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Abstract of Dissertation

Closing the Opportunity Gap: Facilitators of and Barriers to Access and Opportunity
from the Culturally and Linguistically Diverse Parent Perspective

When we view the needs of our students through the lens of access and
opportunity for students of African American backgrounds then we can begin to move
forward towards a more comprehensive and collaborative approach (Jacobs, 2013;
Klingner, et al., 2005). Dr. Asa Hilliard (1991) states, “it is a question of whether
collectively, as educators and a society, we have the will and vision to educate all
children” (cited in Boutte, 2012, p. 517). While the current body of research provides a
plethora of information on supporting CLD children and families from the perspective of
educators, administrators, and institutions of higher education (Banks, Obiakor, &
Algozzine, 2013; Cannon & Luckner, 2016; Chu, 2013; Guardino & Cannon, 2016;
Hansuvadah, 2009; Harry, 2008; Olivos, Gallagher, & Aguilar, 2010) there is a
significant gap in the research literature as it pertains to the parents of children who are
Black and have a disability, and their perspective of disparities in access to resources and
opportunity. For the purposes of this study, CLD/E refers to children who are Black or
African American and have a disability as defined by IDEIA. There are two purposes for
this study. This study will explore the parent voice in discussing the issues of access and
experiences for children and families who are CLD/E. The second purpose of this study
IS to examine the manner in which systems are navigated from the CLD parent point of
view, specifically those of the African diaspora. Through examining parents’

experiences, this study will inform the body of research to support the needs of CLD
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students with disabilities transition throughout their academic careers. This study is
guided by the following questions:
e How do CLD parents of CLD/E children perceive their child’s disability?
e How do CLD parents perceive the supports and services available to assist
them in supporting the needs of their CLD/E?
e What do CLD parents perceive as the facilitators of and the barriers to access
and opportunity for services and resources?

When the information is examined more closely, one can see the trend of students with
disabilities not accessing high-level opportunities in the realms of employment,
education, independent living, and overall quality of life, and how this trend is
compounded when the numbers are examined through the lens of culture and language
(Bal, Sullivan, & Harper, 2014; Leake, Burgstahler, & 1zzo, 2011; National Research
Council, 2002; Povenmire-Kirk, Bethune, Alverson, & Kahn, 2015). Further, by
focusing on the population of students the research available is limited in scope as it does
not address ways in which all stakeholders can work together to improve outcomes,
specifically with the voice of parents. CLD students with exceptionality are therefore
limited in their ability to access the same or similar opportunities as their same aged peers

who are without disability and oftentimes White.
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Chapter 1: Introduction
Overview

Our national education system has a long and storied history of disparities based
on skin color, ethnicity, ability, and linguistic background (Welner & Carter, 2013). The
first disproportionate dispersal of Title 1 funds to schools in the 1960s undeniably
contributed to the opportunity gap faced by many students (Kantor & Lowe, 2013),
especially those from minority populations. In his January 8, 1964 State of the Union
Address, President Johnson stated that our biggest problem in the war on poverty was
“our failure to give fellow citizens a fair chance to develop their own capacities (Sparks,
2014); this statement is equally applicable and doubly true to the war on education
opportunity for culturally and linguistically diverse (CLD) students with and without
disability (CLD/E) (Artiles, Kozleski, Trent, Osher, & Ortiz, 2010; Blanchett, Klingner,
& Harry, 2009; Gatlin & Wilson, 2016; Klingner, et al., 2005; Sileo & Prater, 1998).

Students with disability have a storied history of being denied opportunities in
education, this is doubly so when we speak of children with disability who are CLD
(Blanchett, Klingner, & Harry, 2009; Gatlin & Wilson, 2016; Obiakor, 2004; Sullivan &
Thorius, 2010; Williams & Baber, 2007). With the first passing of the school
desegregation case in 1954, Brown v. Board of Education, and Brown Il in 1955,
followed by the Civil Rights Act of 1964, public perception on segregation and
discrimination began to shift (Bell, 2004). The shift in perception allowed disability
rights advocates to seize the opportunity and begin focused advocacy work in acquiring

rights for children with disability, and to gain educational rights for students with



disabilities (Turnbull & Turnbull, 2001), in turn moving towards closing the gap of
access and opportunity for children with disabilities.

The Education for All Handicapped Children Act (EHA), PL 94-142 was
designed to provide all children equitable education. Specifically, the law called for all
children to receive a free and appropriate public education (FAPE), individualized
education services for children with disability, and to be educated in the least restrictive
environment (Hargrove, Graham, Ward, Abernathy, Cunningham, & Vaughn, 1983;
National Association of State Directors of Special Education, 2007). Similar to Brown
(1954), which was integral in laying the ground work for the EHA, PL 94-142 was
grounded in the premise of the 5™ and 14" Amendments to the Constitution which
include clauses on “equal protection” and “due process” (Hargrove, Graham, Ward,
Abernathy, Cunningham & Vaughn, 1983; Minnow, 2004). As with Brown (1954), the
passing of PL 94-142, in 1975 also yielded unintended consequences (Blaschke, 1981).
For one, due to the design and administration of state education agencies (SEA), the
passing of PL 94-142 caused interagency discord resulting in less collaboration and loss
of services for children (Blaschke, 1981). Additionally, special education became a
mechanism to circumvent integration as evidenced by the number of black and brown
students placed in special education settings and the number of litigation cases brought
forth against various school districts due to students of color not receiving an equitable
education (Artiles, Kozleski, Trent, Osher, & Ortiz, 2010; Collins, 2013; Ferri & Connor,
2005; Hargrove, Graham, Ward, Abernathy, Cunningham & Vaughn, 1983; Klingner, et
al., 2005; Obiakor, 2004; Skiba, et al.,2008; Sullivan & Thorius, 2010). Further, scholars

in the field of multicultural education have shared research findings which suggest



students who are culturally and linguistically diverse are provided opportunities at a
disparate rate in comparison to their white peers (Harry & Klingner, 2006; Sullivan &
Thorius, 2010; Utley, Obiakor, & Bakken, 2011) which contributes to the opportunity
gap. This gap is compounded even more when we think about CLD students with
disability and their families (Obiakor, 2004; Sauer & Lalvani, 2017; Sullivan & Thorius,
2010) who have been disenfranchised historically through either dejure or defacto
segregation, and who continue to face disparity both due to ability and race (Green, 2012;
Hargrove, Graham, Ward, Abernathy, Cunningham & Vaughn, 1983; Irby, 2014).
Despite the number of unintended consequences brought on with the passage of
P.L. 94-142, one piece of language critical to the law since its inception is the expectation
of parent participation and parent professional collaboration (Education for All
Handicapped Children Act, 1975; IDEA, 1990; IDEIA, 2004). While there is no
argument surrounding the importance of parents in the social emotional development and
educational attainment of children in schools, there is concern with the level of distrust
and apprehension exhibited by parents of CLD students as it pertains to interaction with
educators and the overall school community (Brandon, 2007; Cowhey, 2010; Klingner et
al., 2005). Despite the protections put into place by laws such as the Individuals with
Disabilities Education Improvement Act (IDEIA) and the Family Educational Rights and
Privacy Act (FERPA), parents have shared feelings of being considered as secondary
contributors or outside supporters as it relates to the needs of their child with a disability
(Burke & Sandman, 2015) by professionals in both education settings (Burke &
Sandman, 2015) and non-education settings (Jansen, van der Putten, & Vlaskamp, 2016;

Sharkey, Schwartz, Ellen, & Lacoe, 2014). Many of the same guarantees originally



written into PL 94-142 for parents continue to remain in later iterations (i.e. prior written
notice, right to an independent evaluation, right to challenge school, right to appeal a
decision, free and appropriate education, least restrictive environment). The guarantees
under the Individuals with Disability Education Improvement Act (IDEIA) were put into
place to enhance the rights of parents and to provide them with opportunities to be more
active participants in the decision-making process for their child with a disability (Meade
& Paige, 2008).

Congress enacted rights for parents because historically they have been spectators
in the academic careers of their students (Yell, Shriner, & Katsiyanni, 2006). From
fighting to gain academic access for their child to including children with disabilities in
the general education setting with their non-disabled peers, parents have faced many
barriers to opportunity and access to education (Brandon & Brown, 2009; Cartledge,
Singh, & Gibson, 2008; Winterman & Rosas, 2014). Regardless of the age of the child,
parents of minority children with disabilities report barriers which include having full
knowledge of their child’s disability (Lalvani, 2015; Reilly, Murtagh, & Senior, 2016)
and how the disability impacts the academic and functional performance of the child in
the educational setting (Jung, 2011), proper implementation of the Individualized
Education Program (IEP) or Individualized Family Support Plan (IFSP) in the
educational environment (Grigal, Neubert, Moon, & Graham, 2003; Shogren & Plotner,
2012), support (Cote, Jones, Sparks, & Aldridge, 2012), communication issues
(Cheatham, 2010; Hansuvadha, 2009; Keen, 2007; Winterman & Rosas, 2014) and
culture (Al-Hassan & Gardner, 2002). This is even more significant as it relates to

children from minority groups (Blanchett, Klingner, & Harry, 2009; Obiakor, 2004;



