatric Association.

  

  International Classification of Diseases. The ICD-10 (WHO, 1992) classification system is widely used in Europe and around the world. The criteria for childhood autism are similar to the DSM-IV-TR criteria for Autistic Disorder. They include the following:

  • Abnormal or delayed development prior to age 3 in

  [image: image] Receptive or expressive language

  [image: image] Social interactions

  [image: image] Functional or symbolic play

  • Qualitative impairments in social interactions

  • Qualitative impairments in communication skills

  • Restricted, repetitive patterns of behavior

  As is evident, the DSM-IV-TR and ICD-10 include similar criteria to diagnose autism.

  PREVALENCE

  The prevalence (number of cases at a particular time in a particular area) of autism is increasing at a faster rate than any other developmental disability in young children; autism affects approximately 1 in 110 children (Centers for Disease Control and Prevention [CDC], 2007). Recent numbers from the CDC suggest the prevalence might be closer to 1 in 88 children (2012). It affects about 1.5 million Americans and is increasing at a rate of about 10%–17% per year. A new case is diagnosed almost every 20 minutes. These numbers are staggering and call for urgent public health action in the areas of early identification and treatment.

  These prevalence statistics are based on a research study conducted by the CDC in 11 states (2007). This study found differences across states in the rates of autism. However, the average prevalence across the 11 states was 1 in 110 children. The differences across states were in part due to the availability of educational and medical records. Individual child records for all 8-year-old children in 2006 across the 11 states were reviewed by trained autism clinicians and coded for meeting autism DSM-IV-TR criteria. The most consistent findings across the 11 states were the higher prevalence of autism in boys than girls. The prevalence also varied by race. Across states the prevalence of autism was higher in white children than black or Hispanic children in all 11 states. The majority of children with autism across all 11 states were receiving special education services in schools. This study also compared prevalence rates over time and found an increase between 2002 and 2006. Although the rate of increased prevalence varied across states, rates increased across all 11 states with notable differences found in the increases in white children. This study also found a notable decrease in the median age of earliest documented autism diagnosis, which is not surprising given the increases in research on early screening and surveillance efforts (see Chapter 2 for more information on early screening efforts). The causes for this increase in autism are unknown. However, the increases are likely due, at least in part, to better diagnostic practices and tools, the expansion of the definition of autism (which includes more behaviors), and an increased awareness of the disorder among medical and educational professionals.

  ETIOLOGY OF AUTISM

  Autism is a neurobiological developmental disorder, which means it is caused by disorders or impairments in the brain or central nervous system. In general, neurodevelopmental disorders are associated with mental, emotional, and physical impairments. Autism likely results from early brain abnormalities that affect multiple neural systems (Coleman, 2005). Research suggests the brains of children with autism grow at abnormal rates (Courchesne et al., 2001). In fact, Kanner’s original description of autism noted an increased head circumference in some of the children with autism (Minchew, Sweeney, Bauman, & Webb, 2005). Autopsy studies have revealed abnormalities in the amygdala, cerebellum, brain stem, and temporal lobes of people with autism (Schultz & Robins, 2005). This research clearly points to neural abnormalities in the mechanics of autism; however, many questions remain.

  In recent years, many contentious debates about the nature of autism have emerged. Clinicians debate whether autism is a disorder characterized across a spectrum or a group of related, similar disorders. Likewise, many contentious debates have emerged related to the causes or etiology of autism. To date, the etiology of autism is unknown. Nonetheless, empirically supported research advances in the causes and genetic influences of autism are currently being made. Scientific research is imperative to understand the causes and identify effective treatments for autism.

  Since autism was first documented, there have been several ideas about the causes of autism; however, none are substantiated. Several of these ideas have received widespread media attention, and unfortunately, some have had an adverse impact on young children and families. For example, vaccines were inaccurately linked to increases in autism, which led many parents to refuse to vaccinate their children. These claims were based on falsified data that had been published but was recently fully retracted by the medical journal The Lancet (Wakefield et al., 1998) . This article was retracted because the editors determined that many of the claims made in the original paper were inaccurate. They found that the primary author manipulated patient data and misreported results. Since this study was published, several methodologically sound (i.e., rigorous and accurate) clinical studies have reported no link between vaccines and autism. Unfortunately, many parents continue to refuse to vaccinate their children, which puts the general population at risk for developing previously eradicated diseases (i.e., whooping cough and measles). Both of these diseases are entirely preventable through childhood vaccines, and both can be fatal when contracted by infants who are too young to be vaccinated or people with compromised immune systems. Furthermore, the American Academy of Pediatrics (AAP), the American Medical Association (AMA), the CDC, and the Institute of Medicine (IOM) recently concurred in a joint statement that science does not support a link with autism and vaccines (see Stratton, Gable, & McCormick, 2001). More information is available on the AAP website: http://www.aap.org/healthtopics/Autism.cfm and http://www.cispimmunize.org/. For a list of facts about autism and vaccine safety see the following: http://www.aap.org/advocacy/releases/autismparentfacts.htm.

