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ABSTRACT 

   Parent and special educator perceptions of challenging behaviors are very 

important portions of the assessment process leading to the development of an 

appropriate Individual Education Plan (IEP) for children with CHARGE syndrome. 

Parents and special education teachers may view the child in similar ways; however, they 

need to encourage each other about possible future outcomes and “not limit their 

expectations” (Salem-Hartshorne & Jacob, 2005, p. 267). Research correlating how 

parents and special education teachers and related-service providers perceive the 

challenging behavior of children with CHARGE syndrome is necessary to show support 

for the collaborative Individualized Education Plan (IEP) process.  

This quantitative nonprobability survey research study utilized the Survey for 

Parents of Children with CHARGE in Regards to Behavior Problems instrument 

(Hartshorne & Cypher, 2004) to survey parents’ perceptions of challenging behavior of 

their children with CHARGE syndrome. Teachers of the same children were nominated 

by the parents through the snowballing process to participate in a one-word adapted and 

author approved version of the same survey called the Survey for Teachers of Children 

with CHARGE in Regards to Behavior Problems instrument (Hartshorne & Cypher, 

2004). Results in perceptions of challenging behaviors for children with CHARGE 

syndrome were compared using descriptive statistics and multivariate analysis 

(MANOVA) between participant groups.   
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CHAPTER I 

 

INTRODUCTION 

  

This quantitative study focused on parent and teacher perceptions of challenging 

behaviors in children with CHARGE syndrome. Whether parents and teachers of children 

with CHARGE syndrome perceive the same challenging behaviors to address in 

Individualized Education Programming (IEP) was addressed, since the challenging 

behavior of these children vary uniquely between children (Hartshorne, 2001c), may 

differ from those of other syndromes and deafblindness (Hartshorne, Grialou, & Parker, 

2005; Hoevenaars-van den Boom, Antonissen, Knoors, & Vervloed, 2009), and 

sometimes resemble behaviors of Autism Spectrum Disorder (ASD) (Graham, Rosner, 

Dykens, & Visootsak, 2005). Studies addressing both parental and teacher perceived 

concerns for challenging behaviors, together in tandem across home and school natural 

environments, is needed for children with CHARGE syndrome. 

This research study compares survey results from parents of children with 

CHARGE syndrome to survey results from teachers of the same children. Differences in 

perceptions of parents and teachers responses concerning challenging behaviors for 

children with CHARGE syndrome will be discussed. Additionally, differences in teacher 

and related-service teacher perceptions will be noted.   

Statement of the Problem 

CHARGE is an acronym for a syndrome of a combination of multiple congenital 

anomalies and was “coined in 1981 by Pagon and colleagues” (Blake, Salem-Hartshorne, 

Daoud, & Gradstein, 2005, p. 151). According to Pagon, Graham, Zonana, and Yong  
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(1981) the acronym stands for Coloboma, Heart defects, Atresia of the choanae, 

Retardation of growth and development, Genital hypoplasia, Ear anomalies and deafness. 

 Several current research studies reflect concern for the emerging evidence about 

challenging behaviors in children with CHARGE syndrome. Many of these challenging 

behaviors appear as autistic-like characteristics (Hartshorne, Grialou, et al., 2005). Due to 

the multiplicity of disability combinations among children born with CHARGE 

syndrome, Hartshorne (2001a) states “children with CHARGE are more different than 

they are alike” (Hartshorne, 2001a, p. 1). Assessments for children with CHARGE should 

vary according to their sensory losses recognizing that “no normal level of functioning” 

exists for these children (Hartshorne, 2001a, p.1).  Parents can be valuable assessment 

team members for children with CHARGE syndrome by providing information regarding 

behavioral functions and developmental skills of their children to help guide the 

constructs of an Individual Family Service Program (IFSP) or an (IEP) for these children.   

ASD is characterized by the American Psychological Association with three 

feature characteristics: “qualitative impairments in communication and in social 

interaction and the presence of repetitive behavior and restricted interests” (Moss & 

Howlin, 2009, p. 852). The overlapping of behavior characteristics and ASD features 

within syndromes such as CHARGE syndrome may aid in better understanding the 

challenging behaviors for parents and teachers of children with CHARGE syndrome. 

Perhaps interventions and strategies useful for educating those with autism may be 

replicated for some students with challenging behaviors and CHARGE syndrome within 

home and school environments. Knowing the possibility of parallels between autism and 
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CHARGE syndrome may prove advantageous for early intervention strategies for some 

students with CHARGE syndrome.   

Under the mandates of the Individuals with Disabilities Education Act (IDEA), 

special educators and parents participate in a multidisciplinary team process in assessing 

students with disabilities such as CHARGE syndrome and then jointly write an IEP. Best 

practices for determining functional and academic goals for children with CHARGE 

syndrome would be to write IEP goals after behavioral observations and in-depth 

collaboration with parents. Because of the developmental delay component of CHARGE 

Syndrome, many of these children may master skills at different times during their life; 

therefore, it is “not appropriate to predict severe disabilities merely as a result of the 

CHARGE diagnosis” (Salem-Hartshorne & Jacob, 2005, p. 267). Parents may offer 

special educators insight into a fuller range of possibilities for their child with CHARGE 

syndrome. Through parental collaboration, teachers of children with CHARGE may learn 

about the full range of possibilities for their students and have encouragement about the 

possible potentials for independence and quality of life these students may have in their 

future, although delayed it may be (Salem-Hartshorne & Jacob, 2005). Effective early 

collaboration between parents and teachers of children with CHARGE may lead teachers 

to view a trajectory toward typical behaviors in their students with CHARGE, rather than 

a focus on the severe low-incidence disabilities noted in the acronym for CHARGE and 

formal assessments. 

Parents, according the Individuals with Disabilities Education Improvement Act 

of, are to be team members in assessment and goal planning for their children with 

CHARGE syndrome; it would benefit special educators and other professionals who 
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work with their children to respect and value the insight of these parents about their child. 

Likewise, parents must collaborate and participate with educators, and value the opinions 

and observations of special educators and related-special-service providers who work 

with their children. Best practices would include collaborative planning and 

implementation of plans for the family and the child with CHARGE syndrome. Programs 

that serve children such as school, daycare, and in-home training may also benefit from 

collaborating to implement behavior strategies and interventions. By working together, 

interventions can be matched to the child so that consistency in learning can help these 

children achieve their individualized goals and objectives (Individuals with Disabilities 

Education Improvement Act, 2004a). 

Significance of the Study 

Due to the importance of collaboration between parents of children with 

CHARGE syndrome and the special educators and professionals who teach their children, 

this research shall address the need for parents and special educators to view individual 

behavior strengths similarly for these children. Agreement between parents and special 

educators on multidisciplinary teams could be very valuable in setting expectations for a 

child with CHARGE syndrome to achieve behavior-related IEP goals. Setting goals too 

low could lead to even more frustration and even more challenging behavior issues for 

children with CHARGE syndrome.   

Autistic-like challenging behaviors including communication difficulties, social 

interaction difficulties, and repetitive behaviors may be found for many children with 

CHARGE syndrome. Do parents and teachers of children with CHARGE syndrome 

perceive these challenging behaviors in the same ways?   
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Since there is a full range of abilities and disabilities present within the diagnosis 

of CHARGE (Salem-Hartshorne & Jacob, 2005),  it stands to reason that parent and 

special educator perceptions about challenging behaviors would be a very important 

portion of the assessment process leading to the development of an appropriate IEP for 

children with CHARGE syndrome. It also stands to reason that interventions and 

strategies designed to support IEP goal mastery for children with CHARGE syndrome 

would also be a collaborative effort between parents and special educators based on both 

parent and teacher observations as a significant part of each individual child’s 

assessment. Parents and special educators viewing a child with CHARGE similarly may 

encourage each other about possible future outcomes and “not limit their expectations” 

(Salem-Hartshorne & Jacob, 2005, p. 267). Research correlating how parents and special 

education teachers perceive the challenging behavior of children with CHARGE 

syndrome is necessary to show support for the collaborative IEP process and the 

collaborative effort in choosing strategies and interventions to be used both at home and 

school in helping these students reach their full potential.  

Organization of the Study 

Chapter One is the study Introduction. Chapter Two relays a literature review in 

the areas of CHARGE syndrome and parenting stress related to challenging behaviors. 

Chapter Three describes and supports the use of quantitative methodology for purposeful 

nonprobability survey research in education that was utilized for this study. Chapter Four 

provides the survey results of the purposeful nonprobability survey, and Chapter Five 

discusses the implications of this research study for children with CHARGE syndrome, 

their parents, and the educators who serve them. 
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Research Questions 

The purpose of this research study was to view differences in parent and teacher 

perceptions concerning challenging behaviors for their children with CHARGE 

syndrome. A pilot study was not conducted due to the finite group of children with 

CHARGE syndrome. The study used a previously established survey instrument, and 

volunteer self-selection of participants involved in the study via the National CHARGE 

Foundation (2012) parent membership list and The Texas Chargers parent organization in 

Texas. The questions investigated were: 

1. What are parents’ and teachers’ basic perceptions of challenging behavior of 

their children/students with CHARGE syndrome as indicated on the Survey 

for Parents/Teachers of Children with CHARGE in Regards to Behavior 

Problems instrument? 

2. As a group do parents of children with CHARGE syndrome rate their 

children’s behavior as the children’s teachers’ group rates their students’ 

behaviors on the Survey for Parents/Teachers of Children with CHARGE in 

Regards to Behavior Problems instrument? 

3. Do parents of children with CHARGE syndrome perceive challenging 

behavior becomes more severe as their children age?  

4. Do teachers of children with CHARGE syndrome rate their students’ 

behaviors the same as related-service professionals rate their students’ with 

CHARGE syndrome on the Survey for Parents (adapted as Teachers in this 

study) in Regards to Behavior Problems instrument? 
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Glossary of Terms 

Anosmia- “absent or abnormal sense of smell” possibly due to underdeveloped olfactory 

lobes and/or production issues with gonadotrophin hormone neurons in the pituitary 

gland during fetal development of some children with CHARGE (Hartshorne, Hefner, 

Davenport, & Thelin, 2011, p. 172).   

Autism- “abnormal or delayed functioning beginning before three (3) years of age in one 

(1) or all of these three (3) areas: interactions with others socially, use of social 

communication, engaging in imaginative play or symbolic play” (American Psychiatric 

Association, 2000, p. 70). 

Autism Spectrum Disorder (ASD)-“qualitative impairments in communication and in 

social interaction, and the presence of repetitive behavior and restricted interests” (Moss 

& Howlin, 2009, p. 852) 

Atresia of the Choanae- medical term for “blockage of the posterior nasal cavity” 

leading to obstruction in the airway (Hartshorne et al., 2011, p. 94). 

Challenging Behavior in CHARGE Syndrome- behaviors that differ from other 

syndromes including those with or without deafblindness, environmentally adaptive and 

adaptive to one’s own disabilities, difficulty with self-regulation and arousal, and 

relational communication difficulties (Hartshorne, Hefner, & Davenport, 2005). 

CHARGE Syndrome- the acronym stands for Coloboma, Heart defects, Atresia of the 

choanae, Retardation of growth and development, Genital hypoplasia, Ear anomalies and 

deafness (Pagon et al., 1981). 

Child or student with CHARGE syndrome- child or student medically diagnosed and 

parent identified with CHARGE syndrome and is at least three years of age and enrolled 
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in a school program with a certified teacher and/or certified related-service professionals 

working toward Individual Education Plan (IEP) goals. 

Coloboma- “defect in the development of the eye during weeks 5-7 of gestation causing 

defects in the visual field and often lower than normal visual acuity” (Hartshorne et al., 

2011, p. 13). 

Deafblindness- “concomitant hearing and visual impairments, the combination of which 

causes such severe communication and other developmental and educational needs that 

they cannot be accommodated in special education programs solely for children with 

deafness or children with blindness” [IDEA 300.8 (c)(2), 2006]. 

Ear anomalies and deafness in CHARGE- inner and/or outer ear structural anomalies 

affecting auditory and vestibular systems and are “unique to each child with CHARGE.”  

These anomalies may affect hearing, balance, and mobility. (Hartshorne et al., 2011, p. 

25). 

Genital Hypoplasia- genitourinary characteristic manifested in approximately 50% of 

both males and females with CHARGE syndrome resulting in the delay of puberty 

(Hartshorne et al., 2011). 

Heart defects in CHARGE- congenital heart defects occurring prior to 9 weeks during 

gestational period.  Types vary for children with CHARGE, but are structural in nature. 

(Hartshorne et al., 2011) 

Individual Education Plan (IEP)- “a written statement for a child with a disability that 

is developed, reviewed, and revised in accordance with subsection 300.320 through 

subsection 300.324” (IDEA 300.22, 2006). 



 Texas Tech University, Lorna Kathleen Sheriff, August 2012                                            

 9 

Individualized Education Program Team (IEP Team)- “a group of individuals 

described in subsection 300.321 that is responsible for developing, reviewing, or revising 

an IEP for a child with a disability” (IDEA 300.23, 2006).  

Parent- biological parent, adoptive parent, foster parent, or an individual acting in place 

of a biological or adoptive parent that the child with CHARGE syndrome lives with, or 

an appointed surrogate parent as described in subsection 300.30(a)(1-5) of IDEA 2006. 
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CHAPTER II 

A REVIEW OF LITERATURE 

 

Introduction 

Chapter Two discusses challenging behavior for children with CHARGE 

syndrome along with parental concerns and stress about dealing with the challenging 

behaviors of their children. Participants, for the purpose of this study, are parents and 

teachers of children with CHARGE syndrome. CHARGE is an acronym for a syndrome 

involving a combination of multiple congenital anomalies. According to Blake et al. 

(2005) the acronym stands for Coloboma, Heart defects, Atresia of the choanae, 

Retardation of growth and development, Genitourinary or Genital Hypoplasia, Ear 

anomalies and deafness and was “coined in 1981 by Pagon and colleagues” (Blake et al., 

2005, p. 151; Pagon et al., 1981).      

Several current research studies reflect concern for the emerging evidence about 

challenging behaviors in children with CHARGE syndrome. Many of these challenging 

behaviors even parallel or resemble autistic-like characteristics (Hartshorne, Grialou, & 

Parker, 2005). Autism Spectrum Disorders (ASDs) are characterized by the American 

Psychological Association by the following three feature characteristic: “qualitative 

impairments in communication and in social interaction, and the presence of repetitive 

behavior and restricted interests” (Moss & Howlin, 2009). Overlapping of behavior 

characteristics with or without Autism Spectrum Disorder (ASD) features within 

syndromes such as CHARGE syndrome may aid in better understanding of challenging 

behaviors for parents and teachers of children with CHARGE syndrome leading to more 
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successful collaboration between same parents and teachers in planning appropriate IEP’s 

and programming. 

This chapter is a review of literature located through the Texas Tech University 

On-line Library, the National Deaf-Blind Consortium, and the online website for the 

CHARGE Syndrome Foundation. ERIC education and health databases were used and 

only peer-reviewed journal articles in English were chosen. Several recent publications 

were requested through Texas Tech Document Delivery ILLiad System. Three of the 

earlier articles were requested as ancestral articles after reading about them in some of the 

later journal articles reviewed. No research studies strictly involving teachers of students 

with CHARGE syndrome as participants were located. Key word terms used were 

CHARGE Syndrome and challenging behavior.  