Sullivan & Thorius, 2010), specifically African Americans (Gatlin & Wilson, 2016;
Mayes & Moore, 2016; Owens, Ford, Lisbon, & Owens, 2016). One question to be
asked is why, despite the provisions put into place under laws such as the IDEIA and the
FERPA to support parents in the facilitation and access of supports and services for their
children, and to provide them with a more inclusive role in the decision-making process,
the goal of full understanding and collaboration remains out of reach for many?
Researchers have identified major factors that impact parent involvement in the
education and support of their children who are CLD/E, specifically those in Black and
Brown communities (Brandon, 2009; Burke & Sandman, 2015) and urban settings.
These factors include but are not limited to: feelings of isolation and inadequacy (Jung,
2011), communication barriers (Baker & Scott, 2016; Maul, 2015; Morgan, Farkas,
Hellemeier & Maczuga, 2012), cultural diversity (Adera & Manning, 2014; Baker &
Scott, 2016; Hernandez Finch, 2012; Jung, 2011; Maul, 2015; Morgan, Farkas,
Hellemeier, & Maczuga, 2012), economic barriers (Morgan, Farkas, Hellemeier, &
Maczuga, 2012), and level of educational attainment (Brandon, 2009; Cartledge &
Kourea, 2008; Chu, 2011; Cowhey, 2010; Harry, Pilar, Klingner, & Sturges, 2008).
Brandon (2009) and Harry (2008) noted the importance of understanding the parent role
in supporting Black students with disabilities, especially when the conversation is
directed towards the opportunity gap. Based on the discussions of policy makers and
other stakeholders interested in education, closing the opportunity gap is critical in
achieving educational opportunity for all (Brandon, 2009; Darden & Cavendish, 2011;
Mortenson, 2007; Portes, 2000). In order to move towards the closure of the gap,

educators must begin to lay aside the biases they have towards parents from



socioeconomic, cultural and linguistic backgrounds that differ from their own (Klingner,
et al., 2005). Unless the role of the parent is better understood and embraced, the move

towards closing the gap and addressing disparities will continue to become increasingly

difficult.

A primary cause of disparity is the lack of knowledge (Blanchett, Klingner, &
Harry, 2009) and action to address both the academic and the non-academic factors that
impact students in schools, and the belief that focusing all of our resources and efforts on
the academic factors such as test scores, graduation, grades, and other indices of
achievement will affect change alone (Rothstein, 2013; Tienken & Zhao, 2013). Sullivan
and Thorius (2010) termed these academic factors as “structural factors” (p. 4) and
attributed them to systemic inequities. They included teachers who were inexperienced
and under-resourced, and assessment bias in this category. Conversely, the authors
identified non-academic factors as “outcome- based explanations” (p.4) and included in
this category issues such as poverty, parental educational attainment, and cultural group
practices.

Culturally and linguistically diverse is defined as those who come from
backgrounds that are not primarily of European descent. For the purpose of this study,
the focus is on the perspectives of parents, guardians, and/or caregivers who identify as
Black, Black American, African American, Caribbean American and/or as a member of
the African diaspora. CLD/E represents children who are also culturally and
linguistically diverse with exceptionality and are more likely than their non-disabled
White peers to experience adverse outcomes following transition to adult-life. African

Americans or Blacks are considered a part of the culturally and linguistically diverse



(CLD) population. The author of the current study will use the term interchangeably with
the understanding there is no overall consensus within the field and others may use the
terms differently (Agyemong, Bhopal, & Bruijnzeels, 2005).

Adverse outcomes include, but are not limited to higher rates of unemployment,
higher rates of living in poverty, lower rates of independent living and lower rates of
access to higher education (Leake, Burgstahler, & 1zzo, 2011; Bal, Sullivan, & Harper,
2014; Povenmire-Kirk, Bethune, Alverson, & Kahn, 2015). Kozleski and Smith (2009)
pointed out that to increase opportunity and demonstrate improvement for students who
are CLD/E, individual teaching efforts at the school level have a greater impact than
systematic policies and procedures put into place at the state and local level. Central to
increases the effectiveness of teaching for CLD/E students is improving on two
centralized components of the Individuals with Disability Education Improvement Act
(IDEIA): transition services for older youth and including parents in the discussion
(Shogren & Plotner, 2012). Based on the research data, the impetus to implement a
quality education and provide services that allow students with disabilities, specifically
those students who are Black, to compete with their non-disabled peers and access
equitable opportunities (Sauer & Lalvani, 2017) has increased.

According to the National Longitudinal Transition Study-2 (2011), students with
disabilities upon exiting high school are less likely than their same age peers without
disabilities to have attended and/or completed college, and to live independently.
Additionally, students with disabilities while obtaining employment post high school at
nearly the same rate as their peers without disabilities (61% to 71% respectively) earn

nearly four dollars less per hour than their peers without disabilities at the same stage in



life (2011). Similar trends were found in the areas of financial independence, community
engagement, and friendship interactions (Oertle & Seader, 2015; Sanford, Newman,
Wagner, Cameto, Knokey, & Shaver, 2011). Per the U.S. Department of Education,
National Center for Education Statistics (2016) 95% of students with disabilities are
being educated in the inclusive environment (Barrios & Combes, 2015), a population up
13% from 20 years ago. Per the 2010 U.S Census Report, by the year 2050, 62% of the
child population will be children who are culturally and/or linguistically diverse
(Childstats.gov); Black, non-Hispanic children will comprise 13% of this population
(Childstats.gov). For the 2013-2014 academic year, there were over 50 million children
enrolled in schools grade PreK-12. Of those 50 million, 13% were students with a
disability and 49.7% of the student population were children of a culturally and
linguistically diverse background (U.S. Department of Education, National Center for
Education Statistics, 2016; U.S Department of Education, Office of Civil Rights, 2016).
Black students made up 15% of the students with disabilities in the 2013-2014 academic
year (U.S. Department of Education, National Center for Education Statistics, 2016).
Based on current trends, as the child population increases, the number of children who
are culturally, and linguistically diverse (CLD) with exceptionality (CLD/E) will also
increase (Bineham, Shelby, Pazey, & Yates, 2014; Bullock et al., 2014). However, in the
African-American community, the trend remains constant. According to Childstats.gov,
the number of Black children educated in American schools will remain relatively

constant through 2020 (www.childstats.gov).

Post-secondary outcomes inform us of how we did after the fact, or level of

achievement. They allow all that have been involved in the life of the now young adult to
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see how effective the services and resources provided were in assisting the student to
achieve. By focusing solely on achievement, one is focusing solely on outcomes (i.e.
graduation rates, test scores, grades) (Welner & Carter, 2013). However, when
opportunity is the primary focus, we are afforded the chance to begin an in-depth
discussion, examination, and subsequently mobilization towards making a concerted
effort to focus on inputs such as those that are rooted in the components of societies,
schools, and communities (Welner & Carter, 2013). The examination of inputs can be
and should be the focus in the earliest years in the child’s life, specifically those years
from birth to age nine when the academic and non-academic factors are most influential
(Galster, Santiago, & Stack, 2016). During his 2014 State of the Union Address,
President Barack Obama shared the importance of supporting our students in the
beginning stages of their educational lives emphasizing the need for greater opportunities
and calling professionals to provide these educational opportunities to all students
(Muschkin, Ladd, & Dodge, 2015). However, while researchers and former President
Obama agree on the importance of working collaboratively to educate the whole child
and creating opportunities to learn in the early years in a child’s life (Gullo, 2013;
Galster, Santiago, & Stack, 2016; Macwan, 2015; Odom, Buysse, & Soukakou, 2011;
Peterson et al., 2011; Ramey & Ramey, 2004), continued, collaborative support
throughout the formative years of the child is also critical to improving outcomes (Hamra
& Pianta, 2005).
Statement of the Problem
Educational achievement is characterized by its focus on the standard deviation

between test scores (Ferreira, 2011); it is quantifiable and used to measure inter- and



intragroup comparisons. In the literature, opportunity is defined differently based on the
context in which it is being used. The Cambridge Dictionary Online defines opportunity
as “an occasion or situation which makes it possible to do something that you want to do
or have to do, or the possibility of doing something”

(http://dictionary.cambridge.org/us/dictionary/american-english/opportunity). The

Glossary of Education Reform (2013) defines the opportunity gap as “the unequal or
inequitable distribution of resources and opportunities.” According to the National
Opportunity to Learn Campaign (2013), the opportunity gap is defined as
“unconscionable disparity in access to the quality education resources needed for all
children to be academically successful” (p. 1). Ferreira (2011) defines the opportunity
gap as the disparities in access to services and resources such as healthcare, housing, and
education. Based on these definitions of the opportunity gap and for the purposes of this
study, the opportunity gap will be defined as disparate conditions in which occasions or
situations are not available or are not made possible for one to access services or
resources within schools and communities for the betterment of life outcomes. The
opportunity gap is realized through the analysis and examination of access to learning
and resources afforded to one group of people versus another group of people; in the case
of this research study, the marginalized group of people through which the opportunity
gap will be realized are Black students with disability or highest risk for being identified
with a disability per the Individuals with Disability Education Improvement Act (IDEIA)
classifications and economically disadvantaged, versus the opportunities that are afforded

to affluent/middle class and typically White students, with or without disability.

10


http://dictionary.cambridge.org/us/dictionary/american-english/opportunity

The opportunity gap is a large undertaking as it involves more than just academic
achievement (Lawrence-Brown & Sapon-Shevin, 2014; Milner, 2012). When examining
achievement, one looks at standardized testing data and determines the rate of
performance based on the fallacy that White achievement is the norm (Boykin &
Noguera, 2011; Milner, 2012; Pugach & Seidl, 1998). In her study on tracking,
Chambers (2009) defined opportunity in terms of the “Receivement Gap” and focused on
the inputs (teacher quality, classroom setting) Black students received prior to beginning
their high school years. In order to get to the crux of achievement, the disparities in
opportunity for children must be addressed and addressed within many different areas
(i.e. health care, housing, nutrition, education resources, teacher quality) (Basch, Gracy,
Johnson, & Fabian, 2015; Carter & Welner, 2013; Milner, 2012). Blanchett, Klingner,
and Harry (2009) noted “schools serving majority student of color populations are
quantitatively and qualitatively different in terms of resources and quality of schooling
afforded their children from their White, affluent counterparts” (p. 391). In discussing
the state of performance of Black children with a disability, similar to their peers without
disability, the narrative is often shared in language addressing the achievement gap. The
achievement gap is often cited as the primary problem that prevents students from
marginalized populations from achieving at the same levels as their White, affluent,
typically developing peers (Boykin & Noguera, 2011; Brooks, 2012; Ladson-Billings,
2013; Pugach & Seidl, 1998; Rivkin & Hanushek, 2009; Welner & Carter, 2013).
However, the achievement gap is only the symptom; the primary problem is opportunity
(Welner & Carter, 2013). Further, as it relates to our students with disability, the

opportunity gap is realized in the manner in which families of children with disabilities
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are able to access services and supports. More often than not, in order for students to
receive the services needed to achieve at their highest potential, they are expected to give
up their access to the “general education experience” (Lawrence-Brown & Sapon-Shevin,
2013, p.11).