  General consensus among autism researchers is that genetic factors are the most predominant known causes of autism, although the exact genetic links are complex and not well understood. Recent genetic research has demonstrated a greater than 60% concordance rate among identical twins and an increased risk for siblings of children with autism (Baron-Cohen, 2004; Popper, Gammon, West, & Bailey, 2005). Also, research suggests relatives of people with autism have an increased rate of aberrant social, communication, or patterns of behavior (Rutter, 2005). However, no single “autism gene” has been identified. The genetics of the disorder are as complex as the manifestation of the disorder.

  CONCLUSIONS AND FUTURE DIRECTIONS

  In recent years, more and more children with autism are receiving services in inclusive preschool classrooms alongside typically developing peers. Federal law mandates that children with disabilities receive services within the least restrictive environment, which means inclusive, community settings must be considered and rejected before placement into a segregated classroom can occur. Further, current research supports the inclusion of children with autism into community or public school preschools with typically developing peers based upon four sets of research findings. First, inclusive preschools provide a supportive and responsive context for implementing evidence-based practices. Second, inclusive settings occasion social interactions and communication among children with autism and their typically developing peers, which represent core skill deficits for children with autism. Third, the benefits of inclusive classrooms include generalization of social skills across people, which is an essential component of effective curricula for children with autism. Finally, research has documented more positive attitudes toward children with disabilities by typically developing peers when students with disabilities are included in the preschool environment. Not surprisingly, this shift in the location of services for children with autism has significantly influenced research and professional development for them. Most notably, recent research has shown children with autism benefit from inclusive classrooms when instruction is focused on teaching skills to help them function independently and is delivered in meaningful contexts by contingent, supportive, and responsive adults.

  Professional development and implementation of evidence-based practices have emerged as major issues in early childhood autism. The escalating numbers of young children with autism entering schools each year have had a tremendous impact on professional development programs across a range of disciplines (e.g., education, school psychology, speech pathology). The need to train professionals to work with this population of students has required many professional development programs to evaluate their curricula and include educational assessment, programming, and collaboration for young children with autism. To ensure positive outcomes for young children with autism, these programs need high quality materials, which translate the current research base into information that professionals can use (Dunst & Trivette, 2009; Odom, 2009).

  Implications for practitioners are threefold. First, currently there is a substantial shortage of practitioners with the assessment skills critical for early identification and intervention. Second, practitioners are often not aware of effective, newer practices. Third, practitioners from multiple disciplines need to collaborate and coordinate their efforts in order to maximize outcomes for children with autism. This text will describe current research on the etiology of autism, a range of effective assessment procedures, approaches for meaningfully integrating family participation and supports in developing goals and interventions, procedures for intervention planning and implementation in natural settings, methods for promoting generalization and maintenance of skills, and strategies to promote collaboration and teaming across multiple disciplines. Thus, the primary focus of this book is to support practitioners working with young children with autism in the use of effective, evidence-based practices. This text will guide practitioners in identifying and implementing effective strategies that address the unique characteristics of children with autism and their families.
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    Chapter Objectives:

    • Describe the importance of early detection for autism.

    • List and describe early markers of autism.

    • List and describe autism-specific screening and diagnostic measures.

    • Differentiate the medical and educational eligibility determination.

    • List the clinical assessment process.

  

  INTRODUCTION

  As described in Chapter 1, autism is characterized by a spectrum of disorders, which is classified and differentiated via behavioral characteristics. Although many recent studies have identified a strong genetic link for autism (e.g., Rutter, 2005; Volkmar, Lord, Bailey, Schultz, & Kline, 2004), there is no blood test or single gene that identifies autism. Behavioral measures are the primary means of identification. The purpose of this chapter is to describe early detection and the medical classification of autism. Readers will be able to describe the importance of early detection and screening for autism, red flags for autism, and autism screening tools; differentiate the medical and educational eligibility determination processes; and describe the tools and procedures in the clinical assessment of autism.

  THE IMPORTANCE OF EARLY DETECTION

  Recent reports from the CDC indicate the prevalence rate for autism is close to 1 in 88 (CDC, 2012). This represents a rapid increase in the number of people affected by and experiencing autism since it was first characterized by Kanner (1943). These numbers place autism as the fastest growing developmental disorder in the United States (CDC, 2007). This increased prevalence sparked increased research in the diagnosis, treatment, and etiology of autism. For example, intervention research has repeatedly demonstrated intensive early intervention is related to improved outcomes for children with autism and their families (Dawson & Osterling, 1997; Harris & Handleman, 2000; Strain & Timm, 2001). The research literature on the treatment of autism demonstrates dramatic improvements in social and communication behavior through individualized early intervention. The National Research Council (2001) review of autism interventions concluded there was strong evidence for the efficacy of educational interventions and urged that intervention should occur as soon as autism is suspected. In fact, the Council on Children with Disabilities reports early, intensive intervention is vital for children with autism and their families (Myers & Johnson, 2007).