CHARGE Syndrome and Challenging Behavior 

The first study reviewed was a structured interview study of 36 females and 14 

males aged 13-30 years old born with CHARGE syndrome (Blake et al., 2005). The 

researchers’ purpose was to characterize “unique issues” (Blake et al., 2005, p. 152) 

children with CHARGE syndrome have in adolescent years and into adulthood. The 

individuals with CHARGE syndrome were recruited for this study through addresses of 

families associated with The CHARGE Syndrome Foundation, United Kingdom 

CHARGE Family Support Group, and participants at the 1999 and 2001 International 

CHARGE Syndrome Foundation Conferences. At least one parent for each individual 

with CHARGE syndrome had to agree to be interviewed by the researchers. Structured 

interviews of 45 minutes were conducted either in person or by telephone with a parent of 

each individual with CHARGE syndrome.  
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 Results of the structured interviews showed the following characteristics of 

CHARGE syndrome found in the participants listed in order of most common to least 

common in number: “developmental delay, ear abnormalities, coloboma, cranial nerve 

dysfunction, cardiovascular malformations, genital hypoplasia, growth deficiency, 

choanal atresia, orofacial cleft, renal anomalies, tracheoesophageal fistula, spinal 

anomalies, and thymic/parathyroid hypoplasia” (Blake et.al., 2005, p. 152-153). The 

average age for onset of walking for these participants was 4.1 years of age. Physicians 

considered to be regularly visited by participants were in the following specialty fields of 

medicine: “ophthalmology, otolaryngology, endocrinology, cardiology, psychiatry, 

orthopedics, neurology, orthodontics, chiropractics, urology, and nephrology” (Blake 

et.al., 2005, p. 153). Several new medical conditions were reported: “scoliosis (63%), 

sleep apnea (43%), abdominal colic (40%), retinal detachment (33%), cataracts, 

migraines (25%), seizures/epilepsy (17%), urinary tract infections (17%), and 

hypoglycemia” (Blake et al., 2005, p. 154). Twenty-two (73%) of the participants 

reported help from psychologists and 18 (62%) took medication for behavior-related 

issues. All male participants showed late puberty, even two utilizing hormone 

replacement therapy (HRT). Average puberty for males using HRT was 15.1 years old.  

Average puberty for girl participants without HRT was 13.3 years and those utilizing 

HRT was 14.3. Ten of the participants had not reached a level of independence even 

though they were 13-18 years of age. The average age for toilet training was 5.5 years 

and all participants had not been diagnosed with CHARGE syndrome until they were 

older than five. 
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The second study reviewed was of a large group (no number is given) recruited 

through Metropolitan Atlanta Developmental Disabilities Surveillance Program and the 

Metropolitan Atlanta Congenital Defect Program to study the combination of Autism 

Spectrum Disorders (ASD) and “major birth defects” (Fernell, 2009, p. 766). 

Understanding of etiological pathways leading to autism was the purpose for this study.  

Participants were between the ages of three and ten years old. This data study revealed 

that autism “increased twofold” (Fernell, 2009, p. 767) in children with birth defects. A 

correlation was found in autism related to vision and central nervous system disabilities 

such as colobomas in CHARGE syndrome and is related to prenatal development time 

during pregnancy. 

The third study in this literature review was conducted to characterize behavioral 

features of individuals with CHARGE syndrome by comparing behaviors with other 

syndrome types leading to suggestive educational interventions for students with 

CHARGE syndrome (Graham et al., 2005). Fourteen males aged 6-21 years of age were 

recruited for this study through the International CHARGE Syndrome Support Group and 

university-based geneticists by letter from Cedars-Sinai Medical Center Institutional 

Review Board. Ten of the boys were legally blind and 14 deaf. These 14 males were 

comparable in age with the following number of boys with other listed syndromes: 

twenty boys with Down syndrome, 17 with Prader-Willi syndrome, and 16 with Williams 

syndrome. Parents of the participants completed questionnaires using the Reiss Profile of 

Fundamental Goals and Motivation Sensitivities, the Achenbach Child Behavior 

Checklist (CBCL), and the Aberrant Behavior Checklist (ABC).   
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Results on the Achenbach Child Behavior Checklist (CBCL) showed that the 

boys with CHARGE syndrome and Prader-Willi syndrome were withdrawn more than 

those with the other syndromes. Also noted was those with CHARGE syndrome were 

less anxious than the other three groups of boys. Externalized behaviors were closely 

related for all the groups of boys. The researchers stated that the boys with CHARGE 

syndrome “were not at increased risk for aggression or delinquency and appeared at low 

risk for maladaptive behaviors” (Graham et al., 2005, p. 242). Scores revealed on the 

Aberrant Behavior Checklist (ABC) for the boys with CHARGE syndrome showed:  

“agitation/irritability at 9.0, lethargy/social withdrawal at 6.71, stereotypic behaviors at 

5.21, hyperactivity at 8.93, and inappropriate speech at 2.0” (Graham et al., 2005, p. 242). 

On the Reiss Personality Profile, the boys with CHARGE syndrome scored lower than 

the other groups on social contact, showed less attention-seeking behaviors, found 

keeping order interesting, and scored as equally frustrated as the group of boys with 

Prader-Willi syndrome. They also showed food interests only second after the boys with 

Prader-Willi syndrome. These researchers concluded that the boys with CHARGE 

syndrome have behaviors that resemble autism. 

The fourth study in this literature review is a web-based parent survey study using 

a combination of medical history questions and 71 behavior questions developed by 

Hartshorne and Cypher (2004). One hundred parents of children with CHARGE 

syndrome across the globe participated in this survey study. Five major categories of 

behaviors were “frequently reported anecdotally” and included the following disability 

categories: “autistic disorder (ASD), attention deficit/hyperactivity disorder (ADHD), 

obsessive-compulsive disorder (OCD), Tourette syndrome, and deaf-blindness (DB)” 
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(Hartshorne & Cypher, 2004). The questions relating to the severe behaviors in this study 

are “disturbing” and show “a high degree of intercorrelation among the five categories” 

(Hartshorne & Cypher, 2004, p. 12). This survey asked parents to rate the 71 behaviors 

using a five-point Likert scale with a score of 1 representing the lowest score for a 

behavior and a score of 5 representing the highest score for a behavior. The three severe 

behaviors listed by parents most often and with the highest average were preference 

behaviors for certain things, restricted interests, and inability to develop peer 

relationships. More than 50% of the parents surveyed listed the top 15 behaviors that 

were “evenly distributed” (Hartshorne & Cypher, 2004, p. 13) among autism (ASD), 

ADHD, and deaf-blindness (DB). Twenty-two children with CHARGE were rated by 

their parents to have significant tics consistent with those identified in Tourette 

syndrome. There was a correlation between age and number of severe behaviors and 

walking age and number of severe behaviors. 

The researchers in the next study of this review examined sleep problems in 

individuals with CHARGE syndrome and the correlations between sleep disturbances and 

challenging behaviors and parental well-being (Hartshorne et al., 2009). They also looked 

for correlations between deafblindness, choanal atresia, and ear infections. The 

association between walking age and sleep disturbance for those with CHARGE 

syndrome was also studied. Parent members of the CHARGE Syndrome Foundation 

responded to questionnaires. Fifty-two males and 35 females with CHARGE syndrome 

diagnoses given by physicians were studied via their parents’ questionnaire responses. 

The CHARGE Syndrome History Questionnaire, the Malaise Inventory, the 

Developmental Behaviour Checklist (DBC, 2
nd

 edition, Parent/Carer version), and the 
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Sleep Disturbance Scale for Children (SDSC) were answered by participating parents 

(Hartshorne et al., 2009). Results concluded that challenging behaviors follow sleep 

disorders. Several problematic sleep scenarios were noted by the researchers. The 

foremost sleep issues for participants with CHARGE syndrome are in falling asleep and 

staying asleep. Breathing during sleep issues and waking-up transition times proved 

significant within the areas of self-absorbed challenging behavior. Over half of the 

participants show problematic sleep issues within clinical score range. The participants 

with deafblindness scored higher on the SDSC test and there was no correlation between 

the disabilities of choanal atresia and cleft palate to sleep problems. A correlation 

between sleep issues and ear infections in participants existed. Scores on the Malaise 

Inventory corresponded to the scores on the Developmental Behaviour Checklist (DBC-

P) for parents revealing that sleep issues in children with CHARGE result in sleep issues 

and problems for their parents.   

The sixth research study in this review examines executive function in individuals 

with CHARGE syndrome to determine if correlations to challenging behaviors occur in 

participants (Hartshorne, Nicholas, Grialou, & Russ, 2007). Parents of 98 children with 

CHARGE syndrome, ages five to 18, were recruited through a mailing list from the 

CHARGE Syndrome Foundation. Parents completed the following questionnaires:  the 

CHARGE history questionnaire, the Behavior Rating Inventory of Executive Function 

(BRIEF) and the Autism Behavior Checklist (ABC). Ninety-eight participant parents 

returned their questionnaires and 92.5% of them were completed by mothers.  The 

average age child participant was 10.63.   
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Results revealed “more than 50% of the children in this study scored in significant 

range on Shift, Monitor, and Behavioral Regulation Index” (Hartshorne et al., 2007). On 

the Autism Behavior Checklist the participants scored higher than norms for individuals 

with deafblindness without CHARGE syndrome. Those with CHARGE syndrome and 

deafblindness in this study scored higher on the Behavior Rating Inventory of Executive 

Function (BRIEF). 

Included seventh in this literature review is a study performed to “objectify 

autism-specific behaviors in people with deafblindness” and aid in appropriate diagnoses 

of autism in individuals with deafblindness (Hoevenaars-van den Boom et al., 2009, p. 

550). Ten participants with deafblindness and intellectual disabilities from institutions 

were the participants, five with autism and five without. Two male participants had 

CHARGE syndrome and autism. All ten had cognition less than 24 months and the 

average age of those with autism and deafblindness was 18 years of age. The average age 

of the five without autism was 15 years. The majority with autism were male and the 

majority without were female. Semi-structured observations took place at the 

participants’ institutions and lasted from 30 to 60 minutes. The Observation of 

Characteristics of Autism in Persons with Deafblindness (O-ADB) was developed by 

autism and deafblind specialists on this research team. The O-ADB was based on the 

Autism Diagnostic Observation Schedule of Lord, the Autism Screening Instrument for 

Educational Planning of Krug, the Autism Diagnostic Interview-Revised of Le Couteur 

and the van Dijk Approach to Assessment. Combined together these instruments formed 

a “semi-standardized observation instrument” (Hoevenaars-van den Boom et al., 2009, p. 

551).   
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Findings of this study revealed that individuals with deafblindness and autism 

were less open, less apt to initiate, and respond to contact. They displayed stereotypies, 

had change-coping issues and less variety in their behavior. They tended to show lack of 

problem-solving and lack of asking for help to problem solve. Autism was significant on 

the O-ADB scale, but gender was of no significance. The two males with CHARGE 

syndrome showed some behaviors that possibly are distinctly different from those with 

deafblindness only. 

Moss and Howlin (2009) wrote a review of literature based on seven studies to 

study whether there were correlations between certain genetic syndromes and Autism 

Spectrum Disorder (ASD). The inclusion of intellectual disabilities along with the 

syndromes and ASD and to discover whether there could be “clinical implications” 

leading to diagnoses and interventions for genetic syndromes with ASD was also studied. 

Papers with ASD and syndromes in the title were systematically reviewed by the 

researchers. Three CHARGE syndrome studies were located and included 191 

individuals with CHARGE syndrome. 

The researchers determined that “autistic-like behaviors have been described” and 

specifically that “Hartshorne et al. (2005) has found variability in the severity of autistic 

symptomatology in comparison with individuals with ASD, but the results indicated that 

the presence of autism characteristics in CHARGE could not be wholly accounted for by 

the visual and hearing impairments typically associated with the syndrome” (Moss & 

Howlin, 2009, p. 862). 

The ninth study in this review of literature attempts to answer what characteristics 

differ for children with CHARGE syndrome as compared to the characteristics of those 
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who are deafblind and those with autism (Hartshorne et al., 2005). Participants were 

parents of 160 individuals with CHARGE syndrome. Two different medical history 

forms were completed by the parent participants along with the ABC portion of the 

Autism Screening Instrument for Educational Planning, Second Edition.   

Study results indicated that age of a child with CHARGE syndrome did not 

correlate with ABC scores and scores did not increase or decrease with age. One age 

category, the three and four year olds, had the highest average score on the ABC. The 

participants in the 11-14 year old category had scores fall below those for individuals 

with deafblindness. Concluded was that 27.5% of those in this study could have 

diagnoses of autism. The ABC scores reveal that those individuals with CHARGE fall 

lower than those with autism and higher than those with deafblindness. The scores for 

body object and sensory use were in the middle of autism and deafblind averages.  

Language was fairly equal to that of individuals’ with deafblindness, but in the areas of 

social and self-help skills, participants scored similar to the autism group studied. The 

participants who walked when they were older scored higher in the area of autism.  

The first focus of the tenth study reviewed, conducted by Vervloed, Hoevenaars-

van den Boom, Knoors, van Ravenswaaij, and Admiraal, was to discover potential 

connections between individuals’ severe medical issues and their behavior characteristics 

(2006). A second focus of the study was to determine whether individuals with CHARGE 

syndrome can be distinguished by their medical issues and how many behavioral issues 

they exhibit. Fourteen males and 13 females were recruited from all over the Netherlands 

for this study. Nine were located through the CHARGE parent federation, eight from a 



 Texas Tech University, Lorna Kathleen Sheriff, August 2012                                            

 20 

residential center for those with deafness or deafblindness, and the remaining from the 

Otorhinolaryngology of Radboud University Nijmegen Medical Centre.   

Medical conditions, hospital stays, and amount and etiologies of participants’ 

medical conditions were studied. Three questionnaires were filled out prior to a home 

visit that lasted 75-195 minutes. Structured interviews took place in the home where 

medical and psychological reports were also analyzed. Four instruments made up the 

total of questionnaire materials. These materials included the following items:  a 71-

question survey, the Questionnaire destine’aux familities d’enfants ayant le syndrome de 

CHARGE, the Temperamentsschaal Voor Zwakzinnigen (TVZ) temperament scale, 

Child Behavior Checklist (CBCL), and the communication scale of the Vineland 

Adaptive Behavior Scales (VABS).   

Results indicated no correlation between the number of medical issues and the age 

of participant to behavior issues. There were negative relationships between 

hospitalization, cardiac defects and surgery, and with brain abnormalities. Presence of 

colobomas did not correlate with behavior issues. Developmental delay correlated with 

deafblindness. The participants with deafblindness showed lower communication scores. 

Positive behaviors correlated with heart surgery and tube feeding. “The participants with 

heart surgery especially, had less behavior problems” (Vervloed et al., 2006, pg. 851). 

This particular study did not find correlation significance between medical conditions and 

autism, but the researchers state that visual disability “alone cannot explain the high 

prevalence of autism in CHARGE syndrome” (Vervloed et al., 2006, p. 860).  

The next to last study examined was conducted to discover what behavioral issues 

lead to “single or multiple psychiatric diagnoses,” (Wachtel, Hartshorne, & Dailor, 2007, 
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pg. 473) what medications are prescribed for specific psychiatric symptoms, and whether 

individuals with CHARGE syndrome are treated with single or multiple medications.  

Parent participants of 87 children with CHARGE syndrome from 27 different states were 

sent questionnaires. Fifty-nine percent of child participants were male, 88.5% were 

Caucasian, and 89.7% of the questionnaires were completed by mothers. The CHARGE 

History questionnaire and a Developmental Behaviour Checklist (DBC, Second Edition) 

were sent to previous parents who participated in previous studies with Dr. Hartshorne 

were recruited for this study. Two open-ended questions were asked on the questionnaire.  

They were: whether the child participant had a diagnosis for challenging behavior such as 

a diagnosis for autism and what supplements or medications their child takes regularly.   

Ten participants had anxiety disorders in the form of obsessive-compulsive 

disorder (OCD) and took antidepressants (mainly SSRIs). Data showed antihypertensive 

medications and stimulants were prescribed for Attention Deficit Hyperactive Disorder 

(ADHD) in CHARGE participants, and antipsychotics were dispensed for those with 

Pervasive Developmental Disorder (PDD). Whether these medications are successful in 

helping the participants was not discovered in this study. 

The twelfth and final study in this literature review of challenging behavior and 

children with CHARGE syndrome tested a previous hypothesis made by Reda and 

Hartshorne (2008) that rearing a child diagnosed with CHARGE syndrome is related to 

higher stress levels (Wulffaert et al., 2009). The study also was to test whether behavioral 

and physical characteristics of individuals with CHARGE syndrome were related to 

stress in their parents. Correlations between syndrome-specific features and parenting 

stress were also explored.  
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Sixteen boys and six girls with CHARGE syndrome and their parents were 

solicited by mail from a list of parents in the Dutch CHARGE Parent Support Group. 

