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ABSTRACT 

 

EQUITY OF QUALITY IN SPECIAL EDUCATION PROGRAMMING: 

A QUALITATIVE STUDY ON THE PERCEPTIONS OF  

SPECIAL NEEDS PARENTS 

by Eileen Harmon Council 

Doctor of Education 

Temple University, May, 2009 

Major Advisor:  Dr. James Earl Davis 

With over 6 million children receiving some form of special education in the 

United States, and federal legislation mandating that all disabled students be provided 

with a free and appropriate education (FAPE) in the least restrictive environment 

(LRE), school districts are facing the daunting  task of providing individualized 

services for a growing percentage of special education students. Unfortunately, it is 

well established in the research literature that special needs students who “belong” to 

racial and ethnic minority groups and/or are from low Socioeconomic Status (SES) 

classes have traditionally been over-represented in special education.  Disturbingly, 

not only are minorities over-represented in special education classification, they are 

also under-funded.  
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While research contends that the actual level and quality of service received 

by members of the above groups tend to be sub-standard to those of their white and/or 

higher income counterparts, parent perceptions regarding this may or may not align 

with this fact. This leaves the potential for a gap to exist between what objective 

measurements and observations uncover and what the parent holds to be true.  This 

also raises the question of ethics in equity of information access for those with limited 

cultural or social capital. 

This qualitative study examines the perceptions parents from various 

demographic groups have regarding the special education services their children 

receive.  Interviews with parents of special needs children who are from the 

Philadelphia and surrounding areas serve as the primary data source.  Additionally, 

information gathered while assuming the role of observer participant in a local 

support group serve as a support source of data for my study.   

A variety of sources were used to gather data on parent perceptions for this 

study.  The parents of twelve special needs children were interviewed for this study. 

Each parent was asked a series of questions regarding their experiences with their 

child(ren)’s special education including, but not limited to, identification of the 

disability; ease/difficulty of obtaining services; design of education program offering; 

initiation of services; IEP implementation; and goal attainment. Several 

characteristics of the participants were focused on to identify commonalities among 

participants that determine likenesses in perceptions of various aspects of interest 

relating to special education services. Participation/observation in a support group for 
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parents of special needs children, in addition to the literature distributed at that 

session also served as data sources for this study and that led to the study findings.  

Survey quantitative data, and information from limited IEP review, were also 

contributors to the pool of data that ultimately led to the study findings and 

recommendations.  The conduction of a focus group was planned and attempted on 

more than one occasion during the study period, however, the recruitment of an 

acceptable number of willing participants proved to be an insurmountable challenge. 

One major area of interest in the study included determining if the participants 

believed there were differences in the special education services received by different 

students and if so, why. Interestingly, all of the respondents answered yes and 

identified eleven “major contributors” to the differences. The four considered most 

significant by a majority of the participants include Parental Persistence, Time 

Availability of the parents, the Connectedness/Access to Information maintained by 

the parents, and belonging to a high SES.   

After studying the content of all of the interviews, noticeable likenesses in the 

characterizations of the mindset of the participants regarding special education 

emerged. This commonality was so strong that it led me to give this phenomenon or 

theoretical concept a name – Framing Mindset. Each participant, as a result of her 

experiences over an extended period of time with the “universe of special education” 

develops a certain “casting point” where the parent’s attitude becomes “set” and 

future decisions regarding special education programming for that child follow 
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similar thought patterns.  Thus, the parent has adopted one of three “mindsets” that 

serve as the “framework” from which all of their educational choices are built. 

Finally the study looked at the question: “How does a special needs parent’s 

current stage of grief (Denial, Anger, Bargaining, Depression, and Acceptance) 

relating to having a son or daughter with a long term, often lifelong disability, 

influence the perception of the variables (quality, appropriateness, timeliness, 

comprehensiveness) comprising his or her child’s educational programming?”  

According to the responses given by the study participants, the majority of the 

respondents had a connection between the stage on the Kubler-Ross’ Grief Cycle and 

their satisfaction level with special education services; a small number of respondents 

did not have a connection between the stage on the Kubler-Ross’ Grief Cycle and 

their satisfaction level with special education services; and for less than one quarter of 

the respondents it was not possible to determine if there was a connection between the 

stage on the Kubler-Ross’ Grief Cycle and their satisfaction level with special 

education services.  

The results of this study have implications for advocacy/parent education, 

professional support group/facilitator training, and education policy. First, the results 

of this study, tell us that a large majority of the participants believe that access to 

information is key to determining the composition of the special education program 

received by their child.  Knowing this, the role of the advocate can become much 

more critical to both newly diagnosed parents and parents who are not well 

connected.  Second, the literature, interview participants, and support group 
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participants affirm that seeking out and attending support groups is often one of the 

first things the parent of a newly diagnosed disabled child does to both obtain 

information and relieve stress.  Unfortunately, the participants also indicated their 

frustrations with the formats and content of the groups – enough so that most did not 

return.  Therefore, it is recommended to be the most helpful to parents of special 

needs children through the support group venue, training for the potential facilitator 

and a quick survey to potential attendees to assess their interest, preferred format, and 

needs should occur first. Finally, the implications of information from the study for 

education policy relate to the both the implementation of special education law and 

the oversight of the implementation of special education law.  All of the interviewees 

asserted that there are differences in special education services among special needs. 

As a result of this remarkable finding, I recommend that changes to education policy 

include a provision for local oversight or “watchdogging” of the process of special 

education service provision; tougher sanctions be developed for districts and private 

schools who fail to provide appropriate services to a disabled child or are found guilty 

of providing inequitable services; and that parent surveys about their home district be 

distributed annually with the district and private school’s scorecard partially based on 

the survey scores. 
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 CHAPTER 1 

INTRODUCTION 

Since 1973, when the federal government of the United States enacted the 

Rehabilitation Act, special education has become a growing program priority for states 

and individual school districts.  Whether out of pressure from the repercussions of non-

compliance or in response to the evolving complex needs of students with disabilities, 

those involved in executing public special education have taken on the tremendous 

responsibility of providing appropriate educational programming for all school age 

children with special needs.  Unfortunately, the desire to execute the charge at hand is 

rarely accompanied by all of the resources needed to adequately, equally and equitably 

accomplish it.  In fact, the supply of funds and other resources is oftentimes lesser than 

the demand for services.  As a result, the potential for some students to be underserved or 

not served at all is very real.  Unfortunately, those who belong to at risk groups such as 

racial minorities, low education, and low socioeconomic classes are often the ones who 

suffer the greatest consequences of this deficit (Coutinho, Oswald & Best, 2002).   

It is unclear whether special needs students who “belong” to minority races and/or 

are from low Socioeconomic Status (SES) classes, who have traditionally been over-

represented in special education, are adequately represented in accessing and receiving 

appropriate, high quality special education programming.  It is even less certain, based on 

available research (Hendrickson & Baldwin, 1994) whether parents of disabled students 

receiving special education services perceive the special education programming 
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experiences of their children differently based on their racial, SES, or education level 

“demographic classifications”; and/or access to special education rights information.  It is 

because of the combination of these gaps in special education research that I conducted a 

qualitative research study to examine the perceptions parents from various demographic 

groups have regarding the special education services their children receive.  In particular, 

this study determines if any relationships exist between various demographic 

characteristics and the perceived satisfaction levels of the parents belonging to each of 

the demographic groups.   

In this section of the study, I provide a statement of the problem that has initiated 

my interest in this subject followed by discussion of the specific purpose of my study and 

the associated questions the research answers.  Next is an annotated list of definitions of 

terminology specific to my study and that may be unfamiliar to the reader.   

Following is an explanation of why this particular study has significance to 

understanding the problem of over-representation of racial minorities, members of low 

socio-economic classes, and low education level achievement in special education; and 

the connection between parents and the education of their special needs students.  Finally, 

the introduction section of this proposal outlines the theoretical framework upon which 

this study is based and the rationale for use of Kubler-Ross’ Five Stages of Grief and 

Social Capital Theory. 

Statement of the Problem 

The value of formal, standardized education is not just an issue that longed for 

clarity in the United States during the 20th century.  On December 10, 1948, The United 
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Nations General Assembly ratified the Universal Declaration of Human Rights as public 

“recognition of the inherent dignity and of the equal and inalienable rights of all members 

of the human family as the foundation of freedom, justice and peace in the world...”  

Recognizing how fundamental a baseline education is to the survival of humanity and to 

the growth of society, countries around the world agreed to the inherent value of 

promoting such a belief.  This document represents the first official, government 

sanctioned policy establishing access to free public education as a right afforded all 

children without prejudice.  According to this Universal Declaration of Human Rights, 

adopted by countries throughout the world, “education shall be free, at least in the 

elementary and fundamental stages. Elementary education shall be compulsory.”  (United 

Nations Economic and Social Council, 1999)    

Although the United States was one of the signing countries of this international 

declaration in the late 40s, evidence of strong advocacy efforts in the 30s and 40s by 

special needs parents’ groups makes good argument for the overriding impact of parental 

influence on the nation’s disability movement (Silverman & Brosco, 2007).  It was these 

early efforts that paved the way for legislation, beginning in the 1960s in the United 

States, entitling children in this country to a “free and appropriate public education 

(FAPE)”.  A decade later, disabled students gained additional educational protection and 

rights under Part B of the Individuals with Disabilities Act (IDEA), Section 504 of the 

Rehabilitation Act of 1973, and subsequently the 1990 Americans with Disabilities Act.    

Unfortunately, the execution, implementation, and monitoring of the very 

regulations designed to protect the most vulnerable of United States’ student population 
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have led to the further exploitation of certain sub-groups within the special needs 

community.  Research studies such as Douvanis and Hulsey’s 2002, The Least Restrictive 

Environment Mandate: How has it Been Defined By the Courts? have demonstrated that, 

in addition to the lack of focus on disability prevention, misdiagnoses and lack of 

collaboration across government and community agencies, the prevalence of risk factors 

like poverty, poor health/nutrition, minority group membership and limited parental 

education contribute to the disparities in the public school system.   

Even though historically, special needs students who “belong” to racial and ethnic 

minority groups and/or are from low Socioeconomic Status (SES) classes have been 

over-represented in special education, it is unclear whether they are adequately 

represented in accessing and receiving appropriate, high quality special education 

programming. An even greater lack of clarity arises when parental perceptions of the 

special education services are considered. 

Purpose of the Study 

 The purpose of this study is to determine whether families of disabled students 

are, in general, satisfied with the level of services received; type of services offered; 

quality of services received; and immediacy of initiation of services for their special 

needs child.  Second, this study determines if there is a relationship between the family’s 

race, socioeconomic class, and education level and their satisfaction levels.  Third, this 

study considers the relationship between the ability to access information regarding the 

rights/availability of educational services and the satisfaction levels.  Fourth, the study 
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considers the relationship of the ultimate/long-term prognosis and the satisfaction with 

the services.  

Research Questions 

 The research questions for this study are designed to provide a vehicle to 

explore the relationships between such characteristics as SES, race, and parental 

education level and special education service content and delivery as perceived by the 

students’ parents.  The research questions addressed in this study includes the following:  

1. What are parent perceptions about the connection between race, socioeconomic 

status, and parental education level and parent satisfaction with special education 

services received by special needs children?  

2.  How do parents perceive their overall satisfaction with their child’s special 

education programming and the ultimate/long-term prognosis of their special 

needs child?   

3. How necessary do parents perceive the ease of access to, thoroughness, and 

accuracy of information regarding the rights and availability of special education 

to their satisfaction with their child’s special education services?  

4. Does the grief stage (Denial, Anger, Bargaining, Depression, or Acceptance) of 

parents of children with disability diagnoses play a role in their perceived 

satisfaction with special education services?  

Definitions 

 Aspergers .  “The name "Asperger" comes from Hans Asperger, an Austrian 

physician who first described the syndrome in 1944.   Asperger's Disorder is a milder 
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variant of Autistic Disorder.  Both Asperger's Disorder and Autistic Disorder are 

subgroups of a larger diagnostic category.  This larger category is called either Autistic 

Spectrum Disorders, mostly in European countries, or Pervasive Developmental 

Disorders ("PDD"), in the United States.  In Asperger's Disorder, affected individuals are 

characterized by social isolation and eccentric behavior in childhood.  There are 

impairments in two-sided social interaction and non-verbal communication.” 

(Ozbayrak, K. M.D., iPsych.net, February 26, 2009, www.aspergers.com) 

 Developmental Delay.  “A descriptive term used when a young child’s 

development is delayed in one or more areas compared to other children.  These different 

areas include: (1) gross motor development: how a child moves; (2) fine motor 

development: how children manipulate objects and use their hands; (3) speech and 

language development: how children communicate, understand and use language; (4) 

cognitive/intellectual development: how children understand, think and learn; and (5) 

social and emotional development: how children relate with others and develop 

increasing independence.” (Developmental Delay: An Information Guide for Parents, 

2008). 

 Hyperlexia .   “A precocious ability to read words, far beyond what would be 

expected at an early age and /or a fascination with letters or numbers; a syndrome that has 

characteristics similar to autism, pervasive developmental disorder, and Aspergers; the 

feature skill of premature reading abilities, which emerges in preschool years.”  

(http://www.brighttots.com/Hyperlexia, retrieved January 25, 2009) 
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  Individuals with Disabilities Education Act (IDEA) 1997.  Guarantees the same 

rights as the Education for All Handicapped Children Act of 1975 plus provides an 

individualized education plan for each student; requires student assessment; mandates 

that parents be involved in the shaping of their child’s education plan; gives special 

education students the opportunity to learn in the least restrictive environment; and calls 

for due process of the law.  It further provides disabled students with needed related 

services in audiology, psychological services, physical therapy, occupational therapy, and 

transportation.  All education related services must be provided at public expense, under 

public supervision and direction.  Likewise, testing must not be discriminatory on a racial 

or cultural basis; must be administered in the child’s native language; must measure 

whether the child has a disability not the child’s English proficiency; must include a 

variety of tools; and testing must be administered by trained and knowledgeable 

personnel (The New IDEA, 2004). 

 Itinerant Teacher.  “Works simultaneously with children with disabilities 

participating in school based programs; serves children in different groups or programs 

and therefore “travels” from group to group or program to program; provides direct 

services to children with disabilities of school age in one or more of the following areas”:  

1. Cognitive Development  

2. Communication Skills  

3. Social and Emotional Development  

4. Self-Help/Adaptive Skills  

5. Fine and Gross Motor Skills  
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(http://www.earlychildhoodnyc.org/career/seit.cfm  NY City Professional Development 

Early Childhood Institute, retrieved February 4, 2009) 

 Parents of a Child with Special Needs.  Natural parent(s), legal guardian, or foster 

parent of a disabled child. 

 PDD-NOS  “Pervasive Developmental Disorder - Not Otherwise Specified ."  A 

catch all diagnosis for people on the autism spectrum that have many but not all of the 

typical autism signs and symptoms.  They will have difficulty in social interactions, 

repetitive behavior and sensitivities to certain stimuli (noise, light, clothing, etc.).  Those 

with PPD-NOS are different from others with on the spectrum in that they may exhibit 

some symptoms of those conditions seen in autism, they don’t fit enough of the criteria 

close enough to fully satisfy that set by the experts.  Possibly their symptoms showed up 

at a later age than is typical for an autism diagnosis or their symptoms aren’t as severe.” 

(Issues of Education, Pervasive Developmental Disorder, issuesofeducation.com, 

retrieved March 1, 2009) 

 Pennsylvania System of School Assessment (PSSA).  “A standards based criterion-

referenced assessment used to measure a student's attainment of the academic standards 

while also determining the degree to which school programs enable students to attain 

proficiency of the standards. Every Pennsylvania student in grades 3 through 8 and grade 

11 is assessed in reading and math.  Every Pennsylvania student in grades 5, 8 and 11 is 

assessed in writing.” (PA Department of Education, retrieved 3/19/09) 

 Reverse Inclusion.  “Involves bringing several general education students out of 

their classrooms for short periods of time to interact socially with students with 
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disabilities.  These interaction opportunities were provided when the students were 

involved in a wide range of activities conducted in various settings.” 

(Schoger, K. A Case Study published in Teaching Exceptional Children Plus, Volume 2, 

Issue 6, July 2006) 

 SES.  Socioeconomic Status.  A broad term that is used to describe factors about a 

person's lifestyle including occupation, income, and education. 

(http://web.cancernutritioninfo.com/glossary) 

 Short Bus.  Nickname for the small yellow school buses typically used to 

transport special education children to and from school. 

 TSS.  Therapeutic Staff Support  “Provide specific interventions to assist the child 

in developing age-appropriate daily living skills with his or her peer group, family and 

other social groups or settings; provide specific interventions to assist the child in 

developing age-appropriate social and cultural interaction skills with his or her peer 

group, family and other social groups or settings; provide assistance to the parent or other 

responsible adult in providing therapeutic structure and limits for the child; provide 

assistance in implementing a behavioral intervention plan for the child; provide 

assistance in implementing alternative activities to redirect challenging behaviors; 

provide assistance in providing individualized, supervised recreational and cultural 

opportunities.” (Green Tree School job description, Philadelphia, PA) 

Significance of the Study 

As of 2003, nearly one in eight U.S. school children was considered disabled. It 

costs $77 billion to educate the over six million special education students in the United 
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States, who represent approximately 12% of the total student population.  The amount of 

money spent to educate the nation’s special education student body represents 

approximately 20% of the total funds allocated for educating all of the students K-12 

(Clowes, 2004).   

The amount of monies distributed to districts from their states is determined by a 

variety of special education formulas.  Special education formulas are a calculation 

system by which monies are allocated to support the special education needs of students.  

Each state is free to select which calculation formula it chooses to use for the allocation 

of funds to their districts from a group of approved alternatives.  

According to the spirit of these formulas, the dollars available should be 

distributed equitably to the special education students in that state. In theory, even if 

minorities are over-represented in the special education system, we should see monies 

allocated to minorities as a group in proportion to the percentage of minorities classified 

as disabled.  However, disturbingly, not only are minorities over-represented in special 

education classification, but, they are also under-funded.  White students have greater 

access to funds that support more of the high cost, private, and oftentimes more 

comprehensive, special education programs, services, and residential facilities (Losen & 

Orfield, 2002).  

Since the early 70s, the percentage of minorities in special education has been 

significantly higher than their Caucasian counterparts especially in the categories of 

emotional disturbance (ED) and mental retardation (MR).  Although discrimination is 

prohibited under the law, there exists a disturbing lack of inequality in the public school 
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systems throughout the United States.  The government, aware of the disproportionality 

in school districts, has made some, albeit ineffective, attempts to address this very 

complex issue through the passing of legislation.  For example, the Department of 

Education issued a Policy Clarification Memorandum in 1991 that, in short, states that 

schools “have a legal obligation to locate, identify, and evaluate children suspected of 

having a disability” (Child Find, 1991) and to further “provide a free and appropriate 

education and needed services for those who are eligible. "  

In spite of this, districts have found covert ways to deny a disproportionate 

number of otherwise eligible special needs minority students their rights (under serve) 

and to mislabel the members of the minority population as disabled, resulting in an over-

representation of this group in the special education population.  This is most often 

allowed to occur because of the ambiguity of the term “appropriate”; the lack of 

knowledge and understanding of cultural differences within minority populations; and the 

lack of understanding that many legitimate disabilities manifest themselves through 

disruptive behaviors.  It is not uncommon to find gaps in the definition of “appropriate” 

by parents and districts.  However, the biggest polarization is seen when appropriateness 

is applied to the programming for minority disabled students versus their white 

counterparts.  In the majority of instances, the former receive significantly less services 

both in terms of quantity and quality.  Because the federal government purposely left the 

definition of appropriate, as it relates to the provision of special education programs and 

services for special needs students ambiguous, districts have been free to interpret this 

term in a way that best suits their needs.  Two children with the same diagnosis and 
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degree of impairment, one poor and the other from a high SES, could have identified 

“areas of need” that look completely different from one another.  It may be deemed 

appropriate for the former to be educated in a special education classroom with pull out 

speech therapy from an itinerant teacher once a week.  On the other hand, the latter 

student’s, all areas of deficit being equal, appropriate program entails the inclusion in the 

regular education classroom with supports in the room full time, receives OT, PT, and 

speech four times per week, participates in music therapy, and attends a specialized 

afterschool program – all paid for by the district. 

It is difficult to segregate race from poverty level, however, as variables that 

contribute significantly to the over-representation of minorities in special education 

(Hosp & Reschly, 2004).  In addition to the discrimination experienced by special 

education members of racial minority populations, children living in poverty tend to have 

less favorable outcomes from special education programming than their more financially 

secure peers (Parish, 2006).  More and more, “it is becoming increasingly evident that 

poverty has a tremendous impact on the educational results of all children, including 

those with disabilities; poverty is not a secondary topic in the field of special education 

services and disability policy anymore” (Park, Turnbull, & Turnbull III, pg.  151).  

There is some evidence that diminished quality in schooling for low income 

children begins as early as preschool.  In one study cited by Parish and Cloud (2006), the 

researchers found that “the care for disabled preschoolers from single-parent homes was 

likely to be of lower quality than the care for disabled preschoolers from two-parent 

homes and non-disabled children” (pg. 229). 
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  Of the approximately 6.55 million children in 2000 that were labeled as disabled, 

28% lived below the poverty level (Fujiura & Yamaki, 2000).  It is difficult to ascertain 

whether the accompanying risk factors to poverty such as poorer health begot a greater 

predisposition to the development of disabilities in children or if disabled children are 

more likely to live in poverty because of the increased costs and hardships associated 

with raising a child with disabilities.  According to Parish (2006) numerous studies 

support the notion that although some costs are constant regardless of the income of the 

family, more money is spent in totality on raising a disabled child, the higher the family 

income level. Moreover, some families in the lower income brackets are unable to meet 

all of the needs of their disabled children.  Logic would question whether this financial 

disparity carries over into the education arena.   

My study is important because, although quite a bit of research exists on the over-

representation of minorities in special education and some research exists on the impact 

of poverty on disabled students, little exists on the relationship between these variables 

and outcomes or on how the perceived satisfaction levels of parents are influenced by 

membership in these at risk categories.  My study is designed to both further examine the 

relationship between “at risk status” and special education services and attempt to bring 

us closer to being able to answer the above question.  Additionally, my study sees if the 

perceptions of parents vary depending on minority group and SES.  Analysis of the data 

obtained from my study will contribute to this field of study by reinforcing what has 

already been preliminarily determined by prior research or uncover other explanations 

and relationships among all of these variables.  Finally, my study potentially uncovers a 
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new application of the Kubler-Ross Five Stages of Grief.  Specifically, How does a 

special needs parent’s current stage of grief (Denial, Anger, Bargaining, Depression, and 

Acceptance) relating to having a son or daughter with a long term, often life-long 

disability, influence his/her perception of the variables (quality, appropriateness, 

timeliness, comprehensiveness) comprising his or her child’s educational programming? 

Theoretical Framework 

 My study is theoretically based on Kubler-Ross’ Five Stages of Grief and Social 

Capital Theory. The application of Kubler-Ross’ Five Stages of Grief Theory provides 

the theoretical foundation through which the individual participant is viewed.  When 

Elizabeth Kubler Ross in her 1973 influential book On Death and Dying initially 

developed the five stages: denial, anger, bargaining, depression, and acceptance, she put 

them in the context of someone who was dealing with being diagnosed as terminally ill.  

Over the years, these stages were adapted and became applicable to anyone who was 

experiencing any form of grief or facing bad news.  Although, my examination of the 

existing research has not uncovered a direct application of this theory to parents of 

children diagnosed with disabilities, it is my contention that learning and dealing with 

your child being permanently disabled provides the parent with a real, intense source of 

long term, chronic, lifelong grief.  As such, I hypothesize that parents do indeed go 

through Kubler-Ross’ stages throughout the term of their child’s life. 

 In order to view my study from a broader theoretical framework, I chose to 

apply social capital theory when entertaining the idea of differential treatment of special 
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needs children based on the amount of “resources” or clout their parents have managed to 

accumulate.  

Debate exists as to whether the theory of social capital is one that will endure 

much critique and critical analysis over the long-haul (Lin, 1999).  According to Lin 

(1999), if one considers the explosion of the use of cyberspace as a new type of network, 

then the answer is no.  A more important question is will this provide greater 

opportunities for the previously oppressed parents within the special education 

community to become a part of a social network that can provide the access to 

information they were previously denied and help level the programming playing field?  

Although not a direct research question within my study, there is a tie to research 

question #3 – “How necessary do parents perceive the ease of access to, thoroughness, 

and accuracy of information regarding the rights and availability of special education to 

their satisfaction levels with their child’s special education services?”  I look critically at 

the both the perceived amount of social capital a parent believes he or she has and their 

subconscious perceptions of the importance of social capital in determining or 

influencing the special education programming their child receives.  Additionally, I hope 

to uncover any connections between a parent’s satisfaction level with the child’s long-

term prognosis and their perception of the amount of social capital they possess.  Finally, 

my study will uncover any connection between the amount of social capital a parent 

perceives they have and their satisfaction level with their child’s special education 

services.   
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 Three major theorists have been credited with creating the concept of social, 

capital Pierre Bourdieu, James Coleman, and Robert Putnam.  Because each 

conceptualizes the idea of social capital from somewhat different perspectives, I have 

chosen to focus on Bourdieu’s because it is the most relevant to my particular study 

scenario. In short, Bourdieu examined social capital at the individual level and asserted 

that social capital does indeed exist at the individual level (Qureshi, 2006).  In my study, 

I examine the individual perceptions of parents regarding the quality of services received 

by different “groups” and attempt to see if there indeed exist certain “groupings” that 

result in preferential treatment or poorer quality services.  Additionally, Bourdieu 

believed that there exist certain societal “processes” that prohibit certain individuals from 

receiving the same access to the resources required for the development of the power 

necessary to avoid being among the traditionally oppressed (Bourdieu, 1977).  In the 

context of my study, the thread of logic would presume that those study participants who 

belong to more than one of these groups may perceive that they have little or no control 

over the decisions made on behalf of their special needs child; that they have limited 

access to the necessary information needed to make informed decisions regarding the 

services for their child; and/or that they do not have enough resources to fight for their 

child’s special education rights.     
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CHAPTER 2  

 REVIEW OF THE LITERATURE 

This chapter contains a discussion of the literature relevant to my proposed study.  In 

particular, this review presents an historical overview of special education in the United 

States; profiles the current special education population; examines the issue of over-

representation of minorities in special education; details the multitude of facets of 

parental positioning in the special education process; outlines the application of Kubler-

Ross’ Five Stages of Grief to my study topic; and explains the theoretical connection 

between my study problem and social capital theory. 

History of Special Education in the United States 

The history of special education in the United States as traditionally presented 

outlines the various regulations, policies, key court cases, legislations, and political trends 

that have affected the way children with disabilities have been educated (or not) over 

time.  However, a more critical examination of the history of developmental disorders 

such as autism and downs syndrome, demonstrates that it is actually the parents of 

children with these disorders who were historically responsible for driving the evolution 

of the clinical focus, scientific development, and treatment options and “have been 

essential to advancing research” (Silverman & Brosco, pg. 393).  

Parent advocacy, formulated out of the joining of individual and informal parent 

groups sharing like goals and objectives for their special needs children, has spear-headed 

many significant contributions to improving the lives of disabled children. In a more 
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focused sense, the concept of the “parent movement”, whose origin is most often credited 

to the founding membership of the National Association for Retarded Children (NARC) 

in the 1950s, served as a model for most of the now chapter based parent organizations 

designed to support the needs and rights of disabled children (Gunnar, 1960).   