  Although many parents report having concerns by age 2, the average age of the autism diagnosis is 4.5 years (Coonrod & Stone, 2004). This points to an almost 3-year lag in treatment during a known critical time. As a result, the AAP (2006) recommended regular use of a general developmental screen and use of a targeted screen for autism, the Modified Checklist for Autism in Toddlers (M-CHAT) at 18 and 24 months of age during well-child checkups (i.e., not when the child is sick; Johnson & Myers, 2007). Also, the American Academy of Neurology, with support by the AAP (2006), called for routine screening of all children for autism during well-child pediatric checkups. Many pediatricians, however, still rely on clinical judgment and informal checklists and only 8% of pediatricians use an established screening tool (Glascoe, 2000; Hamilton, 2006).

  Role of Social and Communication Development

  Over the past 10 years, several national projects have been started to increase awareness about early signs of autism and promote early screening (e.g., the First Signs initiative [http://www.firstsigns.org/] or the CDC Act Early campaign [http://www.cdc.gov/actearly]). These projects are based on the increased prevalence of autism, an increase in the availability of early screening tools, increased research on the benefits of early detection and intervention, and current research that points to several “red flags” for autism. The red flags primarily include delays or disordered early social and communication milestones (e.g., lack of babbling, lack of response to name, lack of shared smile in infancy) and should be used to identify children who need further testing. Table 2.1 lists red flags for autism, which were adapted from the CDC Act Early campaign (see http://www.cdc.gov/ncbddd/actearly/index.html). These are not absolute indicators for autism; however, children who demonstrate these red flags should immediately be referred for further testing and early intervention services. A referral should be made to the local early intervention agency or the family’s pediatrician if the child is younger than 36 months. The National Early Childhood Technical Assistance Center (NECTAC) provides contact information for early intervention agencies across all 50 states (see http://www.nectac.org). For children older than 36 months, referrals should be made directly to the child’s local public school and pediatrician.

  Table 2.1 Social and Communication Developmental Milestones in Infants and Toddlers*

  
    
      	Age in Months
      	Developmental Milestone
    

    
      	12 months
      	Smiles and imitates simple gestures during play
    

    
      	 
      	Responds to “no”
    

    
      	 
      	Tries to imitate words
    

    
      	 
      	Looks at correct picture or toy when named
    

    
      	 
      	Babbles with changes in tone
    

    
      	18 months
      	Uses several single words (10 or more)
    

    
      	 
      	Imitates behaviors of adults or older siblings
    

    
      	 
      	Scribbles with crayons or markers on paper
    

    
      	 
      	Turns pages of a book, especially a board book
    

    
      	 
      	Uses a spoon or cup with minimal help
    

    
      	24 months
      	Engages in pretend play
    

    
      	 
      	Uses simple phrases with two to four words (more juice please, all done, mommy pick up)
    

    
      	 
      	Follows simple instructions
    

    
      	 
      	Understands more than 200 words
    

    
      	 
      	Recognizes several (at least six) body parts by name
    

  

  * The absence of these behaviors are potential red flags for autism or other developmental delays and indicate the child should be referred for developmental screening and monitored.

  Autism is a spectrum of disorders, which means that children will be affected in different ways and demonstrate any combination of the autism symptomatology. Hence, some children may present varying degrees of these early markers of autism. For example, some toddlers may use single words or word approximations (e.g., “Ju” for “Juice”) to ask for favorite toys, (e.g., “train”), food (e.g., “cracker”) or people (e.g., “momma”), but not display simple pretend play or show an interest in playing with typically developing peers. The absence of any one of these milestones signals the need for follow-up; caregivers should consult with their pediatrician with concerns. For example, infants should be consistently smiling at familiar caregivers by 3 to 4 months. By 12 months, infants should be babbling and imitating sounds (e.g., back and forth babbling) and gestures (e.g., shaking toys, waving bye, pointing).

  When screening for autism, it is imperative to identify both the absence of developmental milestones and the presence of atypical behaviors (e.g., stereotypic hand or eye movements, repetitive body rocking, unusual aversion to sounds or textures). These atypical behaviors can be particularly difficult to identify because most infants and toddlers will demonstrate repetitive behaviors; thus, it might be difficult for caregivers and pediatricians to identify atypical behaviors in very young children. The lack of developmental milestones often is easier to identify, which can be used to substantiate atypical behaviors (e.g., one might be concerned if an 18-month-old toddler engages in frequent and repetitive behaviors with toys and does not use any words regularly). Finally, hearing and vision screenings should always be considered to rule out sensory disorders; infants or toddlers who do not consistently respond to their name or new noises in the environment should be tested for hearing impairments.

  Early Red Flags

  A lack of joint attention, imitation, pretend play, and interest in and play with peers are four developmental milestones that might be critical early signs of autism or other developmental delays. These are discussed further in the following sections.

  Joint attention. Joint attention refers to nonverbal behaviors we use to request, comment, show, or share affect. Joint attention is both communicative and social; we use joint attention to share attention to an object or event with another person. We use joint attention when we point to show interest, follow our friends’ eye gaze at something behind us, and gesture to request or ask for something we cannot reach. By 18 months, toddlers should be consistently initiating and responding to prompts for joint attention (e.g., responding to or initiating nonverbal requests). However, many children with autism do not display all forms of joint attention. For example, some children with autism might point to request preferred items or something they cannot reach, but not point to show something to another person or follow someone else’s point or shift in eye gaze. In fact, these latter forms of joint attention might be the most salient and important early markers of autism (Charman, 2003; Mundy & Crowson, 1997).