Ages of the children were 1.7-22.2 years of age. Parent participants were sent several 

questionnaires to complete for this study. Included materials were: the Nijmegen 

Parenting Stress Index-Short (NPSI-S), which is an adapted version of the Parenting 

Stress Index by Abidin, the Vineland Screener 0-12 years (VS 0-12) for adaptive 

functioning level, the Dutch version of the Developmental Behavior Checklist-Primary 

Carer (DBC-P) parent rating scale, and expressive communication for the child was 

determined by the DBC-P questionnaire.   

Parenting stress was reported by more than half (59%) of the parents in this study.  

Challenging behaviors in “depression, autism, self-absorbed and disruptive behavior 

correlated positively with parenting stress” (Wulffaert et al., 2009, p. 301). Aloofness, 

sleep disturbances, stubbornness, disobedience, having tantrums, being over-excited and 

noisy, irritable, having attention difficulties and impatient behaviors were in more than 

half of the children studies. Impatience was present in 86% of participants.  

Summary 

 This twelve-study literature review demonstrates there exists an emerging cluster 

of studies paralleling challenging behaviors in children with CHARGE syndrome with 

some of the same challenging behaviors recognized within ASD, other syndromes, and 

deafblindness from other etiologies. Parenting stress is also reviewed in several of the 

studies included in this collection of professional literature, and is found to be significant 

for parents of children with CHARGE syndrome, as reported at 59% by Wulffaert et al. 

in 2009. Different instruments were used by American and European researchers in this 



 Texas Tech University, Lorna Kathleen Sheriff, August 2012                                            

 23 

literature review that reveal evidence supporting challenging, autistic-like behaviors in 

children born with CHARGE syndrome, which may differ from the challenging, autistic-

like behaviors displayed by other children with multiple disabilities. Sleep issues in 

children with CHARGE syndrome appear to attribute to behavior issues and parental 

stress (Hartshorne et al., 2009). Other challenging behaviors reported for children with 

CHARGE syndrome in this literature review include: impatience, irritability, attention 

difficulties, tantrums, disobedience, stubbornness, depression, aloofness (Wulffaert et al., 

2009), language difficulties, and body-object and sensory difficulties leading to behavior 

issues (Hartshorne et al., 2005). 

Some children with CHARGE syndrome take medication for challenging 

behavior management, but Wachtel et al. (2007) found no indication in their study as to 

whether medication helps these children with their challenging behaviors. It is evident 

from this literature review that children born with CHARGE syndrome have need for 

more research concerning challenging behaviors. Severe behaviors for children with 

CHARGE syndrome can be categorized into five (5) larger categories, according to 

Hartshorne and Cypher (2004). These five categories include: Obsessive Compulsive 

Disorder (OCD), Tic Disorder, Deafblindness (DB), Autistic Disorder, and Attention 

Deficit/Hyper Active Disorder (ADHD).   

A future implication for parent-teacher collaboration in addressing challenging 

behaviors appears necessary since each child with CHARGE is unique in his/her 

combinations of varying disabilities and sensory loss leading to his/her individual and 

unique challenging behaviors (Salem-Hartshorne, 2005). 
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CHAPTER 3 

METHODOLOGY AND MATERIALS 

 

Introduction 

  The research methodology used in this research study was a quantitative on-line 

survey using purposeful nonprobability (purposive) sampling through accessing 

participants who qualify as parent members of the CHARGE Syndrome Foundation or 

the Texas Chargers Parent Organization using “intact groups of participants” (Plano-

Clark & Creswell, 2010). Nonprobability sampling is considered the “most common type 

in educational research” (McMillan & Schumacher, 2010). This type of sampling used in 

educational research is justifiable for this research in that the children with CHARGE 

syndrome “represent certain types of characteristics” (McMillan & Schumacher, 2010) 

within the broad range of anomalies present for individuals born with CHARGE. Parents 

volunteered to participate for this research study and each nominated their child’s 

teacher(s) within their survey. These teachers were then contacted by the researcher to 

participate in the online survey. This type of purposeful sampling strategy is called 

snowball sampling because information from the parents is used to locate the teachers to 

be studied (Plano-Clark & Creswell, 2010). 

 Using volunteer nonprobability sampling of participants means that none of the 

parents or teachers of children with CHARGE syndrome were “compelled, coerced, or 

required to participate” (McMillan & Schumacher, 2010). Volunteers utilizing this 

research survey made their own decision to participate determined for themselves 

whether or not they wanted to participate in the on-line survey. Parents shared their 

child’s teachers’ names so that the researcher could contact them stating in their e-mail 
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invitation that their parent of a child with CHARGE syndrome recommended them for 

participation in this research study.    

One “hallmark” (Plano-Clark & Creswell, 2010, p. 175) of quantitative survey 

research design is that participants were chosen because they “are representative of a 

larger population” and “any quantitative study can use a survey for gathering 

information” (Plano-Clark & Creswell, 2010, p. 175). Nonprobability sampling was 

considered “the most common type in educational research” (McMillan & Schumacher, 

2010) and utilizing participant parent perceptions and participant teacher perceptions of 

challenging behavior for individual children with CHARGE syndrome makes this a 

purposive sampling for participants. Quantitative research studies with small sample sizes 

such as available within the population of parents and teachers of children with 

CHARGE syndrome that may lead to “statistical significance, the relationship or 

difference is probably a substantial” (McMillan & Schumacher, 2010) addition to the 

research base for the small population.  

Research Questions 

The Research Questions 

1. What are parents’ and teachers’ basic perceptions of challenging behavior of 

their children/students with CHARGE syndrome as indicated on the Survey 

for Parents/Teachers of Children with CHARGE in Regards to Behavior 

Problems instrument? 

2. As a group, do parents of children with CHARGE syndrome perceive their 

children’s behavior as the children’s teachers’ group rates their students’ 
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behaviors on the Survey for Parents/Teachers of Children with CHARGE in 

Regards to Behavior Problems instrument? 

3. Do parents of children with CHARGE syndrome perceive that challenging 

behaviors become more severe as their children age?  

4. Do teachers of children with CHARGE syndrome rate their students’ 

behaviors the same as related-service professionals rate their students’ with 

CHARGE syndrome on the Survey for Parents (adapted as Teachers in this 

study) in Regards to Behavior Problems instrument? 

Participants and Sample Selection 

Parent Participants 

 The volunteer parent participants were parents of children with CHARGE 

syndrome defined as parents by the IDEA. The parents in Texas are members of the 

Texas Chargers parent organization who have children born with CHARGE syndrome 

that are of school age in Texas. School age in Texas would mean these parent participants 

have children with CHARGE syndrome ages three (3) through 22 and enrolled in Texas 

public school programs. School special educator related-service providers also serve 

many children with disabilities from birth to age three (3) when these children may then 

attend public school or day care school settings. Parent participants outside of Texas were 

contacted via the CHARGE Syndrome Foundation website listserv network and were 

contacted via an e-mail blast sent out from the Foundation. Both organizations allowed 

posts to parents via social media on their Facebook pages.  

Ages vary by state for allowable school age noting that in the state of Michigan, 

for example, students with disabilities may remain in school until the age of 26. The 
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nomination of current school teachers informed the researcher in this study of whether 

the parent participant was informing through the snowball process a child who was still 

served by school teachers. Parent participants were judged to be parents of children 

diagnosed with CHARGE syndrome based on their acknowledgement that their 

child/children have been diagnosed with CHARGE syndrome in the demographics 

section of the web-based survey for this research study by listing their child’s medical 

conditions relevant to CHARGE diagnoses. All participants claiming to be the parent of a 

child with CHARGE syndrome enrolled in school service programming were allowed to 

participate in this research study. 

Teacher Participants   

Parents had the opportunity to list the teachers serving their child with CHARGE 

syndrome on the research instrument used for this study. Teachers were general 

education teachers, special education teachers, or related-service professionals acting in 

the capacity of teacher, school staff consultant, or service provider. Parents nominated 

teachers for the researcher in this study to contact and invite participation via e-mail for 

this study. All teachers nominated by parents were sent e-mails from the researcher in 

this study to participate. 

Description of Instrument and Measures 

 One data collection method was used for this on-line quantitative purposive 

research study. The instrument used was the Survey for Parents of Children with 

CHARGE in Regards to Behavior Problems developed at Central Michigan University in 

2004 (Hartshorne & Cypher, 2004). The on-line survey using Hartshorne and Cypher’s 

instrument included directions for use and allowed volunteer participants to participate 
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and accept terms by opening the survey page and clicking a Next box at the bottom of the 

information page to participate in the survey. All participants included were self-

identified parents as defined by the IDEA and teachers of children with CHARGE 

syndrome old enough for educational instruction and in need of an IEP.   

Parent participants were notified of opportunity for volunteer participation 

through contact list membership in the CHARGE Syndrome Foundation or the Texas 

Chargers Parent Organization. The CHARGE Syndrome Foundation also sent out an e-

mail blast to members of the Foundation with a link to the survey. Both the Texas 

Chargers Parent Organization and the CHARGE Syndrome Foundation invited the 

researcher to post the link via their social media Facebook pages. This was accomplished 

as another form of advertisement for the study.    

Parent participants were sent an e-mail invitation from SurveyMonkey.com to a 

secure web-based survey for participation in this research study. On the parent web-based 

survey was a place to nominate their own child’s teachers. The teachers were then e-

mailed an invitation from the researcher attached to the web-based survey for teachers so 

that they could volunteer and participate. Parents were not notified if their child’s teacher  

declined participation.   

The parent survey was posted for 60 days in secure web-based website format 

utilizing Surveymonkey.com; one web-based survey site for the parents and the other for 

the teachers. Participants read information explaining the survey, and by clicking the Next 

box at the bottom of the information page, they opened the website giving their 

permission for participation in this study. The amount of time expected to complete the 

survey was less than one hour for each participant. 
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Parent-nominated teachers and related-service providers were sent an e-mail from 

SurveyMonkey.com with the link for their survey. The e-mail explained they were 

nominated by a parent of a student with CHARGE syndrome to participate in the study. 

They also participated by opening the e-mailed link and clicking the Next box at the 

bottom of the information page of the teacher survey. Teacher e-mails were sent out each 

time a teacher was nominated by a parent. The researcher checked the parent 

surveymonkey.com website daily to retrieve data and send invitations to teachers 

nominated. Teachers could participate for 60 days after the first teacher survey was sent 

out, which was 63 days after the parent survey opened. In other words, the first teacher 

survey was sent on day three of the 60 day window for parent surveys, and the teacher 

survey stayed open for three days after the closing of the parent survey. 

Procedures 

Sampling Strategies 

Non-probability sampling was used because children with CHARGE syndrome 

have a diagnosis for CHARGE indicating they will “represent some characteristics” 

(McMillan & Schumacher, 2010) required for participation in this study. Parent and 

teacher participants represent the main qualification for participation as being a parent or 

a teacher of a child with CHARGE syndrome. Teachers were convenient participants 

because they were selected for participation by the parents of their students with 

CHARGE through the process called snowballing. Parents volunteered perceptive 

information about their children with CHARGE syndrome and the teachers of the same 

children volunteered their perceptive information about their student. Since no current 

individual parent to teacher study of challenging behavior perceptions concerning 
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children with CHARGE syndrome exists, this data accumulated in this study may later be 

utilized for a future one-to-one correspondence quasi-experimental or qualitative study 

for parent: teacher research for children with CHARGE syndrome.   

Survey samples vary in size “depending on several factors, including the size of 

the overall population” (Plano-Clark & Creswell, 2010, p. 185), and it is estimated that 

one (1) in 10,000 to 12,000 children are born alive in the World with CHARGE (Moss & 

Howlin, 2009), supporting the rarity of participants available for this research study. 

Volunteer sampling of parents who recruit their child’s teacher for participation merits 

careful consideration in this study. Teachers who chose not to participate may affect 

findings, but there is no random sampling in nonprobability sampling (McMillan & 

Schumacher, 2010). 

Institutional Review Board 

 The Texas Tech Institutional Review Board (IRB) process was utilized to ensure 

safety and anonymity of all parents and teachers of children with CHARGE syndrome 

participating in this survey study. The IRB review for this study took place in January of 

2012, and the study and data collection began in March of 2012 and ended 60 days later 

in May of 2012. See Appendix A for the IRB approval letter.  

Selection of Participants 

 Parents were told by the researcher of the upcoming study in Texas face-to-face at 

the November 2011, Annual Texas Chargers Parent Retreat. Parents were also recruited 

through the Charge Syndrome Foundation website and the Texas Chargers website. 

Parents read an e-mail information notice and invitation linked to the study that they 

opened to participate in the on-line survey if they chose to participate. The parents gave 



 Texas Tech University, Lorna Kathleen Sheriff, August 2012                                            

 31 

their permission for participation on the first page of the on-line survey when they clicked 

the Next box at the bottom of the information page. Parents then completed the survey 

and listed teachers they allowed the researcher utilizing snowball technique to contact, 

inviting them to participate in the teacher survey.   

Teachers were contacted by the researcher via e-mail address given by parents 

nominating them for participation. The same survey used for parents was replicated for 

teacher participation in the teacher on-line survey. Due to confidentiality concerns for 

children and families, a secure web-based survey tool hosting the survey was utilized, 

and no children’s names, parent names, or teacher names were available for anyone to 

view. Only the researchers knew who submitted survey results. Notes and written 

documentation concerning the research were kept in a locked file cabinet in the 

researcher’s office and viewed only by the researchers associated with this study. 

Instrument and Collection Methods  

Instrument and Validity 

 The on-line survey instrument Survey for Parents of Children with CHARGE 

Regarding Behavior Problems (Hartshorne & Cypher, 2004) involves use of an ordinal 

Likert-measurement scale for each descriptive behavior for children with CHARGE 

syndrome. Timothy Hartshorne, Ph.D., Psychology Department at Central Michigan 

State, is world renowned for his research work with individuals with CHARGE 

syndrome, conducts a CHARGE Syndrome Lab at Central Michigan State University, 

and is also the parent of a grown son diagnosed with CHARGE syndrome. These 

credentials make Dr. Hartshorne an expert judge for validity of instruments used for data 

collection for individuals with CHARGE syndrome. “Experts are used to judge the 
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relative criticality or importance of various parts of an instrument” (McMillan & 

Schumacher, 2010, p. 175), and “content-related evidence for validity is obtained by 

expert review” (McMillan & Schumacher, 2010, p. 185). Since Dr. Hartshorne developed 

the instrument, Survey for Parents of Children with CHARGE Regarding Behavior 

Problems (Hartshorne & Cypher, 2004), used diagnostic symptoms defined by the 

American Psychiatric Association (APA) for arrangement of the survey questions; this 

survey instrument was appropriate for “evidence based on test content” (McMillan & 

Schumacher, 2010, p. 175) for use in this quantitative purposive study.  

 Dr. Hartshorne gave verbal permission to the researcher to alter the word ‘child’ 

in the survey to ‘student’ for teacher participants. He also gave verbal permission for the 

survey to be used for teachers, which alters the instrument name from Survey for Parents 

of Children with CHARGE Regarding Behavior Problems (Hartshorne & Cypher, 2004) 

to Survey for Teachers of Children with CHARGE Regarding Behavior Problems solely 

for the purpose of this research study called Parent and Teacher Perceptions of 

Challenging Behavior in Their Children and Students with CHARGE Syndrome 

(personal communication, July 30, 2011). 

Instrument and Reliability 

The instrument survey included questions concerning child medical issues and 

demographic questions along with the 71 severe behavior-related survey questions. 

“Reliability can be dealt with directly in structured questionnaires using specific words or 

phrases rather than general ones” (Herzog, 1996, p. 116). Questions on the instrument 

survey for this research study were developed by Hartshorne and Cypher (2004), from 

field psychological expert lists, and from American Psychiatric Association (APA) 
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diagnostic information (American Psychiatric Association, 2004), and then categorized 

into five (5) of the APA’s recognized behavior diagnostic categories: Obsessive 

Compulsive Disorder (OCD), Tic Disorder, Deafblindness (DB), Autistic Disorder, 

Attention Deficit/ Hyperactivity Disorder (ADHD). Sixty-nine (69) questions on the 

survey were behavioral symptoms in OCD, DB, Autistic Disorder, and ADHD. 