Originating as a grassroots group run by parents and community members with a vested 

interest in children with mental retardation, what the NARC in effect did for the special 

education community is demonstrate the power and influence parent groups can affect on 

services provided children with disabilities. 

State chapters of the Association of Retarded Children were very influential 

during the early and mid 1900s in their “lobbying” efforts.  From the successful passage 

of the “white cane ordinance” granting blind people the right of way when crossing the 

street to the Pennsylvania Association of Retarded Children landmark class action suit 

which granted special needs children ages 6-21 a “free public education in the least 

restrictive alternative” (Mock, Jakubecy & Kaufman, 2008). 

The outcome of the historic Brown v. Board of Education case in the mid 1950s 

laid the ground work for the many challenges to the inequities of the public education 

system in the United States.  Although Brown specifically addressed the issue of racial 

segregation, the broader application via the 14th Amendment made it possible for children 

with disabilities to begin experiencing a right they were entitled to all along. 

The first attempts at providing specific protection for special needs students came 

in 1965 by way of the Elementary and Secondary Education Act.  In this Act, children 
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who fell into one of three specific disability categories, namely blind, deaf, or mentally 

retarded, had monies reserved for them at the state level from the federal government for 

their education.  The following year, the Bureau of Education for the Handicapped, under 

the Department of Health, Education and Welfare was formed to further support the 

educational needs of the disabled.  Today, these responsibilities are housed in the Office 

of Special Education Programs.   

During the early 70s, the commitment of the government to protect the 

educational rights and support programs to grant access to appropriate educational 

opportunities for children with special needs grew.  Beginning with the Education of the 

Handicapped Act in 1970, colleges and universities were offered federal grants to 

developed programs to train special education teachers; resource centers were funded and 

designed to provide special education teachers with technical support; and later federal 

funds were allocated to insure that children in all disability categories had full 

educational opportunities (Katsiyannis, Yell & Bradley, 2001).  Astonishingly, prior to 

1975, it is estimated that 4.75 million special needs students were not receiving proper 

education.  Of that, three million were receiving educational services that were 

inappropriate for their needs and the remaining 1.75 million were not receiving services 

at all (Katsiyannis, Yell & Bradley, 2001).  

The Education for All Handicapped Children Act (EAHCA) passed in 1975,   

came to be in response to the work of community based organizations.  These agencies 

were comprised of parents and professionals taking a chapter out of the books of their 

predecessors who were instrumental in the formation of two of the most influential 
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advocacy organizations- the Council for Exceptional Children in 1922 and the National 

Association for Retarded Citizens (NARC) in 1950 (Mock, Jakubecy & Kauffman, 

2008). 

When the Education for All Handicapped Children Act (EAHCA) was enacted, 

broad based attention was first focused on the dilemma facing the disabled in the public 

school system in the United States.  Between 1975 and 2000, the number of children 

receiving special education services in the United States grew by 65 percent.  During FY 

2000, 8.2 percent of the U.S. student population was classified as needing some form of 

special education programming.  By the end of 2003, it was estimated that one out of 

every eight students in the United States was classified as disabled (Ladner, 2004).  It 

was also during this year the first of many significant protections were granted to children 

with special needs – the guarantee of a “free, appropriate, public education (FAPE)”. 

Early special education programs tended to heavily favor the segregation of 

disabled children from the general education population.  During the mid 1970s, the 

“least restrictive” evolution began.  In 1976, special needs students were beginning to be 

educated in regular classrooms with alternative school placements made where necessary 

with limited non-disabled peer interaction.  

In the early 1980s, disabled students were integrated into regular education 

classrooms for part of the day with pull-out itinerant, resource, or part-time services in 

alternative classrooms within regular schools.  By the mid 1980s, the trend was to 

completely integrate the educational experiences of special needs students.  In addition, 
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schools were encouraged to provide those students with disabilities multiple opportunities 

to interact with their “typically developing” peers.  

Special education programs made some key changes in the 1990’s.  While schools 

continued to focus on completely integrating the educational experiences of the disabled, 

they were also encouraged to expose special education students to general education 

curriculum.  By 1997, and with the enactment of IDEA, schools were expected to 

completely integrate their classrooms wherever possible, and where permitted, make 

alternative placements for special needs students in approved private schools as a last 

resort.  Further, the government was beginning to require that both the regular and special 

education students participate in statewide assessments and accountability procedures.  

This was also the first time that the allocation of federal funds to the states required the 

non-negotiable adherence to rules that outline how special education students will be 

educated (Katsiyannis, Yell & Bradley, 2001). 

As the push for full inclusion became more urgent, disagreement ensued over 

whether disabled students actually benefit from inclusive classrooms.  Interestingly, both 

disability advocates and those professionals charged with educating the entire student 

population were beginning to challenge the fairness of forcing as many special education 

students as possible into regular education placements at least for part of the school day.  

On the one hand, regular education teachers began to be concerned that they would 

ultimately be shortchanging the regular education students when they must cope with the 

meltdowns of a special needs student or must modify a lesson to reach students with 

learning disabilities.  On the other hand, advocates worried that requiring inclusion for as 
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many disabled students as possible would compromise efforts to do what’s best for the 

individual student as guaranteed in a special needs student’s Individualized Education 

Plan (IEP) (Journal of Special Education, 2003).  

In Reflections on the 25th Anniversary of the Individuals with Disabilities Act 

(Katsiyannis, Yell & Bradley, 2001), the authors put forth that the future historical 

retrospective on special education will be critical of the job done at reaching 

programming excellence versus the current assessment of the evolution of appropriate 

access.  In other words, observing a shift from measuring the types, quantities, and 

conditions of the inputs (services) to the examination of long term quality of the output 

(child’s accomplishment of maximum potential). 

Portrait of the Special Education Population 

With the introduction of many “disabled student friendly” laws in public 

education over the past few decades; the increase in diagnostic accuracy on the part of 

physicians; and the increase in the effectiveness of schools at identifying students earlier 

who have potential special education needs,  the special education population has 

changed in both composition and size.  The tracking of the number of students receiving 

special education services has become a complex but important task.  As required by 

Section 618 of IDEA, data is collected annually by the U.S. Department of Education, 

Office of Special Education regarding children with disabilities receiving special 

education services.  

Prior to 1997, the data gathered primarily focused on the sub-categories of age 

group, type of disability, and educational environment.  The reauthorization of IDEA, in 
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addition to directing focus toward special education inclusion, also put into place the 

requirement that race/ethnicity data be collected on all special education students 

receiving services (OSEP, 2006).  Further, the December 2004 reauthorization of IDEA 

requires that “the State must have in effect….. policies and procedures designed to 

prevent the inappropriate over-identification or disproportionate representation by race 

and ethnicity of children as children with disabilities, including children with disabilities 

with a particular impairment” (U.S. Department of Education, 2007). 

The Annual Report to Congress on the Implementation of IDEA, is the publication 

that provides the information on annual special education participation in response to a 

requirement of IDEA to collect data on all special education students.  According to the 

most recent report for 2003, close to nine percent of the school age children (6-21) in the 

U.S .participate in special education.  With the dramatic rise in the number of children 

diagnosed with Autism, not surprisingly, the number of students receiving services for 

Autism has also seen sharp increases (OSEP, 2005).  As in the past, special education 

students were more likely to be poor and if minority, were more likely to be expelled for 

behaviors that were actually manifestations of their disability (OSEP, 2005).  As one 

would expect, the push for inclusion has resulted in an almost 50% participation in 

regular education by students with disabilities for some portion of the school day.  In just 

under 15 years, the number of special education students of high school age participating 

in school at grade level grew from 32 percent to 53 percent; however, a little over 41% 

ultimately dropout of school without receiving their high school diploma (OSEP, 2005). 
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In addition to the annual snap shot statistics gathered, the U.S. Department of 

Education recognized the value in accumulating more in depth information by following 

the same group of students over a period of time.  To that end, the Special Education 

Elementary Longitudinal Study (SEELS), a six year longitudinal study was 

commissioned by the U.S. Department of Education, Office of Special Education 

Programs to look at the comprehensive educational experiences of a sampling of special 

needs students across the country as the progress from elementary school through high 

school (NICHCY, 2003).  Beyond providing a portrait of the special education population 

from 2000 - 2006, the study results will be used to improve schools and better meet the 

needs of special education students. 

In data published by The Office of Special Education and Rehabilitative Services 

in 2006, of the 5,882,796 children participating in special education in the United States, 

49% belonged to one of the non-white racial groups.  This includes American 

Indian/Alaskan Natives, Asian/Pacific Islanders, blacks (non-Hispanic), and Hispanics. In 

the general education population during that same time period, however, non-white 

students made up only 24% of the population (OSEP, 2006).  

In Pennsylvania, a surprising 75% of the children enrolled in the state’s public 

schools and receiving special education services where considered minorities (U.S. DoE, 

2006).  Interestingly, a study conducted by for The Commonwealth Foundation evaluated 

the independent role race plays in determining the disability rates in school districts 

across the state of Pennsylvania (Ladner, February 2004).  The reason Pennsylvania was 

chosen to be the research subject is because it was one of the first two states that switched 
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from the bounty funding system (Flat Grant/Census-Based – funding is allocated as a 

fixed per pupil dollar amount for each special education student or districts receive a 

lump sum dollar amount for special education services based on statewide averages) and, 

until recently, had no high stakes testing.  The effect of several independent variables on 

racial special education rates including spending per pupil in a particular district, 

percentage of low income students, and percentage of white students were examined.   

Study Results 

1. “Both poverty and race play a systematic role in determining minority special 

education enrollment rates in Pennsylvania.” 

2. Districts with larger than average class sizes had significantly lower special 

education rates. 

3. Districts’ average per special education pupil spending did not have an impact 

(negative or positive) on overall special education rates. 

4. Districts with predominately white student bodies had a smaller percentage of 

minority students from low socioeconomic backgrounds. 

5. Pennsylvania districts label black students as having learning disabilities at 

higher rates than other districts in the United States 

6. Districts with higher percentages of white students enroll significantly fewer 

students overall in special education programs, even after adjusting for the 

effects of income. 

These state findings are contrary to the results found in the national studies 

previously conducted by both the Progressive Policy Institute and Goldwater Studies. 
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This study initially hypothesized that because Pennsylvania’s districts with high 

percentages of white students have fewer special education students, that the minority 

special education rates would not be significantly higher in those same districts.  It 

further surmised that Pennsylvania’s special education population is more balanced 

racially than other states across the country.  The actual data told a somewhat different 

story.  

Whenever a group was considered in the minority (black, Hispanic or white) in a 

particular district, that group also represented the majority of the disabled student 

population.  However, districts that were predominately white had a substantially larger 

percentage of their minority students labeled as disabled when compared to the 

predominately minority school districts.  This was also the case in districts that had 

predominately white teachers.  

Although researchers were unable to definitively determine why this occurs, they 

narrowed the cause down to two possibilities: (1) minority children in predominately 

white districts actually possess more disabilities than their peers in more integrated 

districts; or (2) minority children are more likely to be labeled as disabled.  Given all of 

the data collected, the researchers concluded that Pennsylvania public schools with 

predominantly white student bodies were substantially more likely to inappropriately 

label minority children as disabled. 
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Understanding Minority Over-representation in  

Special Education 

Many research studies have been conducted examining the disproportionality of 

non-Caucasian students in special education throughout the nation’s public schools.  The 

way disproportionality, or over-representation, is defined, determined, allocated an 

acceptable range, and examined for an acceptable sample size is decided by whom?  Who 

assures consistency, validity, and reliability across comparison groups (e.g. districts)?   

In fact, since the 1970s when the special education laws were gaining momentum 

and the landmark Brown v. Board of Education case was acknowledging its 20th  

anniversary, a push toward true desegregation seemed to be just over the horizon.  

However, as well intended as Brown and the Individuals with Disabilities Education Act 

were to increase the educational opportunities and options for the underserved via the 

abolishment of segregated education; poor minorities are still found clustered in 

neighborhoods with less than par schools and special education students grouped together 

separate from the general education population despite requirements for a free, 

appropriate, public, education (FAPE) (Ferri & Connor, 2005). 

As one might predict, the path to over-representation begins when a child is 

introduced to that first clinician, teacher, social worker, or agency representative that 

notices “differences” in the child – usually pertaining to behavior or obvious learning 

deficit.  However, what many forget or choose to ignore is that IDEA mandates that 

“children who achieve poorly because of differences related to environmental 

disadvantage or ethnic, linguistic or racial difference are not to be identified as disabled.  



28 
 
The entitlement to special education services under IDEA is accompanied by a mandate 

of equity” (Coutinho & Oswald, pg. 136). 

An attempt at remedying challenges of over-representation of minorities in special 

education emerged with the requirement of the U.S. Department of Education Office for 

Civil Rights to “collect data on enrollments in special education, special education 

placements by ethnic category, and for investigating and resolving complaints” (Coutinho 

& Oswald, 2000). 

In the Fall of 2006, there were 73,197,000 students enrolled in educational 

institutions, pre-kindergarten through post-secondary degree granting institutions (ages 6-

21) (NCES, 2008).  Of that total, approximately 8% participated in special education 

programming under IDEA (OSEP, 2007).  There exists a substantial amount of data 

pointing to the existence of over-representation of minorities in special education.  As 

one might predict, the characteristics of low SES, African-American, and male make for 

a recipe of misdiagnosis, misrepresentation and improper placement.  Over the years, 

regardless of the changes made in how disabilities are classified, the number of African-

American special needs students has remained significantly higher than what would be 

expected given the percentage African-Americans make of the general student population 

(Harry & Anderson, 1994).  According to The Civil Rights Project at Harvard University 

(2002), the disability identification rate of African American students is as great as four 

times that of white children in the categories of mental retardation and emotional 

disturbance. 
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In their article, The Disproportionate Placement of African American Males in 

Special Education Programs: A Critique of the Process, Harry and Anderson are 

extremely critical of the type and quality of instruction African-American students  

(males in particular) receive prior to their special education placement; how and when the 

decision to refer a student to special education is made; how the assessment process is 

completed and by whom; and what type of special education programming African-

Americans are likely to receive.  In each instance, the quality of services received by 

African American special education students was by and large lower than that of their 

white peers.  Interestingly, in a nationwide survey conducted by the Public Agenda in 

2002 When It’s Your Own Child: A Report on Special Education from the Families Who 

Use It, there was a noticeable difference in response between African American/Hispanic 

and the general population of special needs parents who participated in the survey when 

asked if minority children were too quickly labeled as having special needs.  While 44% 

of the former group believed that teachers and other school personnel were too quick to 

give the special needs label to minority students, only 18% of the overall population of 

parents surveyed believed this to be true (Public Agenda, 2002). 

After diagnosis, African American children are further disadvantaged because a 

larger percentage of them are placed in a more restrictive educational environment than 

their white peers.  Since the U.S. Department of Education asserts that the “least 

restrictive environment to the maximum extent appropriate” provides the most beneficial 

learning environment for special education students, one would have to question whether 
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the quality of education provided minority special needs children is sub-standard to that 

received by white students (The Civil Rights Project, 2002).  

Researchers such as Darren Woodruff of the American Institute for Research 

(AIR) have identified a number of underlying reasons why disabled minority children 

typically do not receive the same services or produce the same outcomes as white 

children within the special needs population.  Outlined below are the most compelling 

contributors to this inequity. 

Systems of Progressive Risk 

The concept of “systems of progressive risk” is defined as the over-representation 

of minorities in societal structures with negative connotations and/or punitive 

outcomes/implications.  To illustrate this phenomenon, the American Institutes for 

Research (AIR) conducted a study on student participation in special education programs 

in the United States and found that the data does confirm that, by and large, African 

Americans are over represented and underserved in the special education system.  Several 

examples of this highlighted in the study are that: (1) African Americans represent 16% 

of the total school population; but, they comprise 21% of special education enrollments; 

(2) African Americans have higher special education program participation (21%); 

African Americans have a high percent of students labeled as having emotional and 

behavioral disorders (25%); African Americans have a high percent of children and 

adolescents in juvenile courts (30%) and detention centers (40%); and schools that are 

predominantly African American more often enact harsh discipline initiatives (zero 

tolerance) (45%).  Further, the study showed that minorities are three times more likely to 
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be classified as mentally retarded than their Caucasian counterparts.  The worse 

prevalence of systems of progressive risk were found in Connecticut, Mississippi, and 

South Carolina where minorities were four times as likely to be categorized as mentally 

retarded than their white counterparts.   

Limited Research and Demographic Data 

There is little controversy in the field of special education research that there are 

inequities in the service delivery of education programs within the public schools in the 

United States.  Sadly, there are very few good comprehensive studies on minority 

children with disabilities that examine why this disparity exists.  Of greater concern is 

that almost unanimously, the experts also agree that of the studies conducted, even fewer 

have yielded any consistent, reliable data on either the causes of, or the remedies for, 

racial disparity in the public schools special education community.  The root cause of this 

limited research is bureaucracy and lack of coordination within the different governing 

institutions and issues relating to the right to privacy of children with disabilities. 

The Urban Condition 

The prevalence of risk factors such as poverty, poor health/nutrition, and limited 

parental education play tremendous roles in overrepresentation of minorities in special 

education.  More minorities tend to be under the poverty level than their white 

counterparts.  As the degree of poverty increases, the diagnosis of mental retardation 

increases.  Three primary reasons for this exist.  First, those who are impoverished tend 

not to have a consistently nutritionally balanced diet.  This robs children of essential 

vitamins and minerals the body needs for proper brain development.  Second, minorities 
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who live below the poverty level generally suffer from poor health and fail to participate 

in disease prevention screenings and immunizations and do not regularly access the 

healthcare system when they are ill.  Third, there are limited resources available to 

purchase educational materials in households in poverty.  Parents/guardians are less 

likely to be educated themselves so role models do not exist in the family that would 

make education a priority.   

As we know, neighborhood schools in urban communities tend to have limited 

resources, poor physical plant conditions, and disenfranchised teachers.  The combination 

of these three circumstances tends to make the general education programs of schools in 

this condition substandard.  Therefore, attention to the inequities that exist between 

minorities and white special education students are a low priority.   

Inaccuracy or Lack of Student Diagnoses 

Labels placed on children stigmatize them for the rest of their lives regardless if 

the label is correct or not.  The review of the available literature highlights six primary 

reasons for the inaccurate and sometimes absent diagnoses of minority children.  They 

include:  

1. Inadequate evaluation methods 

2. Mistaking emotional and behavioral problems as a learning disability 

3. Misunderstanding minority cultures 

4. Absence of comprehensive testing 

5. Limited funding received by districts and schools to support special education 

training 
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6. Lack of multi-cultural and disability training of school/district personnel 

Teachers unfamiliar with cultural differences or who misread student behaviors as 

disability related, represent contributors to the over-referral of minorities to special 

education (Coutinho, Oswald, and Best, 2002).  Because teachers may unconsciously 

establish low expectations and inappropriate educational goals for the child, the child’s 

learning potential may be stifled and his/her self-esteem can be negatively affected (US 

Department of Education, 1992). 

Lack of Focus on Disability Prevention and Early Intervention 

Experts in early intervention and child development assert that effective problem-

solving and planning when children first display problems and increased participation in 

early intervention are necessary to reduce the number of children in special education.  

Although early intervention services for children suspected, diagnosed, or at risk for 

developmental delays have been available for almost two decades, there is evidence that 

many needy minority children do not receive appropriate services.  The major barriers to 

receiving early intervention services for minority children with special needs were 

identified as: lack of identification of the developmental delay of the child by the primary 

care physician (PCP), and the lack of appropriate referral information from the providers 

for the families (Northeast Regional Resource Center, October 2002).  

Parental Positioning in the Special Education Process 

Since the reauthorization of IDEA, the role of the parent has become a more 

integral part of the educational planning, implementation and evaluation process for the 

individual special needs child.  Several stakeholder groups associated with the education 
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of special needs children have particular interests in parental involvement and its 

relationship to the success of the special needs student.  The federal and state 

government, the IEP team, districts, community groups, teachers and school 

administration’s focus lies in the measurable impact parental involvement has on the 

student’s educational growth.  On the other hand, one of the most important stakeholders, 

the parent him or herself, may make the assessment based on both quantifiable and 

perceived progression.  In the case of the former, parental program and student 

achievement expectations and parental perceptions of program quality, and student 

outcome are viewed as arguably as important.  Combining objective and subjective 

assessment tools to chart student progress is a generally accepted method of tracking 

student achievement.  However, it is when the perceptions (subjective) and measurables 

(objective) differ that conflict arises. 

How well special education is serving the disabled students in the United States 

can yield different responses depending on whom the question is asked.  In When Is You 

Own Child: A Report on Special Education from the Families Who Use It, The Public 

Agenda surveyed parents of special needs students to find out if they believe that their 

children are receiving the right services, given their disabilities.  The survey responses 

given by parents related to their assessment of services provided to both their own special 

needs child and other disabled students.  It was clear that their frame of reference for the 

evaluation of education program and services was almost exclusively related to special 

education with little regard to other regular education programs or policies (Public 

Agenda, 2002).  Accepting that the view is from that lens, the survey found many 
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consistencies among parent participants.  For example, while the majority of parents 

believed that a number of children with behavior related problems get mistakenly placed 

into special education, a small minority felt this scenario applied to their particular child.   

Furthermore, a majority of the parents surveyed rated their child’s program as 

“good” or “excellent”, likewise to the ability to obtain services after the child was 

diagnosed with a recognized disability (Public Agenda, 2002).  Conversely, prior to 

receiving special education services, the majority of the parents felt that obtaining 

information about the special education programs and services available was difficult.  

While parents agreed that their children were best served in a program that is inclusionary 

with the general education population, and that academic achievement be the focus, it 

was not the priority for the majority of the parents.  At the end of the day, the most 

important goal for the special needs child’s educational experience involved maintaining 

his/her dignity, limiting unnecessary frustration, and providing opportunities for the 

student to be successful.  There is a large minority of parents who are dissatisfied with 

the special education services their children are receiving.  In general, according the 

When It’s Your Child survey results, approximately one-third of the respondents are 

unhappy with the quality of teachers; the relationship with the schools/districts; 

processes/paperwork; school’s ability to serve as a source of expertise about learning 

problems and disabilities; preparation for life after high school; facilitating the 

obtainment of appropriate services; and/or ability to provide their child the help they 

need. 
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Kubler-Ross’ Application to Special Education 

 My study will be theoretically based on Kubler-Ross’ Five Stages of Grief. The 

application of Kubler-Ross’ Five Stages of Grief Theory provides the theoretical 

foundation through which the individual participant will be viewed.  When Elizabeth 

Kubler Ross in her influential book On Death and Dying, initially developed the five 

stages, denial, anger, bargaining, depression, and acceptance, she put them in the context 

of someone who was dealing with being diagnosed as terminally ill.  Over the years, 

these stages were adapted and became applicable to anyone who was experiences any 

form of grief or experiencing bad news.  Although, to my knowledge, this theory has not 

been specifically applied to parents of children diagnosed with disabilities, it is my 

contention that learning that and dealing with your child being permanently disabled is a 

form of long term, lifelong grief.  As such, I hypothesize that parents do indeed go 

through Kubler-Ross’ stages throughout the term of their child’s life. 

In 1969, Elizabeth Kubler-Ross, a Swiss physician, developed the five stages of 

death and dying in response to her work with terminally ill patients.  Her constant 

exposure to individuals who knew they were at the end stage of their life gave her many 

opportunities to “watch” the dying process.  As a result, she began to see consistent 

patterns of behavior or stages emerge.  She theorized that all human beings facing a 

terminal illness go through five different and distinct stages before death.  While the 

length and order of the stages had variation, the composition of the process remained 

fairly constant.  They include denial, anger, bargaining, depression, and acceptance.  

Some debate has occurred over the years as to whether individuals must go through all of 
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the stages, and if so, must they go through them in some particular order.  In response, 

Kubler-Ross asserts that these stages do not necessarily happen in order.  She has also 

been on record conceding that although not everyone goes through all stages, everyone 

must at least go through two (Kubler-Ross, 1969).   

Years later, the five stages of dying were renamed the Five Stages of Grief and 

expanded to apply to anyone who is grieving and then further extended to be relevant to 

anyone facing bad news (ChangingMinds.org, 2008).  An even broader application of 

Kubler-Ross’ five stages has been associated with individuals experiencing a 

tremendously negative event that leads to some sort of undesired change.  More 

specifically, in this application, the focus is not whether the change itself is actually bad, 

but that they perceive it as a significantly negative event (Diede, 2005).   

Three major problems are seen quite frequently in individuals going through these 

stages, “getting stuck,”  “repeat cycling” and “premature movement from one stage to the 

next” (ChangingMinds.org, 2008).  Grieving individuals can find themselves unable to 

pass through a certain stage because that stage may feel comfortable for them.  They get 

used to feeling certain emotions associated with that stage and become trapped.  Societal 

expectations of how an individual is supposed to act/react in certain situations can also 

play a role in a person’s inability to move out of one stage to another.  A second problem 

experienced by individuals going through Kubler-Ross’ stages of grief is the repeated 

cycling through the stages over and over again during the same event.  This is often 

rationalized as a way of avoiding inevitability.  If one never allows him or herself to 

complete the cycle, the “bad” event will never come to fruition or completion.  Similarly, 
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the third problem experience during movement through the grief stages is the transfer 

from one stage to another having not fully completed prior stages.  Thus the individual 

may feel uncomfortable in a particular stage, so rather than work through the discomfort, 

he or she will abandon that phase for one he or she found less challenging that allow 

them to experience known and predictable feelings and reactions (Changingminds.org, 

2008). 

It is the broader context of grieving that Kubler-Ross’ theory can be directly 

applied to parents who have learned that their child has a permanent disability.  While 

Kubler-Ross’ quote in her 1969 book "my goal was to break through the layer of 

professional denial that prohibited patients from airing their inner-most concerns” 

referenced individuals in the last stages of the dying process, in my study, the primary 

participants, parents of special needs children, absolutely share this same need.  In fact, 

an argument can be made supporting their greater need because of the extremely long-

term and chronic nature of the situation for which they grieve.  

Beginning with first learning that their child is disabled, parents experience the 

whole range of emotions, typically beginning with denial.  As time passes, any or all of 

the subsequent stages are experienced one or more times.  The thing that makes it even 

more glaring for this population is that, absent a cure, the grieving lasts the lifespan of the 

child, thus providing the possibility that the parent will experience these stages several 

times.  The five stages are characterized by a unique set of emotions that distinguish them 

from one another.  Denial is often described as a defense mechanism, an escape from the 

acceptance of reality – something people use to protect themselves from harm and enable  
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them to cope.  The second stage, Anger can take many forms and varying degrees.  

Although a perfectly normal part of grieving, anger has the potential to cause the 

exhibition of the most destructive behaviors.  Sarcasm, cynicism, verbal lashing, physical 

destruction, self-destruction, and abuse, can all represent manifestations of grieving 

anger.  Bargaining is Kubler-Ross’ third stage of grief and can be best described as the 

griever trying to make “deals” with someone, power, or spiritual being that would change  

Table 1.  Kubler-Ross: Sample Parental Response During Each Grief Stage 

 
Kubler-Ross Stage  Example of Special Needs Parental Response to Being   
of Grief  Told Her Child is Autistic 
 
 
Denial My child can’t possibly be Autistic.  He’s probably just a little 

withdrawn because he started a new school and needs time to get 
adjusted. 
 