According to Chu (2011), CLD students tend to decrease in their academic
achievement the longer they remain in school in comparison to their White peers. Based
on data from the 2013-2014 Nation’s School Report Card, the Adjusted Cohort
Graduation Rate (ACGR) Gap between White and Black students was 14% (U.S.
Department of Education, NCES, 2016); 55% of Black students with disability graduated
with a regular high school diploma in the 2013-2014 academic year compared to 72% of
white students with disability (U.S. Department of Education, NCES, 2016). Because of
the manner in which education is implemented in the United States, education gaps tend
to impact children of color and children with disability more so than the hegemonic
culture due to the disparities in educational opportunities based on policy (Bullock, et al.,
2014; Chu, 2011; Henderson, 2016; Klingner, et al., 2005; Lawrence-Brown & Sapon-
Shevin, 2014; Zion & Blanchett, 2011). For example, in the 2013-2014 academic year
Black children comprised 19% of the public-school preschool population, yet they were
47% of the children with one or more suspensions, compared to their White counterparts
who comprised 41% of the public preschool population but only 28% of the suspensions
(Canty-Barnes, 2016; U.S. Department of Education, Office of Civil Rights, 2016).
Additionally, when the data from K-12 schools is examined, 2.8 million students were
suspended in the 2013-2014 academic year. Children of color accounted for 79% of

those suspension but are only 23% of the total enrollment population. Students with

12



disabilities accounted for 25% of the suspensions (U.S Department of Education, Office
of Civil Rights, 2016). According to the U.S. Department of Education, Office of Civil
Rights (2016), early learning remains an area in which students with disability and
children who are CLD (Morgan, Farkas, Hillemeier, & Maczuga, 2012) especially Black
children, still lack access in comparison to their able peers. Children who have an
opportunity to access early learning programs have been found to have higher
achievement in school, go on to post-secondary school, obtain health insurance (Morgan,
Farkas, Hillemeier, & Maczuga, 2012), and make 1.8% more in income than their peers
who are unable to attend early learning programs (Council of Economic Advisors, 2015).
Current policy makers continue to prescribe to the hegemonic line of thinking that
they know what is best for students without taking into consideration that no one entity
alone can close the opportunity gap and meet the students most heavily impacted (Au &
Hollar, 2016; Shoffner, 2016; Taubman, 2015). By basing student success solely on
academic outcomes such as graduation rates and testing data without taking non-
academic factors and inputs into consideration sets those at highest risk up for failure. In
understanding the opportunity gap and the needs of children from marginalized
populations one must understand the barriers to access and opportunity in urban
communities (Blanchett, Klingner, & Harry, 2009) and how these barriers impact student
learning. Historically, schools have been identified as the lead agency in meeting the
needs of students (Munoz, Owens, & Bartlett, 2015). As time has progressed and
thinking on what works for students has evolved, many researchers have determined
student needs cannot be met by schools alone (Epstein & Salinas, 2004; Munoz, Owens,

& Bartlett, 2015; Walker & Smithgall, 2010). As gaps in opportunity for students are
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identified in both the academic and the non-academic realms, it is difficult to conceive
closing the gap without first identifying the facilitators of and barriers to access and
opportunity and understanding what is needed in order to strengthen facilitators and
address the barriers.

Current models and expectations focus on what schools, communities, Institutions
of Higher Education (IHE), and homes (i.e., teachers, organizations, education programs,
and families) need to do or have done as individual entities in order to improve the plight
of our students in urban schools and following exit from post-secondary settings (Boutte,
2012; Moore and Lasky, 1999; Sullivan and Thorius, 2010). However, these efforts at
improvement are discussed and performed in isolation, with each individual entity
seeking their own remedy to address the issue, instead of addressing the issues
collectively (Henderson, 2016). Additionally, the hegemonic view in the current siloed
manner of education reform, policy change, and service delivery is that there is a
hierarchy and families tend to fall at the bottom of this hierarchy (Gillborn, 2015;
Klingner, et al., 2005). Due to the lack of understanding of the needs of Black children
with disability in each area (education, social, cultural, medical, etc.) and the lack of
focus on a model that highlights collaboration across systems (Chu, 2011; Hansuvadha,
2009; Obiakor, 2004), we have inherently set-up an unequal system of education—one
that perpetuates an opportunity gap (Lawrence-Brown & Sapon-Shevin, 2014; Martin,
2012; Obiakor, 2004) by not providing resources, access, and means to those at highest
risk.

Current trends in education measure student success or analyze achievement

based on comparison data such as standardized tests scores (U.S. Department of

14



Education, Office of Education Statistics, 2016), advanced placement in classes
(Cisneros, Gomez, Powers, Holloway-Libell, & Corley, 2014; Olszewski-Kubilius &
Clarenbach, 2014; Taliaferro & Decuir-gunby, 2008), and graduation rates between
subgroups of students (U.S. Department of Education, National Center for Education
Statistics, 2016). Further, when the discussion focuses on the achievement of students
who are Black with or without disability, the standard of measure is the achievement of
those of the hegemonic culture, in other words, White, affluent, and without disability,
(Henderson, 2016; Klingner, et al., 2005; Milner, 2012; Obiakor, 2004; Pugach & Seidl,
1998). While outcomes are an important measure of achievement, they are not the only
measure and they do not accurately or completely support our understanding of the needs
of children and youth (Milner, 2012; Welner & Carter, 2013).

As it pertains to the opportunity gap, the conversation rarely, if ever, includes our
students with disabilities (Blanchett, Klingner, & Harry, 2009; Heafner & Fitchett, 2015;
Milner, 2012). For example, in her article on closing the opportunity gap for young
children, Jacobs (2013) focused the discussion on young children who are CLD and the
disparity between these children and their more affluent White peers. Further, Miretzky,
Chennault, and Fraynd (2013) discussed the opportunity gap from the perspective of the
needs of minority children from low socioeconomic backgrounds in Chicago Public
Schools and their ability to access high, quality education. While both articles focused on
the needs of CLD children, neither addresses how the initiatives championed in the
articles would support the needs of children who are culturally and linguistically diverse

with disability.
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When we view the needs of our students through the lens of access and
opportunity for students of African American backgrounds then we can begin to move
forward towards a more comprehensive and collaborative approach (Jacobs, 2013;
Klingner, et al., 2005). Dr. Asa Hilliard (1991) states, “it is a question of whether
collectively, as educators and a society, we have the will and vision to educate all
children” (cited in Boutte, 2012, p. 517). While the current body of research provides a
plethora of information on supporting CLD children and families from the perspective of
educators, administrators, and institutions of higher education (Banks, Obiakor, &
Algozzine, 2013; Cannon & Luckner, 2016; Chu, 2013; Guardino & Cannon, 2016;
Hansuvadah, 2009; Harry, 2008; Olivos, Gallagher, & Aguilar, 2010) there is a
significant gap in the research literature as it pertains to the parents of children who are
Black and have a disability, and their perspective of disparities in access to resources and
opportunity. For the purposes of this study, CLD/E refers to children who are Black or
African American and have a disability as defined by IDEIA.

Purpose and Research Questions

There are two purposes for this study. This study will explore the parent voice in
discussing the issues of access and experiences for children and families who are CLD/E.
The second purpose of this study is to examine the manner in which systems are
navigated from the CLD parent point of view, specifically those of the African diaspora.
Through examining parents’ experiences, this study will inform the body of research to
support the needs of CLD students with disabilities transition throughout their academic
careers. This study is guided by the following questions:

e How do CLD parents of CLD/E children perceive their child’s disability?
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e How do CLD parents perceive the supports and services available to assist
them in supporting the needs of their CLD/E?
o What do CLD parents perceive as the facilitators of and the barriers to access
and opportunity for services and resources?
Statement of Potential Significance