Hartshorne and Cypher (2004, p. 6) included “two questions for verbal and motor tics 

based on the American Psychiatric Association’s Diagnostic and Statistical Manual of 

Mental Disorders (4
th

 ed.)(DSM-IV).”  

Parent and teacher participants ranked their perceptions for each of 71 behaviors 

on the instrument in one of the five following Hartshorne and Cypher ranks used 

previously in this survey: Very Much Like My Child, Somewhat Like My Child, Unsure 

or Neutral, Somewhat Not Like My Child, or Very Much Not Like My Child. The 

numbers of survey items representing each of the five challenging behavior categories 

were as follows: the OCD category had 14 survey items, the Tic Disorder category had 

two survey items, the Deafblindness category had 21 survey items, the Autistic Disorder 

category had 24 survey items, and the ADHD category had 10 survey items (Hartshorne 

& Cypher, 2004). Table 3.1 reflects these five categories and number of survey items in 

each for a total of 71 items. 
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Table 3.1 Instrument List of Challenging Behavior Categories and Number of Items 

________________________________________________________________________ 

Category      Number of Survey Items 

________________________________________________________________________ 

OCD          14 

Tic Disorder         02 

Deafblindness         21 

Autistic Disorder        24 

ADHD          10 

________________________________________________________________________ 

 

Data Analyses 
Once the on-line web-based surveys closed after the allotted 60 days for 

participants to respond, the quantitative information gathered was entered into a computer 

software program called Statistical Package in the Social Sciences (SPSS) for analysis. 

Using web-based survey tools such as SurveyMonkey.com allows for data to be 

“downloaded into statistical and spreadsheet programs” (Gay, Mills, & Airasian, 2009, p. 

186), which was the process for transferring data from the web-based survey to SPSS for 

this research study. Research question 1 was analyzed using descriptive statistics in an 

effort to explore whether there were differences in challenging behaviors in children with 

CHARGE syndrome between parent and teacher groups as a whole. Research questions 

2, 3, and 4 were analyzed using multivariate analysis of variance (MANOVA) and 

followed by a univariate test of Between-Subjects Effects. Use of multiple tests was 

warranted for variances in the participant groups and was warranted for calculation 

reflecting the differences between the groups in this study. This use of multiple tests 

allowed for “investigating patterns among many variables” (McMillan & Schumacher, 

2010, p. 313) associated with challenging behavior perceptions between parents and 

teachers of children with CHARGE syndrome, different teachers and their students with 



 Texas Tech University, Lorna Kathleen Sheriff, August 2012                                            

 35 

CHARGE syndrome, and different perceptions among the parents of different-aged 

children with CHARGE syndrome exhibiting challenging behaviors. 

Summary 

This study addressed parental and teacher perceptions of challenging behaviors in 

children with CHARGE syndrome. The use of quantitative survey research design was 

used in conjunction with purposeful nonprobability sampling due to the limited number 

of parents of children with CHARGE syndrome and the limited number of teachers 

teaching the same children. Survey research designs are quantitative designs used to 

“identify trends in attitudes, opinions, behaviors, or characteristics of a population” 

(Plano-Clark & Creswell, 2010). Research data was gathered to study the perceptions of 

parents concerning the challenging behaviors observed in their children with CHARGE 

syndrome and the perceptions of the teachers of the same children. This is in an effort to 

describe how these two groups perceive challenging behaviors in children with CHARGE 

syndrome in an attempt to draw conclusions about challenging behaviors for children 

with CHARGE syndrome, which may lead to establishing future collaboration best 

practices for writing IEP’s for children (students) with CHARGE. 

 Using a previously established instrument developed by Timothy Hartshorne, 

Ph.D., professor in the Department of Psychology at Central Michigan University called 

Survey for Parents of Children with CHARGE Regarding Behavior Problems (Hartshorne 

& Cypher, 2004), an on-line survey for parents and teachers of the same children with 

CHARGE syndrome was available to participants. These on-line surveys remained 

available during a 60 day period. This study was “an initial exploration” (Gall, Borg, & 
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Gall, 1996, p. 237) into surveying parents and teachers together in tandem to research 

their perceptions of challenging behaviors for their child/student with CHARGE.  
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CHAPTER 4 

DATA ANALYSIS 

Introduction 

 The purpose of this research study was to survey parents and teachers of children 

with CHARGE syndrome and collect data about their perceptions of challenging 

behaviors in their children and students with CHARGE. Parents were contacted to 

participate via their memberships in the Texas Chargers Parent Organization and the 

CHARGE Syndrome Foundation. Parents who attended the November 2011 Texas 

Chargers Parent Retreat received a verbal announcement about the upcoming study in 

2012.  

The formal method of contact for parent participants was via e-mail with the link 

to their survey on a secured SurveyMonkey.com website. Parents then nominated within 

their survey their child with CHARGE syndrome’s teacher and/or related service 

providers to participate. Teachers and related-service providers were then e-mailed via 

another secure SurveyMonkey.com website explaining they were nominated by their 

student’s parent and asked to participate.   

Additional contact was made to parents by an e-mail blast sent out to all members 

of the CHARGE Foundation listserv that included the direct link to the parent survey on 

the secure SurveyMonkey.com website. The main researcher was also given permission 

to post the link via social media Facebook pages for both the Texas Chargers and the 

CHARGE Syndrome Foundation. This was accomplished as an additional form of notice 

about the research study. The CHARGE Syndrome Foundation also listed information 

about the study in its electronic Spring 2012 Newsletter called CHARGE Accounts.    
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All e-mails and Facebook postings to parents of children with CHARGE 

syndrome included the link to the secure SurveyMonkey.com website for the survey. This 

allowed for easy access for any parents with internet access choosing to volunteer in the 

survey process for this study. Of the 54 parents who opened the Parent survey, 48 

completed all parts of the survey. The parent data collected represents an 89% usable 

response rate (N=48, 54). Of the 25 teachers who opened and completed the Teacher 

survey, 23 completed all parts of the survey. The teacher data collected represents a 92% 

usable response rate (N=23, 25).   

Research Questions 

 This research study first gathered information from parents of children born with 

CHARGE syndrome. The parents of children nominated their children’s teachers and/or 

related-service providers to participate in the study. Both groups of participants were 

asked demographic information and perception questions pertaining to 71 challenging 

behaviors from five categories of challenging behavior. The five categories were: 

Obsessive Compulsive Disorder (OCD), Tic Disorder, Deafblindness (DB), Autistic 

Disorder, and Attention Deficit Hyperactive Disorder (ADHD). To provide this research 

study with direction, four research questions were addressed: 

1. What are parents’ and teachers’ basic perceptions of challenging behavior of 

their children/students with CHARGE syndrome as indicated on the Survey 

for Parents/Teachers of Children with CHARGE in Regards to Behavior 

Problems instrument? 

2. As a group do parents of children with CHARGE syndrome rate their 

children’s behavior as the children’s teachers’ group rates their students’ 
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behaviors on the Survey for Parents/Teachers of Children with CHARGE in 

Regards to Behavior Problems instrument? 

3. Do parents of children with CHARGE syndrome perceive challenging 

behavior becomes more severe as their children age?  

4.   Do teachers of children with CHARGE syndrome rate their students’ 

 

      behaviors the same as related-service professionals rate their students’ with 

 

                  CHARGE syndrome on the Survey for Parents (adapted as Teachers in this 

                  study) in Regards to Behavior Problems instrument? 

Descriptive Statistics 

Parent Participants 

 In the first part of the surveys, parents of children with CHARGE syndrome were 

asked questions about their child’s medical history, demographic information about 

where they live, whether they were mother or father or guardian, and the age and gender 

of their child with CHARGE. All 48 parent participants completed this information. Of 

the 48 parent participants, 91.6% (N = 44) were mothers, 6.3% (N = 3) were fathers, and 

only one representing 2.1% (N = 1) was a guardian of children with CHARGE syndrome 

as displayed in Table 4.1. 

 

Table 4.1 Parent Participants (N = 48) 

________________________________________________________________________ 

Variable    Category  n % 

________________________________________________________________________ 

Parent Participant   Mother   44 91.6 

     Father   03    6.3  

     Guardian  01    2.1 

_______________________________________________________________________ 

 



 Texas Tech University, Lorna Kathleen Sheriff, August 2012                                            

 40 

Of the 48 Parent participants, 87.5% of them were from the United States and 

12.5 % were from other countries. This is displayed in Table 4.2.  

 

Table 4.2 Parent Participants Countries (N = 48) 

________________________________________________________________________ 

Variable    Category  n % 

________________________________________________________________________ 

Parent Participants Country  USA   42 87.5 

     Other   06 12.5  

______________________________________________________________________ 

 

Parent participants reported on their survey that 47.9% of their children with 

CHARGE syndrome were males and 52.1% were females. This information is displayed 

in Table 4.3. 

 

Table 4.3 Parent Reported Child Gender (N = 48) 

________________________________________________________________________ 

Variable    Category  n % 

________________________________________________________________________ 

Child Gender    Male   23 47.9 

     Female   25 52.1  

_______________________________________________________________________ 

 

Parent participants were asked to give the age of their child with CHARGE 

syndrome in years and months. Table 4.4 reflects all 48 children and their ages divided 

among two age groups. The ages of the children span from seven months old to 25 years.  

The majority of the children were below the age of 13 years (N = 36) (75%). Twelve 

children (N=12) (25%) were older than 13. No parents reported having children age 13.  

Groups  were divided by age 13 to correspond with elementary school age that is 
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generally under 13 years and secondary school age begins around the age of 13. Reported 

ages go up to 25 because some states serve students with disabilities up to the age of 26. 

     

Table 4.4 Parent Reported Child Age in Months and Years (N = 48) 

________________________________________________________________________ 

Variable    Frequency  Cumulative % 

________________________________________________________________________ 

Child Age Groups     

     .07 -12.08 (< 13 years)   36     75.0 

 14.01- 25.00 (= to or >13 years) 12   100.00 

_______________________________________________________________________ 

  

Parents (N = 48) were asked in the parent survey to respond to questions about the 

medical issues concerning their child with CHARGE syndrome. Table 4.5 lists the 

medical issues participating parents reported. The frequency count reflects that children 

are added multiple times in varying medical issue categories common in the CHARGE 

diagnosis. High prevalence of these medical CHARGE characteristics supports the 

inclusion of these children with parent reported CHARGE syndrome in this research 

study. Because parents self-reported their child has CHARGE syndrome then inclusion of 

the medical information listed in Table 4.5 supports that “participants represent the range 

of potential participants” in this study (Gay et al., 2009).   

Table 4.5 is organized into the six (6) major CHARGE acronym medical issue 

categories and displayed in bold print. Following a few of the major categories are some 

of the common medical issues associated with the bolded acronym issue (i.e. Atresia of 

the Choanae is followed by some of the medical issues that children with CHARGE 

syndrome experience due to or along with their choanal atresia).  
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Table 4.5 Parent Reported Medical Issues for Child (N = 48) 

________________________________________________________________________ 

Medical Issue                 Frequency  %       

________________________________________________________________________ 

C - Coloboma      41   85.4 

H - Heart Defect     40   83.3 

A - Atresia of the Choanae    27   56.3 

Swallowing Problems    42   87.5  

Facial Palsy     22   45.8 

Tracheoesophageal Fistula   14   29.2 

 Cleft Lip or Palate    10   20.8 

  Anosmia     03     6.3 

R - Retardation of Growth/Development   34   70.8 

Delayed Motor Milestones   39   81.3 

Hand Anomalies    11   22.9 

Abdominal Defects    08   16.7 

Spine Anomalies    05   10.4  

G - Genital Hypoplasia    17   35.4 

Renal Problems    16   33.3 

E – Ears-Sensorineural Hearing Loss   41   85.4 

Vestibular Problems    32   66.7 

Frequent Middle Ear Infections  30   62.5 

________________________________________________________________________ 

 

Teacher Participants 

Teachers and Related-Service education providers volunteering to participate in 

this research study were asked to identify themselves in their educational capacity serving 

their student with CHARGE syndrome. Of the 23 participants, 11 identified themselves 

as Special Education teachers, three (13%) were General Education teachers, one (1) was 

a Teacher of the Blind/Visually impaired, five (21.8%) were Teachers of the Deaf/Hard 
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of Hearing, one was a Deafblind Specialist, two were Orientation & Mobility (O&M) 

Specialists, one (4.3%) was a Speech Therapist, and one self-identified in the category of 

“Other” services provided for their student with CHARGE syndrome. This teacher self-

identified as classroom support teacher and was included in the category of Special 

Education teacher for a total of 12 (52.3%). Two of these teachers and professionals 

maintained multiple roles within the education system for their student with CHARGE 

syndrome. The Deafblind Specialist also identified as an O&M Specialist (4.3%). Table 

4.6 reflects the identifying information regarding these Teacher participants. 

 

Table 4.6 Teacher Participants (N = 23) 

________________________________________________________________________ 

Variable   Category   n % 

________________________________________________________________________ 

Teacher Participants  Special Education & Other  12 52.3 

   General Education   03 13.0 

   Teacher of Blind/VI & O&M  01 04.3 

   Teacher of Deaf/HH   05 21.8 

   Deafblind Specialist & O&M  01 04.3 

   Speech Therapist   01 04.3 

________________________________________________________________________ 

 

Results 

The following discusses the responses to the survey as related to each research question   

from the study. 

Question 1 

1. What are parents’ and teachers’ basic perceptions of challenging behavior of 

their children/students with CHARGE syndrome as indicated on the Survey 
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for Parents/Teachers of Children with CHARGE in Regards to Behavior 

Problems instrument? 

Following the demographic portion of the parent survey was a section that  

included replication of the exact same 71 survey questions regarding challenging 

behaviors that Hartshorne and Cypher used in their original 2004 survey. The 71 

behaviors were also categorized in the exact same way as the original 2004 use of the 

parent survey and are listed in this research study in Table 3.1. The five categories 

included: OCD, TIC Disorder, Deafblindness, Autistic Disorder, and ADHD. Table 4.7 

below reflects descriptively how the parents answered the 71 questions in the five 

categories of challenging behavior using a five-point Likert Scale. 

 

Table 4.7 Parent Responses in Five Categories of Challenging Behaviors (N=48) 

________________________________________________________________________ 

Category Variable               n      Min                 Max            Mean      St. Deviation  

________________________________________________________________________ 

Parent    OCD                  48     1.57      5.00            3.60  .78 

               Tic Disorder    48     1.33      5.00  3.23           1.13 

    Deafblindness   48     1.59      4.65  3.25  .72 

               Autistic Disorder   48     1.57      4.78  2.92  .73 

               ADHD               48     1.69      4.54  2.88  .80 

________________________________________________________________________ 

  

Teachers (N=23) were asked in their survey to rate the challenging behaviors of 

their student with CHARGE syndrome on the 71 behaviors listed using a 5-point Likert 

Scale. The 71 items were then dispersed within the appropriate five (5) categories (See 

Table 3.1) from the original Hartshorne and Cypher (2004) instrument that was title 

modified for teachers by changing the word ‘Parents’ in the title to the word ‘Teachers’ 
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in this research study. Table 4.8 shows the results of how the teachers in this study rated 

their students in all five (5) categories of challenging behaviors.    

 

Table 4.8 Teacher Responses in Five Categories of Challenging Behaviors (N=23) 

________________________________________________________________________ 

Category   Variable  n Min  Max      Mean  St. Deviation  

________________________________________________________________________ 

Teacher     OCD  23 2.43  4.86          3.73  .72 

       Tic   23 1.33  5.00      3.61           1.12 

                  Deafblindness 23 2.47  4.59      3.36  .62 

                  Autistic Disorder 23 1.78  3.83      2.82  .52 

                  ADHD  23 1.46  3.69      2.67  .65 

________________________________________________________________________ 

 

All adults surveyed (parents and teachers) (N = 48 + 23 = 71) perceive 

challenging behaviors in their children and students to exceed a mean rating of 3 on the 

five 5-point Likert Scale in the areas of OCD, Tic Disorder, and Deafblindness. Both 

parents and teachers (N=71) rated perceived challenging behaviors in the areas of 

Autistic Disorder and ADHD to be slightly below the mean rating of three (3) on the five-

point Likert Scale used in their surveys.  