Anger It’s just not fair.  I did everything my doctor told me to do while I 
was pregnant and my child is born with this dreadful disorder 
while Mary down the street smoked her whole pregnancy and her 
son is just fine! 
 

Depression I feel so sad for our family, but mostly for my son.  His life will 
never be fulfilling and our family will never be truly happy ever 
again. 
 

Bargaining If only I had continued his 50 hours of weekly therapy for a few 
more years or tried that experimental Chelation treatment, he 
would have made more progress. 
 

Acceptance 

 

 

My son is such a special human being and we are blessed to have 
him as our child.  Even though my son will never be able to speak 
to me, he expresses his love in other ways.  We will continue to 
do the best we can to help him reach his maximum potential.  I 
 potential.  I couldn’t imagine a world without him. 

 
 



40 
 
the undesirable outcome of the situation.  “If you change this, then I promise I will…”.  

Most realize that this rarely results in a favorable change in results.  Depression, the 

fourth stage, is often saddled with negative connotations; however, according to Kubler 

Ross, it actually represents the road to acceptance.  The griever in this stage realizes that 

he or she is faced with the real existence or inevitability or the situation and thus is 

experiencing extreme sadness.  The fifth stage, Acceptance, moves the griever beyond 

just coming to terms with the reality of the situation and toward planning for its 

inevitabilities.  In the survey conducted by the Public Agenda in 2002, parents of special 

needs students (the respondents) expressed the continued feeling of emotional turmoil as 

they began to learn to accept the reality and chronic nature of their child’s disability 

(Public Agenda, 2002). It is reasonable, therefore, to theorize that the stage a parent is in 

at any given point in time influences his or her satisfaction level with his or her child’s 

services and outcomes.  It is because of this possible connection that I chose the theory to 

framework my study. 

Social Capital Application to Special Education 

Social capital has been one of the hot topics in the field of social sciences during 

the past couple of decades (Lin, 1999).  As mentioned earlier, Pierre Bourdieu, the 

French sociologist and one of the leaders in the field of social capital theory, viewed 

social capital as both a mechanism through which people “access” and as a way for those 

who have it to “increase their likelihood for success in a purposeful action” (Perna & 

Titus, 2005).  Bourdieu also cautioned, however, that social capital was a mechanism 

through which the oppressors could continue to oppress the oppressees. As Bourdieu 
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enumerates in his many discussions of his theory of social capital, there are indeed 

“socio-cultural explanations for why under-represented groups remain excluded from the 

educational process” (O’Brien & Fathaigh, p.6). 

According to Das (2004), social capital is defined as “norms of trust, and 

reciprocity and to networks, associations and organizations that constitute social 

resources for individuals, and which facilitate collective action for mutual benefit.”  Or as 

Perna and Titus (2005) put it, it is something that people can draw upon as needed to 

enhance productivity, lay the groundwork for upward mobility and produce economic 

returns.  Three specific reasons, according to Lin (1999), explain why individuals find 

this type of networking important: to obtain information, to exercise influence and/or to 

maintain/develop social credentials.  In the case of special education programming, 

obtaining information regarding rights and legislation; and exercising influence over 

school districts could prove to be extremely valuable reasons for parents to engage in 

targeted relationship building.  

It is distinguished from cultural capital because the former is built upon the 

relationships people make with one another through various forms of social organizations 

and networks.  It is what “the dominant class uses to maintain its dominant position” 

according to Lin (2001) as reported by Perna and Titus (2005).  According to Nan Lin 

(1999) the concept of social capital need not be complex.  It is simply “investment in 

social relations with expected returns” (pg. 30).  In other words, people enter into 

relationships with one another that they see will have some type of benefit to them in the 

future.   
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The enormous volume of information available can be cumbersome to gather and 

even more difficult to interpret, especially for parents with limited education.  In the 

absence of a disability advocate (mode of access) proactively seeking out parents of 

children with special needs to lead them down the appropriate path, it is common to find 

them going in circles and entangled in red tape to the point that they become 

disenfranchised and give up.  To further complicate the matter, the winter 2000 edition of 

Children’s Health Care discussed the general distrust of government and systems by 

urban residents because of negative past experiences with “officials”.  This sometimes 

leads to an inherent level of distrust of anyone from oversight organizations, and the 

government (including school districts) which both serve as the “hub” for disability 

service acquisition.  When asked, most parents of disabled children who had children 

attending public schools reported that they are not satisfied with the level of services their 

son or daughter is receiving, but, were unsure how to improve them (Children’s Health 

Care, 2000). 

The ability to know what information is crucial and where to find it is a skill 

developed over time, primarily through the establishment of networks in the community 

according to Dr. Margaret McLaughlin, Associate Director of the Institute for the Study 

of Exceptional Children at the University of Maryland.  The importance of community 

involvement in schools is not a new concept.  In fact, Pedro Noguera discusses this in his 

book City Schools and the American Dream: Reclaiming the Promise of Public 

Education (2003).  The reality is that only those having social capital within their district 

and who are entrenched in the disability community truly have access to the resources 
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available and essential to support their child’s needs.  Development of neighborhood 

disability advocates and mentors rarely occurs in the areas where minorities with low 

socioeconomic status live.  

Bourdieu’s discussion of the relationship between parent involvement and college 

enrollment (Perna & Titus, 2005) makes note of the negative role minority racial and 

ethnic group membership has on the ability to use social capital to receive favorable 

enrollment outcome.  It would seem logical that these same barriers might apply to a 

parent with a minority background in his/her attempts to access high quality special 

education services. 

If we follow Bourdieu’s thinking, however, this “group” also has the potential to 

change their position by forming a “durable network of more or less institutionalized 

relationships of mutual acquaintance or recognition” focused on gathering and sharing 

special education resources (Portes, 1998, pg. 3).  This could take the form of structured 

entities such as support groups, parent groups, or leisure groups (Siisiainen, 2000).  It 

could also just be groups of individuals with the same interests who participate in a 

listserv, who have children that all play in a challenger league together, or attend the 

same church.  It may simply evolve from a small group of individuals hearing a special 

education advocate speak at a workshop and those participants gathering information and 

resource lists to share with others.  Trust and reciprocity within formal or informal 

networks help to build the collective strength of the support system of the group, but 

more importantly, provides the individual with the social capital needed to be a more 
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effective advocate for his or her special needs child.  This is especially applicable to the 

working class parent (Das, 2004). 

According to Bourdieu, knowing that the resources exist is not enough to build 

social capital.  One must have the connections or abilities to access those 

resources/sources of information.  Due diligence should, however, lead a potential 

recipient of “assets” in their pursuit of developing social capital from a new, “untested” 

network to question the quality of the information and the motivation of the donor of the 

resource, who most likely is not receiving an immediate reciprocal “donation” (Portes, 

1998). 
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CHAPTER 3  

METHODS 

This chapter explains and gives the rationale for the overall design of the study.  

First, it outlines why a qualitative study design was selected.  Second, this section 

explains my role in the study and lays out the background and experience that informed 

my position in the study.  Third, I describe what sample I selected for my study and the 

rationale behind that decision.  Fourth, the data collection methods, including the sources 

of data and the process for collecting the data is presented.  Fifth, the specific method 

selected for analyzing the data collected is addressed.  Sixth, the processes by which I 

enhance the validity of my study are discussed.  Next, I outline any ethical dilemmas that 

did occur during the course of the study and outline measures that were taken to address 

them.  Finally, in this chapter I discuss the outcome of the study with a connection to the 

relevant literature and my theoretical perspectives relating to Kubler-Ross’ five stages of 

grief and social capital theory. 

Qualitative Design 

The overarching objective of my study is to examine why some special needs 

children, given the same diagnosis and exhibiting similar degrees and types of need 

receive different levels and quality service.  To that end, I focus my study on assessing 

the perceptions of special needs parents on the special education programming received 

by their children while examining the relationship(s) between certain demographic 
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characteristics (SES, racial classification, and parental education level) and these 

perceptions.   

Qualitative study designs are distinguished from quantitative designs because the 

former “helps us understand and explain the meaning of social phenomena with as little 

disruption of the natural setting as possible” (Merriam, 1998, ).  The variables in this 

research project (parents, educational setting, special education interventions, etc…) 

continue to exist in their natural settings, in their current states, without any intervention 

or manipulation from me.  This design was specifically chosen because special education 

programming is dynamic by nature, and student services and progress very 

individualized.  Additionally, the events are not always controlled by the participants 

(families and students) since decisions on the interventions are governed by the child’s 

IEP which is determined by the whole team.  Finally, parent emotions and perceptions are 

dynamic and multi-faceted by nature.  A qualitative study design allows for the collection 

of rich data with the potential of capturing this type of information from individual 

participants where other designs may not be structured to do so. 

Moreover, I did not conduct any interventions during the study for practical, legal, 

and moral reasons.  Thus, in my study, I play the role of questioner and observer and 

record the activities as they take place, noting the factors that were integral to the 

unfolding of the event(s).   

My research takes the form of an exploratory study comprised of the conduction 

of in depth interviews, examination of documents, and participant/observation in a 

support group.  Study participants were interviewed once about their experiences over a 
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period of time (defined by the length of time since diagnosis) at a given point in time.  

My study relies on in-depth description of the many variables that contribute to how 

families involved in the study perceive the services their special needs children are 

receiving; the perceived biases that may or may not exist in the administration of special 

education services; and the influence the characteristics of the family has on the services 

received.  Although the results will not be generalizable to the population at large 

because of the small and unrepresentative number of parents studied, it is my belief that it 

will, at a minimum, provide other researchers and policy watchdogs with a “jumping off” 

point for further exploration. 

Role of the Researcher 

The development of my intellectual curiosity stems from my upbringing as a 

child, my career path, and my experiences as a mother.  Growing up my parents always 

challenged me to critically think about everything.  As a student worker in undergraduate 

school, I was tasked with editing all types of documents for the English Department. 

Likewise, as a graduate research assistant, I learned to challenge the known while 

assisting a professor in her products liability research.  During my tenure as the director 

of after school programs across the tri-state area, I became fascinated with understanding 

the differences in program participation motivation across the different socioeconomic 

groups represented in the program.  As a parent, I believe it is important to play a huge 

role in my sons’ education.  Because so little is known about Autism, as a mother I was 

forced to hone my investigative skills in order to help my child succeed.  Additionally, 

because I believe that the quality of the elementary and middle school education a child 
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receives is so critical to their long term success, I find myself having to consciously 

refrain from constantly critiquing my youngest son’s teachers approach to education.  Not 

that he does not have very good teachers or that I have all of the answers; but, I find 

myself constantly (subconsciously) identifying ways they can improve.   

Throughout my childhood, I was raised to be independent and to be internally 

motivated.  I think this exposure led to my becoming a self-starter in adulthood.  Early on 

in my career, I worked for the Navy assessing the leisure needs of the soldiers and their 

family members.  In that capacity, I successfully designed, implemented and interpreted a 

base-wide survey with little or no guidance or assistance.  As a program manager, one of 

my areas of responsibility included developing HIV education programs for various 

audiences.  As such, I embarked on designing a non-traditional peer education curriculum 

and training video to reach at risk adolescents.  Because I was responsible for securing 

funding for most programs I oversaw throughout my career, I taught myself how to 

become a successful grant writer.  For a period of time, I was the owner of my own 

marketing consulting business.  As a sole proprietor, I was responsible for all aspects of 

the business – seeking new clients, maintaining the finances, operations, developing and 

implementing marketing campaigns, etc.  One final example of my ability to be a self 

starter ties into my tenure as an adjunct instructor for a college consortium in New Jersey.  

Although my primary area of expertise was marketing, I quickly came up to speed on 

adult and development learning curriculum in order to teach the introduction course when 

the assigned instructor bailed out at the last minute. 
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Over the years, I have had many opportunities to demonstrate my skills as a good 

communicator, both orally and in writing.  From proofreading to curriculum design, to 

grant writing, I needed to possess the ability to effectively present information on 

“paper”.  While a business owner, I gave presentations to the Board of Education 

regarding the inclusion of a textbook written by a client to the school district’s approved 

African American history reading list and successfully defended the nursing program 

certification application to the PA Department of Health for another.  As the Chair of the 

Board of Directors for the Lupus Foundation of America, Philadelphia Tri-state Chapter, 

I frequently represent the organization at meetings, fundraisers, presentations and with 

the state legislators.  I have had numerous successful go rounds with our school district in 

getting services for my son.  Likewise, I served as one of the original Continuous Quality 

Improvement Oversight Committee members for the Devereux CARES School.  While 

Director of Training, I was one of sixteen individuals chosen nationally to develop and 

pilot online CPR and first aid courses for the American Red Cross and was selected to 

present the pilot program findings at the National Cardiovascular Conference.   

Additionally, I participated in a summer long internship at an Approved Private 

School (APS) that primarily serves elementary and middle school students with serious 

emotional disturbance (ED).  In addition to shadowing the Director of Special Education, 

I spent a great deal of time examining the school’s processes, education programs, and 

staffing.  As a result, I determined that one of the greatest basic needs of the school was 

the establishment of a comprehensive student behavior monitoring and tracking system.  

Thus, I created both a daily and monthly process for teachers to collect data on their 
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students’ behaviors.  This tracking system is currently used to not only accurately 

monitor behavior, but, as a tool for assessing student behavior progress (as outlined in 

their IEPs), program planning and as a tool to facilitate teacher/parent communication 

regarding student behavior. 

I have spent the past 14 years intimately involved in special education as a parent 

and advocate, and have developed the ability to dissect the many different aspects of a 

special education program.  I have also had the opportunity to observe several different 

special education programs “at work”; review several IEPs of children representing 

different backgrounds; interact with personnel responsible for evaluating and determining 

the services a special needs child receives; and speak with parents regarding the services 

their children receive.  As one of the original members of the Continuous Quality 

Improvement Committee of one the areas higher quality schools for children with 

Autism, I continue to play an integral role in the evaluation of the school’s programs and 

services.   

Lastly, I have a breadth of experience as a recipient of special education services 

(for my son), and continue to have close personal contact with others with both similar 

and different experiences.  Likewise, I am someone who has been intimately involved in 

fighting for the educational rights of students with special needs.  As a result, I can both 

relate to and empathize with the anticipated struggles experienced by my study 

participants.  As a research assistant in graduate school, I participated in conducting 

interviews, questionnaire design, and subject observations.  Although this was almost 

twenty years ago, I am still familiar with the processes. 
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Population and Sample 

The population for my study consisted of families that are part of a local listserv 

comprised of parents of children with special needs and other individual parents with 

similar backgrounds.  Although there was some flexibility in the disability diagnosis 

required for participation in the study (developmental disability or learning disability as a  

 
Table 2.  Research Questions/Data Source Pairing 

 
 

Research Questions     Data Collection Source 
 
 
1.  What are parent perceptions about the 
connection between race, socioeconomic status 
and parental education level and a parent's 
satisfaction level with the special education 
services received by special needs children? 
 

Parent Interviews 

2.  How do parents feel about their overall 
satisfaction level with their child's special 
education programming and the ultimate/long-
term prognosis of their special needs child? 
 

Parent Interviews Support group 
IEP Review 

3.  How necessary do parents perceive the case of 
access to, thoroughness, and accuracy of 
information regarding the rights and availability 
of special education to their satisfaction levels 
with their child's special education services? 
 
 

Parent Interviews 

4.  Does the grief stage (denial, Anger, 
Bargaining, Depression, or Acceptance) currently 
experienced by the parents relating to the child's 
disability diagnosis play a role in the parent's 
perceived satisfaction level with the child's 
special education services 
 

Parent Interviews  
Support Group 
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result of a developmental delay for example), all children are of school age (age 5-21). 

The sample consisted of a total of 9 participants (parents).  These interviewees, in 

addition to their willingness to participate in the study, had extremely interesting stories 

to tell of their experiences with special education.  Additionally, three of the participants 

were parents of more than one disable child, two the parents of children with multiple 

handicaps. Each was interviewed separately.  Although the organization sponsoring the  

listserv is housed out of Chester County, Pennsylvania, the membership also includes 

individuals from Montgomery, Delaware, Philadelphia, and Bucks Counties.  The parents 

volunteered for participation in the study.  All participants had a child with a diagnosed 

disability and, although there is a good mix of SES classes and parental education levels, 

they were not selected using a random sampling method.  Instead, their selection was 

determined by their willingness and availability to participate in the study.  

 Participation in a local support group for parents of children with developmental 

disabilities occurred during the study.  During that group session, I served as a 

participant/observer; therefore, no formal questions or consent forms were utilized in this 

part of the study.   

Data Collection 

Data for this study was collected from both primary and supporting sources.  The 

former includes preliminary screening parent questionnaires (for on-line, telephone and 

in person distribution); face to face interviews with parents; and support group field 

notes.  The latter consists of student IEP review and literature distributed during the 

support group session.  The two types of sources are distinguished from one another by 
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their relative importance to the data analysis phase of the study and my reliance on them 

to identify “patterns”, “trends” or “consistencies” across participants.  The primary 

sources are heavily relied on and the completeness of the data collection is critical to the 

reliability of the study findings.  On the other hand, the supporting sources (where 

available), as their name suggests, augmented the information gathered through the  

primary sources (see Table 2 – Research Question/Data Source Pairing).  

The preliminary parent screening questionnaires were used, in part, to determine 

the sample of families that participated in the study.  For obvious reasons, only parents of  

children in special education or in some instances having just completed special 

education qualified to participate in the study.   

A listserv for parents of children with developmental disabilities sponsored by a 

non-profit agency located in Chester County, Pennsylvania but with membership 

covering five Pennsylvania counties (Philadelphia, Montgomery, Delaware, Chester, and 

Bucks) with a moderately heterogeneous (racial, socioeconomic class, parental education 

level) group of families was selected.  I have characterized this population as “moderately 

heterogeneous” since, according to their facilitator, noticeable diversity is present in SES, 

and parent education level within the group, but, less so across the various racial 

categories.  

The participants (parents) were each interviewed once, three participants in their 

natural setting – home, and six participants in another location of their choosing.  

Informed consent was obtained from each subject before they were interviewed (see 

attached Consent Form) and anonymity and confidentiality assured.  Additionally, the 
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interview protocol process was followed for each participant (see attached Protocol – 

Interview Process). All but two interviews were audio-taped and transcribed for accuracy 

(see attached Consent to Audiotape Form).  Due to child issues, one interview had to be 

conducted via telephone.  The second interview was initially taped, but, was subsequently 

accidentally taped over.  However, in both instances, extremely detailed field notes were 

taken during the interviews and the participants were debriefed at the end to insure 

thoroughness and accuracy of the responses.  Detailed field notes were taken for the 

support group meeting.  

Parent interviews began the end of Summer 2008 (see attached Timeline).  

Document review occurred simultaneous to the applicable interview and/or support group 

meeting.  The attendance at the support group meeting took place in Fall 2008.  

The interviews contain open-ended questions wherever possible to maintain the 

purity of the responses (see attached Interview Questionnaire).  The majority of the 

questions were designed to ascertain the respondent’s perceptions of the various aspects 

of the special education services.  Additionally, demographic questions are asked to 

determine different key characteristics of the parent and child such as SES class, race, 

parental education level, gender, and diagnosis.  

The data gathered from this study gives reader an in depth look at the participants 

studied only and the conclusions drawn are applicable to this specific group, at this 

specific point in time, with the study results standing on their own.  No specific claims of 

generalizability to other families within this same listserv/group, other similar parent 

organizations, or other groups at large are made from the study results.   
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Data Analysis 

As the data are collected throughout the study process, information is coded to 

make analysis more manageable.  The constant comparison method, defined by Dye, 

Schatz, Rosenberg, and Coleman attempts to “group answers . . . to common questions 

[and] analyze different perspectives on central issues"(p.1) in qualitative research data 

analysis. In my study, I used this method for data analysis.  As I conducted the initial 

interviews, I recorded all of the responses on a spreadsheet prepared for each individual 

participant.  Responses to the targeted questions were also recorded on a master 

spreadsheet (see Table 3: Participant Characteristic Summary-Ch 4).  This was repeated 

for each interviewee.  Subsequent data from each additional interview was compared to 

the information collected from the previous interviews and new categories added as 

needed.  From this process, drill down tables were also created such as Table 5: 

Participant by Race and comparison tables such as Table 9: Comparison of Grade 

Diagnosed by Current Grade.  This process helped me sort out the relevant connections 

from the irrelevant ones.  The support group observation enabled me to assess the 

interactions among members and between the group and the facilitator.  The data was 

used to determine what type of leader the facilitator represented, how engaged the group 

participants were in the session, and the structure of the support group.  IEPs of the 

children of a select number of participants were reviewed for verification of relevant 

information provided in the interview of the corresponding parent.  Documents 

distributed during the support group session were informational in nature, relating to both 
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the primary disorder represented in the group (autism) and to the topic of discussion 

(curriculum adaptation). 

As relationships between categories emerged, theories and hypothesis that apply 

to this event, at this point in time formed that stood alone, strengthen the connection to 

my theoretical frameworks, support existing theories from other similar research studies 

or refute past research findings on the factors that contribute to the composition of special 

education services.  Since this study is exploratory in nature, expectations were that the 

results would extend the field of available information on this topic rather than create 

new well developed theories.  Additionally, there was the intent that the study explore the 

possibility of creating infancy theories that would uncover relationships between Kubler-

Ross’ Five Stages of Grief and perceived parent satisfaction with special education 

services. 

In order to make a determination which category of the Kubler-Ross Grief Stage 

each participant fell, I not only relied on their self-assessment of what stage they believed 

they were in, I used statement and characterizations each participant made throughout the 

interview and assigned them to the stage that most closely matches Kubler-Ross’ 

characterization of someone in that stage 

Methods of Verification 

The parent interviews are designed to take a comprehensive look at each family’s 

perceptions of their child’s special education experiences through the three stages of 

diagnosis, education service delivery, and goal setting/attainment.  All of the study 

parents were interviewed only once and the data related to their understanding of their 
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perceptions at that given point in time.  However, in two instances, member checks in the 

form of brief telephone follow-up took place for clarification of some answers given 

during the initial interview.  To increase the validity of the study, triangulation was used 

to compensate for the lack of longitudinal encounters.  Another direct contact vehicle, 

participation in a parent support group, occurred during the data collection process to 

help increase the study’s validity.  

According to Trochim (2006), validity as applied to research, is often referencing 

“the many conclusions we reach about the quality of different parts of our research 

methodology” (p.1).  The use of rich data during this study serves as another way to build 

validity for the study findings.  The data sources include in depth parent interviews, and a 

few student IEPs.  Additionally, audio-taping each interview (with complete 

transcription); collecting detailed field notes; preparing support group field notes; 

conducting thorough document review; and referencing all sources of secondary data 

used for the study further limits questions of the study’s validity.   

At the conclusion of each interview, each interviewee was led through a 

“debriefing” during which they were asked to provide any additional information, to 

clarify any uncertainties, and to provide feedback on the interview process.  This is an 

effective method for increasing “interpretive” validity – insuring that the data is recorded 

the way it was actually presented (Johnson, 1997).  This debriefing or member check for 

accuracy of collected interview information serves as the final check and balance during 

the data collection phase.   
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Similar to the use of triangulation to adjust for threats to validity, the comparison 

of homogeneous members of the subsets (i.e. comparing the data from an interview with 

one minority, low SES, high school graduate subject with that of another subject with 

similar background) can assist in building credibility for the findings.  Also, comparing 

the study results to special education profiles and “group” prevalence research statistics 

further limit the validity threats.   

Although it is recognized that my background can potentially lead to the existence 

of biases in the study, incorporating/comparing my own observational experiences with 

individuals from all points on the spectrum and several years of direct involvement with 

my own special needs child can also serve as an additional validity support.  The use of 

reviewers not directly associated with the collection or provision of the data for the study 

are a source of feedback from objective “sets of eyes” and serve as another validity 

check.  My dissertation committee members were relied on to critique and challenge the 

study data and the subsequent findings derived from that data. 

 Ethical Issues 

The Internal Review Board (IRB) are boards committees or other groups 

formally designated by an institution (such as Temple University) to review, approve the 

initiation of and conduct periodic review of research involving human subjects.  In order 

to assure that all agencies conducting research using human subjects follow a universal 

set of ethical standards, the U.S. Federal Drug Administration (FDA), who oversees the 

actions of IRBs, established The Belmont Report which states that no investigator may 

involve a human being as a subject in research covered by these regulations unless the 
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investigator has obtained the legally effective informed consent of the subject or the 

subject's legally authorized representative. 

To comply with the ethical standards set forth by the IRB, in my study, I obtained 

informed consent from all parents before the conduction of any interviews.  This included 

full disclosure of the purpose, scope, and participant role in the study.  Those individuals 

that were part of the study by virtue of their presence at the support group meeting during 

which I served as participant observer were not given the opportunity to give informed 

consent.  By nature of its definition, the participant observer’s role is to interact with 

those he or she is interested in studying, in their everyday environment, without 

manipulating the situation, while observing the social interactions of the group members, 

thus developing thick descriptions of what they are observing (Smith, 1997).  If the 

“participants” were to be asked for informed consent, they would realize that they are 

part of a study and the data collected would be tainted because behaviors would 

undoubtedly change with the knowledge that their interactions were being observed.  

However, any information that was used from the support group observation was drawn 

from the field notes collected during the session.  Likewise, no actual participant names 

or other identifiers were used. 

Additionally, I secured all research materials and data that contain any identifying 

information in a locked file cabinet that cannot be accessed by anyone other than those 

who have a direct study related need to the information.  Second, all participants, schools, 

districts and other site locations are assigned pseudo-names for the purposes of the study 

report.  
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Because of the nature of the study, the potential for the expression of signs of 

emotional distress were a real concern during the course of the parent interviews.  I, 

therefore, took great care to be sensitive to the reactions of the interviewees to discussion 

of their experiences with their child’s special education and not push beyond a point 

which they feel comfortable.  In fact, five of the nine participants in the study did tear up 

at various points of their interview.  Participants were given the opportunity to take a 

break from the discussion or temporarily move on to a different subject area for 

discussion. 
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CHAPTER 4   

RESULTS 

Introduction 

 This chapter presents detailed overviews of the data collected from the two major 

primary data sources used in this study.  First is a summation of the critical information 

gathered from the parent support group meeting, selected at random, that I attended 

where I served as observer participant. A list of support groups in the Philadelphia and 

surrounding areas was requested from Pennsylvania Training and Technical Assistance 

Network (PaTTAN) from which a group was chosen.  The group selected was purposely 

not located in the following geographical areas: Downingtown, King of Prussia, 

Norristown, Ft. Washington to limited the possibility of someone recognizing me in one 

of the sessions.  Otherwise, the group was selected at random based on convenience of 

time, day and location. Second, are detailed snapshots of each parent participant 

interview which recounts their journey with their special needs child(ren) from the time 

of diagnosis until the present, with special focus on their educational experiences. 

Information gained from the two independent data sources is analyzed and used to draw 

the conclusions presented in this chapter. 

Parental Support Group 

Although the existence of formal support groups as we know them today can only 

be traced back to the early 70’s (BMTINFONET, July 1993), they can be considered off-
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shoots of fraternal organizations and substitutions for the  assistance and encouragement 

that was once common place among a person’s extended family.  