  All early autism-specific screening measures include items related to joint attention, due to its strong relation to early signs of autism. Gaze monitoring (i.e., attending to and following where someone else is looking) and protodeclarative pointing (i.e., pointing to show something, such as an airplane flying by or an animal at the zoo) were two of the three most predictive items on the Checklist for Autism in Toddlers (CHAT; Baird et al., 2000). Gaze shifting includes both attending to the gaze of the person you are talking with and following his or her gaze shift across the room. Research shows infants start following their caregiver’s gaze by about 4 months (e.g., Bloom, 1974). This is an important early skill and useful for picking up social cues from the environment. However, children with autism often do not attend to these important social cues. Thus, the lack of following another person’s gaze shifting is an important early marker of autism, and teaching gaze shifting is an important early intervention goal for children with autism.

  Imitation. Vocal and motor imitation are important early social communication skills and mechanisms for learning; research has found a direct link between joint attention skills and imitation in children with autism. Not surprisingly, numerous studies have reported significant delayed imitation in children with autism (Stone, Ousley, Yoder, Hogan, & Hepburn, 1997; Williams, Whiten, & Singh, 2004). In fact, some researchers have suggested that delays in imitation are a primary deficit for children with autism (Ingersoll, 2008). Infants begin imitating their caregivers’ vocalizations and eventually their motor actions with objects. This early imitation is important for early language development, social interactions, attachment with the caregiver, play skills, and adaptive skills. Interventions to teach imitation have primarily focused on teaching motor imitation in highly structured adult-directed settings. This approach often resulted in children imitating motor behaviors, which is essential for learning new skills. However, this approach rarely resulted in generalized, spontaneous imitation (Ingersoll, 2008). Recently researchers have focused on teaching generalized, spontaneous imitation within natural social interactions. Using this approach, children with autism increase their imitation behaviors and other social communication behaviors. Thus, a lack in imitation is an important early marker of autism, related to the child’s social and language development; imitation is an important goal for young children with autism.

  Simple pretend play. During the toddler years, children spend less time manipulating and exploring toys and more time functionally using toys. For example, infants might mouth, shake, look at, or throw toys or objects. Toddlers begin to use objects as they are meant to be used without their intended outcomes. For example, toddlers might put an empty cup up to their mouth making sipping noises or put their mom’s cell phone up to their ear and pretend to talk. Eventually, children start using toys or objects as if they were something else (e.g., children often use blocks as cars, or pretend a towel is a cape, or a bowl is a hat). This type of play is referred to as symbolic or pretend play. Many theorists have hypothesized that pretend play develops along with higher cognitive and language skills because of its symbolic nature (Piaget, 1951). Toddlers should begin to demonstrate simple pretend play (e.g., holding a toy phone up to their ear and pretending to talk, rocking a doll back and forth, or using blocks to build houses or train tracks) with toys by 18 months. However, many toddlers with autism will not engage in pretend play. The second highest predictive item on the widely used autism screening tool, the CHAT, is pretend play (Baird et al., 2000). It is important to note that even for children with typical development, play behaviors are dependent on the available toys and child preferences. Ensure toddlers have access to a variety of toys and objects when conducting observations.

  Interest in peers. By 24 months, children should be playing near each other with similar toys in similar manners. At this age, children are not expected to be playing together, but should be attending to what their peers are doing. For example, toddlers might be playing with the same train set, rolling trains back and forth, and occasionally looking at each other and switching toys. Conversely, a child with autism might be playing with one train, spinning the wheels back and forth, and rarely glancing at the adults or peers near him. Research shows children with autism are less likely to initiate play with peers, look at peers while playing, and respond to peer initiations to play. In fact, children with autism are likely to prefer playing alone and avoid social interactions. However, as noted earlier, even when children with autism are playing by themselves, their play is likely to be remarkably different from that of their peers. This may further reduce the likelihood of peers initiating play or social interactions, which over time reduces the opportunities for developing friendships with peers and could potentially negatively impact language development. In fact, research indicates children with autism are less likely to develop sustained friendships with peers (Orsmand, Krauss, & Seltzer, 2004). Lack of ability to form or sustain friendships is an item on many autism screening and diagnostic tools (e.g., Lord, 1997).

  Communicating Concerns with Caregivers

  Childcare providers, early childhood practitioners, or teachers might have concerns about children in their care. This can be a sensitive and difficult topic to breach with caregivers. However, given the importance of early identification and intervention, concerns should always be taken seriously and brought to the attention of parents and caregivers. Table 2.2 lists strategies practitioners or teachers might use when communicating concerns to parents or caregivers. Again, if parents have concerns about delays in social or communication skills or persistent unusual behaviors, they should seek referrals immediately. Table 2.3 provides a list of concerns parents can share with or describe to their local early intervention agency, public school system, or pediatrician. Parents can ask their pediatrician to fill out an Early Intervention (EI) referral form (this form is available for download here: http://www.medicalhomeinfo.org/downloads/docs/EIReferralForm-Final.doc). Figure 2.1 is an example of this form.