Question 2 

2.  As a group do parents of children with CHARGE syndrome rate their 

children’s behavior as the children’s teachers’ group rates their students’ 

behaviors on the Survey for Parents/Teachers of Children with CHARGE in 

Regards to Behavior Problems instrument? 

In order to examine differences between how the parents (N =48) of children with 

CHARGE syndrome rate challenging behaviors across the five (5) categories of 
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behaviors (i.e., OCD, Tic Disorder, Deafblindness, Autistic Disorder, and ADHD) and 

how the teachers (N = 23) of the same children (their students) rate the same behaviors 

across the same five (5) categories, a multivariate (MANOVA) analysis using Wilks’ 

Lambda was calculated.   

Descriptive statistics were examined prior to the MANOVA for overall group 

means and standard deviations for each of the subscales: OCD [Parent = 3.60 (.78), 

Teacher = 3.72 (.72)], Tic Disorder [Parent = 3.22 (1.13), Teacher 3.60 (1.12)], 

Deafblindness [Parent = 3.25 (.72), Teacher = 3.36 (.62)], Autistic Disorder [Parent = 

2.92 (.73), Teacher = 2.82 (.52)], and ADHD [Parent= 2.88 (.80), Teacher = 2.67 (.65). 

Using the convention of one standard deviation greater than the group mean, the 

descriptive statistics show no significant differences between the two adult groups in any 

of the five (5) behavior categories.   

For further investigation a MANOVA was conducted with the OCD, Tic 

Disorder, Deafblindness, Autistic Disorder, and ADHD as the five (5) dependent 

variables. An overall MANOVA effect was found (Wilks’ Lambda = .86, F = 2.07, p = 

.08).  Since p = .08 and is > .05 the MANOVA revealed no significance between the two 

adult groups in each of the five behavior categories either. Therefore, a univariate test of 

Between-Subjects Effects was calculated to search further. No significant differences 

were found among the Between-Subjects Effects either. See Table 4.9 

 

Table 4.9 Between-Subject Effects Among Five Behavior Categories  

________________________________________________________________________ 

Variable  Type III Sum   df Mean Square   F         Sig. 

               of Squares   

________________________________________________________________________ 

OCD     .23   1   .23   .40        .53 
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Tic Disorder  2.24   1  2.24  1.76        .19          

Deafblindness    .18   1    .17    .37            .54  

Autistic Disorder          .16   1             .16                  .36            .55  

ADHD     .69   1    .69   1.21           .27 

________________________________________________________________________ 

 

Question 3 

3. Do parents of children with CHARGE syndrome perceive challenging    

behavior becomes more severe as their children age? 

In order to examine differences between how the parent group of children with 

CHARGE syndrome under the age of 13 years (N = 36) rate challenging behaviors across 

the five (5) categories of behaviors (i.e., OCD, Tic Disorder, Deafblindness, Autistic 

Disorder, and ADHD) in comparison to the parent group of children older than and 

including 13 years (N = 12) rate challenging behaviors across the same five (5) 

categories, a multivariate analysis (MANOVA) using Wilks’ Lambda was calculated. 

Descriptive statistics were examined prior to the MANOVA for overall group 

means and standard deviations for each of the subscales: OCD [parents of younger 

children= 3.61 (.67),  parents of older children = 3.58 (1.09)], Tic Disorder [parents of 

younger children = 3.19 (1.02), parents of older children 3.33 (1.46)], Deafblindness 

[parents of younger children = 3.26 (.73), parents of older children = 3.24 (.74)], Autistic 

Disorder [parents of younger children = 2.93 (.77), parents of older children 2.88 (.65)], 

and ADHD [parents of younger children = 2.73 (.77), parents of older children  = 3.35 

(.73)]. Using the convention of one standard deviation greater than the group mean, the 

descriptive statistics show no significant differences between the two (2) parent groups.   
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For further investigation a MANOVA was conducted with the OCD, Tic 

Disorder, Deafblindness, Autistic Disorder, and ADHD as the five (5) dependent 

variables. An overall MANOVA effect was found (Wilks’ Lambda = .76, F = 2.73, p = 

.25). Since p = .25 and is > .05, the MANOVA revealed no significance between the two 

(2) parent groups either. Therefore, a univariate test of Between-Subjects Effects was 

calculated.  ADHD is the only variable with significance found among the Between-

Subjects Effects because p = .02, which is < .05. See Table 4.10. 

 

Table 4.10 Between-Subject Effects Among Five Behavior Categories & Parent Groups 

________________________________________________________________________ 

Variable  Type III Sum   df Mean Square   F         Sig. 

               of Squares   

________________________________________________________________________ 

OCD     .01   1   .01   .02        .89 

Tic Disorder    .17   1   .17   .13        .72          

Deafblindness    .00   1   .00   .01             .94  

Autistic Disorder          .03   1            .03                  .06             .82  

ADHD   3.43   1 3.43  5.96        .02 

________________________________________________________________________ 

 

Question 4 

4.   Do teachers of children with CHARGE syndrome rate their students’ 

behaviors the same as related-service professionals rate their students’ with 

CHARGE syndrome on the Survey for Parents (adapted as Teachers in this 

            study) in Regards to Behavior Problems instrument? 

In order to examine differences between how the teachers group of students with 

CHARGE syndrome (N = 12) rate challenging behaviors across the five (5) categories of 

behaviors (i.e., OCD, Tic Disorder, Deafblindness, Autistic Disorder, and ADHD) and 
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how the related-service providers group (N = 11) rate challenging behaviors across the 

same five (5) categories of behaviors examined, a multivariate (MANOVA) using Wilks’ 

Lambda was calculated.   

Descriptive statistics were examined prior for overall group means and standard 

deviations for each of the subscales: OCD [Teachers= 3.56 (.75), Related-Service 

Teachers = 3.90 (.66)], Tic Disorder [Teachers = 3.50 (1.15), Related-Service Teachers 

3.73 (1.12)], Deafblindness [Teachers = 3.28 (.63), Related-Service Teachers = 3.44 

(.63)], Autistic Disorder [Teachers = 2.64 (.54), Related-Service Teachers 3.02 (.43)], 

and ADHD [Teachers = 2.51 (.62), Related-Service Teachers  = 3.85 (.66)]. Using the 

convention of one standard deviation greater than the group mean, the descriptive 

statistics show no significant differences between the two teacher groups in any of the 

five (5) behavior categories.   

For further investigation a MANOVA was conducted with the OCD, Tic 

Disorder, Deafblindness, Autistic Disorder, and ADHD as the five (5) dependent 

variables. An overall MANOVA effect was found (Wilks’ Lambda = .79, F = .89, p = 

.51). Since p = .51 and is > .05 the MANOVA revealed no significance between the two 

teacher groups in each of the five behavior categories either. Therefore, a univariate test 

of Between-Subjects Effects was calculated. The only variable approaching significant 

difference is Autistic Disorder at p = .08 among the Between-Subjects Effects with only a 

.03 difference between the p and .05. See Table 4.11. 

 

Table 4.11 Between-Subject Effects Among Five Behavior Categories & Teacher Groups  

________________________________________________________________________ 

Variable  Type III Sum   df Mean Square   F         Sig. 

               of Squares   
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________________________________________________________________________ 

OCD     .70   1   .70            1.39        .25 

Tic Disorder    .30   1   .30   .23        .64          

Deafblindness    .15   1   .15   .37             .55  

Autistic Disorder          .82   1            .82                 3.41            .08  

ADHD     .64   1   .64  1.55            .23 

________________________________________________________________________ 

 

Summary 

 The purpose of this research study was to survey parents and teachers of children 

with CHARGE syndrome to collect data about the perceptions of challenging behavior 

these two groups of adults have concerning their children and students with CHARGE. 

The groups of adults completing their surveys represent the following data. The parent 

survey data collected represents an 89% usable response rate (N = 48, 54). The teacher 

survey data collected represents a 92% usable response rate (N = 23, 25). 

Parents of children with CHARGE syndrome were contacted via e-mails from the 

e-mail listserv of the Texas Chargers Parent Organization in Texas and an e-mail blast 

sent out to members of the worldwide CHARGE Syndrome Foundation. The Foundation 

also publicized the study in its electronic Spring 2012 newsletter to e-mail members (See 

Appendix H). Both organizations allowed the researcher to post the secure 

SurveyMonkey.com website link for the study via social media on their Facebook pages.  

Forty-eight (48) parents participated and completed the parent survey. 

On page one of the parent survey, parents nominated through the process of 

snowballing their children’s teachers, some of whom were related-service providers, for 

the researcher to contact. E-mails were sent to the teachers and related-service providers 
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nominated informing them they were parent nominated and requesting them to participate 

in the study. Twenty-three (23) participated and completed the teacher survey. 

Parents of children/students with CHARGE syndrome surveyed were asked to 

answer questions related to demographic information. Of the 48 parent participants, 44 

(91.6%) were mothers, three (3) (6.3%) were fathers, and one (1) (2.1%) was a guardian.  

Forty-two (42) (87.5%) of the parents were from the United States. Six (6) (12.5%) were 

from other countries. Parents reported that 23 (47.9%) of their children were males and 

25 (52.1%) were females. Thirty-six (75%) of the children were under the age of 13 years 

and 12 (25%) were 13 years or older up to the age of 25. All parents in the survey 

reported their children were currently receiving school services from teachers and school 

related-service providers. Parents also reported medical characteristics their child with 

CHARGE syndrome has in an effort to support validity of their self-reporting their child 

has qualifying characteristics for CHARGE syndrome. See Table 4.5 for a complete list 

of these parent reported CHARGE characteristics.  

Twenty-three (23) teachers volunteered to participate and completed the teacher 

survey. Eleven (11) were Special Education teachers, three (3) (13%) were General 

Education teachers, one (1) was a Teacher of the Blind/Visually Impaired, five (5) 

(21.8%) were Teachers of the Deaf/Hard of Hearing, one (1) was a Deafblind Specialist, 

two (2) were Orientation & Mobility (O&M) Specialists, one (1) was a Speech therapist, 

and one self-identified as a Classroom Support Teacher and was counted in the Special 

Education teacher group for a total of 12 (52.3%). Two (2) teachers and related-service 

providers maintained multiple roles within the education system for their student with 

CHARGE.  The Deafblind specialist also identified as an O&M Specialist (4.3%). The 
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Teacher of the Blind/Visually Impaired also identified as an O&M Specialist (4.3%). See 

Table 4.6.  

Following the demographic information calculated using descriptive statistics on 

the parent survey was a section that included replication of the exact same 71 survey 

questions regarding challenging behaviors that Hartshorne and Cypher (2004) used in 

their survey called Parents of Children with CHARGE in Regards to Behavior Problems. 

The 71 behaviors used in this research study were categorized in the exact same way as 

the original 2004 survey for this 2012 study. See Table 3.1. The five (5) categories of 

challenging behaviors are: OCD, Tic Disorder, Deafblindness, Autistic Disorder, and 

ADHD. Table 4.7 reflects descriptively how the current 2012 parents (N = 48) answered 

the 71 questions in the five (5) categories of challenging behavior using a five-point 

Likert Scale.   

Teachers (N=23) were asked in their survey to rate the challenging behaviors of 

their student with CHARGE syndrome on the 71 behaviors listed using a five-point 

Likert Scale. The 71 items were then dispersed within the appropriate five (5) categories 

(See Table 3.1) from the original Hartshorne and Cypher (2004) instrument. This current 

2012 study used the same instrument for teachers, but with a modified title change from 

using the word Parents to using the word Teachers. 

Both parents and teachers in this study perceive challenging behaviors in their 

children and students to exceed a mean rating of 3 on the five-point Likert Scale in the 

areas of OCD, Tic Disorder, and Deafblindness. Both groups perceive challenging 

behaviors in the areas of Autism and ADHD to be slightly below the mean rating of three 

(3) on the five-point Likert Scale used in this study.   
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Descriptive statistics were examined prior for overall group means and standard 

deviations for each of the subscales is as follows: OCD [Parent = 3.60 (.78), Teacher = 

3.72 (.72)], Tic Disorder [Parent = 3.22 (1.13), Teacher 3.60 (1.12)], Deafblindness 

[Parent = 3.25 (.72), Teacher = 3.36 (.62)], Autistic Disorder [Parent = 2.92 (.73), 

Teacher = 2.82 (.52)], and ADHD [Parent= 2.88 (.80), Teacher = 2.67 (.65).  Using the 

convention of one standard deviation greater than the group mean, the descriptive 

statistics show no significant differences between the two adult groups in any of the five 

behavior categories.   

For further investigation a MANOVA was conducted with the OCD, Tic 

Disorder, Deafblindness, Autistic Disorder, and ADHD as the five dependent variables.  

An overall MANOVA effect was found (Wilks’ Lambda = .86, F = 2.07, p = .08).  Since 

p = .08 and is > .05 the MANOVA revealed no significance between the two adult groups 

in each of the five behavior categories either. It is noted that there was only a .03 

difference between the p = .08 and the significance level of .05. Therefore, a univariate 

test of between-Subjects Effects was calculated. No significant differences were found 

among the Between-Subjects Effects either, but it is noted that that .08 could be 

considered approaching significance. 

In order to examine differences between how the Parents group of children with 

CHARGE syndrome under the age of 13 years, 0 months  (N = 36) rate challenging 

behaviors across the five (5) categories of behaviors (i.e., OCD, Tic Disorder, 

Deafblindness, Autistic Disorder, and ADHD) and how the parent group of children older 

than and including 13 years (N = 23) rate challenging behaviors for the same five (5) 

categories, a multivariate (MANOVA) using Wilks’ Lambda was calculated.   
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Descriptive statistics were examined prior for overall group means and standard 

deviations for each of the subscales is as follows: OCD [Parents of Younger Children= 

3.61 (.67),  Parents of Older Children = 3.58 (1.09)], Tic Disorder [Parents of Younger 

Children = 3.19 (1.02), Parents of Older Children 3.33 (1.46)], Deafblindness [Parents of 

Younger Children = 3.26 (.73), Parents of Older Children = 3.24 (.74)], Autistic Disorder 

[Parents of Younger Children = 2.93 (.77), Parents of Older Children 2.88 (.65)], and 

ADHD [Parents of Younger Children = 2.73 (.77), Parents of Older Children  = 3.35 

(.73)]. Using the convention of one standard deviation greater than the group mean, the 

descriptive statistics show no significant differences between the two parent groups in 

any of the five (5) behavior categories.   

For further investigation a MANOVA was conducted with the OCD, Tic 

Disorder, Deafblindness, Autistic Disorder, and ADHD as the five dependent variables.  

An overall MANOVA effect was found (Wilks’ Lambda = .76, F = 2.73, p = .25). Since 

p = .25 and is > .05 the MANOVA revealed no significance between the two parent 

groups in each of the five behavior categories either. Next, a univariate test of Between-

Subjects Effects was calculated. ADHD is the only variable that revealed significance 

among the Between-Subjects Effects because p = .02, which is < .05. The parents of the 

older children with CHARGE syndrome perceive ADHD to be more significant than the 

parents of the younger children.  

Finally, to examine differences between how the teachers’ group of students with 

CHARGE syndrome (N = 12) rate challenging behaviors across the five (5) categories of 

behaviors (i.e., OCD, Tic Disorder, Deafblindness, Autistic Disorder, and ADHD), and 

how the related-service providers’ group (N = 11) rate challenging behaviors across the 
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same five (5) categories of behaviors examined, a multivariate (MANOVA) using Wilks’ 

Lambda was calculated.   

Descriptive statistics were examined prior for overall group means and standard 

deviations for each of the subscales is as follows: OCD [Teachers= 3.56 (.75), Related-

Service Teachers = 3.90 (.66)], Tic Disorder [Teachers = 3.50 (1.15), Related-Service 

Teachers 3.73 (1.12)], Deafblindness [Teachers = 3.28 (.63), Related-Service Teachers = 

3.44 (.63)], Autistic Disorder [Teachers = 2.64 (.54), Related-Service Teachers 3.02 

(.43)], and ADHD [Teachers = 2.51 (.62), Related-Service Teachers  = 3.85 (.66)]. Using 

the convention of one standard deviation greater than the group mean, the descriptive 

statistics show no significant differences between the two teacher groups in any of the 

five (5) behavior categories.   