Regardless of the nature of the common disorder, circumstance, disease, or 

condition that leads individuals to gather together, the guiding purpose of support groups 

is quite similar. They are a place or forum which people with common conditions or 

experiences can gather information, share resources, receive empathy, gain 

empowerment, and receive “emotional and practical support” (Randall, 2003).  While it 

is difficult to measure the actual effectiveness of support group attendance, one study 

conducted on breast cancer patients in 1981 discovered that those who participated 

regularly in a weekly support group experienced better pain management and reported 

having a higher quality of life.  In the follow up to this study eight years later, those same 

individuals also had significantly higher survival rates (BMTINFONET, 1993) 

 As a part of this research study, I attended a support group meeting as a 

participant observer.  The purpose of this activity is to see if any commonalities exist in 

attitudes about special education between members of a randomly selected support group 

designed for parents of children with autism and the participants that were interviewed as 

part of my study.   

Group Composition 

There were fourteen attendees including the facilitator and me. Two were male, 

twelve female. One of the males was accompanied by his wife. Six participants were 

African American, one Hispanic, and seven Caucasian. Since no data or demographics 

were collected during the session, I can only anecdotally report on the participant’s ages 
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and socioeconomic statuses.  Based on appearances and interactions during the session, it 

appeared that the group was by and large middle class.  The ages ranged approximately 

from the late twenties to the late fifties.  The familiarity demonstrated by all of the 

members toward one another led me to conclude that I was the only new addition to the 

group. 

Support Group Environment 

The meeting took place on a weekday in the evening. It was located in a high-rise 

building in a section of the city that transforms from a bustling shopping district during 

the day into a “not so safe place to be” once the sun goes down.  It was difficult to find 

the location because the directions given by the leader were very vague and none of the 

building guards seemed to be aware of the meeting.  The building had very few activities 

taking place that night - in fact the bathroom on the floor of the meeting was “closed for 

cleaning”.  The room was slightly chilly and has less than optimal lighting.  The tables 

and chairs were arranged in one large rectangle.   

The Meeting 

Support group meetings can be structured in a variety of different ways depending 

on such factors as its purpose, the needs of the group members, the preferred style and 

expertise of the facilitator, and funding.  The configuration can be consistent across 

meetings or can vary from session to session.  The group can be run by a professional 

facilitator, a peer, or a hybrid of the two (Randall, 2003). This particular support group 

meeting was run by an individual who presents as a hybrid facilitator.  Although I had 

never attended this particular support group before and knew none of the other 
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participants, I have served as both a facilitator and participant in other support groups 

and, therefore, was able to recognize the various characteristics of the group. 

Apparently, this particular group varied the structure of its meetings from session 

to session.  Unfortunately for my purposes, this particular month was dedicated to a guest 

speaker who would present information on the adaptation of academic curriculum for 

higher functioning autistic students so that they could more easily participate in the 

general education program in their schools. It was apparent both by the facilitator’s 

frequent references to the numerous workshops she has attended on the topic and to her 

extensive subject knowledge that the majority of the session would indeed focus on the 

presentation of specific examples of how a math curriculum (Harcourt in particular) can 

be adapted to a special needs population and to the identification of learning tools and 

resources for that group. 

Peculiarly, throughout the facilitator’s (leader #1) presentation, another individual 

kept standing up and interjecting comments, clarifications, and examples.  Although she 

was not introduced to the group as the co-facilitator or guest speaker (leader #2), it was 

apparent that she was playing one of these roles during the meeting.  In fact, as time went 

on, it became difficult to ascertain who exactly was “in charge”.  Clearly “leader #2” had 

the more formal training in math curriculum adaptation (she identified herself as a 

teacher from a surrounding school district).  Leader #1 on the other hand, referenced her 

“experiments” with curriculum modifications on her autistic daughter.  Her comments 

and perspective were predominantly derived from non-clinical trials conducted while her 

child attended school and struggled to keep up with her typically developing classmates. 
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The attentiveness of the members of the group appeared to fluctuate throughout 

the session.  For approximately two-thirds of the meeting, the majority of the participants 

were engaged, while during the remaining one-third of the meeting, up to half of the 

group members seemed to be disinterested at any given point in time.  My observation of 

the dynamics (body language, facial expressions, engagement) led me to conclude that 

the information being presented applied mostly to students who were either higher 

functioning autistic or were Asperger’s children.  Clearly the presentation was only 

applicable to those whose children fell into one of the two above categories.  By my 

estimation, this left approximately four (including me) parents/caregivers out of the 

discussion and made the majority of the content of the meeting irrelevant to them.  

Neither leader seemed aware of the fact that they were losing about one-third of the 

group.  However, for the remaining majority of the members, the information presented 

seemed to have varying degrees of value.  Many were observed writing notes and a 

number of them asked questions and/or requested leader #2’s contact information at the 

end of the meeting.  

There was very little interaction among the members themselves.  This was a 

definite shortcoming of this group in comparison to support groups whose primary goal is 

to lead to the more traditional positive outcome changes of the members.  According to 

Lieberman and Golant (2001), there are three characteristics of the group condition and 

the participants themselves that are essential to positive behavioral changes.  They 

include expression of negative emotions in the group, expression of helpful group 

experiences, and leader behavior that leads to enhanced group cohesiveness.  Of these 
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three, I only observed the expression of helpful group experiences during the session. 

Lack of observance of the other two variables, expression of negative emotions in the 

group in particular, made comparisons to the participants interviewed as part of this study 

difficult. 

About 1 ½ hours into the two hour meeting, noises were heard emanating from an 

adjacent room.  What made this occurrence strange was that I was the only individual in 

the room that reacted to the sounds. These noises continued to distract me alone for the 

rest of the meeting.  With 5 minutes remaining, a panel in the wall of the room opened 

and out came three children and one young adult.  Each child went to his/her respective 

parent.  It later became obvious that the group leader had provided daycare for those 

parents who needed it for the length of the meeting. 

The meeting ended with the facilitator distributing bundles of Christmas gift bags 

to each member.  Immediately after the conclusion of the meeting, leader #2 approached 

me.  She was curious about my “story”, probably, because I was a new face in the group 

and I did not speak during the meeting. I explained to her that my son was low 

functioning and the discussion about curriculum was not applicable to his situation. She 

apologized and offered her contact information in case I was ever interested in learning 

more about adapting curriculum to special needs students.  Four participants stayed after 

the meeting to speak with leader #2 about their individual child’s situation. Three 

participants were observed throwing their handouts in the trash as they left the room.  

Three other participants lingered in the back of the room speaking to one another.  One 



67 
 
participant wrapped up some of the food and beverage from the meeting to take home.  

The remaining two just left the meeting without further interaction. 

Interview Participants 

Nine parents of twelve special needs children were interviewed for this study. 

Each parent was asked several questions regarding their experiences with their 

child(ren)’s special education including, but not limited to, identification of the disability; 

ease/difficulty of obtaining services; design of education program offering; initial of 

services; IEP implementation; and goal attainment. Several characteristics of the 

participants were focused on to identify commonalities among participants that determine 

likenesses in perceptions of various aspects of interest relating to special education 

services. Summaries of all participant characteristics from the interviews are captured in 

Table 3. Overviews of each of the characteristics of interest are presented in  

Table 4 - Table 9. Detailed synopses of the participant interviews follows Table #9. 

Chapter 4 concludes with discussion of a concept that I developed as a result of this study 

called the Framing Mindset which will be discussed in greater detail later in this chapter. 
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Table 3.  Participant Characteristics Summary 

   SES  RACE  HH EDUCATION (M/F)                

Assign 
#  Lower  Middle  Up Middle  Upper  Caucasian 

African 
American  Hispanic  Other  B/D  B/HS  B/M  M/M  HS/HS             

001    x       x           x               
002      x     x             x             
003        x  x               x           
004    x         X         x               
005    x       x               x           
006        x      x                      
007    x         X             x           
008        x  x         x        x         
009        x  x             x             

                                                    
                                   
   MARITAL STATUS  COUNTY                # OF CHILDREN                   # OF DISABLED 
Assign 

#  Married  Divorced  Separated  Montco  Chester  Bucks  Delco  Berks  Phila  1  2  3  4  >4  1  2  >2 

001      x    x             x              

002  x       x               x         x  x   

003  x       x               x         x     

004  x           X           x         x     

005    x       x           x           x     

006  x       x             x           x     

007  x                 x  x           x     

008  x       x               x           x   

009  x       x               x           x   
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Table 3.  (continued) 
                                 

GRADE WHEN DIAGNOSED  OVERALL SATISFACTION W/SPECIAL ED
Assign 

# 
BIRTH < 

1 
E1(13‐36 
MOS)  Preschool (37 mos <5 years old)  K  1‐3  4‐5  6‐8  9‐12  (YES OR NO) 

001                  xx           no, no         

002         x                    yes         

003    x                        yes         

004         x                    yes         

005  x                           yes         

006         x                    yes         

007                      x      yes, no         

008  xx                           yes,yes         

009  xx                                    

                                                     

                                   
   PARENTAL WORKING STATUS  CURRENT GRADE OF DISABLED      

Assign 
#  Mom  Dad 

Mom & 
Dad  K  1‐3  4‐5  6‐8  9‐12  Beyond 12th                   

001  x             x  x                   
002    x         X                       

003      x      X                       

004      x  x                           

005  x           X    x                   

006      x                             

007      x              x               

008    x             x    x               

009    x             x    x               
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Table 4.  Participant by SES Category 

 
SES       Participant Percentage 
 
 
Lower 0 

Middle 45 

Upper Middle 11 

Upper 44 

 

Table 5.  Participant by Race 
 

 
Race 

 
Participant Percentage  

 
 
White 

67 

African American 22 

Hispanic 11 

Other 0 

 
 
 
Table 6.  Participant by Parental Working Status 
 
 
Parent Worker in Household    Participant Percentage 
 
 

Mother Only 22 

Father Only 33 

Mother & father 45 
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Table 7.  Participant by Education Level 
 
 
Parental Education Level  
(Mother/Father)      Participant Percentage 
 
 

Bachelor/High School 22 
 

Bachelor/Masters 22 
 

Masters/Masters 34 
 

Doctorate/Masters 11 
 

High School/High School 11 
 

 
 
Table 8.  Participant by County Residence 
 
 
Parental County       Participant Percentage 
 
 

Berks 0 
 

Bucks 11 
 

Chester 22 
 

Delaware 0 
 

Montgomery 56 
 

Philadelphia 11 
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Table 9.  Participant by Race 
 
 
Race 

 
Participant  Percentage  

 
 
 

 

 

 

 

 

 

                        

 

 

 

 

 

 

 

 

 

 

 

>12th 
 
9-12th 
 
6-8th 
 
4-5th 
 
1-3rd 
 
K 
 
PreS 
 
EE 
 
Infant 

Infant  EE   PreS   K  1-3rd   4-5th   6-8th   9-12th   >12th  
 

Grade When Diagnosed

 C
ur

re
nt

 G
ra

de
 

   Denotes the grade 
one special needs 
child of the 
participant was 
diagnosed in 
comparison to 
his/her current grade. 
 
 
        
  
Represents an exact 
duplication of two 
children’s grade of 
diagnosis and current 

grade. 

Legend 
Infant = birth - < 1 year 
EE (Early Intervention) = 12 months – 36 months 
PreS (Preschool) = 37 months – 5 years 
K = Kindergarten  
 



73 
 
Participant #1 - Angela 

Participant #1 can be described as a middle class, White, female in her late 40s. 

Currently separated from her husband who is incarcerated, she (Angela) is raising her two 

sons by herself and relies solely on her income to support the family. I met her after work 

in a coffee shop located in her neighborhood. It was obvious almost from the onset of the 

interview that this mother had her hands full.  Shortly after the hellos, Angela informed 

me that both of her sons, age 18 and 16, had some form of mental/emotional disability.  

“My husband and I adopted Jacob and Paul at ages four and two from an orphanage in 

Russia, and even though we were forewarned that they would have problems from the 

very beginning, we couldn’t have been happier.” Jacob and Paul, who are natural 

brothers, did, as predicted, showed signs of developmental delays from the onset.  “I 

really wasn’t sure what we were getting ourselves into, not really.  I wasn’t prepared for 

what the rest of our lives meant.” 

Jacob, the older of the two, is currently in 12th grade and is diagnosed with a 

learning disability.  Almost immediately, his parents noticed “things weren’t right.”  

They signed him up for private tutoring during 1st and 2nd grades and sent him to an 

academic support summer camp program after 2nd grade. “It took quite a while for me to 

realize that academic support was one of those lump all phrases districts and other places 

use to say they are giving your child some sort of special services.” Temple Children’s 

Hospital was instrumental in honing in on the specifics of Jacob’s delay which is most 

pronounced in his reading skills.  However, it took his school district another year, 

between 3rd and 4th grades, to agree to provide special education services to Jacob.  
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According to Angela, it was a battle to get the school district to agree to test him for any 

potential disabilities. This delay in service delivery marked the first in a long series of 

frustrations Angela would experience at the hands of her school district “I never felt like 

they ever really listened to me regarding Jacob or for that matter Paul’s needs.  I felt like 

under their breath they kept saying, oh she’s just their mother, what does she know.”   

Jacob’s inauguration into special education began with his team putting pressure 

on his mother to medicate him. “All I kept hearing about was this miracle drug Concerta. 

I began to wonder if they weren’t getting paid to promote this medication!” Angela, 

having little familiarity with the inner workings of the special education system, spent 

Jacob’s first year of special education overwhelmed.   Initially, Jacob’s services consisted 

of minimal reading support.  “I was very frustrated about the program changes.” 

According to mom, the teachers, principal and administrators set very low expectations 

for Jacob from the onset. “Why did they put him on the voc ed track for him from the 

beginning when I know he could have done ok on the college track?” 

 It was not until she connected with other parents that Angela became aware of 

some of her son’s rights under IDEA and other resources available for her son. Although 

she contends that the Intermediate Unit (IU) provided little support for Jacob, they did 

put her in touch with Overbrook School for the Blind. This school provided books on 

tape for Jacob, since despite his deficits in reading, he enjoyed hearing stories and longed 

to become a good reader. “It’s not normal for a kid like Jacob who has such difficulty 

reading to have such a love for books. So why wouldn’t you encourage that?” 

Unfortunately, his schools did not encourage his love for reading. Instead of pushing him 
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to maximize his academic potential, they immediately tracked him for vocational 

education. Jacob spent the next couple of years spending more time perfecting his 

carpentry skills versus developing his math, reading and science abilities. Angela 

continued to challenge the appropriateness of his services, but, was constantly denied 

what she believed he needed.  Angela asked for co-teaching instead of a resource room 

learning environment – she was turned down.  She requested voice activated software for 

Jacob – they said it wasn’t necessary.  She pleaded for Extended School Year (ESY) 

during the summer, but was denied because “there wasn’t any space”.  The most he was 

granted was learning support (pull out) for reading and the inconsistent aide of a special 

education teacher within his regular education classes. .  “I am so saddened by the missed 

opportunities Jacob could have had.  Of the two, he had the most potential to go to 

college and really do well, but now that hope is all but gone because they wasted so much 

time.” By the time Jacob reached 8th grade, his mother became so tired of fighting a 

losing battle with the school district that she convinced herself that he would be better off 

attending a vocational education high school with learning support for reading. In fact 

mom stated “after a while, you just give up and take what they give you”.  Her long term 

goal for Jacob changed from graduating high school and going to college to hoping he 

grows to like carpentry, can learn to be a good carpenter, and earns a decent living.   

Paul, the younger son, is currently in 9th grade.  At the age of sixteen, Paul should 

be starting 10th grade, however, he must repeat 9th grade this school year due to his 

chronic truancy the prior school year, a fact his mother did not find out until the last day 

of school.  “I’ll never forget how the school officer just showed up at my door the last 
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day of school, handing me a letter that informed me that Paul would not be promoted to 

the 10th grade because he’s missed 30 days of school and had been suspended for 

possession of an illegal substance.  There’s got to be several laws broken when this is 

how you notify a parent of this sort of information about their child!  This was the very 

first time I knew any of this.”  

Paul, like his brother, suffers from Learning Disability (LD), however, he is also 

diagnosed with Emotional Disturbance (ED).  Even worse than Jacob, Paul was not 

“labeled” and given special education services until 5th grade.   According to his mother, 

this is ironic because Paul “was the kid who needed it the most.”  This was also the 

source of one of her greatest frustrations - trying to get the right programming for her 

oldest son while fighting to initiate services for her youngest at the same time. 

Although Angela reports otherwise, the boys’ disabilities, in particular Paul’s, 

have had an effect on them individually and the family as a whole. For example, because 

of his behavior and for admitting to being “high” one day in school, Paul was enrolled in 

a school for children with discipline problems over the summer of 2008.  Paul’s mom 

contends that “Paul did not really get high and he didn’t bring drugs to school with him 

that day.  For some twisted reason, he thought that it would make him cool if he took the 

hit for one of his so called friends. I wanted to just shake some sense into him, but, of 

course, that would have been useless.”  The deal was for him to satisfactorily accomplish 

a predetermined number of objectives after which he would be re-enrolled in his regular 

high school.  “As if things couldn’t get worse with Paul, turns out that he actually wound 

up liking the alternative school. I don’t know if he’s doing this to spite me or if really 
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likes the place.” According to Angela, Paul likes the alternative school so much so that he 

purposely failed to accomplish any of the objectives so that his stay there would be 

extended indefinitely. 

Angela’s husband and the boys’ father Bill is currently incarcerated for the third 

time on DUI offenses. “The weight of raising the two boys, providing for them 

financially with all of their needs emotional and learning needs, a lot caused by him, all 

falls on me and I am bitter about that.  Not toward my children of course, but their father 

who has done this now for the third time. I’m not sure if he falls under the three strikes 

rule for our county, but he has for our household.”  This has exacerbated Paul’s ED to the 

point of his attempting to kill his brother in 2007.  In fact, Angela to this day cannot leave 

the brothers alone together in the home, evidenced by her abrupt end to our interview 

once she realized it was approaching 10:30pm, the time her oldest son was to be dropped 

off at home by a friend.  “Oh my goodness, Paul is already home and Jacob is on his way. 

I’m sorry, but I have to leave right now.  I didn’t realize how late it was.” The family has 

attempted counseling without much luck because not all members were willing 

participants. 

Unlike her disappointment with Jacob’s ultimate placement in the vocational 

education track for high school, Angela would be thrilled if Paul would enroll in a voc 

tech program.  In fact, she has begged his current school, teachers and the school district 

to do whatever is necessary to encourage him to want to follow that track. She said her 

pleas have “fallen on deaf ears.”  They would not even list it as an IEP goal.  “All he gets 

is extra time for tests.”  So as of right now, in her opinion, she has one child succeeding 
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in something he likes to do that is below his potential and another child who would do 

well at his brother’s craft, but,  has such low self esteem that he won’t even try - all 

reinforced by the school district.  

If there is one thing that Angela was sure of is that different parents receive 

different amounts and quality of special education services for their children. According 

to Angela, it is the “other people” who receive better services. “Parents who wear 

overalls and drive green pick-up trucks don’t have kids that are district priorities.”   

Angela was never in denial about her children’s disabilities.  In fact, she adopted 

Jacob and Paul knowing full well that they were going to have developmental delays.  

Most of Angela’s anger was directed toward the schools and administrators that were 

supposed to help educate her sons and push them to reach their maximum potential but 

did not.  Instead, they let both of them down.  “They were expected to fend for 

themselves.” Angela also harbors anger at the inequities she observed in the special 

education system.  In her opinion, the quality of services had a direct tie to how much 

money you have.  Angela would admit to bargaining to herself, out loud, one child’s 

plight for the other.  She would accept Jacob’s placement in the underachieving 

vocational track if that would mean that Paul would pull himself together and get back 

moving in a productive direction.  The “give up” mentality that Angela has now adopted 

is an expression of depression.  After fighting to get the proper services for her sons over 

the years to no avail, Angela developed a sense of hopelessness, a characteristic of 

depression.   “I asked for help to motivate him to come to school, but no one listened, so I 

stopped.” While she has accepted that her sons have disabilities, she may have too readily 
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accepted their predicted destinies, giving in to the low expectations the schools have 

established for Jacob and Paul. 

Participant #2 - Betty 

Participant #2, Betty,  is a White female in her late 30s.  She is married and has 

two children, a daughter that is 12 and a son who is 14 and diagnosed with high 

functioning Autism.  “Actually, his official current diagnosis is Aspergers, but I refuse to 

commit to that label for my son.  I prefer to think of him as something that really doesn’t 

have a name. But, then of course, no one will want to give him services correct?” As a 

toddler (age 3), “Tommy” was diagnosed by a Pediatric Neurologist at Temple Hospital 

as having Pervasive Developmental Disorder-Not Otherwise Specified (PDD-NOS) and 

later High Functioning Autism by a CHOP Developmental Pediatrician at age 4 ½ . 

Subsequent evaluations by his District Intermediate Unit resulted in his current diagnosis.  

Receiving the initial diagnosis was of great shock to Betty.  Even though she 

recognized at 2 ½ that Tommy was not responding to direct questions; he did not 

participate in the Mommy and Me class at the Y the same way other children his age did; 

and he repeated every phrase he heard instead of responding to questions or holding 

appropriate conversations (echolalia) she was in denial that anything was wrong. “I made 

excuses like my brother didn’t talk until he was 6 years old. He’s just really shy. He’s a 

boy and boys mature slower than girls.”  Faced with the evidence from respected medical 

professionals in the pediatric field and experienced educators, Betty was forced to accept 

that the perfect son she envisioned was not to be. 
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She spent the majority of the first 3 months post diagnosis depressed and crying. 

“I had previously been diagnosed with clinical depression, so it was important for me to 

avoid situations that would potentially cause me high levels of anxiety.” During this state 

she was paralyzed and incapable of doing anything to help her son.  Once she emerged 

from her state of shock, she began reading books and surfing the internet for information 

on PDD-NOS and Autism.  She grieved for the son she thought she had and constantly 

examined her younger daughter for similar signs of abnormality.  “Since I am a nurse by 

profession, I was hoping that now that I’ve pulled myself together, I would be able to 

notice the signs of autism right away.” Betty contacted the Autism Society of America 

who sent her an information packet and a list of area support groups. She tried attending 

support groups early on, but, was turned off because the other parents just kept telling her 

how grateful she should be that her son is talking. “As far as I was concerned, as long as 

he was still autistic or whatever they were calling him at that minute, no one should tell 

me that I should be grateful.” One of the most helpful resources for Betty early on was 

information presented at a workshop by Dr. Temple Grandin, one of “the most 

accomplished and well-known adult with autism in the world.” (Future Horizons, 2005, 

www.templegrandin.com/templehome) 

Once Betty was able to come to terms with her son’s disability, she was able to 

become more involved in his educational programming. Along with her acceptance also 

came a level of cynicism. For example, Betty now takes information she reads in books 

“with a grain of salt.”  She also spoke of how infuriated she is with Jenny McCarthy’s 

stint on the talk show circuit. In Betty’s words “just because Jenny McCarthy said it will 
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work doesn’t make it so.”  According to Betty, people like McCarthy are dangerous 

because “their assertions either give parents false hope or make them feel inadequate.”  

A nurse by profession, Betty has opted to be a stay at home mom in order to tend 

to the demands of raising a disabled child although occasionally she will substitute as a 

nurse. Her husband (Mark) holds a masters degree and works as an electrical engineer. 

Learning just how much ongoing work would be needed to insure that Tommy would 

have access to the maximum, appropriate services allowed under the law left the family 

with no choice but to become a one wage earner household. Betty believed that becoming 

an effective advocate was only possible if it became a parent’s full time job.  “I really 

don’t understand how families are about to do an effective job advocating for their child 

if their attention is divided between work and home.” Within a year of Tommy’s 

diagnosis, Betty went from a constantly crying, helpless mother of a disabled child to the 

creator of a support group for other parents of children on the autism spectrum.  She also 

made a point to attend between four and six meetings and/or workshops on related topics.   

Tommy’s first year of special education services was a frustrating one for Betty.  

Most of the information she obtained regarding Tommy’s education rights she gathered 

from other special needs parents.  The availability of services such as wrap around, 

Access, and related services came to light thanks to another mother within her district 

who had a special needs child.  She was also made aware of the ability of her school 

district (located in Montgomery County) to send Tommy either to an Approved Private 

School (APS) or to another public school in a different district if an appropriate program 

is not available within their home school district.   
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Tommy spent his first three years of special education under the charge of the 

Montgomery County Intermediate Unit (MCIU) autistic support programs with speech 

and occupational therapy.  Although Betty did not feel as though these programs 

completely met Tommy’s needs, he remained there from Kindergarten through 2nd grade. 

“No program really complete fits Tommy’s profile.”  By the time Tommy was ready for 

third grade, Betty had “trained” herself to become an “expert” in maneuvering through 

the politics of the District’s special education system.  She successfully had him 

transferred out of district to a public school in a neighboring County.  Even with this 

victory, Betty experienced several road blocks and was forced to have excessive amounts 

of interaction with the District’s Director of Special Education. It was not until they had 

an advocate present that the District began saying things like “yes we can do that” and 

“no problem”. “And this is from the efforts of two educated parents.”  The degree of 

cooperation from the teachers varied from grade to grade, but overall was better in junior 

high.  Betty’s biggest obstacle was getting them to understand that “you do not have to be 

an educator to understand inclusion.”  She also had to “deprogram” them from talking to 

Tommy through his aides versus directly to him.  

All of their efforts and persistence did finally pay off. Tommy was now placed in 

an education setting with full inclusion and a full time one-on-one aide in the classroom. 

“His compilation of services were only a result of my pushing the district with that in 

your face attitude.  Plus, they know my name circulates in the autism community.” He 

also received speech therapy three times per week and occupational therapy once a week.  

Junior high ran smoothly due in large part to the fact that the principal has a child on the 
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autism spectrum. While in middle school, Tommy had access to a “special space” or 

“common room” which contains a large ball, a variety of sensory items, and soothing 

music.   “Tommy really does not like that place at all;” however, Betty couldn’t say 

enough positive things about Tommy’s having access to his very own special place. 

Tommy was transported to middle school on the “little yellow bus” and will continue to 

be into high school.  

According to Betty, thanks to a well crafted IEP and the compliance of the school 

district, all of the other above mentioned services will follow Tommy this year into high 

school as well.  The only pull-out service he will receive is for language arts. 

Additionally, for high school Tommy will have a home program consisting of a 

Behavioral Support Consultant (BSC) and Therapeutic Support Staff (TSS) to help him 

with homework organization.  This is not provided by the school district but through 

another agency funded by the county.  “Another set of services that are not easy for 

parents to obtain for their children.” The challenges with this program are managing the 

high turnover in staff, securing properly trained staff, and getting them to include 

Tommy’s sister in the activities for socialization purposes. 

Betty acknowledges that there are certain groups within society that “are more 

likely to get less services” than others.  In her opinion they are (1) the newly diagnosed; 

(2) those who don’t have the information; (3) parents with time constraints; (4)  parents 

who both work; and (5) parents who live in districts that are not forthcoming (they know 

which parents do not have the time).  Betty further contends that districts will not 

proactively educate parents about their rights. On the other hand, Betty also identifies 
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those groups that are likely to get more services as: (1) squeaky wheels; (2) those that 

have the stamina to pour through the volumes of information; and (3) those that network 

with other parents.  Interestingly, Betty made a special point to note that “I do not see any 

connection between SES or education level and the amount of services a child receives.” 