The current body of research provides the field with information on the
performance of students with disabilities following their exit from high school as well as
the early intervention years as compared to their same-aged peers without disabilities
(Boyer & Thompson, 2013; Buboiu, 2015; Gaumer Erickson, Kleinhammer-Tramill, &
Thurlow, 2007; Guralnick, 2011; Hadders-Algra, 2011; Kemp & Turnbull, 2014;
Landrum, Katsiyannis, Archwamety, 2004; Mazzotti, Test, & Mustian, 2012; Oldham,
2011; Smith, 2014; Ramey & Ramey, 1998; Volkmer, 2014; Yell, Katsiyannis, Collins,
& Losinski, 2012) and speaks in the language of achievement. When the information is
examined more closely, one can see the trend of students with disabilities not accessing
high-level opportunities in the realms of employment, education, independent living, and
overall quality of life, and how this trend is compounded when the numbers are examined
through the lens of culture and language (Bal, Sullivan, & Harper, 2014; Leake,
Burgstahler, & 1zzo, 2011; National Research Council, 2002; Povenmire-Kirk, Bethune,
Alverson, & Kahn, 2015). Further, by focusing on the population of students the research
available is limited in scope as it does not address ways in which all stakeholders can
work together to improve outcomes, specifically with the voice of parents. CLD students
with exceptionality are therefore limited in their ability to access the same or similar

opportunities as their same aged peers who are without disability and oftentimes White.
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In order to move towards a more inclusive conversation as it pertains to meeting
the needs of CLD children with disabilities and closing the opportunity gap, one must
gain an understanding of how CLD parents view disability. There is no question that
cultural beliefs and cultural values play a major role in the perspectives of parents and
their framing of disability as it relates to their child (Blanchett, Klingner, & Harry, 2009;
Lalvani, 2015). In the case of some Mexican American mothers, the belief is that
education in an inclusion setting is best for their child, that the thoughts and actions of
mothers impact whether or not the child will be born with a disability (Garcia, Perez, &
Ortiz, 2000), and that children with disabilities only need to try harder or do their best to
achieve academically (Garcia, Perez, Ortiz, 2000; Gatlin & Wilson, 2016; Kim, 2005;
Perez, 2004). Additionally, cultural beliefs and cultural values also impact the manner in
which parents who are African American access and navigate service delivery options for
their child with a disability (Blanchett, Klingner, & Harry, 2009; Lalvani, 2015). When
the message is presented from the professional perspective, it often explains what needs
to happen in the way of policy and education reform, viewed through a medical model
(Lalvani & Polvere, 2013) and oftentimes a deficit mindset (Owens, Ford, Lisbon, &
Owens, 2016) as well as how changes can positively impact and affect change for older
children (Anyon, 1995; Asante, 1991; Cochran-Smith and Zeichnar, 2005; Erevelles,
2000; Hirano & Rowe, 2016; Klingner et al., 2005; Portes, 2000). The result of receiving
such a critical message from the professional perspective alone (Lalvani, 2015; Lalvani &
Polvere, 2013) oftentimes results in silencing the voices of the stakeholders most
intimately knowledgeable about the child—the parents (Gillborn, 2015). Based on

information provided by researchers who have come before, in order to move towards a
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system of understanding, collaboration, and effectiveness, we must include all voices
involved in the life of the child in a meaningful manner.
Theoretical Foundation

This research study on the opportunity gap—specifically the facilitators of and
barriers to access, and opportunity as realized by CLD parents of children with
disabilities—is grounded in the theoretical underpinnings of Intersectionality, and
Bourdieu’s Social Capital and Cultural Capital Theories, and viewed through the lens of
critical theory which encompasses critical race theory and critical disability studies
(Blanchett, Klingner, & Harry, 2009).

Intersectionality speaks to the inequalities faced by those who identify as more
than a single identity (Walby, Armstrong, & Strid, 2012). An examination of the
interconnectedness of inequality and identity interrelate in various contexts (Gillborn,
2015). Intersectionality, historically, has been rooted in the belief there is a clash
between the identities of gender and race causing those who identify as both to have to
choose one as dominant over the other (Walby, Armstrong, & Strid, 2012).

Bourdieu’s theories of social capital and cultural capital focus on the relationships
built between people across systems and how people leverage these connections in order
to gain knowledge, advantage or resources (Coleman, 1988). Social capital is economic
resource-based, where strength lies in membership to particular groups affording one an
advantage (Coleman, 1988; Raskoff, 2014). While also focused on gaining advantage,
cultural capital is not economic resource-based, and its strength lies in social mobility
(Raskoff, 2014). Both social and cultural capital inform the current research study; in

their review of the literature, researchers have looked at the social and cultural capital
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acquired by CLD families and the impact both factors have on their ability to navigate
systems for the purposes of access and opportunity for their children with disabilities
(Cawthon, Johnson, Garberoglio, & Schoffstall, 2016; Louque & Latunde, 2014).

Due to the transformative nature of the study, the researcher is examining the
phenomena of focus using a critical lens. Critical research examines how “power
relations advance the interest of one group while oppressing another” (Merriam, 2009, p.
35) and focuses questions on the manner in which the education system is organized
(Merriam, 2009). In critical theory, it is understood that the researcher is looking to
address the inequities in society faced by a marginalized group. A review of the literature
has identified current views in which previous scholars have examined the phenomena of
focus (Au & Hollar, 2016; Cowhey, 2010; Epstein & Salinas, 2004; Munoz, Owens, &
Bartlett, 2015; Shoffner, 2016; Taubman, 2015; Walker & Smithgall, 2010).

Bronfenbrenner’s Ecological Systems Theory and Systems of Care (SoC) further
inform the conceptual framework. Critical to conceptualizing the current study is
understanding that the primary focus is to meet the needs of the child and family across
settings and to contextualize these needs through the interactions of the various
individuals and agencies in which the child and family encounter across systems. The
incorporation of Bronfenbrenner’s Ecological Systems Theory and SoC allow the
researcher to conceptualize the interaction of a systems approach—the spheres of
influence on the child and family—while also making the connection and gaining an
understanding of how each agency is relating for the purpose of meeting the needs of the

child and family (Bronfenbrenner, 1994; Pires, 2002).
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Based on the research, the following themes have emerged as facilitators of and
barriers to access and opportunity from different perspectives (i.e. impact on school
choice, barriers to receiving medical care, increasing social capital), and the studies
included in the literature address the opportunity gap based on a) CLD parent attitudes
and beliefs on disability, b) academic factors from the perspective of teachers and
administrators, c) non-academic factors from various stakeholders, and d) collaboration
from the perspective of what schools and organizations should do in order to include
CLD families. Each aspect of the facilitators of and barriers to access and opportunity is
further analyzed in Chapter Two of this research study in which a full description of the
conceptual framework contextualizing the study and the interconnectedness of each to the
topic of focus is provided.

Summary of the Methodology

The researcher will use basic qualitative research to complete the study.
Qualitative research is typically used as the methodology of choice based on “the
researcher’s worldview, the nature of the research questions, or practical reasons
associated with the nature of the qualitative methods” (Mertens, 2005, p.231).

Qualitative research was chosen as the methodology for this study because it
allows the researcher to deliver a story told in the language of the participant.
Additionally, qualitative research is characterized by its in-depth descriptors used to
convey a message and “material practices to make the world visible” (Mertens, 2005, p.
229). Qualitative research is represented in the rich narrative of the study participants
instead of using numbers to investigate the phenomena. The researcher undertakes the

task of collecting data through multiple methods that allow for a comprehensive and
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multifaceted description to interpret phenomena and bring meaning from the perspective
of the participant (Mertens, 2005). This data is traditionally collected using field notes in
observations, interviews, photographs, and memos (Mertens, 2005). Qualitative research
also allows the researcher to share their worldview of the research (Creswell, 2007). To
this end, the researcher’s worldview for this study is transformative. The transformative
worldview speaks to the researcher’s belief in empowerment and social justice in the
field of special education as it relates to minority parents of children with disabilities,
specifically Black children. A transformative approach allows the researcher to examine
the problem of access and opportunity for children who are African American through a
socio-political process. Additionally, the nature of the research questions informs the
methodology as the researcher seeks to obtain and understand the perspectives of African
American parents of children with disabilities with regard to facilitators of and barriers to
access and opportunity, and to analyze the outcome data for the purposes of effecting
change.

In order to carry out the research focus, the researcher used purposive sampling to
create a group of participants who are from culturally, socially, and economically diverse
backgrounds with children who have a disability and are aged 1-22. The researcher
sought to interview 25-30 parents using semi-structured interviews. Chapter Three
provides a full description of the methodological approach used to further examine the
phenomena of focus.

Limitations and Delimitations
Limitations are influences the researcher cannot control, influences that may

impact the methodology and conclusion of the study (Baltimore County Public Schools,
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2010), threats to internal and external validity. Limitations for this study include
generalizability, which is impacted by time, budget and access. The results for the
current study may not be generalizable due to the sample size and participant
characteristics as the research focus has been limited to CLD parents, specifically Black
parents of children with disabilities located in southern and mid-Atlantic area of the
United States. Purposive sampling is being used to identify the sample population.
African American parents who chose to participate in this study also had the ability to
withdraw from the study at any time; this is a limitation to the study. As the primary
purpose of this study is to understand the facilitators of and barriers to access and
opportunity from the perspective of minority parents, specifically Black parents of
children with disabilities, results may be limited based on self-report and parent
perceptions, as well as the extent to which parents are willing to share their stories.
Additionally, the experiences of parents will be shared from the data collected because
the primary purpose of qualitative research is to understand the phenomenon, but
causation may not be determined. As the researcher in the study has many years of
experience working in special education on various levels as well as being someone who
can be identified as a member of the minority group of focus as a Black woman, research
bias/subjectivity is also a limitation to the study.

Delimitations are identified as influencers or choices the researcher makes as it
relates to the study design and procedures; they restrict the inferences the researcher is
able to make based on the research findings (Baltimore County Public Schools, 2010;
“Diving Deeper into Limitations and Delimitations,” 2017). Delimitations allow the

researcher to narrow the focus of the study. The areas of focus include
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inclusion/exclusion criteria for the sample population and methods used. For the
purposes of this research study, the researcher has chosen to limit the inclusion criteria
for the population of focus. The population for this study is defined as African American
parents of children with disabilities age 1-17. Parents of children who are Black and have
disabilities over the age of 17 were excluded in the inclusionary criteria by the researcher
due to the scope of the research focus on inputs and the impact on access and

opportunity. Additionally, because the age of majority in most states is 18, the views of
parents with children with disabilities and over the age of 18 would not apply unless the
person with a disability and their family has agreed to allow the parent or legal guardian
to remain as the decision maker and signatory (NASOSE, 2007).