For further investigation a MANOVA was conducted with the OCD, Tic 

Disorder, Deafblindness, Autistic Disorder, and ADHD as the five Dependent Variables. 

An overall MANOVA effect was found (Wilks’ Lambda = .79, F = .89, p = .51).  Since p 

= .51 and is > .05 the MANOVA revealed no significance between the two teacher 

groups in each of the five behavior categories either. Next, a univariate test of Between-

Subjects Effects was calculated. The only variable approaching significant difference was 

Autistic Disorder at p = .08 among the Between-Subjects Effects.   
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CHAPTER 5 

 DISCUSSION and IMPLICATIONS 

Introduction 

This quantitative study focused on parent and teacher perceptions of challenging 

behaviors in children with CHARGE syndrome. Whether parents and teachers of children 

with CHARGE syndrome perceive the same challenging behaviors to address in 

Individualized Education Programming was addressed, since the challenging behavior of 

these children vary uniquely to each child (Hartshorne, 2001b), may differ from those of 

other syndromes and deafblindness (Hartshorne et al., 2005), (Hoevenaars-van den Boom 

et al., 2009), and sometimes resemble behaviors of Autism Spectrum Disorder (ASD) 

(Graham et al., 2005). Studies addressing both parental and teacher perceived concerns 

for challenging behaviors together in tandem across home and school natural 

environments is needed for children with CHARGE syndrome. 

This research study compared survey results from parents of children with 

CHARGE syndrome with the survey results from teachers of the same children. 

Differences in perceptions of parents and teachers responses concerning challenging 

behaviors for children with CHARGE syndrome were discussed. Additionally, 

differences in teachers and related-service teacher perceptions were noted. 

Perhaps interventions and strategies useful for educating those with autism may 

be replicated for some students with challenging behaviors and CHARGE syndrome 

within home and school environments. Knowing the possibility of parallels between 

autism and CHARGE syndrome may prove advantageous for early intervention strategies 

for some students with CHARGE syndrome.   
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Summary of the Literature 

The literature reviewed in this study concludes there exists and reflects an 

emerging cluster of studies paralleling challenging behaviors in children with CHARGE 

syndrome with even some of the same challenging behaviors recognized within Autism 

Spectrum Disorder (ASD), other syndromes, and deafblindness from other etiologies.  

Parenting stress is also reviewed in several of the studies included in this collection of 

professional literature, and is found to be significant for parents of children with 

CHARGE syndrome, as reported at 59% by Wulffaert et al. in 2009. Since different 

instruments have been used by American and European researchers in this literature 

review, there is definitely evidence supporting challenging, autistic-like behaviors in 

children born with CHARGE syndrome, which may differ from challenging, autistic-like 

behaviors in other children with multiple disabilities. Additionally, sleep issues in 

children with CHARGE syndrome appear to attribute to behavior issues and parental 

stress (Hartshorne et al., 2009).    

Other challenging behaviors reported for children with CHARGE syndrome 

through this literature review include: impatience, irritability, attention difficulties, 

tantrums, disobedience, stubbornness, depression, aloofness (Wulffaert et al., 2009), 

language difficulties, and body-object and sensory difficulties leading to behavior issues 

(Hartshorne et al., 2005). Some children with CHARGE syndrome take medication for 

challenging behavior management, but Wachtel et al. (2007) found no indication in their 

study as to whether medication helps these children with their challenging behaviors.   

It is evident from this literature review that children born with CHARGE 

syndrome have need for more research concerning challenging behaviors. Severe 
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behaviors for children with CHARGE syndrome can be categorized into five (5) larger 

categories according to Hartshorne and Cypher (2004). These include Obsessive 

Compulsive Disorder (OCD), Tic Disorder, Deafblindness (DB), Autistic Disorder, and 

Attention Deficit/Hyperactive Disorder (ADHD). A future implication for parent-teacher 

collaboration in addressing challenging behaviors appears necessary since each child with 

CHARGE is unique in his/her combinations of varying disabilities and sensory loss 

leading to his/her individual and unique challenging behaviors (Salem-Hartshorne, 2005). 

Future Implications 

This literature review observed that several of the studies involve questionnaires 

to parent groups of children with CHARGE syndrome recruited through the CHARGE 

Syndrome Foundation; meaning many of the questionnaires for different studies may 

involve the same participants. These studies focused on the challenging behaviors in 

children with CHARGE syndrome and parental stress due to those behaviors. Behavioral 

strengths for these participants were not the focus of these studies, and behavior strengths 

for children with CHARGE syndrome need further investigation. Whether parents and 

teachers of children with CHARGE syndrome find the same challenging behaviors to 

address in IEP’s also needs to be addressed, since the challenging behavior of these 

children vary uniquely to each child, differ from those of other syndromes and 

deafblindness, and sometimes cross over into the Autistic Disorder category of severity. 

Parents and teachers of children with CHARGE syndrome could assess and collaborate 

together in the area of challenging behaviors, which could lead to better educational 

outcomes for special education students with CHARGE. Addressing both parental and 
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teacher concerns for challenging behaviors together in tandem across home and school 

natural environments is needed for children with CHARGE. 

Discussion of Results 

A study collecting data about parents of children with CHARGE syndrome and 

the teachers of the same children does not currently exist in the literature; this study 

represents the first. Parent and teacher data about perceptions of challenging behaviors in 

their children and students was collected via secure web-based surveys. One for parents 

and another just like it for teachers. Parents nominated teachers to participate in the study.   

Seventy-one (71) questions were divided into the following five different behavior 

categories: OCD, Tic Disorder, Deafblindness, Autistic Disorder, and ADHD by author 

design of the original survey in 2004 (Hartshorne & Cypher). See Table 3.1. Four (4) 

questions guided the research study, and each follows with a discussion of the study 

results relevant to each question. 

Parents’ and Teachers' Basic Perceptions of Challenging Behavior  

1. What are parents’ and teachers’ basic perceptions of challenging behavior of 

their children/students with CHARGE syndrome as indicated on the Survey for 

Parents/Teachers of Children with CHARGE in Regards to Behavior Problems 

instrument? 

 Both the parent group (N=48) and the teacher group (N=23) rated their 

perceptions in the categories of OCD, Tic Disorder, and Deafblindness exceeding a mean 

rating of 3 on the five-point Likert Scale used in this instrument. Parent and teacher 

participants ranked their perceptions for each of 71 behaviors on the instrument in one of 

the five (5) following Hartshorne and Cypher ranks, which were used previously in their 
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study in 2004: Very Much Like My Child, Somewhat Like My Child, Unsure or Neutral, 

Somewhat Not Like My Child, or Very Much Not Like My Child. Both the parent group 

and the teacher group in this study individually rated challenging behaviors in the areas 

of Autistic Disorder and ADHD to be slightly below the mean rating of three (3) on the 

five-point Likert scale for their children/students. See Tables 4.7 for individual parent 

group mean scores on their Likert scale values. The rating of three (3) indicates a positive 

direction of agreement for OCD, Tic Disorder, and DB between parent participants and 

the below a rating of three (3) indicates a negative direction of agreement for behaviors in 

the Autistic Disorder and ADHD categories. Parent participants in this study as a whole 

group perceived their children with CHARGE syndrome as having more challenging 

behaviors in the OCD, Tic Disorder, and DB categories. Parents perceived their children 

had less challenging behaviors in the Autistic Disorder and ADHD categories.   

 The teacher participants rated challenging behaviors in the areas of OCD, Tic 

Disorder, and DB to be above a mean of three (3) on the five-point Likert scale. They 

also rated their students slightly below a three (3) in the areas of challenging behaviors in 

the categories of Autistic Disorder and ADHD. As a group, the teachers shared a positive 

direction [score above a three (3)] in the challenging behavior categories of OCD, Tic 

Disorder, and DB and a negative direction [score below a three (3)] for Autistic Disorder 

and ADHD. The teacher participants perceived more challenging behaviors for their 

students with CHARGE syndrome in the categories of OCD, Tic disorder, and DB. They 

perceived their students with CHARGE have less challenging behaviors in the categories 

of Autistic Disorder and ADHD. See Table 4.8. 
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 Further investigation should be done one to one between parent and teacher of 

individual children/students with CHARGE to support the IEP writing process. It is noted 

in this study that the parent and teacher participation groups perceive challenging 

behavior similarly. In a future study, it would be interesting to collect data on how each 

individual parent and each individual teacher perceive challenging behaviors prior to 

collaboration for the IEP process for their child/student with CHARGE.  

Parent and Teacher Participant Group Ratings in Challenging Behavior  

2. As a group, do parents of children with CHARGE syndrome perceive their 

children’s behavior as the children’s teachers’ group rates their students’ 

behaviors on the Survey for Parents/Teachers of Children with CHARGE in 

Regards to Behavior Problems instrument? 

The answer to Question 2 is that these two (2) adult groups perceive these 

challenging behaviors in all five (5) categories similarly for the children in this study. See 

Tables 4.7-4.9. According to McMillan and Schumacher, “many of our beliefs and 

opinions are thought of in terms of gradations” and “we have a positive or negative 

opinion” concerning something (2010, pg. 198). Considering the idea of our thoughts in 

terms of gradations and the five-point Likert scale responses used in this study 

instrument, it appears important to note that the mean rating of three (3) out of five (5) 

indicates that both response directions are in agreement between the two participant 

groups positively for OCD, Tic Disorder, and DB. The response direction for Autistic 

Disorder and ADHD are in agreement in the negative direction slightly below the rating 

of three (3) on the instrument Likert scale.   
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The 71 total parent and teacher participants perceived the challenging behaviors 

divided into the five (5) behavior categories similarly for the children in this study. 

Simply stated, these responses indicate agreement in the positive direction for OCD, Tic 

Disorder, and DB. Their responses indicate agreement in the negative direction for 

Autistic Disorder and ADHD. See Tables 4.7 and 4.8. Further investigation beyond mean 

statistics also revealed no significance between the two adult groups of participants in 

perceptions of challenging behaviors in the five (5) categories used for rating behaviors 

in this study. See Table 4.9. Both parents and teachers in this study perceived challenging 

behaviors in their children and students similarly. Further investigation using one-to-one 

ratio between exact parent of a child with CHARGE and his/her teachers would be the 

next step in assessing whether there is or is not a significance between whether parents 

and teachers perceive challenging behaviors in their children/students. Since each child 

with CHARGE can be very different depending on his/her combined medical issues, 

replicating this survey one to one may be the next step in determining whether there may 

be significant perceptions unique to individual parent and teacher stakeholders for 

children/students with CHARGE. 

Parent Perceptions in Challenging Behavior as Children Age 

3. Do parents of children with CHARGE syndrome perceive that challenging 

behaviors becomes more severe as their children age?  

The parents surveyed in this study with children older than age 13 years see more 

challenging behaviors in the category of ADHD than the parents of the children under the 

age of 13 surveyed. See Table 4.10. In this study, no significance was found between the 
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parents of children under the age of 13 years and those with children over the age of 13 in 

the behavior categories of OCD, Tic Disorder, DB, and Autistic Disorder.   

Diagnostic features of ADHD (DSM-IV-TR, 2004) included within the following 

survey items (Hartshorne & Cypher, 2004, pg. 26) in this study under the category of 

ADHD are as follows: “Fidgets with objects, Does not sit still, Frequently interrupts 

others, Gives up on a task easily or does not complete tasks, Always moving—is overly 

active, Does not seem to listen or attend when communicated with directly, Appears to 

daydream, Does not wait their turn in activities, Loses things, Forgets things.”  When 

considering the survey items within the behavior category of ADHD in this study, it 

seems relevant to note that many of the survey items indicate behaviors that younger 

children with CHARGE syndrome may not yet exhibit due to physical limitations. Older 

children with CHARGE may exhibit these due to more maturity in their physical abilities, 

responses to body pain as they age, or social frustrations they experience (Hartshorne et 

al., 2011). However; the results found in this study may tend to support evidence in an 

emerging CHARGE phenotype that includes “high levels of sensation seeking” and 

“under conditions of stress and sensory overload, (individuals with CHARGE) find it 

difficult to self-regulate and easily lose behavioral control” (Hartshorne et al., 2011, pg. 

319). The emerging phenotype also includes “difficulty with shifting attention and 

transitioning to new activities; easily lost in own thoughts” (Hartshorne, Hefner, 

Davenport, & Thelin, 2011, pg. 319).  Many of the behaviors listed in the above 

referenced emerging phenotype for individuals with CHARGE syndrome appear to have 

roots in the ADHD diagnostic category of challenging behaviors within the category of 

ADHD as listed in the DSM-IV-TR by the American Psychological Association. 
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Teachers and Related-Service Professionals Perceptions of Challenging Behavior  

4. Do teachers of children with CHARGE syndrome rate their students’ behaviors 

the same as related-service professionals rate their students’ with CHARGE 

syndrome on the Survey for Parents (adapted as Teachers in this study) in 

Regards to Behavior Problems instrument? 

 An overall MANOVA effect was found (Wilks’ Lambda = .80, F = .89, p = .51). 

Since p = .51 and is >.05, the MANOVA revealed no significance between these two 

adult teacher groups. Because of this finding, a univariate test of Between-Subjects 

Effects was calculated and found that the only variable approaching significant difference 

was Autistic Disorder at p = .08. See results recorded in Table 4.11. In a qualitative one 

to one study, there may be significance in this area. This approaching significance may 

indicate a need to further study these two groups more closely to determine whether or 

not related-service providers are better trained to recognize and diagnose challenging 

behaviors that resemble Autistic Disorder in children with CHARGE. Teachers generally 

do not have specific training in diagnosing challenging behaviors in children with severe 

disabilities such as CHARGE syndrome. Further study may reveal a need for related-

service providers to be integral team members for assessing and writing behavioral IEPs 

for children with CHARGE syndrome.  

Strengths of the Study  

Quantitative research studies with small sample sizes such as available within the 

population of parents and teachers of children with CHARGE syndrome that may lead to 

“statistical significance, the relationship or difference is probably a substantial” 

(McMillan & Schumacher, 2010, pg. 141) addition to the research base for the small 
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population. Survey samples vary in size “depending on several factors, including the size 

of the overall population” (Plano-Clark & Creswell, 2010, p. 185), and it is estimated that 

one (1) in 10,000 to 12,000 children are born alive in the world with CHARGE (Moss & 

Howlin, 2009), supporting the rarity of participants available for this research study. 

According to this Moss and Howlin statistic, there would potentially be an average of 

11,000 children born alive with CHARGE syndrome in the world. Of those, the ones 

available for this study would need to have been parent members of the Texas Chargers 

or The CHARGE Syndrome Foundation to have received e-mail notices of this study. 

The sample size of 48 parents in this purposeful study is sufficient to add to the research 

base because “generalization is possible to similar subjects” (McMillan & Schumacher, 

2010, pg. 140). The “similar subjects” referenced with McMillan and Schumacher would 

be other parents of children with CHARGE syndrome and their perceptions about 

challenging behavior in their children.  

 Research using surveys utilizes data collection to answer research questions using 

a survey instrument to collect opinions on topics (Gay, Mills, & Airasian, 2009). Using 

an already established survey in this study is a strength. Researchers may choose to use 

an already used and established instrument if one is available (Gay et al., 2009). The 

Survey for Parents of Children with CHARGE Regarding Behavior Problems (Hartshorne 

& Cypher, 2004) was available to use, and consent was given by Dr. Timothy Hartshorne 

from Central Michigan University for this study.   

Use of secure survey technology was another strength in this study. On-line, web-

based surveys are efficient, inexpensive, and may be capable of collecting mass data from 

multiple states and countries for data collection for a research project (Gay et al., 2009), 
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which was the case for this study. This secure web-based survey utilized technology and 

web-based survey tools to support and analyze statistical data collected through the 

survey site at SurveyMonkey.com (Gay et al., 2009). The 71 questions utilized in this 

web-based survey produced data that was available to be analyzed upon completion of 

the surveys within the websites.   

The researcher was able to send e-mail invitations to teacher participants 

nominated by parents, offering privacy and an opportunity for participants to decline 

participation without pressure. Using web-based survey tools, the researcher in this study 

was able to see which teacher participants had responded and which had declined (Gay et 

al., 2009), so that no further contact was necessary from researcher to participant in order 

to nudge participation.   