Despite of all of the successes in obtaining services that Tommy’s family has 

realized and their victories in getting him integrated into the general education setting, 

Betty still sees two significant voids in Tommy’s development. First, he has major 

difficulties in dealing with disappointment.  In this regard, Tommy becomes an extremist.  

For example, “if the computer mouse stopped working, then the whole computer 

becomes bad.”  He will also harshly critique and criticize others for their mistakes 

regardless of how big or small and irrespective of the impact it has on someone’s 

feelings. He often displays his frustrations by becoming verbally aggressive, growling, 

and gritting his teeth. 

Second, Tommy has poorly developed social skills.  While he gets along well 

with his sister (she is his best support system), he has no non-family member friends.  His 

interaction with other kids is limited to his relatives and classmates which are somewhat 

scheduled encounters.  “I get really depressed having to still ‘schedule’ play dates for my 

son.” As he gets older and his sister becomes more involved in outside activities, this will 

become more of a concern for the family. 

On the positive side, Betty reports that Tommy has many interests.  He loves 

playing on the computer and riding in the car.  Tommy belongs to a regular Cub Scout 

troop and participates in a baseball challenger’s league for which his father coaches. He 
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is able to get jokes as long as they are not sarcastic in nature.  He finds joy in the simplest 

of things.  Tommy is fairly independent, even to the point “where we feel comfortable 

leaving him home alone for short periods of time.” 

Betty has very specific long and short term goals set for Tommy.  In the 

immediate future, Betty would love to see Tommy get thru 8th grade; gain independence 

in homework and studying; and acquire more friends.  Long term,  Betty wants her son to 

stay in his current school district system until he is twenty-one followed by enrollment in 

college (most likely community college) for graphic design.  She expects that Tommy 

will live in an apartment-type setting with a roommate who will serve as his support.  “I 

will not accept him being placed in a group home.” She also hopes to see him learn to 

drive. 

So far, Betty is pretty confident that the track Tommy is currently following at 

school will prepare him to reach the goals she has outlined for him.  He is able to learn 

from the curriculum and is even able to participate in the PSSA with accommodations (he 

tests at the proficient level in math and below basic for language arts).  

Betty reports that her long term goal of independence for Tommy has never 

changed. What has changed is the compilation of her short term goals for him. They 

began with her waiting for him to say “Mommy” at age three to her currently pushing 

him to achieve his Cub Scout merit badge in swimming. His social goals have always 

been, and will continue to be, his greatest struggle to accomplish.  

Betty’s interpretation of her position on the Kubler-Ross stages of grief 

continuum is intriguing.  Before receiving the official diagnosis, Betty asserts that “I was 
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in complete denial.”  In her mind she was able to attribute all of Tommy’s classic autism 

characteristics to something much more benign. 

When asked if she felt as though she ever experienced the characteristics of the 

depression stage, as mentioned earlier, she stated that she had been diagnosed with 

clinical depression long before her son was diagnosed as autistic and that there was no 

change in her level of depression once she learned of his disability.  This was a curious 

self-assessment since she had previously described significant periods of crying spells 

during the initial months after learning Tommy was autistic. Betty believed she spent 

only individual moments being angry and the anger was directed at those individuals and 

entities that blocked her son’s rights or progress, not at the fate her son has been given. 

Again, this contentment is interesting since she was quite clear throughout the interview 

her jealousy for the abilities of other children her son’s age.  “I can’t help but stop and 

stare at other children Tommy’s age hanging out doing normal things, wondering why we 

are deprived of such normalcy.” Betty admits bargaining during Tommy’s 1st years of 

inclusion.  She recalls many instances when she would make statements like “God if you 

just give Tommy a decent aide this year, I won’t get frustrated when he throws a tantrum 

because he lost at one of his computer games.”  However, Betty believes that she has 

spent most of the past years in a state of acceptance.  She loves her son and accepts him 

for who he is.  According to Betty, she “would not have Tommy any other way.”   This 

assessment does not completely coincide with other sentiments expressed during the 

interview.  For example, Betty displayed both anger and depression when she spoke of 

how it pained her to see other kids her son’s age engaging in age-appropriate activities.  
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This ranged from playing sports, showing interest in girls, to walking home from the 

school bus stop alone and sitting with the general congregation at church.  The thing that 

evoked the greatest degree of emotion in Betty, however, was observing 14 year old boys 

hanging out with their friends. Again, more than anything, Betty hated autism because of 

how it robbed her son of the ability to appropriately socialize with his peer groups. 

Participant #3 - Sheila 

Participant #3 is a White female in her early 50s.  She is married and has two 

children, a son that is 10 and a son who is 9.  The 9 year old, Billy, is diagnosed with 

PDD-NOS, however, his mother Sheila believes “it is more accurate to label him as 

Aspergers.” Billy was born with a heart condition and, at seven months, had open heart 

surgery.  He spent a large portion of his 1st year of life in and out of the hospital. Shortly 

after Billy’s 1st birthday, Sheila noticed that Billy was not reaching developmental 

milestones the same way his older brother had. Billy was not talking, and he had minimal 

displays of affection except with her.  “I vividly recall the day Ms. Lucy handed me a 

pamphlet about autism and suggested I consider having Billy evaluated. She looked so 

nervous – wondering how I would react to her suggestion that there was something 

wrong with my child.”  

Although his mother noticed at 12 months of age that something was not quite 

right developmentally and his teachers expressed the same concerns, Billy was not 

officially diagnosed with PDD-NOS at DuPont Hospital for Children until he was 2 ½ 

years old.  The gap in time between mom’s identification of something being wrong and 

his diagnosis was due, in part, to Billy’s pediatrician insisting that everything was 
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normal.  According to Sheila, “although the medical professionals at DuPont were 

empathetic, and that hospital promotes itself as one of the premiere children’s hospitals in 

the region, clinically they were not up-to-date with the best practices in autism. 

Disturbingly, after all that time we spent being evaluated, the doctors only provided us 

with evaluation information relating to Billy’s developmental age.”  Unfortunately, 

Sheila’s experience at CHOP was less than impressive.  A well known behavioral 

psychologist conducted assessments on Billy, but, provided Sheila no more information 

or direction.  It was not until Billy was seen by the County Intermediate Unit that Sheila 

felt that they were given a plan of action.  In fact, services were started rather quickly 

after his IU evaluation.  

Billy began receiving occupational and physical therapy services in his regular 

preschool provided by the Intermediate Unit.  Unfortunately, the Montessori school Billy 

attended “was not very accepting of what they rudely labeled the interruptions” of Billy’s 

special education support services and eventually refused to allow the OT and PT to 

continue providing at the school.” At age four, Billy switched to a private school where 

the administration was very supportive of any and all special education services he 

needed to be successful in the classroom.  Once Billy reached kindergarten age, he 

transferred to the district public school.  Both the individual school principals and the 

district administration were extremely accommodating from the beginning.  

The transition from the Intermediate Unit to the school district was less than 

smooth.  According to Sheila, the bureaucracy and frequent turnover in personnel made 

the process very impersonal and left her to figure out things for herself. This is where 
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Sheila’s networking with other parents of special needs children proved to be of great 

value. They taught her the most important lesson in navigating the special education 

maze – “people who are informed are the district’s worst nightmare!” Operating from this 

philosophy, Sheila quickly became a special education expert and has had little to no 

issues with Billy’s educational programming to date.   

Currently, Billy has a classroom assistant, pull out occupational therapy and 

speech therapy, and classroom observation by a special education teacher twice per 

month to provide feedback to his regular teacher.  He also has specially designed 

instruction that includes the singing of instructions and the exposure of school material in 

small chunks of information at one time.  Although he has some obvious areas of deficit, 

Sheila outlines many of Billy’s strengths.  “Billy is a strong reader and an excellent 

drawer.  He has a great sense of humor and has a phenomenal memory, especially for 

animal facts.”  Sheila states that Billy is able to act out scenes from movies by verbatim. 

“We often spend weekends watching his latest production of something or other and I 

guarantee you he doesn’t miss one work of one part.  He’d be the world’s greatest 

understudy!” In school, Billy’s overall progress has followed the pattern of “nothing – 

huge leaps – plateau – huge leaps.” Unfortunately, like most children with a diagnosis on 

the Autism Spectrum such as PDD-NOS, Billy has an inability to engage in interactive, 

age appropriate play which greatly impacts his ability to make friends.  

In the short term, Sheila wants Billy to develop skills he will need to be successful.  Long 

range, she hopes for him to gain independence, go to college, have a family, and “be 
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happy without mommy and daddy.”  She would also love for him to own a zoo, become a 

zoologist or cook for animals.   

Sheila is cognizant of differences in special education service delivery among 

eligible students. “Those parents who are better advocates for their children; who are 

more involved; who are not in denial about their child’s disability; and live in more 

affluent school districts have children that receive higher quality and more 

comprehensive special education services.”  Interestingly, Sheila also believes that if a 

child progresses fairly well once given special education programming, they will receive 

better services in the long run because districts are more willing to spend the money on 

“success stories”.  

The passage through Kubler-Ross’ grief stages was not completely transparent in 

Sheila’s case.  Her denial only existed because of the doubt placed in her mind by her 

son’s physician and family members who kept asking her when would Billy “be fixed”.   

According to Sheila, she never experienced anger at her son’s diagnosis, only the 

bureaucrats who did not help them deal with the different aspects of the disorder.  For 

Sheila, the depression comes when she periodically asks herself “should we be doing 

something else?”  Probing during the interview did not reveal instances of bargaining. 

Overall, Sheila has a realistic perspective on her son’s current capabilities and 

deficiencies.  However, having only completed the 4th grade to date, the jury is still out 

on Sheila’s projection of Billy’s future.  
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Participant #4 - Kelly 

Participant #4 is an African American female in her mid 20s. She (Kelly) is 

married and has two children, a two year old girl and a five year old boy.  Her son 

(Jordan) is autistic. Diagnosed at age three, Jordan, according to his mother, had not 

displayed signs of autism before then.  In fact, she was shocked when, at the urging of her 

son’s pediatrician, Jordan’s developmental evaluation confirmed the diagnosis of autism.  

Until then, Kelly knew very little about autism.  Once the doctors educated her about the 

signs and symptoms of the disorder, she instantly saw most of the diagnostic criteria 

characteristics in Jordan.  “I can see a lot of the signs of autism in Jordan, but I am 

confident with the services he is receiving now that he will be among the children that 

recover from this.”  She spent a good deal of time screaming, crying and cursing. “Once I 

realize that this was a temporary cross for my family to bear, I was able to pull myself 

together emotionally.   

Once she was able to pull herself together, Kelly began looking up all the 

information she could find related to autism on the internet and began contacting 

organizations for assistance.  Luckily, in North Carolina, where she resided at the time of 

Jordan’s diagnosis, there was an Autism Center affiliated with one of the Universities.  

“They were extremely helpful in directing me to other resources that could provide 

Jordan with the direct services he needed”. Jordan spent approximately 1 ½ years in an 

autistic support, early intervention class provided by the local school district.  Jordan also 

participated in a study on autistic children sponsored by the Autism Center during the 

summer he turned four years old. Through the study, Jordan received further evaluation 
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and subsequent fine motor skill therapy.  Kelly thought Jordan was making steady 

progress and was generally happy with the placement.  However, before Jordan’s 5th 

birthday, the family was transferred to the Philadelphia region (his father is in the 

military). “Once I found out that we had to move from North Carolina up North, I was 

not pleased.  We had just gotten Jordan settled and were surrounded by wonderful 

support systems and now we were going to have to start this all over again.” Kelly went 

back to the Autism Center and obtained the names of resources near her new county of 

residence.  

After coming from a special education system that held her hand every step of the 

way and looked out for Jordan’s best interests, she was disheartened to see that this was 

not the case in her new school district.  There was no individualization of instruction – 

children with a variety of disabilities were all educated in the same room, with the same 

teacher, using the same lesson plan (non-categorical classrooms).  “I was determined to 

get Jordan moved to a more appropriate situation like he had in North Carolina.” It only 

took about six months before Kelly had done her research and identified a school district 

that had a reputation of meeting the needs of its special education students.  Without 

hesitation, they packed up the family and moved to the upper part of the county.  

Right away Kelly noticed a difference in the quality of services Jordan received.  

She remarked that the school district administration was “awkwardly kind” toward her 

and willing to help Jordan in obtaining whatever services he needs. Now in kindergarten, 

Jordan was placed in an autistic support classroom with IEP goals that addressed his 

deficits.  According to Kelly, the IEP team “hit it right on the nail”.  Jordan receives pull 
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out occupational and speech therapy services; is included in the general education 

classrooms for physical education, art, and music; and attends his major subjects 

(reading, math, science, etc…) in the autistic support classroom. The district also 

provides Jordan with a typically developing peer to shadow him throughout the day. 

In seeming contradiction to her prior praising of Jordan’s educational 

programming, Kelly complained that “the teachers are not pushing Jordan to his 

maximum potential. He is quite capable of working close to grade level, he’s just being 

stubborn.  The teachers are just feeding into his antics.”.  In her mind, she is providing 

Jordan with the help he needs to develop his weaknesses so now she “expects to see 

measurable responses from him.”  Kelly is obviously frustrated with both Jordan and his 

teachers.  She believes that the teachers both help and hinder Jordan’s progress.  She feels 

resistance on the part of the teachers to listen to parental input; believes that they will not 

push him to the limits; and sees the teachers allowing Jordan to manipulate and take 

advantage of them.   

Kelly has one specific short term goal for Jordan – “to say Mommy”.  Long term 

she wants him to be doing what all of the other kids his age are doing and to be able to 

plan for his future.  If those involved in the daily educating of Jordan learn to listen to 

her, Kelly’s confident that he will achieve both the short and long range goals she has set 

for him. “After all, I do believe as his mother I know what’s best for him.” 

The services any one special needs child receives, according to Kelly, is directly 

related to where you live – “the more uppity the neighborhood, the better.”  Having the 

ability to live in the suburbs has made her “one of the lucky ones”.  “We purposely 
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sought out the neighborhood and school district we did so that we were positioned to be 

in the right area to be taken seriously.  Although no one wants to outwardly discuss it, it 

really matters.”  

It appears that Kelly has not moved very far out of the denial stage of grief. 

“Jordan doesn’t feel like he’s different because we don’t allow him to think he’s 

different.”  Like many people facing a great loss, Kelly spent a healthy period of time in a 

state of depression; grieving for the “normal” boy she just found out she most likely 

would not have. According Wrightslaw, “Parents must mourn the loss of the "perfect 

child"; It the natural, necessary and healthy process that begins when you learn that your 

child has a disability” (Wright, 2008, pg. 2).  Her frustration at Jordan’s refusal to give 

100 may in fact be displaced anger.  “He has a strong memory and nothing else, but again 

I know he’s capable of doing more.” Attempts at bargaining were not apparent from the 

information obtained during the interview.  Outwardly Kelly contends that she has 

accepted Jordan’s autism.  However, the fact that she is waiting for him to be cured and 

believes that all he needs to do to get better is work harder, is clear evidence that she has 

not really accepted Jordan’s diagnosis.   

Participant #5 - Donna 

Participant #5 is a Hispanic female in her mid 50s.  She (Donna) is married and 

has one daughter, Alexis, who is 15 years old.  Alexis is diagnosed with Down 

Syndrome. Although Donna’s age put her in a slightly higher risk category for birth 

defects, her Catholic upbringing did not allow her to participate in any of the prenatal 
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screenings common for women of her age.  Since there was no history of birth defects on 

either side of their family, she felt pretty confident that this would be alright.  

Unfortunately, at birth, Alexis experienced a brain hemorrhage leaving the 

doctors unsure if this was the cause of her Down Syndrome or if the brain hemorrhage 

was a co-commitant condition often seen in Down Syndrome babies. “Alexis spent the 1st 

month of her life in the hospital, which left me completely devastated and depressed. Not 

being able to bring her home from the hospital when I was discharged was actually worse 

than learning she was handicapped.  Seeing that empty car seat, empty nursery, not 

hearing that infant cry or having those sleepless nights was almost more than I could 

bare.”  Ironically, once they were finally able to bring Alexis home, Donna in particular, 

felt helpless, not knowing how to begin to take care of her daughter. 

Donna’s first visit was to Children’s Hospital of Pennsylvania.  This initial 

exposure to the disability medical world consisted of a panel of 25 people (physicians and 

PhDs) questioning her about her habits.  Their conclusion was that her “…daughter is not 

going to amount to anything and she may want to start considering institutionalization 

options.”  “They also handed me a yellowing, dusty, outdated book from the 1950s about 

the institutionalization of Down Syndrome children.” 

Completely disillusioned and disgusted with the outcome of that encounter, 

Donna sought out a support group for mothers of children with Down Syndrome.  

Through the connections she made from that group, Donna found a wonderful 

pediatrician for her daughter, contacted the Down Syndrome Society, and was introduced 

to the MH/MR system in her area.  
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As an infant, Alexis was enrolled in a private preschool.  Right away Donna had 

concerns about the level of care they were providing her daughter.  Because of Alexis’ 

health and developmental issues, she took a very long time to eat.  “I had this sinking 

feeling that they were not feeding my child her full feedings.  She came home looking 

frail, dehydrated and not as lively as she did in the morning when she left the house. I 

started weighing her on a sophisticated infant scale in the morning before she went to 

preschool and then when she came home.  Although it was only ounces, she always came 

home weighing less.  After a week of this, I pulled her out and made the decision to stay 

home for the 1st nine months until I could regroup and figure out what the next step 

should be.  My heart wasn’t really into going back to my high pressured job fulltime 

anyway – not right now.”   

Subsequently, Donna hired a nanny for Alexis who remained in that position for 

ten years. “She truly became an extended member of our family.” During those first few 

years Alexis was home, she received early intervention services.  Once she turned 4 years 

old, Alexis attended a private Pre-kindergarten and received home services afterschool.  

“Another angel fell into Alexis’ life in the form of the mother of one of the other little 

girls that attended her same Pre-K.  She volunteered to drive Alexis to and from school 

every day.  You see, she also has a daughter with Down Syndrome and was fortunate 

enough to be able to stay home from work.  Alexis loved her.  She was one of the most 

dependable people I knew.” Donna was able to go back to work full time with comfort 

knowing that another mother would be driving Alexis to and from school and the nanny 
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would be with her at home overseeing the therapists that worked with Alexis in the home 

until she or her husband returned home in the evening.   

Once Alexis reached kindergarten age, she transferred to the public school 

system.  While kindergarten was uneventful, first grade was a nightmare.  Alexis was 

forced to repeat the 1st grade because she did not meet the majority of her IEP goals.  

“This was due to the incompetence of the teachers, inconsistent instruction, and high 

turnover of therapists that were supposed to be working with my daughter, making sure 

she was on track to reach her IEP goals.  However, they tried to blame their shortcomings 

on her.”  When she complained to the principal, the principal remarked that “maybe 

Alexis needs to be in a special school.”   To add insult to injury, the director of special 

education from the district requested to conduct a special test on Alexis that would 

predict where she would be intellectually when she turned eighteen years old.   “Needless 

to say, I told them what they could do with their request.”  Between 1st and 2nd grades, 

Alexis participated in a series of evaluations conducted by the Office of Mental 

Health/Mental Retardation (MH/MR).  As a result, she was given a secondary diagnosis 

of Attention Deficit Disorder (ADD). During 2nd grade, Alexis had a Therapeutic Support 

Specialist (TSS) accompany her to school.  This individual helped her navigate through 

both the coursework and some of the fine and gross motor challenges Alexis faced during 

the school day.  She disturbingly confided in Donna that she saw examples of 

discrimination against students with disabilities occurring on a regular basis at the school. 

This both infuriated and saddened Donna. “We will always have to be ready to fight for 

her because she has Down Syndrome.” Donna immediately sought assistance from the 
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Education Law Center.  The family filed a due process claim against the district and 

eventually won their request for an out of district placement for Alexis.   

According to Donna, this new educational setting really enabled Alexis to thrive.  

Not only did she receive the traditional OT, PT and speech therapies from personnel 

actually on staff at the school; she also had a teacher and two teacher aides in her 

itinerant classroom; and participated in reverse inclusion. Alexis remained at this school 

until she completed 5th grade at age fourteen. 

This year at age fifteen, Alexis is transitioning to middle school.  She is scheduled 

to receive OT, PT and speech therapy and specially designed sex education instruction.  

In addition, Alexis will continue to receive occupational and physical therapy services at 

home.   

Donna’s short term goals for Alexis are first that she integrate as much as possible 

into her real world, at this point in time being that of a “middle-schooler”. Second, Donna 

wants to see Alexis have steady growth in her level of independence.  Seemingly in 

contrast to her short term goal, long range “I want Alexis to stay right her with her dad 

and I as long as we are able to care for her. We realize that no one else will be motivated 

to care for her the way we do.” Once that is no longer feasible, she would like to see 

Alexis transition into a group home.  Her employment goals involve Alexis working at 

either a retired nun’s residence or in her father’s business performing clerical duties.  

“She will be doing something she is successful at and is happy doing, not what’s easy for 

agencies to place her in.” 
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Donna figured out fairly early on in the process of obtaining services for her 

daughter that just having a particular disability does not automatically guarantee your 

child a certain level of services, nor does having a disabled child guarantee you empathy, 

understanding or compassion from your school district.  In fact, Donna asserts that if 

parents aren’t big enough advocates for their special needs child, their child is in serious 

trouble.  Parents also have to be thoroughly informed.  According to Donna, “you can’t 

fight for something you don’t know is out there.” 

Since it was obvious from birth that there was something seriously wrong with 

Alexis’ health, Donna had no time to be in denial regarding her diagnosis.  She did 

however have a period with which to be very angry – the whole month she spent at home 

after her discharge while her daughter remained in the hospital.  Actually, Donna flip-

flopped between anger and depression during this time; however, the depression 

continued for another year after Alexis came home.  Donna bargained with herself 

regarding her choices to stay home or go back to work; and whether to put her child in 

preschool or keep her home with a full time nanny.  “I have high goals for Alexis because 

I can now see her potential.” Currently, Donna appears to be at a healthy stage of 

acceptance, both of the disability itself and realistic outcome projections for Alexis’ 

future. 

Participant #6 - Patricia 

Participant #6 is a White female in her late 40s.  She (Patricia) is a single mom to 

a fifteen year old son currently diagnosed with Autistic Disorder and moderate Mental 

Retardation.  “Joe” was initially diagnosed with PPD-NOS at 3 ½ years old, but, had his 
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diagnosis officially changed to Autism at age 4 so, according to Patricia, he could qualify 

for more services.  “I really don’t agree with Joe’s diagnosis, but I know that it will get 

him the services that he needs, so who cares what they label him!” It took some 

convincing on the part of the “professionals” to get Patricia to accept this change in 

diagnosis because to her the label Autism “implied a loss of skills, a regression.”    

From infancy, Joe attended a regular preschool.  At about age 2 ½ his teachers 

grew concerned and reported to his mother that Joe had an unusual need to touch 

everything. Over the next six months, Patricia herself had begun to notice that Joe did not 

play with the other kids and he constantly repeated what someone else would say word 

for word. “This obsession drove me insane. I often debated if I rather not have him talk at 

all than hear him just repeat everything he hears day in and day out.” Patricia decided to 

take Joe to see a Developmental Pediatric Neurologist. Even though she knew something 

was wrong with her son, Patricia was stunned when the doctor told her Joe had PDD-

NOS.  “After all, both her family and his father’s family are full of bright people so one 

would expect Joe to share those traits.  Now it looks like all of the expectations they had 

for him are out of the window.”  Patricia would now have to take a “cognitive shift” and 

learn to “take her son on his own terms”.  But how would she deal with him “riding the 

short bus?” “I’ve always hated that short bus and everything it symbolizes – my child is 

special ed and this is what he will always be – poor little so and so.” How would she deal 

with her mom the therapist’s constant “helicoptering”?  Grandmom had already tried to 

convince Patricia that Joe suffered from hyperlexia more so than PDD-NOS.  “That’s one 

of the draw backs of coming from a family of experts, everyone thinks their answer is the 
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right one or their assessment is the most accurate.” Patricia decided to start out following 

the neurologist’s advice which was to get Joe 40 hours of intensive in-home therapy. This 

was to be the beginning of a number of different paths she would follow in her quest to 

help her son. 

While Joe was engaged in his home program Patricia, like many other mothers of 

children on the Autism Spectrum, tried many different cocktails of megavitamins and 

other treatments specifically designed to address some of the areas researchers believe are 

deficient in these children.  “This is definitely a fad industry.  Someone comes up with a 

new supplement or therapy or regimen and all of us desperate parents come a running.  In 

a way, it’s really sad.  But none of us dare miss out on the thing that might just be the 

answer.” This included cod liver oil, supernuthera, gluten/casein free diets, acupuncture, 

Chinese herbs, and neuro-feedback. Other than the gluten/casein free diet which show 

some decrease in Joe’s agitation, no marketed change occurred from any of the other 

programs. 

Most of the ideas she explored came from other parents she found through 

internet listservs and her county support group.  The latter was difficult for her to attend; 

however, because not unlike other children with PDD.  “It all comes back to reality – it’s 

hard to attend support groups, church, seminars, school functions because it was hard to 

get sitters to watch Joe because of his violence or elopement issues.”  

Once Joe left home programming and entered the classroom setting, he joined an 

early intervention program sponsored by the county intermediate unit.  For kindergarten, 

he was transferred to the district elementary school; however, he was housed in a portable 
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classroom where he was the only student. Patricia found the special education “maze” so 

confusing.  It seemed like it differed from state to state and district to district.   It took her 

a while to figure out what different programs Joe was entitled to at what age and what her 

rights were.  Once she began to realize that Joe did not have to be educated in a manner 

that did not appropriately meet his needs, Patricia protested so loudly about his then 

current conditions, that halfway through the school year, Joe was transferred to another 

district school to finish Kindergarten.  “It unfortunate that the majority of families she 

knows have had to engage in some level of formal fighting with their district to insure 

that their child receives FAPE.  It’s unconscionable.” In addition to the difficulties 

Patricia experienced during Joe’s early school years, she also had issues trying to get 

consistent services in the home.  Many of the therapists/aides were untrained and the 

agencies experienced high turnover rates.  To make matters worse, at the time, insurance 

companies did not cover the costs of autism services so Patricia was unable to hire 

private therapists that she could properly train and supervise herself. 

In first grade, Joe became one of six inaugural children placed in an approved 

private school for children with autism in Chester County that used the Applied 

Behavioral Analysis approach to educating children with moderate autism.  Joe has 

attended school there ever since.  Patricia is very pleased with Joe’s current placement 

with the exception of their lack of an appropriate puberty education curriculum. “It 

amazes me that no one wants to address the need for sexuality education for our 

teenagers.  Just because they have mental deficits doesn’t mean that their bodies stop 

developing and their brain chemistries don’t send the same signals as typically 
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developing adolescents. More so than typically developing teenagers, our sons and 

daughters need to be educated so that they can protect themselves from the abuses we 

know exist against disabled teens.”  