  Table 2.2 Strategies for Teachers and Practitioners in Talking With Parents About Autism Concerns

  
    
      	
        Strategy

      
      	
        Example

      
    

    
      	
        • Ask caregivers if they have any concerns about their child’s behaviors.

      
      	
        “How is Ella doing at home?” “Do you have any questions or concerns about Ella’s behaviors at home?”

      
    

    
      	
        • Set aside 30 or more minutes to talk with caregivers. This might be over the phone or in person. In-person conversations might be advisable to ensure you can best support and respond to caregivers.

      
      	
        Schedule a time with Ella’s parents, Marcy and Dante, (ensure it is a time both caregivers can attend) to discuss your concerns about Ella’s lack of communication and social interactions. Collect detailed notes and observations about Ella’s behavior with specific examples. Have a concrete plan for follow-up including resources for assessment, intervention, and family support. Include a coteacher, social worker, or psychologist if you think it might be useful.

      
    

    
      	
        • Be realistic about your concerns, while focusing on the child’s strengths

      
      	
        “Ella spent a lot of time today at the water table. She is really good at sharing her toys with the other children there! Does she share with her siblings at home? She does not share as easily when playing with her train. I did notice that she doesn’t talk to her peers or respond when they talk to her while she is playing with them.”

      
    

    
      	
        • Be realistic, keep detailed notes about your concerns, but do not alarm caregivers. Start with the child’s strengths and all the positive things about the child.

      
      	
        Keep track of Ella’s communication and play behaviors with detailed notes. Record how long she plays by herself, what she does when peers or adults interact with her, and how she communicates wants and needs. Begin by pointing out how much Ella loves to play near her peers at the water table! Also, describe how Ella participates in music time by playing the drum and how she often requests her favorite songs by pointing to the visual schedule.

      
    

    
      	
        • In some cases, you will be able to do a screening test (e.g., M-CHAT, Ages and Stages Questionnaire [ASQ]) directly with the parents.

      
      	
        “Based on our concerns, I would like to complete this screening tool. This tool will help us identify Ella’s strengths and developmental needs so that we know if we should conduct further testing. Let’s walk through this together. Please let me know if you have any questions about the wording or behaviors. As her parents, you spend the most time with her and are the true experts about her. Thus, what you have to say is essential.”

      
    

    
      	
        • Describe your concerns with specific, concrete examples. Always start with the child’s strengths.

      
      	
        “Ella loves playing with the boats and cups at the water table! She shares, looks at the toys other peers have, and often gives her toys to peers. Her favorite songs during music time are ‘Wheels on the Bus’ and the ‘Itsy Bitsy Spider.’ She does all the hand movements and plays the drum along to the music all by herself. I am concerned about some of Ella’s behaviors. For example, she spent 35 minutes rolling the train back and forth on that carpet. She did not respond when two peers asked her for the train. This is typical for her. She spends most of the 45-minute morning free play engaged in this manner with her red train. She starts to cry and scream when we take her train or attempt to engage her with different toys.”

      
    

    
      	
        • Have a list of next steps ready. If the caregivers agree with your concerns and want to seek further evaluation, be ready to tell them exactly what will happen next. In most cases, the child should be referred to the local early intervention agency or public school system for further testing. Make sure caregivers know these services are free. Caregivers also will have the option of seeking a referral from a pediatrician.

      
      	
        • Call the local early intervention agency for an evaluation and information about early intervention services.

        • Contact your pediatrician and give her the results from the screening assessment we did together.

        • E-mail or call the local developmental clinic for diagnostic testing.

        • E-mail or call the parent who runs a support group for caregivers with children with special needs.

        • If interested, look at these websites: Autism Speaks: http://www.autismspeaks.org/

        [image: image] Parent Resources from the American Academy of Pediatrics: http://www.aap.org/en-us/aap-store/parent-resources/Pages/parent-resources.aspx

        [image: image] Centers for Disease Control and Prevention: http://www.cdc.gov/ncbddd/autism/index.html

      
    

    
      	
        • Check in with caregivers regularly about the referral process. Again, it is important to note the child’s strengths during conversations with the caregivers.

      
      	
        When Marcy comes to pick up Ella, report all the positive things Ella did during the day and ask about the referral process and the checkup with the pediatrician.

      
    

    
      	
        • Ask caregivers if they would like to talk to other parents and caregivers who have gone through similar evaluations. Keep a list of parents who are willing to share phone numbers and e-mail addresses.

      
      	
        After Ella was found to be eligible for early intervention services, her parents were given a list of other parents who had recently navigated the early intervention system. The parents have a support group and regularly go on outings together with the families of children with special needs and their siblings.

      
    

    
      	
        • Keep a list of local or national resources available for families.

      
      	
        Many states and cities have local chapters of the Autism Society of America.

      
    

    
      	 
      	
        Autism Speaks provides an excellent, evidence-based website for families. The site includes links to the 100 day kit, which is a kit for helping families get through the first 100 days after receiving an autism diagnosis (see http://www.autismspeaks.org/family-services/tool-kits/100-day-kit to download the kit).