The composition of the interview questions are a delimitation as the researcher
chose not to include questions specifically focused on Black parents’ experiences related
to the Individualized Education Program (IEP) process for their child. This decision was
made based on the scope of the current research focus on the opportunity gap which
involves more than the IEP process; the researcher did not want parents to limit their
experiences to only working with schools. Lastly, the population of choice for the
research study is a delimitation. The author chose to focus solely on African American
families due to the language barrier that may be encountered with the inclusion of other
minority groups.

Definition of Terms
Academic Factors: For the purposes of this study, academic factors are defined as

factors directly related to the school or school environment. Those factors within the
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school doors include educational resources (i.e. curriculum, textbooks, extracurriculars),
school staff (i.e. teachers, administrators, paraprofessionals, school-based providers).
Access: For the purposes of this study, access is defined as a parent's knowledge of
specific services, and the ability to locate and acquire those services as needed.

Adverse Outcomes: Adverse outcomes are defined as unfavorable results following
transition from high school to adult life. Adverse outcomes include, but are not limited to
higher rates of unemployment, higher rates of living in poverty, lower rates of
independent living and lower rates of access to higher education (Leake, Burgstahler, &
Izzo, 2011; Bal, Sullivan, & Harper, 2014; Povenmire-Kirk, Bethune, Alverson, & Kahn,
2015).

African Diaspora: “social form in which the emphasis remains upon an identified group
characterized by their relationship despite dispersal” (p.8); type of consciousness or mode
of cultural production” (Bakewell, 2008, p.8).

Black (African American): Black and/or African American in the context of this study
refers to one “born in the United States, of African descent, having shared or common
U.S. experiences (i.e. slavery, racism, culture)” (Borum, 2007, p. 598). This
classification includes those of Caribbean and/or West Indian cultures (Borum, 2007),
and Latin cultures who identify with the African diaspora.

Culturally and Linguistically Diverse (CLD): Culturally, Linguistically, Diverse
(CLD) refers to those who are not a part of the dominant white, European-American
culture (Olivios, Gallagher, & Aguilar, 2010)

Disability: For the purposes of this study, the definition used in Section 1401 of the

IDEA Reauthorization, 2004 will be used. The definition states that a child with a
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disability is considered as a child with one of the 14 disabilities identified by IDEA, and
requires special education services (IDEA, 2007) or early intervention services.
Non-academic Factors: Non-academic factors are factors that students encounter in
their daily lives that are not directly related to the school, classroom environment, or
instruction—those factors that impact opportunities to learn due to inequitable access to
educational and community resources (Heafner & Fitchett, 2015).

Opportunity: Opportunity refers to occasions or situations that are made available for
one to access. For the purposes of this study, opportunity is discussed in relation to
access to services and resources in schools and communities for the benefit of children
and families.

Opportunity Gap: The opportunity gap is defined as disparate conditions in which
occasions or situations are not available or are not made possible for one to access
services or resources within schools and communities. According to Lawrence-Brown
and Sapon-Shevin (2014), the opportunity gap is attributed to “factors such as low
expectations and systematic exclusion, along with inequities in educational resources, in
teacher qualifications and class size, in social connections and knowledge of social

system” (p. 46).
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Chapter 2: Literature Review
Overview

The researcher of this study seeks to explore the opportunity gap from the
perspective of African American parents of CLD/E children. To this end, the researcher
will examine if all stakeholders can begin to move towards using a systems approach to
close the opportunity gap in education for CLD/E students with disabilities beginning
with a critical examination of the opportunity gap through the identification of facilitators
of and barriers to access and opportunity as identified by African American parents.
Additionally, the researcher seeks to gain an understanding of how these facilitators and
barriers align with what other stakeholders have identified, based on the research, and
begin a discussion on effective practices to identify, promote, and enhance facilitators
and address barriers in an effort to close the gap. Based on the current literature, there
has been limited examination of the opportunity gap as it relates specifically to
facilitators of and barriers to access and opportunity from the perspective of African
American parents of CLD/E children with disabilities; this study will fill the gap in the
literature.

The literature review will focus on both the academic and nonacademic factors
that present as facilitators of and barriers to access and opportunity for CLD/E children
with disabilities as realized by their African American parents. There is a dearth of
information in the field focused on understanding the opportunity gap from the parent
perspective (Brandon, 2009; Cowhey, 2014; Kozleski & Smith, 2009); further, current
research limits the focus to needs of students who are CLD/E from the perspective of

professionals in the field, with little focus on parents as stakeholders (Olivos, Gallagher,
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& Aguilar, 2010), specifically African American parents. When the discussion is focused
on parents of students with disability, it is typically discussed and viewed through a
deficit mindset, with parents needing professionals to save them and their child with a
disability (Sauer & Lalvani, 2017). Specifically, current literature related to the needs of
students who are African American with disabilities addresses collaboration (Araujo,
2009; Harry, 2008; Olivos, Gallagher, & Aguilar, 2010), needs of families as it relates to
the IEP process and development, including transition planning (Anderson & Smart,
2010; Cote, Jones, Sparks, & Aldridge, 2012; Jung, 2011; Landmark, Roberts, & Zhang,
2013; Lo, 2012; Pang, 2010), and teacher perspectives on working with students who
have disabilities and/or supporting the needs of the families (Bullock et al., 2013; Chu,
2009; Heineke, Kennedy, & Lees, 2013; Maul, 2015). However, despite the fact the
research literature provides information on critical aspects of the needs of CLD/E
children and families (i.e. parent involvement), the research literature does not explicitly
speak from the African American parent perspective on opportunities as it relates to their
child with a disability. By identifying African American parental concerns as they relate
to access and opportunity, and using the information gained from parent voices to drive
change, we may begin to move towards a better understanding of the facilitators and
barriers to access and opportunity for families of children who are CLD/E.
Literature Search

The articles identified for the purposes of this literature review were identified
based on collaboration, opportunity, and parent perceptions as they related to African
American parents by conducting an electronic citation search, forward citation search,

and keyword search (Chumney, n.d.) of the literature. Criteria for inclusion in this
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literature review consisted of: studies with data, i.e. empirical research; a focus on parent
perspectives of children with disability who identified as Black or African American;
peer-reviewed articles with a focus on services in education or access to services related
to the needs of children with disability, and/or urban populations, and discussion of an
issue related to facilitators and/or barriers to access and opportunity published between
2004 and 2017. This time period was chosen based on the latest reauthorization of
IDEIA to afford the inclusion of the most recent requirements under the law as it pertains
to parent participation. While some sections of this chapter include articles published
prior to 2004, those articles are for the purpose of gaining an understanding of African
American parent beliefs and attitudes related to disability. Additional inclusion criteria
for the review consisted of research taking place in the United States (U.S.) using parents
and children with experience in the U.S. education, housing, and/or medical systems.
The following keywords/phrases were used in various combinations: African
American, Black, opportunity, opportunity gap, special education, disability, access,
barriers, facilitators, education equity, parent, parent perspective, education systems, and
education systems approach. Combinations of these terms were inserted in the following
databases to identify pertinent articles: ERIC, PsyclInfo, ProQuest, JSTOR, and Google
Scholar. The literature search did not include dissertations, books, or newspaper articles.
The initial literature search using the various databases and the terms “African American
parent perspectives” and disability yielded zero results. The next search incorporated the
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terms “African American,” “parent perspective” and “disability,” and the search returned
15,707 results. In an attempt to narrow the search, “opportunity gap” was added as a

search term and reduced the results to 4,480. A precursory glance at the literature
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determined many of the articles focused on topics and stakeholders other than African
American families; therefore, an additional search was conducted using African
American parent perspective, children with disability, opportunity gap, education, and
access this search returned 200 results. Of the 200 results related to the search terms, 87
were identified as having possible relevance to the current study. In order to make sure a
substantial number of research articles were identified to support the literature review; the
author expanded the search. As the opportunity gap is a topic gaining traction in the
social sciences and sparse empirical research exists, the researcher chose to look
specifically for research articles focusing on facilitators of and barriers to access of
services. This second search included the following keywords, each separated by the
word “and”: facilitators, barriers, access, opportunity, African American parents, culture,
urban education and special education. This search produced 476 articles. Of the 476
results, 26 were identified as appropriate for further inspection for the purposes of the
literature review. This concluded the search due to saturation and relevance of research
articles.

While not an exhaustive list of the research studies on the topic of opportunity
gaps in the context of facilitators of and barriers to access and opportunity as perceived
by African American parents of CLD/E children, the discussed articles that follow are the
most relevant to the current research study.

View of the Literature

This literature review includes empirical studies that address facilitators of and

barriers to access and opportunity as realized by African American parents of CLD/E

children. The populations addressed in each study are parents of children with disability,
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grades PreK-12. As much of the research identifies various factors that contribute to the
facilitation of access and opportunity, and the barriers to access and opportunity from
different perspectives (i.e. impact on school choice, barriers to receiving medical care,
increasing social capital), the studies included in this literature address the opportunity
gap based on a) African American parent attitudes and beliefs on disability, b) academic
factors, ¢) non-academic factors, and d) collaboration.

Culturally and Linguistically Diverse Parent Attitudes and Beliefs on Disability

The view of disability and impact, perceived or otherwise, differ based on culture
(Erickson, Devlieger, & Soon, 1999). Depending on the culture, disability can be viewed
as a gift or a curse for a family (Conroy, 2006; Fadiman, 1997; Morgan, Farkas,
Hellemeier, & Maczuga, 2012; Munyi, 2012; Steinberg, 1997). People with disabilities
were not looked upon favorably within Ancient Greek and Roman cultures (Munyi,
2012) nor, not too far in the distant past, within American culture. Research has also
pointed to family support and strong faith in God as variables that impact parent
perceptions on disability (Dura-Vila, Dain, and Hodes, 2010). Additionally, those
engaged in work supporting or attending to people with disability are seen as engaged in
the work of God and have a “special place in Heaven” (Lawson, 2015, p. 2).