Patricia has daily communication with his teachers and receives OT, speech, 

reading specialist consults, and music therapy.  Additionally, at home he has keyboarding 

lessons, TSS and BSS services. His annual IEP goals, in her opinion, support her short 

term goals for him – independent hygiene; elimination of picking; modulation of more 

play; decrease in need for one to one supervision; improvement in ability to control 

emotions.  Additionally, the school program has Joe on course to achieve her long range 

goals for Joe of developing the ability to live as independently as possible in an ALAW 

house with other high functioning adults working with the assistance of a job coach.  As 

an aside, Patricia would like to see Joe more interwoven into their church community, a 

goal she is working on independent of his school. “I am very involved in our Church and 

would very much love it if Joe could be too.  After all, they have done so much for us by 

way of support and have accepted him as he is.” 

Joe has many strengths that make his mother proud.  He has a good auditory 

memory and learns things quickly for a child with autism.  He is a willing worker with a 

good mechanical sense.  Joe can come up with 101 uses for rubber bands and ties.  He is 

a happy kid with a good sense of humor.  Joe is very athletic, loving to ski, skate, and 

swim. 

On the other hand, there are areas that Patricia feels are major limitations of Joe’s.  

For example, he has difficulty communicating clearly to others outside of his circle. He 
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has a high threshold for pain which leaves him open to the possibility of sustaining a 

serious injury without even knowing it. “He walked around school all day with a broken 

arm without exhibiting any signs of pain or distress.  I only noticed it because of how 

disfigured it had become by the time he got home.”  Joe will not ask questions and he 

does not understand personal space limitations.  He also is unable to read the emotions of 

others.  As a result, he has no friends, he cannot participate in all of his boy scout troop 

activities, and he has no social life.  This leads to even graver concerns of who will take 

care of Joe when she is gone (his father has not been in the picture for over ten years) 

especially since he is an only child. “As much as my mom loves him, she wouldn’t have 

a clue how to raise him.” 

Patricia feels fortunate to have Joe in a high quality education program.  “Parents 

who do not have the resources – time, energy; a high enough education level; who are 

overly trusting of the school; are ignorant of their rights; and who are not well connected 

have  very little chance of receiving the level of services their son or daughter deserves.” 

“If, on the other hand, you have better connections and plenty of money, you will have a 

much easier time getting whatever you want for your child.” Patricia recalls one glaring 

example of this last point in action. 

Patricia clearly experienced a period of denial regarding Joe’s disability.  One 

might question whether she has completely left this stage behind because of her 

acceptance of his label of Autism; only with the caveat of it being used to gain him 

additional services.  The same can be said about anger.  When Patricia speaks of Joe 

riding the short yellow bus, the distain in both her voice and facial expression is apparent.  
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In her mind, this is clearly not a positive occurrence and represents some level of failure. 

During the interview, Patricia did not appear to have bargained with Joe’s disability over 

the years.  Overall, she seems to have accepted both her son’s strengths and limitations 

and has a healthy perspective on his long range potentials. One huge change in life 

perspective Patricia admits to having gone through as a result of her experiences with Joe 

and his Autism – “I have become less judgmental and more tolerant of other people – 

including my son.” 

Participant #7 - Ann 

Participant #7 is an African-American female in her mid 40s.  She (Ann) is 

married and the mother of a 20 year old son Tyrone.  At age 18, Tyrone was diagnosed 

with Bi-polar disorder, Schizophrenia, and mild mental retardation. However, his mother 

sensed that something was wrong since the age of six when he would have violent 

tantrums in kindergarten involving banging his head on the floor and refusing to speak. 

“As a mother you just know certain things about your child.” All throughout his school 

years, he was labeled a behavior problem.  Tyrone was constantly in the principal’s 

office, serving detention, being suspended from school, or threatened to be transferred to 

a reform school program.  “I was so anxious every time my phone rang at work because I 

just knew it was the school calling to let me know what the latest trouble my son was in.” 

No one during his first ten years of schooling ever suggested that he receive 

formal testing.  It wasn’t until Tyrone began habitually cutting class by hiding out in 

various parts of his high school and frequently threatened to kill himself that someone 

paid real attention.  At age 13, he was referred to family therapy by his school counselor.  
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“We went, but I didn’t quite see its benefit.” This was about the same period of time he 

was also diagnosed with Crohn’s disease. After attending three years of unproductive 

sessions, the school decided to conduct various assessments on Tyrone. It was determined 

that Tyrone had mild MR. Astonishingly, it was also discovered that Tyrone was only 

reading at a second grade level. Yet, he was only assigned a TSS for home and school 

and a tutor for in the classroom.   

Tyrone’s behavior problems at school did not dissipate, however. He was the 

constant target of bullying and was frequently made fun of because of his reading 

difficulties. “I was always so concerned about his violent outbursts.  He would never 

come at me, but he would be destructive against our property.  Once I went in the 

basement closet when the water heater is and when I opened the door piles of shredded 

mail addressed to me dating back two years came pouring out of the closet.  His response 

was that he was mad because I couldn’t stop people from bothering him at school.” His 

behaviors reached a crescendo when he tried to stab his TSS worker because she asked 

him to clean up his room. Tyrone actually had to be 302’d as a result of the incident.  It 

was after his 15 day stay at this hospital that Tyrone actually received his additional 

diagnoses of bi-polar disorder and schizophrenia.  The doctors put him on the proper 

medications and Tyrone’s behavior has been stable ever since. So, as far as Ann is 

concerned, it was Tyrone himself who initiated the process of her son being diagnosed. It 

was the doctors who made the labels of bi-polar and schizophrenia official. His outbursts 

and misbehaving were not just Tyrone being a “bad kid” but the result of his mounting 

frustrations.   



107 
 

Ann said “I honestly don’t know who was more relieved to receive accurate 

diagnoses for my son, Tyrone or me. He’s been miserable for so long that as long as he 

isn’t coming home talking about who he’s going to beat up or the school isn’t calling me 

every day, I’m happy.” She stated that Tyrone told her that he felt a little relieved too 

“because he couldn’t really explain why he was going through the downs and lows and 

highs and why he was saying certain things.” Ann told everyone in Tyrone’s inner circle 

and made sure they understood what his diagnoses meant.  Next she looked up anything 

she could find on all of his ailments and disorders.  Most importantly, “I began to look at 

Tyrone differently, realizing that all of this time, he really didn’t have control over his 

thoughts and behaviors and he wasn’t purposefully trying to hurt me emotionally or 

psychologically.”  Ann also began to question how her son got this way.  She examined 

her family members’ histories and then questioned Tyrone’s father’s mother’s side of the 

family (Ann’s current husband is Tyrone’s stepfather).  Then Ann retraced her prenatal 

months. She was on a mission to validate that there was not anything she did or did not 

do that caused her son’s problems.  Once she came to peace with the notion that she did 

not do this to her child, she was able to move toward “what are we going to do to help 

this child?”  One thing she knew, the physicians that diagnosed her son were not going to 

be the place where she could turn to for information.  “You really have to try to find out 

as much information as you can on your own.” 

In the two short years since Tyrone’s diagnosis, Ann has had many moments of 

extreme frustration with their school district.  They had very limited resources for a child 

who was bi-polar/schizophrenic.  They offered very little assistance finding Tyrone 
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appropriate work as part of his vocational education program at school.  It appeared to 

Ann that the neighborhood she lived in had a lot to do with the apparent “non-existence” 

of such employment opportunities.  If a student tries to venture out of their neighborhood 

of record to look for vocational placement, they are denied because they “do not belong” 

to the neighborhood.  In other words, according to Ann, “the neighborhood is 99 African-

American; the teachers are older and set in their ways; and the schools do not have a 

whole lot of resources at their disposal; yet they will not talk to you about the possibility 

of sending your child elsewhere to be educated.  I am well aware of the fact that they do 

not and are not going to go out of their way to develop legitimate job opportunities in 

predominately black neighborhoods like mine because the businesses that can afford to 

have kids from programs like this do not want workers like my son.” Ann thought it a 

little odd that the school had a very short window of time to work intensely with him 

(they scheduled him to graduate in June 2008) before he left the school system and no 

one was reacting with any sense of urgency.  The school reassured her that Tyrone was 

on track for graduation and now that they know what his issues are, they are doing what 

is necessary to help him succeed.  Ann inquired about what services Tyrone was 

receiving to which the school responded “small group work, extended testing time, 

frequent rest periods throughout the day, tutoring twice per week, and teacher check in to 

make sure Tyrone is understanding the material – frankly more than most kids in 

Tyrone’s situation are receiving.”  “He’ll have a high school diploma regardless, so that’s 

all that matters I guess.” 
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Tyrone maintained this same level of service until he graduated in June of 2008 as 

promised. His reading level only reached approximately 6th grade, but when his mother 

inquired about his readiness to graduate based on this, she was told that “all he needs to 

do is be able to read the newspaper.  Since the newspaper is written at a 6th grade level, 

he will be fine.” 

Ann’s only expression of differences in special education services center around 

the securing of vocational assignments.  Here she was pretty convinced that living in a 

predominantly African-American neighborhood almost assured you that your child would 

not receive a vocational placement.  She totes her son as a prime example of this 

occurrence.  Based on his background and aptitude, he should have been a prime 

candidate for this program.  However, the school was constantly making excuses why 

Tyrone was not able to participate. 

Progression through Kubler-Ross’ stages of grief for Ann began even before she 

received an official diagnosis for Tyrone. She never really denied that something was 

wrong with Tyrone, she just was not aware of what to do about her suspicions. She spent 

over seven years believing in her heart that he was not quite like other children his age; 

but, she did not receive any assistance to help him. She was depressed because she did 

not know how to relate to her son. She was always anxiously waiting for the almost daily 

phone call from Tyrone’s school reporting his latest behavioral antics, episode of 

terrorizing another student or inflicting self injuries. Once Tyrone’s disabilities became 

known entities, Ann’s depression turned to anger.  Anger directed at those individuals 

who were charged with educating her son; those who were responsible for insuring that 
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he receive the appropriate services; those that made Tyrone suffer his conditions 

needlessly; and those that should have identified his disability years ago.  Although Ann 

could not think of specific examples of bargaining, being a very religious person she 

recalls constantly asking God for “favors” relating to Tyrone. “Tyrone won’t go to 

college, but there’s no reason he can’t ride SEPTA around the city on his own.  The 

Program needs to push him to control his emotions, which he’s doing much better now 

and to become more social – he needs to make friends outside of my husband and I.” 

Once Tyrone’s disabilities were identified, his Crohn’s disease diagnosed, and a special 

education program established for him, Ann was able to finally accept and appreciate 

Tyrone for who he is. 

Participant #8 - Kitty 

Participant 8 is a White female in her late 40s.  She (Kitty) is married and has two 

children, daughter Tess and son Ralph.  They are twins. Unfortunately, both are disabled.  

Tess has Cerebral Palsy and Ralph is Autistic and blind.  Kitty is a pediatric nurse (RN), 

but, is currently not practicing. She opted to stay home to oversee the massive 

undertaking of managing her two special needs children.  Her husband is a physician and 

the Director of the Emergency Room at a hospital.  

Both Tess and Ralph were premature, born at 27 weeks gestation. Although both 

Tess and Ralph were diagnosed with cerebral palsy at nine months of age, Ralph was 

more involved in that he was diagnosed with cortical blindness at nine months, mental 

retardation at two years old, seizure disorder at three years old and PDD NOS at four 

years old.  “One has to laugh at the irony of two medical professionals, dedicated to 



111 
 
serving the weakest and most helpless ending up with such a fate.”  Kitty their mother, a 

registered nurse, completely agreed with both children's diagnosis and actually diagnosed 

them herself before the medical professionals at DuPont Hospital for children made it 

official.  Unable to grasp the severity of both of her children's plight, she became 

paralyzed and "felt like she was going to die." She was convinced, at least in Ralph’s case 

that being delivered by forceps contributed to the complicated disabilities that he was 

now faced with. "How does a parent begin to help their children when they have so many 

issues to face at one time?"   

Kitty spent quite a few months screaming and crying. “It was some sight.  While 

I’m balling my eyes out, Ralph was head banging on any and everything – one of the 

many signs of his autism.” She couldn't help wonder why her children were targeted to be 

so severely involved.  Once she was able to gather herself together, she and her husband 

tried to find the best doctors and treatment available for their son and daughter. They also 

connected with early intervention services which provided services through a school for 

the blind for Ralph and a regular preschool for Tess.  Early on there were a number of 

agencies and individuals that were helpful in pointing Kitty in the right direction to find 

help for her son and daughter.  Some of those agencies were MARC which is the 

Montgomery County Association for Retarded Citizens, the county's early intervention 

services, their state Senator, other mothers and MOHM - Mothers Of Handicapped 

Multiples. Ralph remained at the school for the blind until age seven. Tess attended the 

preschool until the age of five. She transferred to the neighborhood public school for 

elementary school, attended the neighborhood public school for middle school and then 
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transferred to a private Catholic school for high school. Ralph left the school for the blind 

and began attending an approved private school for children with autism located in 

Chester County where he remains today. Tess graduated from high school and recently 

completed her first semester of college. “Tess has really had the hardest time emotionally 

of my kids and she always handles everything with such great spirit.”  Because Ralph's 

disabilities are more involved and include mental impairments as well, he continues to 

attend a school for individuals who have moderate to severe autism in a non-graded 

adolescent classroom.  

Although Ralph's disabilities are much more severe than Tess's, Kitty actually 

believes that Tess has a more difficult time maneuvering life. “You see, Ralph is 

blissfully unaware of his disabilities because of his severe mental incapacities where Tess 

is fully aware of her physical limitations and is cognizant of the ridicule that she endures 

and the lack of social interactions she has suffered through as a result of being 

wheelchair-bound.” 

“Believe it or not, even getting services for Tess has always been much  more 

difficult than it’s been for Ralph.  The district’s twisted rationale leads them to assert that 

Ralph is so severely involved that his needs are clearly transparent.  On the other hand, 

because Tess’ needs are more “complicated” but less severe, determine what’s 

appropriate for her take a much more involved team effort.  Translate – we are going to 

make you fight for this one.”.  Even the relationships the parents have with the school 

district are different for their son than they are for their daughter. While they have a 

neutral existence with their school district in relationship to Ralph's education, they 
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barely coexist when it comes to Tess's education. In fact Kitty would go as far as to say 

the relationship is "hostile at times".  The tone of the individual schools has varied over 

the years.  In Ralph's case for the most part, the teachers have been really helpful and 

caring. The administration at his current school, however, follow the “their way or no 

way” philosophy. In Tess's case, again most of the teachers have been empathetic and 

have done what they can to make her time at school as normal as possible. The Catholic 

school administration was always very pleasant and accommodating and welcomed all of 

Tess's support staff with open arms.  

The family spent three months in Florida because Richard (father) received a job 

offer as head of the Emergency Department at a Tampa Hospital. The intention was for 

the move to be permanent; however, they had such a miserable experience there that 

Kitty, Tess and Ralph moved back to Montgomery County, Pennsylvania with Richard 

intending to follow later once he found a new position in the area. While in Tampa, both 

children had horrible experiences at their respective schools. Tess hated the college she 

was attending. “Tess had absolutely no acquaintances let alone friends.  They gave new 

meaning to the term handicap accessible with pot-holed ramps and narrow bathroom 

stalls.  The aid that was assign to assist her was invisible and the major wasn’t all that it 

was hyped to be.” Ralph's placement was less than appropriate for his needs. “He 

attended a school where he was literally transported in a beat up cab (by the district) 

through not so nice neighborhoods, and was supposedly educated in bi-lingual, non-

categorical classrooms.” Upon returning to the area, Ralph went back to his old school, 
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Tess enrolled in one of the area universities. Both children are very happy at their 

respective schools. 

Despite Ralph's inability to speak and lack of cognitive abilities, Kitty reports that 

he has a wonderful disposition, is a great swimmer and is amused by videos and 

television game shows and sports commentators. Although Tess' physical limitations, her 

lack of ability to use her arms in particular, appear to be a great barrier in her developing 

a normal teenage social life,” she maintains an absolutely wonderful disposition, is very 

intelligent and very articulate.” Unfortunately, Tess and Ralph's limitations have had a 

real impact on the family as a whole. They affect everything the family does large or 

small. “Every move must be planned out and there is no such thing as spontaneity.”  If 

one of the children's aides cancels out, it causes massive mayhem for the rest of the 

family.  It also affects the non-disabled members of the household independently.  For 

example, the mom was forced to quit her job as a registered nurse at a point in time when 

she was the house's primary breadwinner. Kitty also had to drop out of her master's 

program. Richard lost the hopes and dreams of coaching his son in little league, going to 

sporting events with him and cheering him on in the college football game. Both Kitty 

and Richard lost family and friends who now shun them as if they had the plague because 

they have two disabled children. “To this day I am both angered and saddened by those 

family members and friends who have ceremoniously turned their back on us as though 

we have the plague.  My only hope is that I am around to see the come around.” In other 

words, the day begins and ends focused on disabilities and their plans for the present and 



115 
 
future include talks about the disabilities. However, like most parents of children with 

disabilities, they would not trade either one of them for a so called normal life.  

When asked what her short term goals were for her children, Kitty was fast to 

answer. Her wish for Ralph was that “he learn to feed and toilet himself independently.”  

“What I long for more than anything in this world short of cures for my children’s 

diseases and disorders is for Tess to gain the normal social life every college girl wants 

and she so desperately deserves.  I would give anything for her to come home and bring a 

friend with her, one that is able to look beyond her wheelchair and see the wonderful 

person she is inside.” Long-term Kitty hopes that Ralph would become more 

independent. That not only would he be able to feed and toilet himself, but, that he may 

be able to handle additional self-help skills by himself, recognizing that he will never be 

able to be fully independent or live by himself. For Tess, finding a job and independent 

living arrangement and being in the position to take care of her brother when Kitty and 

her husband are no longer around are her long term goals. Kitty is really concerned about 

the latter because all Ralph has is Tess. If you were to ask Tess what her long term goal 

is, according to Kitty, she would say it is to become a doctor of psychology and practice 

as a child psychologist. 

Other parents of teenagers that are 18 demonstrate their insensitivities quite 

regularly.  “I cannot tolerate when other mothers complain about how stressing it is to fill 

out college applications; how they cannot wait to send their child off to college; how they 

cried when they dropped their child off at college; or how they are waiting to hear if they 

received that sports scholarship. What's going through my mind is poor you, I can't wait 
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until I don't have to give my teenage son a bath anymore!" As both Tess and Ralph get 

older, Kitty's emotions come full circle. Just as she began in a state of depression when 

she first received their diagnoses, now as they get older, approaching the age of 21 when 

all services cease to exist, her level of depression increases again. The reality is, once her 

children turn 21, school districts are no longer responsible for providing any services and 

no other agency or entity picks up where the school districts leave off. Additionally, as 

Tess and Ralph get older the closer Kitty has to come to facing the reality that the future 

care of Ralph will eventually fall on Tess's shoulders who herself is disabled and has 

difficulty taking care of her own needs.  

When asked if she thought that certain individuals receive better services for their 

children than others, Kitty answered yes.  “The best, appropriate services are reserved for 

the parents who are in their faces, who threaten to sue, who raise money for the schools; 

those parents that act compliant and very sweet to the administration; and those parents 

who are willing to do whatever the schools tell them without making waves are the ones 

that receive the better services.  Of course I am a parent of the 1st and 2nd kind.” 

Kitty’s passage through Kubler Ross’ grief cycle was not, and is not in a 

progressive manner. Throughout the period of time from when her children were 

diagnosed with disabilities until now, Kitty has experience varying degrees of depression. 

Additionally, she has experienced numerous episodes of anger - anger at the education 

system; anger at doctors; and anger with those agencies which are in existence to help her 

son and daughter.  Few of which have actually lived up to their billing. Kitty never had 

an opportunity to be in denial that her children were disabled.  Being a registered nurse 
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herself, she knew that the doctors suspected something was wrong with Ralph beyond his 

Cerebral Palsy. Just by the mere fact that they were running an EEG on him meant that 

there was serious potential for the existence of additional issues with his brain. Most of 

Kitty’s bargaining happens now and it is in relation to her daughter Tess. Kitty stated 

many times that she wouldn't care if her daughter got poor grades throughout her college 

tenure if she were able to develop a healthy social life with friends who accepted her as 

she is and didn't see her wheelchair first.  “She (Tess) asked me if she could go out and 

get drunk on St. Patrick’s Day, and to be honest, if it meant that she had finally made 

some friends to hang out with, I would have been all for it.”; ABC University has 

provided her with a typically developing buddy.  I would give anything if she would 

actually become friends with her.  I actually spoke with her to see if she would hang out 

with my daughter outside of school. Unfortunately she is newly married. I will keep 

trying.” If Kitty can only have one wish come true, that would be it. So at this point in her 

life she actually is in three stages simultaneously: depression, bargaining and acceptance. 

Depression because she realizes that her son and daughter have gone as far as they can in 

terms of advancing from their disabilities. Bargaining because she would give anything to 

have her daughter be able to develop a social life and not have her physical handicaps be 

such a hindrance to her quality of life. Acceptance because she knows that this is the 

existence she will be leading for the rest of her life and she understands what the long-

term capabilities and prognosis is likely to be and is planning for that outcome.  
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Participant #9 - Tanya 

Participant 9 is a White female in her late 40s.  As the married mother of two 

disabled children, Tanya spends her days knee deep in search of the latest information on 

Tuberous Sclerosis and Autism.  You see, her oldest son Sean has the former and her 

youngest son Luke has both disorders. Sean was diagnosed with this devastating genetic 

disorder, primary associated with the randomized growth of tumors in the organs of the 

body, at 3 months.  As a result, he had one of his kidneys removed as a baby because the 

doctors found malignancies in the tumors.  

Tanya was completely devastated when she received the news that her sons had 

disabilities.  In Sean’s case, she had “three months of bliss” before her world crumbled.  

Even though she observed him having focal seizures and report this to his pediatrician, he 

did nothing.  It took a 2nd year resident to diagnose the tuberous sclerosis. In Luke’s case, 

the information was even more devastating.  Before deciding to have any more children, 

Tanya and her husband (Harry) had genetic testing and counseling.  “The doctor assured 

me without a doubt that there was no chance that a second child of mine had any chances 

of being born with the same debilitating disorder as Sean.  Had I known that he had no 

idea what the hell he was talking about, I would have never risked bringing another child 

into this world to face such torture,  Not only did Luke enter the world with tuberous 

sclerosis, but he was also hit with autism and seizure disorder.”   “The tuberous sclerosis 

was diagnosed in uterus while we had to wait until several months after birth to receive 

the rest of the devastating news.”.   
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After getting past the feelings of complete hopelessness, Tanya and Harry began a 

slow healing process.  They realized that they were actually more fearful of the unknown 

and that over time, they would learn to get use to their situation.  Seeing others who were 

worse off than their children helped them to find things to be thankful for. “And that was 

an enormous feat. It’s rather difficult to convince me that we should be thankful that we 

were lucky enough to be chosen to have both of our children plagued with pretty severe 

disorders.” 

Intellectually, Tanya places Sean’s IQ at about 69.  At 18, Sean has “graduated” 

from his special education public high school program and is now attending the school 

district’s vocational education program where he is in life skills for a portion of the day 

and works at various job sites for the other part of the day.  Tanya has been very pleased 

with Sean’s entire education program from early intervention provided by the county 

Intermediate Unit through his tenure at the district’s public schools for kindergarten 

through 12th grade and now for the vocational program.  She made special note of the fact 

that even though he was in a class that was comprised entirely of special education 

students every year he attended school, he was allowed to feel as normal as possible, 

even having an opportunity to attend the prom last year with his fellow classmates. 

 By contrast, Luke’s impairments are much more involved.  Diagnosed with 

Tuberous Sclerosis purely by chance at 30 weeks gestation, he also developed focal 

seizures during infancy which may have contributed to his development of autism.  This 

combination, as one might assume, as a result of the multiple disorders, Luke’s issues 

were much more involved than his brothers.  Luke’s IQ was well below Sean’s; he is 
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completely non-verbal; he has very limited social skills; and he exhibits undesirable 

behaviors (aggression).  Tanya’s experiences with Luke’s educators has been a mixed 

bag.  He started out the same as his older brother, in early intervention.  At age five he 

was home schooled, receiving 50 hours per week of Applied Behavioral Analysis (ABA).  

At age seven, Luke enrolled in a private APS located in Chester County that he still 

attends today.  Tanya reports that she was pleased with both his early intervention and 

home schooling programs.  In the case of his current placement, she never feels 100 at 

ease that he won’t get kicked out because of his behavior.  As she put it, she feels like 

“she’s got one foot on the banana peel”. “He’s happy there, but he also has aggressive 

behavior tendencies.  I’ve seen other students kicked out of the program for severe 

aggressions, even though that is against special education law.  Since the law doesn’t 

seem to matter in the grand scheme of things, I constantly worry about Sean.  I know he 

can’t control it, but I just hope that they are keeping that in mind, especially since I am 

not a part of the inner circle there.”  She believes the school is very good at building 

Luke’s social skills, but, misses the expertise of his former classroom staff.  However, 

Luke is happy there, and for Tanya, that is the most import criteria. 

 Tanya spoke of two major things that were of the greatest frustration for her since 

her sons were diagnosed with their disorders.  Surprisingly, neither one had to do directly 

with the education system.  The first is how it has completely and irrevocably changed 

her disposition.  In her words, “it has made me so bitchy, I have to fight for everything, 

it’s made me a miserable person, suspicious, and caused me to fight for stuff I shouldn’t 
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have to.” Second, both disorders, autism in particular, “permit you from doing normal 

things; from being a normal family.”  

 When asked what her goals are for her sons, both short and long term, the short 

term were much easier to define than the long range goals.  For Sean, Tanya wants him to 

be more prepared to survive in the community; to make him less naïve; and to make sure 

he is not taken advantage of.  On the other hand, Luke’s goals are much more concrete.  

Tanya wants to see his behaviors under control; him develop better communication skills; 

and to get his seizure activity stabilized.  Long term, Tanya hopes that Sean will have a 

job; live on his own; have friends; and enjoy leisure activities.  “I have the most basic of 

wishes for my son Luke – to be able to live at home and to be happy.” 

 Tanya believes that there are certain individuals that receive better services than 

others.  The cliché the “squeaky wheel gets the oil” definitely applies to special education 

services.  Additionally, she contends that the more involved you are in the school and/or 

district the more likely you are to receive higher quality services.  In terms of access to 

services, Tanya asserts that by and large those who are part of a higher SES have a much 

easier time getting the quality services in a timely manner. 

 Tanya began her journey with her disabled sons oscillating between the 

depression and anger stages.  Depressed because of the devastation of finding out that her 

perfect child will now face an uncertain quality of life.  Angry because the doctors were 

wrong when they” emphatically told me that Sean would be ok, that he would not be 

affected by tuberous sclerosis.” Angry because the doctors did not believe her when she 

told them of Luke’s focal seizures. Angry because Luke was not diagnosed with autism 
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until his second birthday. Depressed because she will never have a normal family.  

“People don’t like to talk about the realities – the bad things, because it’s not socially 

appropriate, but it’s reality for most people.” Angry because these disorders have 

completely changed her personality, and not for the better.  Acceptance finally came 

when Tanya realized that failure to reach this stage would only result in her destroying 

herself. She has learned to work with the hand she’s been dealt in the most positive way 

while still being true to oneself. 

Framing Mindset 

After studying the content of all nine interviews, noticeable likenesses in the 

characterizations of the mindset of the participants regarding special education emerged. 