      
    

  

  Table 2.3 Examples of Concerns Caregivers Should Share With Pediatricians

  
    My 12-month-old child does not respond to his name and does not seem to react or notice when I leave the room.

    My 13-month-old is not babbling. He barely makes any vocalization except when he is upset and crying.

    My 16-month-old doesn’t smile back at me. When I laugh and smile or play peek-a-boo with him, he doesn’t respond in the same way as his older brother did.

    My 17-month-old does not imitate my gestures or voice, and he only uses one word approximation, “ssss,” to request the swing.

    My 18-month-old is not engaging in pretend play with toys. She mostly spends her time staring at and spinning objects.

    My 19-month-old only understands about three words (milk, train, and car) and doesn’t use any words.

    My 20-month-old used to use about five words regularly and now he doesn’t use any. He stopped using these words about 3 months ago.

    My 21-month-old does not show me things, such as toys or books, like his older sister did at this age.

    My 24-month-old laughs and uses words inappropriately. He sometimes laughs for no reason.

    My 26-month-old doesn’t seem interested in other children at all. He plays by himself when we go to the park or visit friends, and his teachers report he plays by himself at day care.

  

  Figure 2.1 Early Intervention Program Referral Form

  [image: image]

  [image: image]

  [image: image]

  Source: Council on Children with Disabilities. Role of the medical home in family-centered early intervention services. Published by the American Academy of Pediatrics. Copyright © Pediatrics. 2007, 120(5).

  The original version of this form is available on the National Center of Medical Home Initiatives for Children with Special Needs website. Go to http://www.medicalhomeinfo.org/health/EI.html to download this form and learn more about early intervention.

  SELECTING A SCREENING MEASURE

  The purpose of screening is to identify children who need further, more comprehensive assessments. Screenings are intended to be brief, easy to use (by parents and professionals), reoccurring, and inexpensive. Screening tools should identify children who need diagnostic or more comprehensive assessments. They should be capable of telling practitioners and caregivers when there is a concern and the area of concern (e.g., expressive communication, relationship with peers). Screening tools should be brief, family-friendly, reliable, and valid. Reliable refers to the stability of the assessment score across people, time, materials, and settings. For example, research on the Ages and Stages Questionnaire (ASQ) has high reliability across parents and caregivers. Valid refers to the assessment’s ability to provide accurate relevant information. For example, the M-CHAT identifies children who have delays in social or communication skills consistent with the autism symptomatology. Screening tools also should examine functional skills (i.e., skills that are relevant, promote participation and independence in natural settings for all children) and be culturally relevant and sensitive. If the screening indicates a concern, it does not mean the child has autism but that a more comprehensive assessment should be administered. One major difficulty with autism screenings is that children are often missed by earlier screenings. Thus, practitioners should carefully and seriously consider parent or caregiver concerns.

  When selecting a screening measure, consider the child’s age, areas of concern or question (e.g., Do you have concerns about the child’s gross motor skills or social emotional behaviors?), and preferred format (e.g., direct test, semistructured parent interview). Most early intervention agencies and school districts will already have an inventory of preferred screening tools. See Table 2.4 for quality features to look for in screening tools and Tables 2.5 and 2.6 for lists of screening tools. There are a variety of overall developmental and autism-specific screening tools available for use with young children. Screening tools are generally categorized as Level 1 or Level 2. Level 1 screening tools are considered universal or for administration across the general population (e.g., ASQ, regular infant hearing screenings, vision screenings). Level 2 screening tools are for the population of children at risk for a specific disability or disorder. For example, the Screening Tool for Autism in Toddlers and Young Children (STAT; Stone & Ousley, 1997) is a Level 2 screener that was developed to help discriminate between children with autism from children with development delays or others disorders.

  Currently evidence-based, autism-specific screening tools are available to identify children as young as 16 months who might be at risk for autism (e.g., M-CHAT; Robins, Fein, & Barton, 2001). However, there are numerous valid and reliable developmental screening tools available for children younger than 16 months (e.g., ASQ; Squires & Bricker, 2009). These can be used to identify children who might be at risk for developing developmental disorders such as autism. Researchers are developing and researching new screening tools, which have the potential to identify children who might be at risk for autism as early as 9 or 12 months (see Figure 2.2 for a description of research on using the overall developmental screening tool, the ASQ, to identify children who might be at risk for developing autism). Effective early autism screening tools increase knowledge of the early markers of autism and enable providers to identify children who need specialized assessment and early intervention (Stone, Coonrod, Turner, & Pozdol, 2004). As with all screening tools, the purpose of autism screening tools is to identify children who are at risk for autism and need further testing, not to make a definitive diagnosis or eligibility determination for special education.

  Children develop within the context of their families and cultures; thus, consider cultural variations in developmental expectations when selecting and administering screening assessments. Cultural variations in behavior expectations have been identified across several developmental milestones. For example, expectations about independence during mealtimes, toilet training, play skills, and sleeping behaviors are different across cultures (Carlson & Harwood, 2000). Ask families about cultural expectations around child development. As described in Table 2.4, when selecting a screening tool consider the congruence of the screening tool; this means select a screening tool that has been validated with the population you are screening. Consider the cultural relevance of the items, materials, and format. When appropriate, revise or omit items to ensure cultural relevance. It is essential to develop a cultural awareness when selecting, administering, and communicating screening results.