Parent participants responding to e-mail invitations, or because they saw a 

Facebook posting, or e-mail blast from the National CHARGE Foundation elected to 

participate without pressure. Data collection was confidential, procedurally uniform for 

all participants, results were gathered quickly, timely, inexpensively, and were easy to 

score using web-based survey tools (Gay et al., 2009). 

Limitations of the Study 

 Some limitations may be noted in research survey designs utilizing purposeful 

nonprobability samplings. Due to the small sample size of children born with CHARGE 

syndrome living and attending schools for educational support, there may not be 

sufficient statistical data collection from parent-teacher combinations for this sample to 

generalize to the larger population (McMillan & Schumacher, 2010). There were 48 

parents who responded to the survey and 23 teachers who responded. 
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  Another issue could be that those parents and teachers who volunteered to 

participate may show “unique characteristics of the sample” (McMillan & Schumacher, 

2010, p. 140). For example, all participants had to have e-mail access to know about the 

study and participate in it. One Deafblind Specialist in North Carolina contacted the 

researcher to say a web-based survey would not be possible for some of her clients with 

CHARGE whose parents do not have internet access. One teacher sent the researcher a 

message stating how busy he was and might participate later. The researcher wondered 

about firewalls with school e-mail systems and wondered if all the teachers even received 

their e-mail invitations from SurveyMonkey.com. 

Motivation for certain parents and teachers to volunteer or not nominate teachers 

may have “skewed results” in this study (McMillan & Schumacher, 2010, p. 142). Three 

(3) parents e-mailed the researcher saying they did not want to involve their child’s 

teachers because their teachers were very busy with Spring IEP meetings and “we don’t 

want to bother them with more work.”  Two other parents wrote, “No thanks” in the 

survey box where they were asked to nominate their child’s teachers for participation.  

One last concern for use of this on-line survey for this research study may be that the 

particular volunteer cohort of parents was allowed to participate in one 60-day window of 

time (Gay et al., 2009).  

Directions for Future Research 

 Collecting data about parent and teacher perceptions in challenging behavior in 

their children/students with CHARGE syndrome in this study and sharing this data with 

parents and teachers may lead more parents and teachers to participate in future joint 

studies. Collecting data quantitatively using web-based surveys for this population may 
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warrant review in future studies, due to the limited number of children born alive with 

CHARGE syndrome and the limited number of their teachers. However; quantitative 

research studies with small sample sizes such as available within the population of 

parents and teachers of children with CHARGE syndrome may lead to “statistical 

significance or difference is probably a substantial” (McMillan & Schumacher, 2010) 

addition to the research base for the small population. With this in mind, this study could 

be considered a substantial beginning study in the area of parents and teachers of children 

with CHARGE syndrome. 

The significance of parents of older children with CHARGE syndrome showing 

more challenging behaviors in the area of ADHD revealed in this study may add to the 

research base for earlier age strategies and interventions written into school IEPs. In 

addition, the approaching significance of school related-service providers’ perceptions of 

challenging autistic behavior characteristics in this study tends to suggest another 

hypothesis for future research. It is possible that related-service providers who have more 

diagnostic training than classroom teachers should definitely be collaborating and writing 

behavior IEPs to address challenging behaviors for students with CHARGE syndrome.  

 The following are recommendations for future research involving parents and 

teachers of children with CHARGE syndrome: 

1.  Conduct a qualitative study in Texas between parents and teachers of 

children/students with CHARGE syndrome to support the IEP writing process for 

challenging behaviors. 
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2.  Conduct a mixed-methods study with a 1:1 ratio between the exact parent and 

exact teacher(s) of individual children with CHARGE syndrome using common 

school assessments for children with developmental disabilities.  

3.  Conduct a qualitative study in Texas between teachers and related-service 

providers of children with CHARGE syndrome to support addressing behavior 

IEPs for children with CHARGE syndrome. 

4.  Conduct a mixed-methods study involving behavioral strengths for children 

with CHARGE syndrome to address supportive IEP programming.  

Summary 

Due to the multiplicity of disability combinations among children born 

with CHARGE syndrome, Hartshorne (2001) states “children with CHARGE are 

more different than they are alike” (Hartshorne, 2001, p. 1). This thought supports 

the idea of future research in 1:1 parent to teacher of individual children with 

CHARGE syndrome studies. The knowledge that children with CHARGE vary in 

their medical issue severity supports the use of behavioral strengths in each 

individual child’s assessment process. Assessments for children with CHARGE 

should vary according to their sensory losses recognizing that “no normal level of 

functioning” exists for these children (Hartshorne, 2001b, p.1). Parents can be 

valuable assessment team members for children with CHARGE syndrome by 

providing information regarding behavioral functions and developmental skills of 

their children to help guide the constructs of an IEP for these children. A study 

involving a collaborative IEP writing process addressing behavioral issues for 

individual children with CHARGE syndrome would be the first of its kind and 
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might support parents and add to consistence in behavior supports for individual 

children with CHARGE syndrome. Research in the area of behavioral strengths is 

needed for children with CHARGE syndrome and could be a positive step toward 

appropriate behavioral IEP programming for children with CHARGE. Research 

using the observational skills of teachers, the diagnostic training of related-service 

providers, and the behavioral strengths of individual children with CHARGE 

syndrome could serve as a support model for other school staff with concerns for 

addressing challenging behavior in their students with CHARGE. 
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Appendix B 

On-Line Parent Recruitment Letter 

 

Note: This is a text version of a web-based recruitment letter for the Texas CHARGERs 

and The CHARGE Syndrome Foundation websites. 

  

Parents of Children with CHARGE Syndrome Receiving School Services 

 

We are looking for parents of children with CHARGE syndrome to participate in a 

research survey study on parent and teacher perceptions of challenging behavior 

in their children with CHARGE syndrome. Parent participants will be asked to 

nominate teachers and educational professionals to participate in this study. 

Research participation is completely confidential.  

 

For more information you may contact: 

 Roseanna Davidson, Ed.D. at Roseanna.davidson@ttu.edu or 806-742-1997 x246,  

or DeAnn Lechtenberger, Ph.D. at deann.lechtenberger@ttu.edu or 806-742-1997 x324,  

or Kathleen Sheriff, M.Ed. at Kathleen.sheriff@ttu.edu  or by phone at 936-661-1661. 

 

If you are interested in participating, please click NEXT: 

 

_____NEXT  
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Appendix C 

On-Line Participation Information Form for Parents of Children with CHARGE 

Syndrome 

Note:  This is a text version of a web-based Parent Participation Information form 

What is this research study?   

This study is called Parent and Teacher Perceptions of Challenging Behavior in Their 

Children and Students with CHARGE Syndrome. This is a survey research study 

and it will help us to understand parents’ and teachers’ perceptions regarding 

challenging behavior in children with CHARGE syndrome.  

What would you do if you participate? 

You will be asked to complete a survey that should take no longer than one hour of your 

time.  In the survey, you will be asked to nominate your child’s teachers for 

survey participation. 

Can you quit if you become uncomfortable? 

Yes, absolutely! Dr. Roseanna Davidson, Dr. DeAnn Lechtenberger, Kathleen Sheriff, 

and the Texas Tech Protection Board have reviewed the questions and think you 

can answer them comfortably.  However, you can stop answering the questions at 

any time.  You can discontinue the survey at any time you wish. Participating is 

your choice.  

How are we protecting your privacy?  

The survey will not request your name or your child’s name or any personal information 

in order to protect your privacy. 

If you have questions about this study, who can you ask? 

This study is being run by Dr. Roseanna Davidson, Dr. DeAnn Lechtenberger, and 

Kathleen Sheriff, M.Ed. from the Department of Special Education at Texas Tech 

University (TTU).  If you have questions, you can call Dr. Roseanna Davidson at 

806-742-1997 x246 or Roseanna.davidson@ttu.edu; Dr. DeAnn Lechtenberger at 

806-742-1997 x324 or deann.lechtenberger@ttu.edu ; or Kathleen Sheriff, M.Ed. 

at 936-661-1661 or    Kathleen.sheriff@ttu.edu . TTU also has a board that 

protects the rights of people who participate in research.  You can ask them 

questions at 806-742-2064.  You can also mail them at Institutional Review Board 

for the Protection of Human Subjects, Office of the Vice President for Research, 

Texas Tech University, Lubbock, Texas 79409. 

 

Because this is an electronic survey, once you press the "submit" button at the end, your 

answers will go right into a data file where they are tabulated along with other 
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participants’ answers.  Please fill out this survey and press the “submit” button 

only once.  You will know you have done so successfully when you receive a 

thank you notice from us.  If you have any questions you would like to ask before 

or after submitting your responses, feel free to email Dr. Roseanna Davidson at 

Roseanna.davidson@ttu.edu, Dr. DeAnn Lechtenberger at 

deann.lechtenberger@ttu.edu ,or Kathleen Sheriff at Kathleen.sheriff@ttu.edu.    

 

THANK YOU for participating! 

 

 

 

Checking the NEXT box on this form acknowledges that you have read this participation 

form and that you volunteer to participate in this anonymous on-line research 

survey.  The survey will open once you have checked the NEXT box.  Thank you 

for volunteering to participate! 

 

____ NEXT 
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Appendix D  

A Survey for Parents of Children with CHARGE Regarding Behavior Problems 

(Hartshorne & Cypher, 2004) 

Note:  This is a text version of a web-based survey.   

Survey Part 1 

A.  Please nominate your child’s teachers and/or teaching professionals to participate in 

this study.  Type in their names and e-mail addresses and we will contact them via e-mail 

and ask them to participate in this study. 

B.  Are you the child's (mother, father, guardian, other) 

 Mother 

 Father 

 Guardian 

 Other 

 If other please specify: 

C.  What is your child's gender? 

 Male 

 Female 

D.  What is your child's age?_________ 

E.  Please indicate the country that your child lives in: 

 United States of America 

 Other (please indicate) 

F.  If you live in the US, please indicate your State or Territory: 

G. What is your child's main educational label, found on his or her Individualized 

Educational Program (IEP)? (Examples: hearing impaired, severely multiply impaired, 

etc.)  Please spell out any abbreviations, as states have different labels. 

H.  Does your child have any diagnoses for their behavior (such as autism)? 

I. To the best of your knowledge, which of the following conditions of CHARGE has 

your child had?  (Check all that apply): 
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 Coloboma 

 Choanal Atresia or Stenosis 

 Frequent Middle Ear Infections 

 Anosmia 

 Facial Palsy 

 Sensorineural Hearing Loss 

 Vestibular Problems 

 Swallowing Problems 

 Genital Hypoplasia 

 Delayed Motor Milestones 

 Heart Defect 

 Growth Deficiency 

 Cleft Lip or Palate 

 Tracheoesophageal Fistula 

 Thymic/Parathyroid Hypoplasia 

 Renal Problems 

 Hand Anomalies 

 Abdominal Defects 

 Spine Anomalies 

 Other 

o If other please list: 

J.  After Birth, how long was your child in the hospital? 

 Came home with mother 

 Stayed less than 2 weeks 

 Stayed 2-6 weeks 

 Stayed 7-12 weeks 

 Stayed more than 12 weeks 
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K.  About how many surgeries has your child had? 

 None 

 1-4 

 5-8 

 9-12 

 13 or more 

L.  About how many hospitalizations has your child had? 

 None 

 1-4 

 5-8 

 9-12 

 13 or more 

M.  Did your child suffer hypoxia as an infant? (Lack of oxygen to the brain, which is 

often due to choanal atresia) 

 Yes 

 No 

 Unknown 

N.  Has your child had a brain scan (MRI, CT-Scan, etc.) that showed a brain difference 

of any kind? 

 Yes 

 No 

 Unknown 

If yes please specify what was found:_______________ 

O.  At what age did your child begin walking independently? (without holding onto 

anything) 

 Before 18 months of age 

 Between 18 months and 3 years 

 Between the ages of 3 and 5 years 
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 At age 6 or 7 

 Later than age 7 

 My child is not yet walking independently 

P.  What is your child's primary classification of hearing impairment? 

 None 

 Mild (26-40 decibel loss) 

 Moderate (41-55 decibel loss) 

 Moderately Severe (56-70 decibel loss) 

 Severe (71-90 decibel loss) 

 Profound (91 or above decibel loss) 

 Diagnosed Progressive Loss 

 Further Testing Needed to Determine Hearing Impairment 

 Tested, But Results Were Non-Conclusive 

Q.  What is your child's primary classification of vision impairment? 

 None 

 Low Vision (Visual acuity or 20/70 to 20/200 in better eye with correction) 

 Legally Blind (Visual acuity of 20/200 or less or field restriction of 20 degrees or 

less in better eye with correction) 

 Light Perception Only 

 Totally Blind 

 Cortical Visual Impairment 

 Diagnosed Progressive Loss 

 Further Testing Needed To Determine Visual Impairment 

 Tested, But Results Were Non-Conclusive 
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Survey Part 2.  Survey Completion Instructions: For each of the behaviors listed below, 

please indicate the degree to which they apply to your Child using the following 

scale: 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

1. Seemingly insensitive to physical pain 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

2. Lacks affect (emotion) 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

3. Walks on toes or balls of feet 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 
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4. Frequently interrupts others 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

5.  Stares at light sources 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

6.  Looks out of peripheral vision 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

7.  Absence of imaginative play/activity 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

 

 

 



 Texas Tech University, Lorna Kathleen Sheriff, August 2012                                            

 85 

8.  Tends to interpret information literally 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

9.  Does not sit still 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

10.  Eye pressing (pushes on eyes) 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

11.  Loses things (hats, gloves, toys, homework) 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 
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12.  Washes over and over again, or in certain ways (such as, each finger for awhile, then 

the hand; or showering starting with the head and needing to do genitals last) 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

13.  Preference for solitary play (prefers to play alone) 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

14.  Does the same thing over and over again (like going in and out of a doorway), or 

needs to do them a certain number of times or in multiples of certain numbers 

(like needing to do everything exactly four times, or only in multiples of fours) 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

15.  Extreme clinging behaviors (for example the child hangs on to the adult and does not 

want to let go) 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 
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16.  Fidgets with objects 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

17.  Says certain phrases or prayers to make everything okay (like, "my family is fine" if 

they are afraid they might have hurt them) 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

18.  Lack of or poor range of emotions (e.g., only shows a few emotions, or never shows 

certain emotions) 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

19.  Stereotyped (repetitive) body movements (i.e., body rocking, head banging) 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 
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20.  Sorts through things over and over again before being able to throw them out, or is 

not able to throw things out because of "needing it someday" 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

21.  Sudden, rapid, recurrent movements such as eye blinking, head jerking, shoulder 

shrugging and facial grimacing. 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

22.  Spins in circles 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

23.  Taps on body (such as tapping fingers against the temple) 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 
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24.  Needs to have things in a certain order (like needing all the pencils lined up on one 

side of the desk and all the books facing the same way on the other), or 

symmetrically, or arranged perfectly (like having each pencil perfectly sharpened) 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

25.  Gives up on a task easily, or does not complete tasks 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

26.  Restricted range of interests and/or pre-occupation with one narrow interest (i.e., 

fascination with a specific topic, object or person) 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

27.  No or abnormal seeking of comfort in times of distress 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 
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28.  Cleans things (toys or books or clothes, etc.) over and over again 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

29.  Counts to themselves, or counts objects or words or blinks or whatever (either 

counting each one, or counting in multiples) 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

30.  Pedantic (lecturing) style of conversation (instead of talking with you, child talks to 

you, usually telling you something factually based) 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

31.  Significant difficulty in ability to make same age friendships 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 
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32.  Traces letters over and over again when writing to make them perfect, or reads the 

same thing over and over again in case something was missed 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

33.  Tactile defensiveness (child moves away when touched or child seems to have a 

strong dislike for certain textures) 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

34.  Needs to touch or tap certain objects or parts of the body, or needs to blink or not 

blink 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

35.  Overly submissive (will do whatever asked without hesitation or argument) 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 
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36.  Vocal self-stimulation (such as experimenting with making various sounds) 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

37.  Plays with light (such as flicking fingers in front of eyes) 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

38.  Regards own hands for prolonged periods of time 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

39.  Distress over changes in trivial or unimportant aspects of the environment 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 
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40.  Checks work over and over again to make sure there are no mistakes 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

41.  Extreme preference for certain toys, people, food, etc. 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

42.  Mouths objects 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

43.  Inappropriate vocalizing (humming, yelling out, etc.) 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 
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44.  Makes sure not to step on cracks or walk under ladders or other superstitious types of 

things 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

45.  Fascination with shiny objects or things that reflect light 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

46.  Impairment in initiating or sustaining a conversation with others despite adequate 

speech 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

47.  Lack of verbal communication with no attempt to utilize an alternative purposeful 

system to communicate 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 
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48.  No or abnormal social play 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

49.  Unreasonable insistence on following routines in precise detail 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

50.  Dependent on prompts/learned helplessness (child will not act unless told what to do 

next) 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

51.  Excessive or public masturbation 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 
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52.  Seeks reassurance about having done or not having done a certain thing (like, asking 

repeatedly if they made their brother angry) 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

53.  Taps on objects (such as fingers on the table) 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

54.  No or impaired imitation (does not try to imitate other people) 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

55.  Maintains interactions by repetitive speech 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 
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56.  Darts or runs away (child may take off if left unattended, even momentarily) 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

57.  Lines things up 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

58.  Aggressive behaviors (such as hitting others) 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

59.  Always moving—is overly active 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 
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60.  Engages in conversation that is not really appropriate for the context (for example, 

due to an interest in vacuum cleaners, asks every person they meet if they have a 

vacuum cleaner, what type, where they keep it, etc.) 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

61.  Lacks awareness of the existence of the feelings of others 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

62.  Does not wait their turn in activities 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

63.  Appears to daydream 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 
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64.  Smears feces 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

65.  Self-injurious behaviors (such as biting arm) 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

66.  Does not seem to listen or attend when communicated with directly 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

67.  Rocks self 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 
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68.  Repeats or says the same thing over and over (echolalia) 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

69.  Forgets things 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

70.  Sudden, rapid, recurrent vocalizations such as throat clearing, yelping and other 

noises, sniffing and tongue clicking. 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

71.  Checks things (like the stove or the locks) over and over again 

 Very Much Like My Child 

 Somewhat Like My Child 

 Unsure Or Neutral 

 Somewhat Not Like My Child 

 Very Much Not Like My Child 

o If there are any additional behaviors that you have observed in your student please 

mention them here: 

 



 Texas Tech University, Lorna Kathleen Sheriff, August 2012                                            

 101 

Thank you for participating! 