This commonality was so strong that it led me to give this phenomenon or theoretical 

concept a name – Framing Mindset. Each participant, as a result of her experiences over 

an extended period of time with the “universe of special education” develops a certain 

attitude or disposition that drives or guides her thought processes and, therefore, future 

actions and reactions regarding decisions relating to the education of their special needs 

child.  In other words, there exists a certain “casting point” where the parent’s attitude 

becomes “set” and future decisions regarding special education programming for that 

child follow similar thought patterns; and approaches toward relationships with various 

familiar special education entities become predictable.  Thus, the parent has adopted a 

certain “mindset” that serves as the “framework” from which all of their educational 

choices are built. This casting point appears to occur with these study participants as 

early as two years after diagnosis. Without longitudinal studies on this group, however, it 
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is impossible to tell if the current Framing Mindset for those participants whose child still 

has several years left of schooling will remain the same.  

Interestingly, each participant fell into one of three Framing Mindsets.  They 

include “The Depleted”, “The Authentics”, and “The Delusionists”.  “The Depleted” are 

those parents characterized by an outward appearance of a laissez-faire attitude toward 

the composition of the special needs child’s education program.  In fact, what has usually 

occurred is that the parent has spend an inordinate amount of time over prior years 

fighting for appropriate programming for their child with little to no success.  “I attended 

many IEP meetings over his middle school years requesting, begging for some sort of 

support in providing encouragement for him to want to come to school, but it always fell 

on deaf ears.  Now that he’s truant, they want to blame him.  Anyone could have 

predicted this would happen” (001). They have encountered numerous road blocks and 

have been answered no to every request. Their child has either seen limited or no 

progress or may have even regressed over this period of time.  This type of mindset 

parent “gives up” out of exhaustion and/or despair.  He or she accepts what program his 

or her child is offered and may rationalize that it is what the child needs to avoid feelings 

of guilt. “You’re set up for failure when the teacher you didn’t get along with in 3rd grade 

winds up being your learning support teacher in middle school” (001). 

“The Authentics” are those parents who have been able approach their child, his 

capabilities, limitations, and potentials with heavy doses of realism. Ironically, all of 

these parents from the study have also reached the acceptance phase of Kubler-Ross’ 

Five Stages of Grief. That’s not to say that they do not have periods of time where they 
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fall into one of the other four stages, they just always return to acceptance.  The 

Authentics, like The Depleted may have spent extended periods of time fighting for the 

educational rights of their child.  The difference is, at the end of the day, the battle did not 

end until the child received appropriate services. “It took a little while for me to get up to 

speed on the intricacies of the special education world and the politics that go along with 

it. Make no mistake though, my son was going to get whatever supports he needed to 

reach his potential and those services that the school district is required to provide, we 

were going to make sure that they honored their obligation – period” (003).  This may be 

the result of one or a combination of several reasons including, but not limited to, the 

existence of social capital on the part of the parents, successful litigation, a child-centered 

school district, or strong advocacy efforts.  “In my world, people who are informed are 

their district’s worse nightmare” (003). The Authentics also have the ability to develop 

realistic and attainable goals and proper expectations for their son or daughter. They are 

able to differentiate between pushing their child to do his or her very best and expecting 

the achievement of unrealistic objectives. 

Finally, The Delusionists are those parents who are out of touch with the reality of 

the child’s disorder, abilities, limitations, progress, projected long range potential and/or 

impact on the family. Typically this parent chooses to paint their child’s circumstance in 

a better light than it actually is.  The child’s disability is not as severe; his progress is 

greater; his need for specialized services is less; his long term prognosis is more hopeful; 

and his chance of being completely cured more likely.  “My son is not going to get away 

with being lazy at school or with his therapists.  As his mother I am well aware of his 
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capabilities and although he may have some issues, there is no reason he cannot catch up 

to the other children his age if he just works really hard” (004). This is arguably 

potentially the more harmful of the three mindsets because it may deprive the child of 

much needed special education and related services; wreak havoc on the child’s self-

esteem by setting her up for failure; and eventually cause the parent and other loved ones 

to experience great depression when the hopes and dreams do not come to fruition. “How 

can this be if I’m a nurse and his dad is an engineer?” (002).                                             

The following Table 10 lists the Framing Mindsets; my adapted definition for the 

purposes of this research (Special Education Application); and which participants belong 

to each framing mindset based on the information gained from their interviews 

(Participant Data). 

Each participant was asked two questions relating to their thoughts on the equities 

of services in special education across students. One asked if they felt that certain 

individuals receive better services while the other asked if they felt that certain 

individuals seem to have an easier time getting what services they want.  Those that 

responded yes (100) were then asked to state the reasons why they thought some people 

did/did not receive better services and or did/did not have an easier time receiving those 

services.  Table 11 shows all of the responses given by the participants. The reasons for 

receiving better services and/or for having an easier time receiving services are listed on 

the left, while the reasons for receiving less than appropriate services and/or for having a 

more difficult time receiving services are listed on the right.  Table 12 groups 
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Table 10.  Participant Framing Mindset 
 
 
Framing Mindset      Encarta Dictionary Definition Special Education                            Participants 
           Application 
 

 
 
 

 
like responses from Table 11 to illustrate what the respondents as a group believe are the 

major contributors, both positive and negative, to the differences in special education 

services seen in schools.  As you can see, the major contributors of, parent persistence, 

time availability, connectedness/access to information and high SES, the vast majority of 

respondents believe explain the unequal treatment of special needs students in terms of  

their educational programming. 

 

The Indifferent Individuals that show no 
care or concern for or 
interest in somebody or 
something. 
 

Parents who, usually due to frustration, reach a 
point over time where they accept whatever 
services their school district offers.  Often the 
parent rationalizes to him/herself that what their 
child is receiving is adequate. This type of parent 
also eventually accepts whatever the expectations 
for growth potential the school establishes for the 
child.  
 

001 
007 
 

The Authentics Individuals that are 
genuine and original. 
 

Parents who have accepted their child’s disability 
and have a realistic picture of his/her strengths 
and limitations. These parents have a grounded 
set of short and long term goals established for 
their special needs child.  They have a learned to 
differentiate between pushing their child to reach 
his or her maximum potential and over-reaching 
for goals that are completely unrealistic. 
 

005 
003 
006 
008 
009 

The Delusionists Individuals with 
persistent false belief held 
in the face of strong 
contradictory evidence. 
 

Parents that either refuse to accept their child’s 
disability; are unable to acknowledge the severity 
of the disability; do not believe that their child 
needs special education services; underplay the 
breadth of services needed; and/or believe that 
their child will be cured even in the face of 
evidence to the contrary. 

002 
004 
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Table 11.  Contributors of Differences in Special Education Services 
   
Positive 
Characteristics 

 
     Respond 

Negative 
Characteristics  

 
     Respond 
 

 
Squeaky Wheels 3 Newly diagnosed 1

 
Networkers 1 Lack of Information 

Knowledge 
4
 
 

Parent Advocates 3 Parental Time 
Constraints 
 

4

Accepting of Child's 
Disability 

1 Two Working Parent 
Households 

2
 
 

Affluent School 
District 

2 Uncooperative/Less 
Than Honest School 
District 
 

2

Child Shows Steady 
Progress 
 

1 Lack of Energy 1

Living in More 
Affluent 
Neighborhood 

2 Not Well Connect 1
 
 
 

Parental Persistence 2 Limited formal 
Education of Parent 

1
 
 

Wealthy Parents 2 Living in 
Predominantly 
African-American 
Neighborhood 
 

1

Parents Threatening to 
Sue School District 
 

1   

Parents Who Raise 
Money for School 
 

1   

Parental Compliance 1
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Table 12.  Major Contributors of Differences in Special Education Services 
   

Major Contributor  Participant 
     Respond 

Individual Contributors 
( Table 11) 

 
 
Parental Persistence 8 

 
Squeaky Wheels Parental 
Persistence Parent Advocates 
 

Time Availability 7 Parental Time Constraints Two 
Working Parent Households Lack of 
Energy 
 

Connectedness Access to Information 7 Networkers 
Newly Diagnosed 
Lack of Information 
Not Well Connected 
 

High SES 6 Affluent School district 
Living in More Affluent 
Neighborhood 
Wealthy Parents 
 

Parents Connected to School 2 Parents Who Raise Money for 
School 
Parents Who are Heavily Involved 
in School 
 

Uncooperative/Less Than Honest School 
District (Negative) 

2 Uncooperative/Less Than Honest 
School District 
 

Limited Formal Education of Parent 
(Negative) 
 

1 Limited Formal Education of Parent 

Child Shows Steady Progress (Positive) 1 Child Shows Steady Progress 
 
 

Neighborhood Make-Up:  Predominately 
African-American (Negative) 
 

1 Neighborhood Make-up:  
Predominately African-American 

Parents Threatening to Sue School District 
 

1 Parents Threatening to Sue School 
District 
 

Parent Compliance 1 Parent Compliance 
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As different as the participants may seem and as unique as each of their special 

children undoubtedly are, there are goals more grand yet fundamental than the acquisition 

of social capital that were uncovered during this study that they collectively share. The 

findings from this study are significant not just because of the research questions it 

answered or implications for advocacy, support groups and education policy it 

illuminated.  It is significant because of two major themes that emerged.  Regardless of 

the special needs student’s disability label, deficits, limitations, demographic 

characteristics, age, schooling situation, or parent education level, in this study they are 

all homogeneous in one important way – each child has a parent with two major long 

term goals for them: (1) to make sure that whatever their child’s future holds, they are 

happy; and (2) to make sure that their special needs child will be able to survive once 

they are gone. The conversations with the parents during the interviews made it clear that 

sentiments like “I just want him to finally be at a place where he feels comfortable with 

himself;” (007) and  “If he’s happy, I’m happy” (003) were shared by all. One mother 

was happy to take on all of the burden of fighting for her son’s right to receive high 

quality educational programming because “He really just needs to focus on being a 

happy, well adjusted kid” (002). Another parent whose mindset I would characterize as 

dissimilar to parent 002, had almost exactly the same thoughts when she said “I wish for 

him an anxiety free life”(004).  Presenting her concern for her child’s long term 

happiness in a slightly different way, parent 009 questioned “How do you know if your 

child will be happy at home or living independently if they can’t tell you?” 
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Planning for life after parents weighed heavily on all of the interviewees head too. 

One mother of two disabled children was very anxious as her children were now adult 

age (18) about their futures independent of mom and dad.  “Ralph will probably be ok 

because he doesn’t know any better; however, Tess’ happiness will always weigh on my 

heart.” (008); One of my other participants, who I question whether she has come out of 

the denial stage yet, stated that “He won’t be able to survive as an adult alone without me 

if he doesn’t get it together now” (004).  Identifying someone who has both the capability 

and desire to take on the tremendous responsibility of raising a special needs person is an 

extremely difficult proposition.  One parent could think of no other family member or 

friend willing to do this for her son. “Unfortunately, Tess will have to take care of her 

brother when we’re gone. I know she’s disabled too and it’s not fair, but that’s the only 

alternative” (008).  Two of the older participants really worried over this issue. We’re an 

older couple, who will be willing and able to take on such a huge responsibility?” (005); 

“Everyone’s older than us, it worries me that he will not learn enough to take care of 

himself all by himself. We just have to depend on God to look out for him” (007).  And 

sadly, two participants expressed even heavier concerns because of their single 

parenthood status. “I am really concerned about getting a special needs trust in order for 

Joe ASAP. I mean who will take care of him where I’m gone?  He’s an only child with a 

father who’s incapable of dealing with him, which is why we divorced in the first place” 

(006). “With their relationship (Jacob and Paul) so volatile, I don’t know what will 

become of them when I’m no longer here” (001). 
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What this all means is there is a larger, more fundamental issue that drives parents 

of special needs parents to act/react a certain way and that is concern for the short and 

long term welfare of their children. As not only the investigator in this study but the 

parent of a special needs child, I had the unique opportunity to examine this study from 

both a professional and personal perspective. While it may be hard to identify with some 

of the methodologies and approaches parents are using to support their children during 

their education, A number of sentiments expressed by the interviewees resonate with me.   

It, however, has never been my role to play judge and jury though, so to that end, I deeply 

respect each parent for their bravery and willingness to do the best they can to get 

appropriate educational programming for their child. 
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CHAPTER 5  

CONCLUSIONS/RECOMMENDATIONS 

Introduction 

Chapter 5 summarizes the study findings; and outlines implications that are drawn 

from the data and their relationship to advocacy, support groups, and education policy.  It 

also discusses the social capital theoretical connections and study lessons learned.  

Finally this chapter will discuss future steps and the potential for continued research. 

This research study began with a discussion about the purpose of the study which, 

in the broadest of sense, was to examine the perceptions of equity of quality in special 

education.  I also outlined the specific research questions that would be the vehicle 

through which I would explore various relationships outlined in purpose.  They include:  

1. What are parent perceptions about the connection between race, 

socioeconomic status, and parental education level and parent satisfaction 

with special education services received by special needs children?  

2.  How do parents perceive their overall satisfaction with their child’s 

special education programming and the ultimate/long-term prognosis of their 

special needs child?   

3. How do parents perceive their overall satisfaction with their child’s special 

education programming and the ultimate/long-term prognosis of their special 

needs child?   



133 
 

4.   Does the grief stage (Denial, Anger, Bargaining, Depression, or Acceptance) 

of parents of children with disability diagnoses play a role in their perceived 

satisfaction with special education services?  

Summary of Study Findings 

As mentioned earlier, the study results map back to the original research 

questions.  The actual questionnaire used as the testing instrument for the interviewees 

contained questions that were relevant to one or more of the research questions, provided 

demographic information or were designed to tease out data that could potentially relate 

to assessing their progression through Kubler-Ross’ Five Grief Stages.  Following is an 

analysis of the data as it relates to each of the research questions. 

(1)  Parent perceptions about the connection between race, SES, and parental education 

level and parent satisfaction level the results of this research question were the least 

expected.   

 While the 6 participants contending that an individual’s socioeconomic status 

plays a role in their satisfaction with their child’s services is in line with other research 

results, I expected that the influence of parental education level to be seen as more 

prominent than 1 of the respondents as recorded in this study.  “Sometimes the education, 

or lack thereof of the mom comes back to bite you in the butt.  Your kids do not get the 

same respect and opportunities because the parent can’t comprehend all of the volumes of 

legalese relating to special education.  The districts play off of this with intimidation and 

bullying” (002).  Likewise, perceptions regarding the connection between a person’s race 

and parent satisfaction would be expected to fall in line with the volumes of studies 
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conducted on the overrepresentation of minorities in special education.  However, within 

this group, only 1 person thought that race played a role in parent satisfaction levels in 

special education services.  “Black people who live in predominantly black 

neighborhoods get cheated out of a lot of things that white people are able to have.  

Education privileges is just another example of this” (007). 

(2)  Overall Satisfaction with Special Education 

 Although each participant had varying responses to their satisfaction with the 

individual components of their child’s special education programming, when questioned 

about their overall satisfaction with their child’s special education program and the 

ultimate/long term prognosis, a surprising 6 of the students had parents who were, in 

general, satisfied with the special education services.  “Overall, I am happy with where 

Ralph is right now.  I guess I must be since I chose to re-enroll him there after we 

returned from Florida.  At the end of the day, he’s happy going there and that’s what 

really matters.  So if I have to  continue to keep a tight rein on the administration who I 

don’t trust as far as I can throw them for the sake of good programming, then so be it” 

(008).  Students were used as the unit of measure in this instance, because some parents 

with multiple disabled children expressed overall satisfaction with one child but not the 

other. 

(3)  Necessity of ease of access to, thoroughness of, and accuracy of information 

regarding rights & availability of special education to their satisfaction levels  

 Of all the areas of interest, and the unsolicited responses given, access to 

information tied for the second highest major contributor of differences in special 



135 
 
education services listed by the participants.  “I really resented not being able to go to 

support group meetings, workshops and other events with other parents because of Joe. 

They are my primary sources of connection to what’s new in the autism world.  Part of 

me was mad at him, part mad at the people in the field.  After all, they were supposedly 

trained to work with kids like him.  Why won’t they take a couple of hours to watch him 

so I can get a break?” (006).  This included variables such as networking, the 

disadvantage of being newly diagnosed, how handicapped a person is when they lack 

critical information, and/or when they are not well connected within the special education 

community.  “One of the most important connections I have is my participation in 

MOHM.  We have a unique bond with one another because only we can understand what 

it’s like to be the parent of more than one child who is handicap.  We keep each other 

from falling apart regularly”(008). Of all the study participants, an impressive 7 found 

information to be a key variable in the acquisition of a desirable special education 

program.  “I didn’t get any respect from the school district until I sought the assistance of 

an advocate through the Education Law Center.  Then they stood up and paid attention” 

(005). 

(4)  Does the current grief stage play a role in the parent’s perceived satisfaction level? 

 This research question was the most subjective of the four in terms of data 

analysis.  Participants were assessed both by demeanor and answers to questions 

throughout the interview to determine their overall state of being in relation to the five 

stages of grief (i.e. Denial, Anger, Bargaining, Depression and Acceptance).  The very 

last interview question involves reading five statements and having the participant select 
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which one best fits their current mind set.  Each statement relates to one of the Kubler-

Ross Five Stages of Grief.  I also placed the participant on the cycle where I see them 

best fitting.  In most instances, the participant’s answer and my assessment match.  In a 

minority of the cases (three), they did not.  When the two did not concur, I used my 

selection for data analysis purposes.  After each participant was assigned a grief stage, it 

was compared to their responses to their overall satisfaction levels with their child’s 

special education services.  Note: the question did not specifically dictate the time period 

under consideration for satisfaction.  Because the data from these interviews in my study 

did not provide clear linkages between Kubler-Ross Grief Stages and perceived parental 

satisfaction levels, it was not possible to conclude that there exist relationships between 

the stage of the Kubler-Ross cycle a special needs parent is currently in and his/her 

satisfaction with the special education services their son or daughter receives.  

As noted in Chapter 4, all participants indicated a belief in differences in special 

education services for different individuals.  Table 12 in Chapter 4 displays a compilation 

of what they believed to be the major contributing factors /cause of these differences.  

While the complete list of results can be found in Table 11 and Table 12, there are some 

results deserving special highlight.  Of the eleven major contributors, four were 

considered significant by a majority of the participants.  Specifically, and overwhelming 

8 of the 9 respondents thought Parental Persistence to be a major contributor to 

differences in public education.  Tied for a close second were the Time Availability of the 

parents and the Connectedness/Access to Information maintained by the parents with a 7 
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out of 9 response rate.  Third was the importance of belonging to a high SES according to 

6 of the participants.   

 The study captured data on the participants’ children’s grade at diagnosis and 

current grade (see Table 9).  Although there were no significant relationships between the 

two characteristics, it is interesting to note that an overwhelming majority of the children 

were diagnosed before the completion of preschool. 

 The distribution of participants across SES classes was not like a traditional bell 

curve.  There were 4 participants belonging to each the middle and upper classes, while 

only 1 of the participants belonged to the upper middle class and none the lower class.  

The racial mix was heavily Caucasian at 6 of the respondents.  African-Americans were 

represented by 2 respondents while Hispanics captured the remaining 1 participant. 

 The combination of household education levels follows a similar pattern to that of 

the SES classes.  If both groups were to be plotted on the same graph a wave pattern 

moving in the same direction is seen in both.  While this was not a study objective of this 

research project, examination of the connections may have future research potential. 

 Four of the possible six counties were represented in the study with approximately 

half of the participants residing in Montgomery County.  There were 3 of the participants 

with one child and 6 with two children.  Of those participants with two children, half had 

disabilities in both children. 

 In terms of employment, 4 of the households still managed to have both parents 

working, and in 2 of the homes just mom worked (all single parents).  The remaining 3 of 
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the mothers stayed home full time.  The fascinating fact about the last group is that 100% 

of the stay at home mothers are nurses by profession. 

Implications 

The results of this study have implications for advocacy/parent education, 

professional support group/facilitator training, and education policy.  

Advocacy 

Advocates are used by parents who need someone with expertise to represent 

them during IEP (Individual Education Plan) meetings with the districts, attorneys or 

other parties who have a say in determining services for their child.  According to 

Wrightslaw, advocates working in the field of special education overall mission is to 

improve the quality of life for both the special needs child and his/her family members 

(Wright, 2009).  A majority of advocates in the field of special needs education are 

themselves parents of disabled children who have combined their life experiences with 

formal training.  In fact, “when parents wish to exercise their rights under special 

education law, they may turn to advocates to assist them, prior to, instead of, or along 

with seeking attorney services” (COPAA, 2007).  The advocate also provides the parent 

with information on the rights their child is afforded under the various laws and 

regulations governing the education and treatment of the disabled in general and special 

needs students in particular.  From the results of this study, we learned that a large 

majority of the participants believe that access to information is key to determining the 

composition of the special education program received by their child.  Knowing this, the 
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role of the advocate can become much more critical to both newly diagnosed parents and 

parents who are not well connected.   

Spearheaded by a group such as the Education Law Center in Philadelphia and 

funded through a grant from an organization such as the Centers for Disease Control, The 

Council of Parent Attorneys and Advocates, or Autism Speaks, a resource packet to build 

awareness about special education advocacy for distribution to at risk populations could 

be produced.  In fact, Sue Whitney, Research Editor for Wrightslaw, states that one of the 

insurances of individual successes in the special education arena is the empowerment of 

others through the provision of quality information (Whitney, 2009).  Working with 

pediatricians, developmental pediatricians, neurologists, hospital social workers, 

neighborhood clinics, and Department of Public Welfare offices, distribution and 

placement of the resource packet on special education advocacy resources could take 

place at their locations.  A mailing, also funded through the grant, could occur to 

Supervisors of Special Education within the school districts in the six area counties, 

college/university disabilities resource centers, and disability specific support groups and 

agencies. 

Additionally, formal training can be offered by the Pennsylvania Training and 

Technical Assistance Network (PaTTAN) and provided by the Council of Parent 

Attorneys and Advocates for current and potential parent advocates.  With the increased 

circulation of information on advocacy and its importance to insuring quality special 

education, the anticipated need for trained advocates may be greater than the existing 

supply. 
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Support Groups 

Seeking out and attending support groups is often one of the first things the parent 

of a newly diagnosed disabled child does.  Studies have shown that mothers of children 

with disabilities’ stress levels are tremendously higher on average than mothers without 

disabled children.  One of the more effective methods for reducing stress levels (coping 

strategies) for these parents is the attendance at support group meetings(Leesenberry and 

Rehfeldt, 2004).  This is confirmed in the study with the majority of participants stating 

that they attended a support group meeting at some point, although very few continued 

going.  A person who chooses to attend a support group is typically searching for answers 

to their many questions, looking for resources related to the disability, and/or desiring 

emotional support.   

Some of the support groups for parents of special needs children are run by 

professional facilitators and some by parents who have a child with the same disability.  

Some support groups have formal agendas for each session with topics and guest 

speakers arranged; others are more free form and just provide a forum through which the 

participants can share their thoughts and feelings; while a third type is a hybrid of the first 

two where some of the sessions have a specific topic and other sessions are open 

discussion.  Regardless of which form the support group takes, the facilitator should have 

some sort of training on how to run an effective group.  As evidenced by the comments 

made by the participants during the study, of those that attended support group meetings, 

only the parent who started her only group continued to attend the meetings (Field Notes, 

11/18/08).  “I didn’t like going to support groups because all the other mothers did was 
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discuss things that their higher functioning kids could do.  It was like a competition.  

They are insensitive to talk about things they know my son will never do.”  (002) Some 

of the reasons for lack of attendance were: no child care available; not stimulating; other 

parents kept telling her how lucky she was that her child has certain capabilities; no 

exchange of resources; and not set up as a forum to express emotions.  From these varied 

responses one sees that surveying the potential market to identify what they are looking 

for in a support group before one is formed.  Therefore, if a particular agency is prepared 

to begin a support group, training for the potential facilitator and a quick survey to 

potential attendees to assess their interest, preferred format, and needs should occur first. 

Education Policy 

 The implications of information from the study for education policy relate to the 

both the implementation of special education law and the oversight of the implementation 

of special education law.  Much praise has come from the passage and reauthorization of 

the Individuals with Disabilities Education Act (IDEA).  Special needs children would 

finally have a level playing field upon which to be educated.  Unfortunately, the way the 

structure is set in the PA Department of Education, much of the responsibility for 

implementing the elements of this law is delegated to the individual school districts.  

Furthermore, the state has extremely poor to non-existent oversight of the school districts 

and Approved Private Schools so they are not really capable of knowing whether they are 

in compliance or not (NY State Office of the Comptroller, 2002).  Thus the differences in 

special education services.  Twenty-one contributors to the differences in special 
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education services identified by the study participants, 100% of which asserted that there 

indeed were differences. 

 Changes to education policy should include a provision for local oversight or 

“watchdogging” of the process of special education service provision from the 

identification of the special needs child’s need for special education through the delivery 

of the actual services.  This oversight must be provided by a party that has no ties to the 

districts, schools or budgetary interests from the state Department of Education of a 

private organization.  Tougher sanctions should be developed for districts and private 

schools who fail to provide appropriate services to a disabled child or are found guilty of 

providing inequitable services across their special education population without cause or 

prior permission.  Parent surveys issued directly from the state Department of Education 

should be distributed annually and the district and private school’s scorecard should be 

partially based on that, not just the test scores of its students. 

Limitations 

 There are a few limitations associated with this study identified during the course 

of the conduction and data analysis phases of this study.  Initially, the IEPs of the special 

needs children of the parent participants were intended to be primary data sources.  

However, due to the unanticipated reluctance of the majority of the parents to share this 

information, the value of these documents to the overall study lessened.  Therefore, I 

used them as a secondary data source instead.   

While the small sample size afforded me the opportunity to collect rich, in depth, 

comprehensive data on each participant, the ability to make claims of generalizability of 
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the results of the study are not possible.  The results obtained from this study, while of 

great value, apply to this group, in this location, at this point in time.  Additionally, the 

small sample size made the use of percentages to describe the quantitative data 

inappropriate. 

 The participants for the interviews were all female.  Although as the research 

confirms mothers are by and large the parent who is most involved in the students 

education (Hoover-Dempsey and Sandler, 1997), for the purposes of this study, it would 

have been useful to have some of the subjects be fathers of special needs students. 

 The support group selected for the study did not produce as much data as 

originally anticipated.  Had a support group been selected based on a more defined set of 

criteria (specific agenda, group composition, type of leader) the data collected while 

assuming the observer participant role would have been of greater value. 

Study Lessons Learned 

The components of the study that were utilized to collect data from and ultimately 

lead to the conclusions drawn were in depth interviews with participants and extensive 

field notes gathered while serving as an observer participant in a randomly selected 

support group for parents of children with autism.  Additionally, documents such as 

select IEPS, autism handouts and pamphlets distributed at the support group meeting 

were used as data sources. 

The recruiting and selection process of participants for the study was much more 

time consuming and arduous than originally anticipated.  While some individuals were 

eager to share their experiences, surprisingly there were many others who were very 
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hesitant to do so.  Since only three of the nine participants felt comfortable sharing their 

child’s IEP with me, I decided not to use this document as a source of data for 

consistency purposes.  

The time commitment was also an issue.  Each interview took between two to 

four hours on average to complete, and as parents of special needs children, that level of 

time allotment was impractical.  Additionally, there were a fair number of individuals 

who initially committed to being participants, but, changed their minds for one reason or 

another.  Likewise, resources that agreed to help with providing subjects for the study 

failed to follow through with their pledge. 