  There are several important characteristics to consider when selecting a screening tool: specificity, sensitivity, and positive predictive value. Specificity refers to the ability of the screening tool to accurately identify children who are not at risk. Conversely, sensitivity is the ability of the screening tool to accurately identify children who are at risk and do need further testing. The positive predictive value is the ability of the screening tool to accurately identify children who are diagnosed with the disability or delays. These psychometric properties of screening tools should be carefully considered prior to use. Additionally, the Division for Early Childhood’s (DEC) recommended practices include guidelines for conducting developmentally appropriate, family-centered assessments. See Table 2.4 for descriptions of these eight qualities of assessment. These guidelines should be used for selecting and administering developmentally appropriate screening tools with young children and their families. The following tables and sections describe many of the screening tools used to identify children at risk for developmental delays, including autism.

  Figure 2.2 Ages and Stages Questionnaire (ASQ) and Autism
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  Table 2.4 Eight Essential Qualities of Assessment (Sandall et al., 2005)
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  M-CHAT (Modified Checklist for Autism in Toddlers)

  The M-CHAT (Robins, Fein, Barton, & Green, 1999; see Figure 2.3) is available for free download for clinical, research, or educational purposes (see http://www.mchatscreen.com). The M-CHAT is a modified version of the CHAT. The M-CHAT was developed to address the low sensitivity rate of CHAT in the general population (Robins, Fein, & Barton, 2001). The M-CHAT was developed to be completed by parents and caregivers for children between 16–30 months of age. The M-CHAT is available in more than 20 translations for use around the world. The M-CHAT is a relatively brief and easy screening test with 23 yes or no questions. The developers encourage users to administer The M-CHAT Follow-up Interview (FUI; Robins, Fein, Barton, & Green, 1999), a structured, follow-up interview for children who screen positive on the M-CHAT. Recent research indicates the FUI reduces the false positive rate, which reduces unnecessary referrals and alarm for parents. Children who screen positive on the M-CHAT and the FUI should be referred for further testing and early intervention services. Children who fail the M-CHAT and not the FUI should be monitored with a developmental screening test (e.g., ASQ).

  Figure 2.3 M-CHAT
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  Table 2.5 Autism-Specific Screening Tools for Children
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  Table 2.6 Developmental Screening Tools for Young Children
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  STAT (Screening Tool for Autism in Toddlers and Young Children)

  The STAT (http://stat.vueinnovations.com/) is an evidence-based screening tool for use with children between 24 and 36 months (Stone, Coonrod, & Ousley, 2000). The STAT was designed to be administered by practitioners working with children with autism in classroom or clinical settings. The STAT is an interactive assessment with 12 behavioral test items that are administered within interactive, play-based activities. The items examine important social and communication behaviors (e.g., pretend play, imitation, joint attention).

  SCQ (Social Communication Questionnaire)

  The SCQ (Rutter, Bailey, & Lord, 2003) was developed to identify children who need specialized assessment for children at risk for autism spectrum disorders such as Asperger’s syndrome. The SCQ is a parent or caregiver questionnaire and typically takes less than 10 minutes to complete. Research supports the use of the SCQ for identifying children older than 4 who are at risk for autism and should be referred for specialized assessment (Chandler et al., 2007). The SCQ is brief, inexpensive, and can be routinely administered to screen children for autism.

  SORF (Systematic Observation of Red Flags)

  The SORF (Wetherby, Woods, Allen, Cleary, Dickinson, & Lord, 2004) is an interactive evaluation conducted by the clinician with the caregiver and child. The SORF contains 20 items, which include both behavioral markers (e.g., excessive focus or interest in specific toys) and absence of milestones (e.g., does not point to show me things). The SORF demonstrates high sensitivity, specificity, and positive predictive value in discriminating children with autism from children with other developmental delays and typical development.

  QCHAT (Quantitative Checklist for Autism in Toddlers)

  The QCHAT (Allison et al., 2008) is a modified version of the CHAT developed to identify toddlers at risk for autism from the general population. The QCHAT includes two important differences from the CHAT. First, authors created the QCHAT to be completed by parents or caregivers, rather than by parents and clinicians. Second, the 25 QCHAT items are scored on a 5-point Likert-type rating scale (ranging from 0–4) rather than a dichotomous yes or no system. This allows parents to indicate the relative frequency or intensity of the behaviors. There are many QCHAT items that are similar to the M-CHAT and CHAT, such as items about joint attention, speech, pretend play, repetitive or unusual behaviors, and communication. The QCHAT was recently developed; thus, research is limited. However, preliminary research indicates the QCHAT adequately discriminates toddlers at risk for autism from the general population (Allison et al., 2008). Researchers are conducting a large-scale investigation of the QCHAT to determine if there is evidence for use as a universal screening tool. The QCHAT is available for download at http://www.autismresearchcentre.com/tests/qchat.asp. Parents, clinicians, and educators can download the QCHAT and initial research on the QCHAT from this website.