Based on the research however, African American parents tend to view disability
from an extrinsic perspective (Bussing, Schoenberg, & Perwein, 1998; Ratto, Reznick, &
Brown, 2016; Salend, 1993), meaning the belief is students are typically identified for
special education services based on non-academic factors, disability does not alter parent
expectations as it pertains to adaptive skills, and the manner in which disabilities are

addressed is a high belief in faith over man (Boyd & Correra, 2005; Devlieger &
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Albrecht, 2000; Lawson, 2015). In a study examining the perceptions of parents of
children with autism spectrum disorder (ASD), Ratto, Reznick & Brown, (2016) used a
mixed methods approach to identify the level of disability of a student with ASD as
perceived by both White and Black parents. The authors used comparison data to
determine African American parents perceived their children as less impaired than White
families despite the disability diagnosis of ASD. Additionally, the authors determined
Black parents looked at extrinsic factors as impacting the manner in which they
proceeded with the care for their child (Ratto, Reznick, & Brown, 2016). This is to say
that despite the ASD diagnosis, African American parents did not change level of
expectation, pertaining to social and adaptive skills for their child.

African American families also believe the responsibility of the child with a
disability falls on the parents even through adulthood, and disability occurs typically due
to poor choices in life (Devlieger & Albrecht, 2000) and is secondary to other life
responsibilities and challenges (Devlieger & Albrecht, 2000; Terhune, 2005).
Disabilities, whether visible (mobility, visual impairment) or invisible (mental health
issues), are typically not discussed in the Black community for fear of stigma (Breland-
Noble, Bell,Burriss, et. al, 2011). The theme of stigma impacting the attitudes and beliefs
of African Americans as it pertains to disability is especially pervasive when the
discussion involves disabilities in mental health (Breland-Noble, Bell, Burriss, et. al,
2011; Copeland, 2006). For example, Breland-Noble, Bell, Burriss, et al., (2011),
interviewed four African American mothers of children with a mental health disability.

In their study, the authors noted the mothers attributed the disability to personal choices
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they made in life and viewed the manner in which to address disability rested in their
faith in God.

African American parents have dreams and expectations of independence for
their child with a disability (Fingerman, Vanderdrift, Dotterer, Birditt, & Zarit, 2011). In
her study on mothers of deaf children, Borum (2007) noted African American mothers
carried the same expectations of their child who was deaf as they carried for the other
children in the family. Despite the child having a disability, mothers did not change their
perspective of the skills and socialization needed for the child with a disability to be
successful as an adult. Borum (2007) interviewed 12 African American mothers on their
beliefs about disability, specifically deafness as it pertains to their child viewed through a
Womanism framework. Using semi-structured interviews, the author was able to
determine mothers’ expectations for their daughters and their sons to grow as strong
Black men and women in society. Additionally, the author noted the mothers’ concerns
with intersectionality as it related to their children having to choose between being Black
or being deaf as there seemed no place for both within the Deaf community. This aligns
with and speaks to the findings of other studies of the expectation of independence held
by African American parents of adult children (Fingerman, VVanderdrift, Dotterer, Birditt,
& Zarit, 2011); however, in most of these latter studies, the population of focus were
Black children without disability and the findings were in comparison to the expectation
of White parents.

In many minority cultures, disability is believed to be grounded in fate, faith,
environment, or something the parent did wrong (Conroy, 2006; Fadiman, 1997; Morgan,

Farkas, Hellemeier, & Maczuga, 2012; Munyi, 2012; Steinberg, 1997). However, while
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there is much research on perspectives, beliefs, and coping styles of parents of children
with disabilities (Clifford & Minnes, 2013; Kopecky, Broder-Fingert, lannuzzi, &
Connors, 2013; Scior, 2011; Treloar, 2002) there is a dearth of research which focuses on
beliefs on disability from the perspective of African American parents, instead focusing
on attitudes towards addressing the needs of a child with a disability and working within
the system to identify adequate supports for the child (Zionts, Zionts, Harrison, &
Bellinger, 2003). African American parents tend to employ an attitude that focuses on
disability being a result of God’s will (Williams, 2007). Additionally, disability is
typically considered an extrinsic factor versus biologically motivated (Bussing,
Schoenberg, & Perwein, 1998; Ratto, Reznick, & Brown, 2016; Salend, 1993). These
beliefs and attitudes toward disability frame the manner in which African American
parents address disability, perceive support through schools and other social agencies
(Williams, 2007), and frame their view of professional support (Mychailyszyn, dosReis,
& Myers, 2008; Terhune, 2005).
Academic Factors

Academic factors are defined as factors directly related to the school or school
environment—those factors within the school doors. Parents have cited factors such as
teacher quality or effectiveness (Zionts, Zionts, Harrison, & Bellinger, 2003), educator
knowledge and perceptions on disability and/or cultural and linguistic differences (Baker
& Scott, 2016; Boyd & Correa, 2005; Hardin, Irvine, 2012; Hardin, Mereoiu, Hung, &
Roach-Scott, 2009; Rodriguez, 2009: Togut, 2012), class size (Mavrogordato & Stein,
2016), school performance on statewide assessments (Williams, 2007), educational

resources (i.e. funding for extracurricular activities, after-school programs, tutoring
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services) (Evans, Williams, King & Metcalf, 2010), school climate and/or culture
(Angell, Stoner, & Shelden, 2009; Cousik, 2015; Mavrogordato & Stein, 2016), and
leadership (ladarola et, al., 2015) as contributing factors to learning opportunities for
children. In the literature, academic factors have been cited as both facilitators of and
barriers to access and opportunity.

Facilitators of access and opportunity.

Professionals in the field of early intervention, special education, and community
service agencies have been viewed as facilitators of access and opportunity in the
research (Peeters & Robinson, 2015; Reeve & Jang, 2006; Tolbert, 2015). These
facilitators are integral in providing CLD/E students with disabilities with information,
resources, and support, which afford families the opportunity to meet other parents in the
community who also have children with disabilities and are knowledgeable in navigating
the early intervention system (Applequist, McLellan, & McGrath, 2010). While also,
keeping lines of communication open and showing a genuine interest in the child and
their needs (Stanley, 2015). Gatlin and Wilson (2016) studied the impact of educator
support and collaboration with African American students and their families as a
facilitator to access and opportunity for high school students. In the study, the authors
sought to identify facilitators to academic success for African American high school
students with disabilities. The authors interviewed two high-performing African
American female high school students with disabilities and found the support of both
teachers in the school and high expectations held by their parents were primary
facilitators in the academic success and opportunity to attend four-year universities for

both students.
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Identifying issues in school climate and taking steps to remediate these issues
have been identified as facilitators to access and opportunity. Understanding variables
such as overrepresentation and disproportionality, trust (Angell, Stoner, & Shelden,
2009), and collaboration is critical in fostering a school climate that acts as a facilitator of
opportunity in the eyes of parents of students with disabilities. In a research study on
disproportionality and the impact on school climate, Bal, Kozleski, Schrader, Rodriguez,
and Pelton (2014), studied the effects of implementing a Learning Lab to address the
issues of disproportionality. The authors discovered that facilitating this Learning Lab
and increasing the understanding of the effectiveness of Positive Behavior Interventions
and Supports (PBIS) in schools provided an entry into examining and addressing the
disproportionate representation of Black students in special education.

Effective leadership and trust in school principals were identified as additional
facilitators to opportunity. Shelden, Angell, Stoner, & Roseland (2010) interviewed 16
mothers on the concept of trust relative to leaders of the schools in which their children
with disabilities attended. The authors found the level of trust a parent has with the
principal fostered positive perceptions in school climate and effectiveness as it related to
meeting the needs of the child with a disability and providing supports. One of the key
indicators was whether the principal was aware of who the student was (by name) and
aware of the disability and its impact on the child in the academic environment.
Although this study supports an academic factor which impacts access and opportunity,
the study did not focus specifically on African American parents of CLD/E children; of
the 16 parents interviewed, only one identified as African American.

Barriers of access and opportunity.
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When educators are unaware or insensitive to the needs of minority children with
disabilities or have a different perspective of disability and student expectations from the
parent, parents become concerned with how their students are accessing educational
learning opportunities (Chu, 2014: Zionts, Zionts, Harrison, & Bellinger, 2003). The
circumstances that form opportunity center on access to and equality in resources and
services for marginalized populations. There are many articles that discuss the disparities
in educational opportunities for CLD students as they relate to the importance of access
to qualified teachers (Kaylor & Flores, 2007; Motoko, LeTendre, and Scribner, 2007;
Walker, 2012). However, these studies did not include the impact for students with
disabilities.

Denying students access to qualified teachers, or placing them in inappropriate
settings during their elementary years, increases the likeliness of placing students in the
lower track in high school and therefore leaving them little opportunity to move on to
postsecondary education. Based on these practices, Chambers (2009) coined the phrase
the “Receivement Gap.” Chambers (2009) characterized the receivement gap in much
the same way in which the opportunity gap is framed, focusing on inputs students
“receive” (p.2) during their educational careers as an explanation as to why there is a gap
in access to opportunities between African American students and their White
counterparts. In her qualitative study of student perceptions on their education
opportunities, Chambers was able to uncover how institutional policies and structures in
the early years of a student’s educational career impact their trajectory for school success

which leads to an imbalance in quality, access, and opportunity of education (2009).
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Whereas Chambers examined the question of equity in access from the
perspective of students, Bol and Berry (2005) examined what impacts student
achievement in mathematics education from the perspective of teachers and
administrators. In their mixed methods study, the authors found that teachers perceive
the achievement gap as a result of student characteristics. However, interestingly, the
findings from the administrator's perspective indicated curriculum and instruction—or
more specifically, access to quality curriculum and instruction—was the primary reason
for the achievement gap. While their findings reveal a disconnect between perceptions of
teachers and administrators as they relate to the causes of the achievement gap, it is
evident from this conclusion that for Bol and Berry (2005), the larger issue is opportunity
and access, which supports Chambers (2009) view of a “Receivement” gap. While both
Bol and Berry (2005) and Chambers (2009) identified barriers to access and opportunity
for students who are CLD, specifically Black students, neither addressed the barriers
from the perspective of the parent. Nor did either study discuss the impact of the gap on
students with disability.