However, those participants that did stay with it to the end and saw the interview 

through to fruition provided some extraordinarily powerful information.  Each one was 

extremely candid about their experiences, both good and bad.  The interviews were quite 

extensive, oftentimes extending beyond the confines of special education.  Reliving their 

child(ren)’s history provided insight to the totality of impact choices in educational 

programming; denial of services; and the appropriation of inadequate services has on the 

family long term. Since having a disabled child does not exist in isolation, neither can its 

impact or connections.  

Future Steps/Potential for Continued Research 

  With over 12% of the current school age students in the United States 

participating in some form of special education and that number expected to rise over the 

next decade, insuring that they are all adequately and equitably served is an 

overwhelming, but necessary task.  In a broad sense, it is my hope that the results from 
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this study will be the catalyst for future research that will definitively determine if there 

are differences in service provision based on certain “at risk” characteristics; and will 

help set policies and put structures in place that make access to high quality special 

education more equitable.  Not only is this future research warranted to definitively tease 

out the differences based on family characteristics as an issue of fairness, but, because 

more and more studies are identifying the urgency of early access to appropriate special 

education/intervention services as the single most important “influencer” on the child’s 

long term prognosis (Roberts, Wild and Ibanga, 2009). 

The connection between Kubler-Ross’ Five Stages of Grief and a parent’s coping 

with having a disabled child is one that has many layers that can be examined.  This study 

looked asked the question does the parent’s current grief stage play a role in the parent’s 

perceived satisfaction level of their child’s special education services.  While the number 

of participants was small, the way in which it was determined whether a parent’s stage 

plays a role in his or her satisfaction level with their child’s special education services 

was a logical, yet very subjective method.  Future research on this potential connection is 

warranted to both develop a more objective instrument and to tighten the reliability of the 

responses. 

An additional opportunity for future research is in the area of advocacy.  A pre 

and post study on the number of individuals seeking advocacy assistance before versus 

after the awareness campaign can be conducted.  Second, a pre and post quantitative 

study can be conducted on the number of individuals winning their respective due 

process suits before versus after the awareness campaign.  Finally, a knowledge 
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assessment study can be organized to assess how more informed the targeted public is 

about information relating to special education.  This is an effective method to measure 

how effective the efforts to inform the target group are.  An example of this is a 

community campaign conducted in 2002 to increase the amount of walking done by 

sedentary older West Virginians was configured as a pre and post assessment.  Participant 

walking activity was measured, a multi-layered awareness campaign about both the 

benefits of walking on ones health and exactly how to execute a walking program (Reger, 

et al, 2002).  Similar to the West Virginia study, a baseline would be taken before the 

campaign and another “test” after the campaign. 

Postscript 

This research study was one of great educational, professional, and personal 

interest for me.  The inspiration for this topic selection came as I continually explored the 

alternatives for special education in the surrounding areas.  As the parent of a special 

needs son, I find it one of my many duties to keep abreast of what is going on in the 

special education world even though I was not looking for an alternative placement for 

him at the time.  What began to become anecdotally obvious were differences in the both 

the demographic makeup of the different programs and the types of services children 

were receiving.  For example, the better the reputation of the school, in general, the lower 

the percentage of minorities and the more high-end cars you will find in the parking lots.  

To a lesser extent, the parents who had persistent personalities or appeared well educated 

also seemed to get the right programming for their children.  As this scene became more 

and more prevalent in my travels and I grew closer to selecting a dissertation topic, I 
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decided there could be no better choice than to examine some aspect of the equity, or lack 

thereof, quality services in special education.  The passage of IDEA was supposed to be 

the “lifeboat” for all special needs students; the playing field leveler; the substitute 

advocate for those previously unable to or unaware of the need to fight for appropriate 

services for their child.  IDEA on paper is supposed to guaranteed every disabled school-

aged child FAPE in LRE (U.S. Department of Education, 2008). 

Personally, as a parent who is well informed about special education law and has 

had to do battle with the school district to force the offering of appropriate services for 

my son, I was not completely surprised by the different responses given by my 

participants to the various questions asked surrounding special education.  As I moved 

from parent to parent I found that there was a piece of each and every one of them that I 

could relate to and an experience that each and every one of them had gone through that I 

myself had encountered.  Regardless of their SES, race, and/or parental education level at 

some point from the beginning of their exposure to the special education system until 

now, each participant has experienced some degree of frustration or antagonism with 

someone involved in or part of the process. 

As an educator, and supporter of the provision of appropriate, high quality 

educational programming for all special needs children, I am disappointed to see the 

inexcusable disconnect between the laws, regulations, and statues specifically in 

existence to protect the educational rights of the most vulnerable members of our 

population and what is actually occurring in practice. 
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Ironically, in the middle of data collection for this study, I became engaged in the 

education fight of my autistic son’s life.  You see, in my number one role as his mother, 

steadfast advocate, and unwavering spokesperson, I knew it was time to get out the battle 

gear once again.  Little did I know that this time it would be one squad against a whole 

army.  Another disconnect between special education law (PA Regulation Chapter 14 

section 171.18) and the actual implementation, oversight, and punishment for non-

compliance bestowed on school districts and Approved Private Schools. 

Sadly, as some of the participants eluded to during the interviews, the support that 

is supposed to be provided for “kids like theirs and mine”, is just too often than not 

another misnomer promised in case law and promoted on paper.  Those of us working 

toward our doctorates in some construct of education and studying education case law 

come away believing that the process from passage through implementation is very 

analytical, methodical, and without potential for human corruption.  However, if you 

happen to be like me and have the benefit or misfortune of having both the scholastic 

background and the real world exposure you see that, in a number of instances, case law 

isn’t worth much more than the paper it is written on unless it is followed up with 

competent, and consistent oversight and follow through.  The number of open due 

process cases filed by parents of special needs students against their respective school 

districts in Pennsylvania since June 2008 is eighteen (PaTTAN, 2008).  That does not 

include all of the due process cases that have been filed but have not reached the actual 

court hearing date. 
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Frustratingly, there seems to be missing in our special education laws, appropriate 

sanctions for entities, contracted to educate the most vulnerable of our children, who 

violate special education law.  Because the districts are ultimately responsible for the 

education of their students, sanctions for violations of a special needs student’s right to a 

free and appropriate public education ultimately rests on their shoulders, regardless of the 

circumstance. 

At the end of the day, I hope awareness fills the holes in our state’s special 

education system so that the children of families like those that participated in this study 

who may be potentially at risk of remaining unprotected are able to arm themselves with 

the most effective weapon - information.  Despite all of the laws designed to make sure 

that the pre-60s treatment of the disabled never occurs again, the empowerment of those 

directly responsible for special needs children through the development of individual 

social capital is one important vehicle by which this will not be repeated.  
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Study Time Line 
 

Activity Date 
Develop protocol – submit to IRB Summer 2008 

Send intro letter & questionnaire to parents Summer 2008 

Select interviewees Summer 2008-Winter 2009 

Conduct interviews w/ parents  Summer 2008-Winter 2009 

Conduct interviews w/ administrators Summer/Fall 2008 

Document review Summer 2008-Winter 2009 

Attend support group meeting Fall 2008 

Interview transcription/field note 
transcription 

Fall 2008–Winter 2009 

Analyze data Fall 2008-Spring 2009 

Follow-up activities Winter 2009-Spring 2009 

Complete Study Winter 2009-Spring 2009 

 
 
 
 



156 
 

 
 

 
 

Interview Protocol 
Study: Equity of Quality in Special Education Programming: A Qualitative Study on the 
Perceptions of Special Needs Parents in the Philadelphia and Surrounding Counties Area 
Investigator: Eileen H. Council (contact: 215-204-7598) 
Affiliation: Temple University, College of Education, Department of Educational 
Leadership & Policy Studies 
Primary Investigator/Advisor: Dr. James Davis (contact: 215-204-6167) 
 
Purpose of Study:  The purpose of this study is to examine the satisfaction levels families 
of developmentally disabled students have regarding the level of services received; type 
of services offered; quality of services received; immediacy of initiation of services; and 
ultimate outcome/long term prognosis for their special needs children.  This study will 
determine if there is a correlation between the family’s race; socioeconomic class; 
education level; location on Kubler-Ross’ Five Stages of Grief; and ability to access 
information regarding the rights/availability of educational services and their satisfaction 
levels.  
 

Protocol – Interview Process  
 

1. Design Research Study 
 

2. Obtain Research Study approval  
 

3. Identify pool of potential study subjects (parents of special needs student) 
 

4. Select interviewees 
 

5. Send out preliminary letters/communications 
 

6. Select location, date and time for interview 
 

7. Conduct interview 
a. Introduction 

i. Temple University doctoral student 
b. Purpose/General information  

i. Subject overview 
ii. Study purpose – complete disclosure 
iii. Interviewee rights 
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iv. Compensation 
v. Disruptions 
vi. Subject discomforts/risks 

c. Confidentiality protection 
i.   Pseudo-names 
ii.  Locked materials 
iii. Limited access to identifying information  
iv. Use of information for research study purposes only 
v.  Method and timing of information disposal 

d. Permissions/Consent 
i.  To interview 
ii. To record interview 

e. Interview questions 
f. Answer clarification 
f. Thank you 
g. Feedback 
 

8. Synthesize field notes 
 

9. Transcribe tape of interview 
 

10. Member check 
 

11. Prepare interview summary and critique 
 

12. Ongoing data analysis 
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(Survey Participant Introduction Letter) 
 
 
Study: Equity of Quality in Special Education Programming: A Qualitative Study on the 
Perceptions of Special Needs Parents in the Philadelphia Five County Area 
Investigator: Eileen Harmon Council (contact: 215-204-7598) 
Affiliation: Temple University, College of Education, Department of Educational 
Leadership & Policy Studies 
Primary Investigator/Advisor: Dr. James Davis (contact: 215-204-6167) 
 
July 20, 2008 
 
 
 
 
Dear Family Member: 
 
I want to take this opportunity to introduce myself.    In addition to being the parent of a 
sixteen year old son with Autism and the mother of a 13 year old former Sibshop 
participant, I am currently a graduate student at Temple University working toward a 
Doctorate in Education Administration.  In fulfillment of one of the final requirements for 
my degree, I am conducting a research study in which I examine the satisfaction levels 
families of developmentally disabled students have regarding the level of special 
education services received; type of services offered; quality of services received; 
immediacy of initiation of services; and ultimate outcome/long term prognosis for their 
special needs children.  Additionally, my study will determine if there are common 
characteristics among parents of special needs children that contribute to how they assess 
their overall satisfaction levels with their son or daughter’s progression.  
 
 
 

Introduction Letter/ Page 1  of 2 
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Because you have a wide range of experiences with both raising and educating a child 
with developmental disabilities, and display a real commitment to supporting programs  
and services for those with special needs, I could not think of a more ideal group of  
parents from which to recruit for participation in my research. First hand input from 
parents such as you is vital to the completion of this study and will serve as the primary  
source of data from which I will develop my research conclusions, analyses, and 
recommendations.   
 
Parents who agree to participate in this study will be interviewed one on one by me.  The 
interview should take approximately 45 minutes of your valuable time and can be 
conducted at a time and place that is convenient for you.  You will be asked questions 
about your child’s diagnosis; the experiences you’ve encountered relating to the 
education of your son or daughter; your personal journey dealing with parenting a child 
with special needs; and the goals you have set for your child long term.  Participation in 
the study is, of course, completely voluntary. All information will be used anonymously 
and held in the strictest of confidence.  You are free to discontinue your participation in 
the study at any time without repercussion or prejudice. There will also be a separate, 
optional focus group sometime during the middle part of August that you will be invited 
to attend and participate.  During this session, parents will have the opportunity to discuss 
different aspects of special education programming in a structured, but, non-threatening 
format.   
 
A link to the study results will be provided when the research is completed for those 
wishing to view the findings. 
 
If you are interested in providing valuable information to this field of work by 
participating in my study, please email me at:  ecouncil@temple.edu .  The deadline for 
study enrollment is August 1, 2008.  If you have any questions, please feel free to email 
me or contact me at (215)204-7598. 
 
Thank you in advance for your consideration in participating in this important study. 
 
Sincerely, 
 
 
Eileen Council 
 
 
 
 
 

Introduction Letter/ Page 2 of 2 
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Study: Equity of Quality in Special Education Programming: A Qualitative Study on the 
Perceptions of Special Needs Parents in the Philadelphia and Surrounding Counties Area 
Investigator: Eileen Harmon Council (contact: 215-204-7598) 
Affiliation: Temple University, College of Education, Department of Educational 
Leadership & Policy Studies 
Primary Investigator/Advisor: Dr. James Davis (contact: 215-204-6167) 
 

Survey Volunteer Intake Form 
(for interviewer use only) 

NAME NO. OF 
CHILDREN 

EMAIL ADDRESS DISABILITY 
PHONE NUMBER CELL NUMBER FAX NUMBER 
ADDRESS 
COUNTY OF RESIDENCE COUNTY OF SCHOOL 

ATTENDANCE 
HOW CONTACTED (phone, internet, etc...) DATE 

CONTACTED 
REFERRAL SOURCE (contact name) REFERRAL 

AGENCY 
INFO PROVIDED 

FOLLOW UP NEEDED: 
SCREENING: PHONE EMAIL 

CORRESPONDENCE 
SCREEN 
QUESTIONNAIRE  

OTHER 

INTERVIEW AVAILABILITY: 
INTERVIEW SCHEDULED: 
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(Screening Questionnaire Cover Letter) 

 
 
Study: Equity of Quality in Special Education Programming: A Qualitative Study on the 
Perceptions of Special Needs Parents in the Philadelphia and Surrounding Counties Area 
Investigator: Eileen Harmon Council (contact: 215-204-7598) 
Affiliation: Temple University, College of Education, Department of Educational 
Leadership & Policy Studies 
Primary Investigator/Advisor: Dr. James Davis (contact: 215-204-6167) 
 
Date _____________ 
 
Dear Family Member: 
 
Thank you for expressing an interest in contributing you time and for your willingness to 
participate in my special education study.  Your first hand experiences in the special 
education arena are an integral part of this research.  As you know, my study will 
examine the satisfaction levels families of developmentally disabled students have 
regarding the level of services received; type of services offered; quality of services 
received; immediacy of initiation of services; and ultimate outcome/long term prognosis 
for their special needs children.  Additionally, my study will determine if there are 
common characteristics among parents of special needs children that contribute to how 
they assess their overall satisfaction levels with their son or daughter’s progression.  In 
order to make the study valid, the participants must meet certain criteria (e.g. have a 
developmentally disabled school age child).  Therefore, I am requesting that anyone who 
expresses an interest in participating in the study fill out a brief questionnaire which 
should only take a couple of minutes to complete. 
 
All volunteers who fill out the questionnaire will be contacted in a timely fashion to let 
them know whether their characteristics fit the needs of this particular study.  If you have 
any questions, please feel free to email me: ecouncil@temple.edu  or contact me at (215) 
204-7598.  Thank you in advance for considering participating in my study. 
 
Sincerely, 
 
Eileen Council 
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Screening Questionnaire 
 
Study: Equity of Quality in Special Education Programming: A Qualitative Study on the 
Perceptions of Special Needs Parents in the Philadelphia and Surrounding Counties Area 
Investigator: Eileen Harmon Council (contact: 215-204-7598) 
Affiliation: Temple University, College of Education, Department of Educational 
Leadership & Policy Studies 
Primary Investigator/Advisor: Dr. James Davis (contact: 215-204-6167) 

 
 

Name: 
________________________________________________________________________ 
 
County of Residence: 
________________________________________________________________________ 
  
Email Address: _______________________________ Phone Number: ______________ 
 
 
Number of Children: ________ Number of Developmentally Disabled Children: _______ 
 
Please complete the following chart for your developmentally disabled child (ren) only: 
 

 Child 1 Child 2 Child 3 
Gender M F M F M F 
Age    
*School  
Attendance 

Public A
P
S 

Private Other Public A
P
S

Private Other Public A
P
S 

Private Other 

*School Attendance: Public – District school; APS – Approved Private School funded by 
District; Private – Private School not funded by District; Other – None of the other 
selections apply 
 

Thank You! 
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Consent Form 
 
Study: Equity of Quality in Special Education Programming: A Qualitative Study on the 
Perceptions of Special Needs Parents in the Philadelphia and Surrounding Counties Area 
Investigator: Eileen H. Council (contact: 215-204-7598) 
Affiliation: Temple University, College of Education, Department of Educational 
Leadership & Policy Studies 
Primary Investigator/Advisor: Dr. James Davis (contact: 215-204-6167) 

 
 

Dear Study Participant: 
 
I am currently conducting a study involving the interviewing of parents of special needs 
students. The purpose of this study is to examine the satisfaction levels families of 
developmentally disabled students have regarding the level of services received; type of 
services offered; quality of services received; immediacy of initiation of services; and 
ultimate outcome/long term prognosis for their special needs children.  Additionally, my 
study will determine if there are common characteristics among parents of special needs 
children that contribute to how they assess their overall satisfaction levels with their son 
or daughter’s progression. 
 
In order to obtain the necessary information for this subject, I am requesting your 
assistance.  By agreeing to participate in an approximately 45 minute interview, you will 
be asked questions about your child’s diagnosis; the experiences you’ve encountered 
relating to the education of your son or daughter; your personal journey dealing with 
parenting a child with special needs; and the goals you have set for your child long term. 
The interview will be scheduled at a date, time, and place that are convenient for you.                
The information you provide will be used anonymously.  Any documents containing 
identifying information will be held in the strictest of confidence and stored under lock 
and key in a secure file cabinet.  All materials containing information you provide for the 
purposes of this study will be maintained for three years.   
 
 
 

Consent Form/Page 1 of 2 
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There is virtually no potential risk associated with your participation in this study.  Your 
participation is completely voluntary and you may end you participation in the study at 
anytime for any reason without penalty or prejudice.  
 
If you have any questions regarding any aspect of this study, please feel free to contact 
me via telephone (215) 204-7598 or email: ecouncil@temple.edu or my study advisor Dr. 
James Davis via telephone (215) 204-6167 or email: jdavis21@temple.edu  at any time.  
Thank you in advance for your cooperation.  Your contribution to this project will 
provide invaluable data needed to help better understand targeted aspects of special 
education services. 
 
I __________________________, have read and understand the above consent form in  
 (print name) 
its entirety and voluntarily agree to participate in this study.  I further understand that no 
monetary compensation is associated with my participation in this study.  I assert that I 
am over the age of eighteen (18). 
 
“I understand that if I wish further information regarding my rights as a research subject, 
I may contact Richard Throm, Program Manager and Coordinator at Office of the Vice 
President for Research of Temple University by phoning (215) 707-8757.” 
 
_____________________________________________ __________________________ 
  (Participant Signature)    (Date) 
 
____________________________________________  ___________________________ 
                              (Investigator Signature)    (Date) 
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Permission to Audiotape 
 

Investigator's Name:  Eileen H. Council               
Primary Investigator: Dr. James Davis                                
Department:  College of Education/Educational Leadership and Policy Studies                                           
Project Title:  Equity of Quality in Special Education Programming: A Qualitative Study 
on the Perceptions of Special Needs Parents in the Philadelphia and Surrounding 
Counties Area                                               
                              
Subject:  ________________________________       Date:   _______________________             
Log #:                         
I give                                             permission to audiotape me.  This audiotape will be 
used only for the following purpose: 
       EDUCATION  
 
This audiotape may be shown to education professionals outside of                                        
for educational purposes.  At no time will my name be used. 
       RESEARCH 
 
This audiotape will be used as a part of a research project at Temple University.  I have 
already given written consent for my participation in this research project.  At no time 
will my name be used. 
Description:                                                    
                                
WHEN WILL I BE AUDIOTAPED? 
I agree to be audio taped during the time period:                  
From ______ to               . 
 
*HOW LONG WILL THE TAPES BE USED? 
I give my permission for these tapes to be used:             
From______ to               . 

 
 

Permission to Audiotape - Page 1 of 3  
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*The data collected for the purposes of this research study, including any and all 
audiotapes will be stored for three (3) years after completion of the study. 
 
WHAT IF I CHANGE MY MIND? 
I understand that I can withdraw my permission at any time.  Upon my request, the 
audiotape(s) will no longer be used.  This will not affect my care or relationship with 
Temple University in any way.          
             
OTHER 
I understand that I will not be paid for being audio taped or for the use of the audiotapes. 
 
FOR FURTHER INFORMATION 
If I want more information about the audiotape(s), or if I have questions or concerns at 
any time, I can contact: 
Investigator's Name:  Eileen H. Council   Primary Investigator/Advisor’s Name: Dr. 
James Davis 
                       
Department:  College of Education/Educational Leadership and Policy Studies                                           
                           
Institution:  Temple University                                                    
                                    
Street Address:  1301 Cecil B. Moore Avenue                                                 
                               
City: Philadelphia           State: Pennsylvania             
Zip Code: 19122              
Phone: 
Investigator : Office: 215-204-7598   Home: 610-209-3993                        
Primary Investigator: Office: (215) 204-6167 
 
This form will be placed in my records and a copy will be kept by the person(s) named 
above.  A copy will be given to me. 

 
 
 
 
 
 
 

\ 
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Please print 
 
Subject's Name:                                                   
 
Date:                         
 
Address:                                                          
                                                    
 
Phone:          
                    
Subject's Signature: 
__________________________________________________________                                             
(Or signature of parent or legally responsible person if subject is a minor or is 
incompetent to sign.) 
 
Relationship to Subject:                                          
 
Subject cannot sign because:                                      
                                                         
                                                                 
but consents orally to be audio taped under the conditions described above. 
 
_____________________________________                                                
                    
Witness Signature          Date 
 
 
_____________________________________ 
 
Witness Signature     Date 

 
 
 
 
 
 
 
 
 
 
 

Permission to Audiotape - Page 3 of 3 
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                            Interview Questions 

(for interviewer use only) 
 
Study: Equity of Quality in Special Education Programming: A Qualitative Study on the 
Perceptions of Special Needs Parents in the Philadelphia and Surrounding Counties Area 
Investigator: Eileen H. Council (contact: 215-204-7598) 
Affiliation: Temple University, College of Education, Department of Educational 
Leadership & Policy Studies 
Primary Investigator/Advisor: Dr. James Davis (contact: 215-204-6167) 
 
Diagnosis 
 

1. One method to insure confidentiality is to use alternative names in place of your 
real names. Would you prefer to select you own pseudo-names or have me assign 
names to you and your family members?  

 
 
 
 
 

2. How many children do you have? 
 
 
 
 

3. How many of them have special needs? 
 
 
 
 
 
 

4. How old is your special needs child? 
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5. What is your child’s diagnosis? 
 
 
 
 
 
 

6. At what age did s/he receive this diagnosis? 
 
 
 
 
 
 

7. Do you agree with the diagnosis?  Why or why not? 
 
 
 
 

8. Has his/her diagnosis changed since the original diagnosis?  Explain. 
 
 
 
 
 
 

9. Describe how you felt when you first learned your child is ____________. 
 
 
 
 
 
 

10. Describe how your feelings have changed from the time s/he was diagnosed until 
now. 

 
 
 
 
 
 

11. Describe the most frustrating thing(s) you have encountered since your child was 
diagnosed as _______________. 
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12. Tell me about some of the first things you did once you were told your child is 
_________. 

 
 
 
 
 
 

13. Tell me about those individuals or organizations that assisted you in 
understanding what it means to have a child who is ________________. 

 
 
 
 
 
 

14. Tell me about those individuals or organizations that assisted you in obtaining 
services for your child once you found out he is ______________. 

 
 
 
 
 

15. Tell me about your child’s strengths. 
 
 
 
 
 
 

16. Describe your child’s major limitations. 
 
 
 
 
 
 

17. How do you feel they (limitations) have impacted the quality of life for him/her?  
For the rest of the family? 
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Education 
 

18. Tell me, in chronological order, the different educational placements your child 
has had since his diagnosis. 

 
 
 
 
 
 

19. How long did s/he attend each program? 
 
 
 
 
 
 

20. What grade is your special needs child in? 
 
 
 
 

21. How you do feel about your child’s current placement? 
 
 
 
 
 

 
22. Does your child have a current IEP in place? When was it last updated? 

 
 
 
 
 
 

23. Describe how you feel about the school’s implementation of your child’s IEP. 
 
 
 
 
 

24. What type of school programming does your son/daughter currently have in 
place? 
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25. How do you feel about the special education services your child currently 
receives? 

 
 
 
 
 
 

26. Tell me about your experiences with obtaining services for your child. 
 
 
 
 
 
 

27. Describe any instance(s) in which you have had to fight to obtain appropriate 
services for your child.  

 
 
 

28. What school district do you belong to?  
 
 
 
 
 
 

29. How long have you been a part of this district? 
 
 
 
 
 
 

30. Describe your relationship with your school district.   
 
 
 
 
 
 

31. Do you feel they have helped or hindered your child’s progress?  Explain. 
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32. Tell me about your interactions with your child’s school.  Teachers. 
Administrators. 

 
 
 
 
 
 

33. Do you feel they have helped or hindered your child’s progress?  Explain 
 
 
 
 
 
 

34. What type of support services does your child currently receive PT, OT, Speech, 
TSS, Behavior support, psychological counseling, home health aide, etc…)? 
 
 
 
 

35. Where does your child receive these services (home, school, community)? 
 
 

 
36. How effectively do they meet his/her needs? 

 
 
 
 

37. Describe any service(s) you feel your child needs, but, is not receiving. 
 
 
 
 

38. Tell me about any other obstacles you feel are negatively impacting you child’s 
ability to progress/reach his maximum potential. 
 
 
 
 

39. Do you feel that there are certain individuals that receive better services for their 
children than others? Tell me why you think this occurs. 
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40. Do you think that there are certain individuals that seem to have an easier time 
getting what they want for their child than others? What do you believe is the 
reason for this? 

 
 
 
Goals 
 

41. Tell me about your short and long term goals for your child. 
 
 
 
 

42. Do you believe that your goals for your child and you child’s goals for 
him/herself are the same?  Why or why not? 

 
 
 
 
 

43. Do you feel s/he is on track to meet those goals?  Why or why not? 
 
 
 
 
 

44. How confident do you feel that his/her current placement and support services 
will help him reach those goals? 

 
 
 
 

45. Describe how your goals for your child have changed from the time of diagnosis 
to now. 
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Give description of each stage and ask interviewee:  “Which most accurately describes 
how you are feeling right now?” 
 
 
 
 
 
 
 
 
 

 
 
 
 

Kubler-Ross Stage of Grief Example of Special Needs Parental Response to 
Being Told Her Child is Autistic: 
 

Denial My child can’t possibly be _______.  He’s probably 
just a little withdrawn because he started a new 
school and needs time to get adjusted. 
 

Anger It’s just not fair.  I did everything my doctor told me 
to do while I was pregnant and my child is born with 
this dreadful disorder while Mary down the street 
smoked her whole pregnancy and her son is just fine! 
 

Depression I feel so sad for our family, but mostly for my son.  
His life will never be fulfilling and our family will 
never be truly happy ever again. 
 

Bargaining If only I had continued his 50 hours of weekly 
therapy for a few more years or tried that 
experimental treatment, he would have made more 
progress. 
 

Acceptance My son is such a special human being and we are 
blessed to have him as our child.  Even though my 
son will never be able to speak to me, he expresses 
his love in other ways. We will continue to do the 
best we can to help him reach his maximum 
potential.   I couldn’t imagine a world without him. 
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Notes: 
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