_____SUBMIT 
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Appendix E 

 On-Line Teacher Recruitment Letter 

 

Note: This is a text version of a web-based recruitment letter for teachers of children with 

CHARGE Syndrome nominated by parents of children with CHARGE Syndrome 

  

Teachers of Children with CHARGE Syndrome Receiving School Services 

 

We are looking for teachers of children with CHARGE syndrome and you were 

nominated by a parent of a child with CHARGE Syndrome to participate in a 

research survey study on parent and teacher perceptions of challenging behavior 

in their children with CHARGE syndrome. Parent participants were asked to 

nominate teachers and educational professionals to participate in this study. 

Research participation is completely confidential.  

 

For more information you may contact:  

Roseanna Davidson, Ed.D. at Roseanna.davidson@ttu.edu or 806-742-1997 x246,  

or DeAnn Lechtenberger, Ph.D. at deann.lechtenberger@ttu.edu or 806-742-1997 x324,  

or Kathleen Sheriff, M.Ed. at Kathleen.sheriff@ttu.edu  or by phone at 936-661-1661. 

 

If you are interested in participating, click NEXT. 

_____NEXT 
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Appendix F 

On-Line Participation Information Form for Teachers of Children with CHARGE 

Syndrome 

 Note:  This is a text version of a web-based Teacher Participation form 

What is this research study?   

This study is called Parent and Teacher Perceptions of Challenging Behavior in Their 

Children and Students with CHARGE Syndrome. This is a survey research study 

and it will help us to understand parents’ and teachers’ perceptions regarding 

challenging behavior in children with CHARGE syndrome. You were identified 

by the parent of a child with CHARGE syndrome who nominated you for 

participation in this study because you are a teacher of a child with CHARGE 

syndrome.  

What would you do if you participate? 

You will be asked to complete a survey that should take no longer than one hour of your 

time.   

Can you quit if you become uncomfortable? 

Yes, absolutely! Dr. Davidson, Dr. DeAnn Lechtenberger, Kathleen Sheriff, and the 

Texas Tech Protection Board have reviewed the questions and think you can 

answer them comfortably.  However, you can stop answering the questions at any 

time.  You can discontinue the survey at any time you wish. Participating is your 

choice.  

How are we protecting your privacy?  

The survey will not request your name, your student with CHARGE syndrome’s name, 

your school or district name, or any other personal information in order to protect 

your privacy. 

If you have questions about this study, who can you ask? 

This study is being run by Dr. Roseanna Davidson, Dr. DeAnn Lechtenberger, and 

Kathleen Sheriff, M.Ed. from the Department of Special Education at Texas Tech 

University (TTU).  If you have questions, you can call Dr. Roseanna Davidson at 

806-742-1997 x246 or Roseanna.davidson@ttu.edu; Dr. DeAnn Lechtenberger at 

806-742-1997 x324 or deann.lechtenberger@ttu.edu ; or Kathleen Sheriff, M.Ed. 

at 936-661-1661 or    Kathleen.sheriff@ttu.edu . TTU also has a board that 

protects the rights of people who participate in research.  You can ask them 

questions at 806-742-2064.  You can also mail them at Institutional Review Board 

for the Protection of Human Subjects, Office of the Vice President for Research, 

Texas Tech University, Lubbock, Texas 79409. 
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Because this is an electronic survey, once you press the "submit" button at the end, your  

answers go right into a data file where they are tabulated along with other participants’ 

answers.  Please fill out this survey and press the “submit” button only once.  You will 

know you have done so successfully when you receive a thank you notice from us.  If you 

have any questions you would like to ask before or after submitting your responses, feel 

free to e-mail Dr. Roseanna Davidson at Roseanna.davidson@ttu.edu, Dr. DeAnn 

Lechtenberger at deann.lechtenberger@ttu.edu or Kathleen Sheriff  at 

Kathleen.sheriff@ttu.edu .   

 

THANK YOU for participating! 

 

Checking the NEXT box on this form acknowledges that you have read this participation 

form and that you volunteer to participate in this anonymous on-line research 

survey.  The survey will open once you have checked the NEXT box.  Thank you 

for volunteering to participate! 

 

____ NEXT 
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Appendix G 

A Survey for Teachers of Children with CHARGE Regarding Behavior Problems 

(Hartshorne & Cypher, 2004) 

Note:  This is a text version of a web-based survey  

Survey Part 1 

First we would like to ask you a few questions to help us interpret our results: 

A.  Are you the student’s: 

 Special education teacher 

 General education teacher 

 Related Service Provider such as VI teacher, Deafblind Specialist, Orientation & 

Mobility Specialist, Physical Therapist, D/HH teacher, Occupational Therapist, 

Speech Therapist, School Psychologist 

 Other 

 If other please specify: 

B.  What is your student’s gender? 

 Male 

 Female 

C.  What is your student’s age? 

 

D.  Please indicate the country that your child lives in: 

 United States of America 

 Other (please indicate)_____________________ 

E.  If you live in the US, please indicate your State or Territory: 

 

F.  What is your student’s main educational label, found on his or her Individualized 

Educational Program (IEP)? (Examples: hearing impaired, severely multiply 

impaired, etc.)  Please spell out any abbreviations, as states have different labels. 

 

G.  Does your student have any diagnoses for their behavior (such as autism)? 



 Texas Tech University, Lorna Kathleen Sheriff, August 2012                                            

 106 

H.  To the best of your knowledge, which of the following conditions of CHARGE has 

your student had?  (Check all that apply): 

 Coloboma 

 Choanal Atresia or Stenosis 

 Frequent Middle Ear Infections 

 Anosmia 

 Facial Palsy 

 Sensorineural Hearing Loss 

 Vestibular Problems 

 Swallowing Problems 

 Genital Hypoplasia 

 Delayed Motor Milestones 

 Heart Defect 

 Growth Deficiency 

 Cleft Lip or Palate 

 Tracheoesophageal Fistula 

 Thymic/Parathyroid Hypoplasia 

 Renal Problems 

 Hand Anomalies 

 Abdominal Defects 

 Spine Anomalies 

 Other 

                 If other please list: 
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I.  After Birth, how long was your student in the hospital? 

 came home with mother 

 Stayed less than 2 weeks 

 Stayed 2-6 weeks 

 Stayed 7-12 weeks 

 Stayed more than 12 weeks 

 Unknown 

J.  About how many surgeries has your student had? 

 None 

 1-4 

 5-8 

 9-12 

 13 or more 

 Unknown 

K.  About how many hospitalizations has your student had? 

 None 

 1-4 

 5-8 

 9-12 

 13 or more 

 Unknown 

L.  Did your student suffer hypoxia as an infant? (Lack of oxygen to the brain, which is 

often due to choanal atresia) 

 Yes 

 No 

 Unknown 
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M.  Has your student had a brain scan (MRI, CT-Scan, etc.) that showed a brain 

difference of any kind? 

 Yes 

 No 

 Unknown 

If yes please specify what was found:___________________ 

 

N.  At what age did your student begin walking independently? (without holding onto 

anything) 

 Before 18 months of age 

 Between 18 months and 3 years 

 Between the ages of 3 and 5 years 

 At age 6 or 7 

 Later than age 7 

 My student is not yet walking independently 

 Unknown 

O.  What is your student’s primary classification of hearing impairment? 

 None 

 Mild (26-40 decibel loss) 

 Moderate (41-55 decibel loss) 

 Moderately Severe (56-70 decibel loss) 

 Severe (71-90 decibel loss) 

 Profound (91 or above decibel loss) 

 Diagnosed Progressive Loss 

 Further Testing Needed to Determine Hearing Impairment 

 Tested, But Results Were Non-Conclusive 

 Unknown 
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P.  What is your student’s primary classification of vision impairment? 

 None 

 Low Vision (Visual acuity or 20/70 to 20/200 in better eye with correction) 

 Legally Blind (Visual acuity of 20/200 or less or field restriction of 20 degrees or 

less in better eye with correction) 

 Light Perception Only 

 Totally Blind 

 Cortical Visual Impairment 

 Diagnosed Progressive Loss 

 Further Testing Needed To Determine Visual Impairment 

 Tested, But Results Were Non-Conclusive 

 Unknown 

Survey Part 2: 

 For each of the behaviors listed below, please indicate the degree to 

which they apply to your Student using the following scale: 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

 

1.  Seemingly insensitive to physical pain 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 
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2.  Lacks affect (emotion) 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

3.  Walks on toes or balls of feet 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

4.  Frequently interrupts others 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

5.  Stares at light sources 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 
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6.  Looks out of peripheral vision 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

7.  Absence of imaginative play/activity 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

8.  Tends to interpret information literally 

 Very Much Like My Student 

 Somewhat Like My Child/Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

9.  Does not sit still 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 
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10.  Eye pressing (pushes on eyes) 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

11.  Loses things (hats, gloves, toys, homework) 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

12.  Washes over and over again, or in certain ways (such as, each finger for awhile, then 

the hand; or showering starting with the head and needing to do genitals last) 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

13.  Preference for solitary play (prefers to play alone) 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 
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14.  Does the same thing over and over again (like going in and out of a doorway), or 

needs to do them a certain number of times or in multiples of certain numbers (like 

needing to do everything exactly four times, or only in multiples of fours) 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

15.  Extreme clinging behaviors (for example the child hangs on to the adult and does not 

want to let go) 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

16.  Fidgets with objects 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

 

17.  Says certain phrases or prayers to make everything okay (like, "my family is fine" if 

they are afraid they might have hurt them) 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 
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18.  Lack of or poor range of emotions (e.g., only shows a few emotions, or never shows 

certain emotions) 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

19.  Stereotyped (repetitive) body movements (i.e., body rocking, head banging) 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

20.  Sorts through things over and over again before being able to throw them out, or is 

not able to throw things out because of "needing it someday" 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

21.  Sudden, rapid, recurrent movements such as eye blinking, head jerking, shoulder 

shrugging and facial grimacing. 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 
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22.  Spins in circles 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

23.  Taps on body (such as tapping fingers against the temple) 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

24.  Needs to have things in a certain order (like needing all the pencils lined up on one 

side of the desk and all the books facing the same way on the other), or 

symmetrically, or arranged perfectly (like having each pencil perfectly sharpened) 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

25.  Gives up on a task easily, or does not complete tasks 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 
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26.  Restricted range of interests and/or pre-occupation with one narrow interest (i.e., 

fascination with a specific topic, object or person) 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

27.  No or abnormal seeking of comfort in times of distress 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

28.  Cleans things (toys or books or clothes, etc.) over and over again 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

29.  Counts to themselves, or counts objects or words or blinks or whatever (either 

counting each one, or counting in multiples) 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 
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30.  Pedantic (lecturing) style of conversation (instead of talking with you, child talks to 

you, usually telling you something factually based) 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

31.  Significant difficulty in ability to make same age friendships 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

32.  Traces letters over and over again when writing to make them perfect, or reads the 

same thing over and over again in case something was missed 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

33.  Tactile defensiveness (child moves away when touched or child seems to have a 

strong dislike for certain textures) 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 
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34.  Needs to touch or tap certain objects or parts of the body, or needs to blink or not 

blink 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

35.  Overly submissive (will do whatever asked without hesitation or argument) 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

36.  Vocal self stimulation (such as experimenting with making various sounds) 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

37.  Plays with light (such as flicking fingers in front of eyes) 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 
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38.  Regards own hands for prolonged periods of time 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

39.  Distress over changes in trivial or unimportant aspects of the environment 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

40.  Checks work over and over again to make sure there are no mistakes 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

41.  Extreme preference for certain toys, people, food, etc. 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 
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42.  Mouths objects 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

43.  Inappropriate vocalizing (humming, yelling out, etc.) 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

44.  Makes sure not to step on cracks or walk under ladders or other superstitious types of 

things 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

45.  Fascination with shiny objects or things that reflect light 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 
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46.  Impairment in initiating or sustaining a conversation with others despite adequate 

speech 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

47.  Lack of verbal communication with no attempt to utilize an alternative purposeful 

system to communicate 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

48.  No or abnormal social play 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

49.  Unreasonable insistence on following routines in precise detail 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 
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50.  Dependent on prompts/learned helplessness (child will not act unless told what to do 

next) 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

51.  Excessive or public masturbation 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

52.  Seeks reassurance about having done or not having done a certain thing (like, asking 

repeatedly if they made their brother angry) 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

53.  Taps on objects (such as fingers on the table) 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 
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54.  No or impaired imitation (does not try to imitate other people) 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

55.  Maintains interactions by repetitive speech 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

56.  Darts or runs away (child may take off if left unattended, even momentarily) 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

57.  Lines things up 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 
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58.  Aggressive behaviors (such as hitting others) 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

59.  Always moving—is overly active 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

60.  Engages in conversation that is not really appropriate for the context (for example, 

due to an interest in vacuum cleaners, asks every person they meet if they have a 

vacuum cleaner, what type, where they keep it, etc.) 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

61.  Lacks awareness of the existence of the feelings of others 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 
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62.  Does not wait their turn in activities 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

63.  Appears to daydream 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

64.  Smears feces 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

65.  Self injurious behaviors (such as biting arm) 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 
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66.  Does not seem to listen or attend when communicated with directly 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

67.  Rocks self 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

68.  Repeats or says the same thing over and over (echolalia) 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

69.  Forgets things 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 
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70.   Sudden, rapid, recurrent vocalizations such as throat clearing, yelping and other 

noises, sniffing and tongue clicking. 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

71.  Checks things (like the stove or the locks) over and over again 

 Very Much Like My Student 

 Somewhat Like My Student 

 Unsure Or Neutral 

 Somewhat Not Like My Student 

 Very Much Not Like My Student 

 

o If there are any additional behaviors that you have observed in your student please 

mention them here. 

 

Thank you for participating! 

 

____SUBMIT 
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Appendix H 

CHARGE Accounts Newsletter 
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