Leonard, Lovelace-Taylor, Sanford-Deshields and Spearman (2004) examined
how using a Professional Development School (PDS) model in partnership with Temple
University provided access to high quality teachers. In their study, the authors set out to
identify the characteristics of good teaching as it relates to urban settings. By studying
two elementary mathematics teachers, the authors aimed to determine if the
interconnectedness of teacher and student stated in research was realized in practice.
What they learned is that of the two teachers observed, only one fostered student

engagement in her pedagogy, leading to a better understanding of the mathematics
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vocabulary needed to solve word problems. The authors concluded that student
engagement is critical as it relates to CLD students as teacher knowledge and teacher
pedagogy are interrelated; however, in comparison to their White peers, CLD students do
not typically receive instruction from a teacher with both knowledge of content and
pedagogy. Unfortunately, this study did not include the parent voice or students with
disabilities in their examination of teacher effectiveness and the study was not
specifically focused on African American students.

Providing specific and appropriate accommodations for students is important and
if not provided appropriately for students, can present as a barrier to access and
opportunity. In a study focused on parents’ views of parent-focused practices, parents of
children who were deaf discussed the barrier to learning opportunities for their children
in the context of accommodations (Hardin, 2014). Specifically, educators providing
certified interpreters in the classroom to support student learning as well as providing
interpreters at meetings to support the parents who may also be deaf in the decision-
making process (Chu, 2014; Hardin, Blanchard, Kimmery, Appenzeller, & Parker, 2014).
The researchers found CLD parents of children with disabilities, specifically those who
are deaf, tended to have a difficult time obtaining access to interpreters for their children
in the academic environment. This lack of access is a barrier to access and opportunity in
that CLD parents who are deaf are not afforded the opportunity to actively participate and
engage in the learning process with their child.

In her study on the advocacy patterns of African American mothers, Stanley
(2015) found that educator perceptions and “educator as the expert” line of thinking are

barriers to their children receiving appropriate services as it related to the IEP. The
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author also pointed out how African American mothers are faced with more barriers and
receive a more unfavorable perception from educators than any other racial group. This
multifaceted imbalance prompted Stanley (2015) to note the implicit racism faced by
African American mothers; the barrier of culture can increase the impact of the difference
in expectations on student opportunity due to the lack of knowledge educators have
concerning the behaviors, interactions and understandings of cultures different from their
own.

School reform is another avenue by which researchers have attempted, through
the cooperation and collaboration of school districts, to address the disparities in
educational access and opportunity between CLD students and their white counterparts.
Based on the research, reform has been addressed on the school level, district level, and
via financial means. These efforts have shown to provide hit or miss outcomes as they
relate to meeting the needs of CLD/E students. Sometimes school reform does not take
the form of implementing a program, but instead can be viewed from a financial
perspective. In her efforts to address the opportunity gap, Sherlock (2011) examined the
disparities in financial resources received by school districts in the state of Vermont.
More specifically, the author researched whether or not the change in student resources
was associated with CLD student performance on the State test. In her study, the author
found that schools in poorer districts tended to be more highly populated with CLD
students while the more affluent districts catered to mostly White students from higher
SES families. In her comprehensive evaluation, the author controlled for school-specific
effects on student performance and included fixed-year effects as she analyzed the impact

of additional resources on student achievement. Examining the type of resources
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received in each school district and the manner in which those resources were acquired,
Sherlock determined that spending did in fact lead to increased pass rates on the
standardized state assessment, which indicates an increase in achievement for CLD
students. She also noticed that spending had no impact on rates for students from
resource-heavy schools. However, as with other studies, this study only focused on the
research as it pertained to students without disability. Sherlock did not investigate the
implications of financial disparity on CLD/E students and the parent perspective on this
topic was not included.

Culture and language are a continuous theme in the research literature as it
pertains to academic barriers to access and opportunity for CLD parents of children with
disabilities. While Zionts, Zionts, Harrison, and Bellinger (2003) did not point to racism
as the root cause of the barriers faced by African American parents, in their study on
perceptions of cultural sensitivity, the authors did point out a lack of understanding in
cultural differences as a primary reason why their children with disability are not
educated by quality teachers, are perceived in an unfavorable manner in comparison to
their White counterparts, and are not given access in the form of knowledge to additional
supports outside of the school environment.

Non-academic Factors

Non-academic factors are factors that students encounter in their daily lives not
directly related to the school, classroom environment, or instruction—those factors that
impact opportunities to learn due to equitable or inequitable access to educational and
community resources (Heafner & Fitchett, 2015). In recent research, non-academic

factors such as seeking remedy through the courts, economic, linguistic, and cultural
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factors have been cited as contributors to academic difficulty for students who are CLD
(Al-Hassan & Gardner, 2002; Mavrogodato & Stein, 2016). Additionally, parent level of
trust in non-education professionals’ abilities to provide services to their child(ren)
(Breland-Noble, Bell, Burriss, et al., 2011; Mukolo & Heflinger, 2010), level of parent
knowledge in navigating systems and social capital (Brandon, 2007; Munn-Joseph &
Gavin-Evans, 2008), and institutional barriers (Collins, 2013; Sauer & Lalvani, 2017)
have also been cited as non-academic factors impacting access and opportunity.

In understanding the impact of non-academic factors on the opportunity gap,
researchers in the field of education and other social sciences have pushed for educators
and policymakers to move past focusing solely on achievement based on what is
happening in the classroom (McConnell, Martin, & Hennessey, 2015). Most recently
with the reauthorization of the Elementary and Secondary Education Act (ESEA) under
the Obama administration in 2016, the call to understand and examine non-academic
factors and their impact on student learning, especially students from historically
marginalized populations, has grown greater. The Every Student Succeeds Act (ESSA),
allows states to include non-academic measures as part of the formula for determining
school effectiveness, which many proponents believe is a necessary move away from the
focus of standardized assessments and teacher effectiveness as it relates to student
achievement (ASCD, 2016). With this understanding, however, non-academic factors
can function as both facilitators of and barriers to opportunity for students.

Facilitators of access and opportunity.
Facilitators of access to opportunity include parent characteristics such as

socioeconomic status (Longtin & Principe, 2014), level of educational attainment and age
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of the mother (Marshall, Kirby, & Gorski, 2016), and location of the family (Steinberg et
al., 1997). In their study on parent concerns and access to services, Marshall, Kirby, and
Gorski (2016) found that parents of children who are CLD and with developmental
delays or suspected of developmental delay were more likely to access services if they
were of a higher socioeconomic status, educated, and had mothers who were older. Per
the study on early intervention access, the authors determined parent characteristics were
facilitators to access of developmental services for their young children. Longtin and
Principe (2014) also found that socioeconomic status was critical as it related to
knowledge of services. In their study of African American parents of children with
autism, the authors found families who were solidly above the federal poverty line (FPL)
were more likely to be aware of services and interventions for their child with autism
than parents whose socioeconomic status fell below the FPL.

Educational equity achieved through the court systems has been identified as a
facilitator of opportunity for minority children with disabilities (Rebell, 2009; Thompson,
2013). In her analysis of seminal court cases related to educational opportunity for
marginalized populations, Thompson (2013) found that limited opportunities for non-
English speaking minorities in schools due to testing bias and discriminatory practice
were primarily remedied using the court system. In Larry P. v. Riles (1979), a
culminating case in which Larry P.—an African American boy identified as educable
mentally retarded (EMR) and placed in a classroom with this designation along with
other children—successfully sued Wilson Riles, Superintendent of Education for the
State of California and won under the equal protection clause of the 14th Amendment to

the U.S. Constitution. Essentially, the courts determined Larry P. and students similarly
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situated did not receive equal education opportunity (Wade, 1980). Similar to Larry P.,
Mills v. the District of Columbia (DC) Board of Education (BOE) was an integral case for
minority students with disabilities. Specifically, seven African American children
considered uneducable by the DC BOE were denied entry into the DC public schools due
to their disabilities. The families of the students sued under the grounds of not receiving
education access or opportunity; the courts ruled in favor of the plaintiffs and granted
relief.

Barriers to access and opportunity.

The research literature addressed non-academic barriers to access and opportunity
for children and families who are CLD. Some of these barriers include poverty,
neighborhood quality, location (Stanley, 2015), nutrition, access, attitudes, and beliefs
towards mental and physical healthcare (Breland-Noble, Bell, Burriss, et al., 2011),
language, socioeconomic status, culture, housing, school choice, and safety
(Mavrogordato & Stein, 2014; Welner & Carter, 2013).