  ADMINISTERING AND COMMUNICATING SCREENING RESULTS

  Screening tools should be administered in comfortable, quiet settings. Oftentimes, screening tools can be administered over the phone. In this case, ensure you schedule an appropriate time with the caregiver (i.e., a block of time where distractions will be minimal). When possible, administer the tool in the family’s home to ensure the parents feel most comfortable and gather information about the home environment (e.g., amount of toys available, other family in the home, etc.). While administering, frequently check for understanding by asking parents if they have any questions or additional concerns. Oftentimes, these tools might bring up new concerns or evoke strong emotions by caregivers. Be prepared to provide emotional support and resources to families. Prior to starting any screening tool, have a clear plan for follow-up and referral if necessary. When introducing the screening tools to caregivers, clearly explain the purpose of the tool. For example, tell parents, “The tool asks questions about your child’s social and communication behaviors” or “We will use this tool to talk about your concerns about your child and identify her strengths.” As much as possible, ask caregivers to provide specific examples of behaviors and concerns. Also, elicit information about the family’s routines and priorities. Make notes about parent concerns, child behaviors, and family routines to provide clear, relevant, follow-up or recommendations in the screening report.

  When communicating screening results always start with the child’s and family’s strengths and address the parents’ initial concerns. Avoid negative phrases or words such as fail, test, or did not pass. Discuss observed behaviors and have clear examples of the child’s behaviors. Know and be prepared to utilize community resources. As mentioned earlier, have a clear plan for follow-up and recommendations for the family regardless of the child’s score. If the child “passes” the screening test, you might provide the family with a list of community resources or activities to promote the child’s continued typical development. If the child scores in the monitoring range or close to the clinically significant range, provide the family with specific, clear guidelines for monitoring and when and how to follow up. Check in with the family in a month or two to rescreen the child. If the child scores in the referral range or “fails” the screening tool, discuss the family’s options. Clearly explain to the family that this score indicates the child might benefit from a more comprehensive assessment; the scores do not indicate the child has a disability. Make the appropriate referral (e.g., for children younger than 3 years you might refer the family to a developmental pediatrician and local early intervention agency; for a child older than 3 years you might refer the family to their public school district and a developmental pediatrician or psychologist) and provide the family with information about relevant community and appropriate Internet resources. Finally, given the idiosyncratic and gradual emergence of autism symptomology, professionals should refer children and families for intervention as soon as there is a concern about autism and not wait for a conclusive diagnosis (Zwaigenbaum et al., 2009).

  DIAGNOSTIC PROCEDURES

  After the screening indicates a concern, or if a pediatrician or parent is concerned, a comprehensive evaluation should be administered. The eight qualities of assessment described earlier for screening tests also should be applied to the diagnostic evaluation procedures. Table 2.7 describes the medical diagnostic procedures. Both the medical evaluation and educational eligibility (see Chapter 3 for a more detailed discussion of the educational eligibility determination) assessment processes should consider all areas of functioning (e.g., social development, intelligence, adaptive behavior, language, etc.), across multiple settings (e.g., home, school/day care, social situations), and identify the child’s strengths and areas of need (Sparrow, 1997). The following sections describe four evidence-based assessment tools commonly used in the formal identification of autism.

  Table 2.7 Autism Diagnostic Procedures
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  DIAGNOSTIC TOOLS

  ADOS (Autism Diagnostic Observation Schedule)

  The ADOS (Lord, Rutter, DiLavore, & Risi, 2002) is a semistructured assessment tool to identify and diagnose autism. The ADOS is widely used for clinical and research purposes and considered the “gold standard” for autism assessment (Lord et al., 2002). The ADOS contains four different modules. Assessors select the module based on the child’s age and expressive communication level. For example, Module 1 is for children (at least 30 months old) who use little or no expressive communication. Module 2 is for children with some expressive communication but no fluent speech. Each module contains activities designed to elicit language skills, social-communication, or restricted, repetitive behaviors relevant to the autism diagnosis (e.g., joint attention, communication, pretend play, sharing affect, and friendship; see Chapter 1 for a comprehensive description of autism behavioral characteristics). The ADOS typically takes about 40 minutes to administer. The administrator takes notes during the administration and uses all child behaviors during the assessment process in scoring. The ADOS involves extensive training to administer. The developers recommend attendance at a 2-day workshop for use in clinical settings. Research administration and scoring involves a 5-day workshop with at least a year of follow-up coaching. The ADOS is currently being revised and the ADOS-2 will be available in the summer of 2012. This second edition includes a new toddler module (i.e., a total of 5 modules), additional and revised components, and updated protocols for more explicit administration and scoring instructions. The toddler module (ADOS-T; Luyster et al., 2009) was developed to expand the use of the ADOS with infants and toddlers from 12 to 30 months old who do not consistently use speech. The ADOS-2 scoring for modules 1 – 4 yields the same classifications as the ADOS: Autism, Autism Spectrum, and Nonspectrum. Whereas the toddler module scoring yields ranges of concerns.
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