Poverty has been identified as one of the primary non-academic factors impacting
access and opportunity for children who are CLD with disability (Artiles, Kozleski,
Trent, Osher, & Ortiz, 2010; Blanchett, Klingner, & Harry, 2009; Sullivan & Thorius,
2010). As of 2017, the national poverty rate was 12.3% (Fontenot, Semega, & Kollar,
2018); 35% of those living in poverty are children under the age of 18 (Fontenot,
Semega, & Kollar, 2018). Poverty is a key indicator to school success and quality of life
due to its cyclical nature (Cilesiz & Drotos, 2016; Opportunity Index, 2013); poverty
plays a substantial role in the development of children academically, socially,

emotionally, and as it relates to health (Cilesiz & Drotos, 2016; Copeland, 2006; Jacobs,
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2013), impacting access to quality educational opportunities (Cilesiz & Drotos, 2016).
Additionally, the high rate at which CLD/E students tend to miss the opportunity for
college success is related to poverty (Cilesiz & Drotos, 2016; Leake and Black, 2005;
National Research Council, 2002). While being a child with a disability and growing up
in poverty does not equate to a lifetime of missed opportunities, the research does show
that most families who are centralized in depressed areas, and the obstacles that they face
make the chances of them obtaining opportunities for success almost insurmountable
(Gilyard, 2013; Jenkins, 2009; Jensen, 2009; Mason, 2014; Rothstein, 2013).

Lack of insurance is one of the resultant factors faced by those living in poverty.
Marshall, Kirby, and Gorski (2016), in their research study contributed to the research
base by reinforcing cost and lack of insurance as a barrier to access; while the authors
concluded cost and lack of insurance are barriers, there is “no linear” connection between
this barrier and access to services (p. 264). In other words, the extent to which cost, and
lack of insurance impacts access and opportunity is contingent on the situation. For
example, the authors noted that both those with private insurance, as well as Medicaid
recipients, were able to access services, albeit through different avenues. However, the
level and the extent to which these services were attainable were dependent on the level
of coverage. Level of parental concern typically was highest when the developmental
delay was in speech and language. In the study, the authors focused on parent
perceptions in relation to young children with developmental delays and found the barrier
to be most pervasive with families of Black children and language minority families.

Parents in general require the services of professionals in the healthcare industry

for the care of their children. Parents of children with disabilities, especially those with
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chronic conditions such as asthma, attention deficit/hyperactive disorder (ADHD),
deafness, blindness, etc. require the services of healthcare providers more often than
parents who do not have to deal with chronic conditions in their child. However, when
navigating the healthcare system as the CLD parent of a child with a disability, the
challenges can become greater. Navigating the healthcare industry, i.e. gaining access to
medical care and professionals and obtaining and understanding the child’s disability
(Dote-Kwan, Chen, & Hughes, 2009) is identified as a barrier. From the parent
perspective, understanding the US healthcare system (prerequisite skill to include proper
documentation, language, money, system navigation), accessing the actual services that
deal with scheduling an appointment and gaining transportation to get to the appointment
is a barrier. Dealing with front office staff who are rude and obtaining the proper doctor
to address the condition of the child are barriers.

Navigating the medical system and accessing healthcare pose further barriers in
terms of education because parents need to spend all day at the doctor’s office (Sobo,
Seid, & Reyes Gelhard, 2006). Sobo, Seid, & Reyes Gelhard (2006) examined the
implications of accessing healthcare for chronically ill children from the parent
perspective; however, although many children identified under IDEIA may have chronic
conditions, the authors did not specifically mention disability in their study. Nor did the
study focus on the voice of African American parents of CLD/E children. Nevertheless,
the findings are important because the authors focused on parents of children with
chronic conditions or other conditions which required parents to take time away from
work and school and studied how these conditions impacted whether or not parents could

or would access some of these critical services. Multiple visits impacted school
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attendance, and work attendance for parents. When parents felt they needed to take
substantial amounts of time from work or their children needed to miss multiple days of
school due to the limited availability in services with healthcare professionals, it deterred
them from accessing these services.

Studies have shown lack of access and opportunity to services and resources
considered non-academic factors impact student achievement (Carrell & Hoekstra, 2010;
Prather, 2010; Walsh et al, 2014); this impact primarily takes place in urban school
districts (Prather, 2010). Additionally, lack of access or opportunity to resources within
these non-academic areas increases the likeliness that the opportunity gap will widen
(Mavrogordato & Stein, 2014; Milner, 2012) and, if not addressed, will eventually grow
into a chasm. In understanding these disparities, we have to understand that structural
inequities lessen the opportunities for some of the students we serve (Milner, 2012).
Taking the information that we have into account, our arguments for equity must include
children with disabilities who are CLD and their families in the discussion as it relates to
the opportunities that are afforded to them.

Collaboration

Per the Individuals with Disability Education Improvement Act (IDEIA) of 2004,
parents have a much stronger role when it comes to collaborating with schools and
having input in their child’s success (IDEIA, 2004). The 2004 reauthorization is the first
to include matters specifically related to CLD parents (Maydosz & Maydosz, 2013), and

provisions of the Act are focused on an increased effort and successful integration of
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parent participation. Yet there are still instances in which parents of students who are
CLD continue to not have their voices heard (Jung, 2011; Olivos, Gallagher, & Aguilar,
2010). Understanding the rights of the parent with regard to to legislation and
understanding that parents have equal voice in decisions pertaining to their child
(Feinstein, Fielding, Udvari-Solner, & Shashank, 2009) are both important to increasing
access and opportunity for CLD/E children.

Typically, when collaboration, and including and supporting families is discussed
in the education field, it is discussed from the conceptualization of school, community
and home partnerships (Epstein & Salinas, 2004; Olivos, Gallagher, & Aguilar, 2010);
rarely are the specific and unique needs of families of children who are CLD/E
mentioned (Olivos, Gallagher, & Aguilar, 2010; Sullivan & Thorius, 2010). The manner
in which those in the field of education view and understand the various cultures of the
families of children with disabilities is integral to increasing the parent voice and more
specifically, the African American parent voice. Based on current research, each of these
component parts typically work in silos so that the intervention practices in place to
support children and families in each aspect of the framework work in a fragmented
manner (Aceves, 2014; Center for Mental Health in Schools, 2014; Dotson-Blake, Foster,
& Gressard, 2009; Kozleski & Smith, 2009; Moore-Thomas & Day-Vines, 2010). Based
on the research, schools cannot be expected to meet the needs of children alone,
especially the needs of students that come from high-risk communities (Beatty, 2013;
Rothstein, 2005). Due to the societal and economic factors that impact children in
schools, starting at the schoolhouse doors will not be an effective way to close the

opportunity gap. Research literature has provided the field with information pertaining to
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the extent in which collaboration impacts opportunity for families of children who are
CLD/E (Marshall, Kirby, & Gorski, 2016; Obiakor & McCollin, 2011).

Facilitators of access and opportunity.

Scales et al. (2005), focused on using community collaborations to address the
needs of CLD students. More specifically, the authors examined the relationship between
developmental assets and outcomes for CLD high school students. They hypothesized if
students from White affluent families had these opportunities and achieved at higher
rates, than CLD students could exhibit the same results if afforded the same
opportunities. In their study of 429 CLD high school students, the authors found that with
the increase in developmental assets, there is an increase in developmental outcomes.
They were able to conclude that partnerships between communities, businesses, and
schools can be integral factors in increasing the opportunities for CLD students and
moving towards closing the gap. While this information is promising, it neither
addresses the needs of children who are CLD/E, nor explores the perspective of CLD
parents.

Kozleski and Smith (2009) analyzed the impact of educational reform through a
critical lens, examining opportunity as it relates to “educational equity policy initiatives”
(p. 427). The authors conducted their study around the systemic change framework in an
attempt to look at how districts, schools, and classrooms worked together to meet the
needs of CLD students with disabilities through inclusive education reform. Of the three
cases identified in the study, only one effectively incorporated systemic change; it did so
by instituting the practice of using collaboration to meet the needs of CLD/E students.

Kozleski and Smith (2009) concluded that in order to bring about equity, systems must
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explore who is advantaged and disadvantaged as it relates to the distribution of equity and
opportunity. Interestingly, it was determined that educational reform efforts are integral
in beginning the conversation on using collaborative practices to close the opportunity
gap. However, the authors did not share the effectiveness of the reform effort as it
translated to student achievement, and as with other studies, this study did not include the
parent perspective.

Barriers to access and opportunity.

As discussed in the previous sections, culture is a barrier to collaboration for CLD
parents of children with disabilities. The literature in this section addresses what the
research currently states as it pertains to identified barriers to access and opportunity
from the parent perspective, which addresses Question Three of this research study.

In many cultures, educators and other professionals are seen as authorities in their
fields; therefore, parents of many minority cultures do not ask questions for concern of
being rude, or of doubting the ability of a teacher or other professional (Conroy, 2006:
Sauer & Lalvani, 2017). These perceptions subsequently obstruct the collaborative nature
of the decision-making process. Additional research gathered from the perspective of
parents of children with disabilities suggest that professionals tend to not respect the
knowledge of the caregiver as it pertains to the needs of the child. In turn, this dynamic
impact the collaboration process (Terhune, 2005; Zionts, Zionts, Harrison, & Bellinger,
2003) and creates a barrier to achieving systemic change.

Collaborative practices, specifically, the communication between service agencies
and/or organizations developed for the intent of supporting families (Burbank & Hunter,

2008), and considerations of various cultural norms and practices (Conroy, 2006),
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language and socioeconomic status (Sauer & Lalvani, 2017), influence the extent to
which access to communication and collaboration with various agencies impact the
opportunity gap. Specifically, lack of cultural sensitivity inhibits effective
communication and collaboration for CLD parents of children with disabilities. In a
study on cultural sensitivity in schools, African American parents noted a desire for more
collaboration with school-based professionals, especially in the wake of the changes to
IDEA that mandated the inclusion of the parent voice (Zionts, Zionts, Harrison, &
Bellinger, 2003). The authors identified the lack of collaboration by the school as a
barrier to access and opportunity for African American children with disabilities and their
families. Furthermore, the level of satisfaction felt by the parent with access to services
and opportunities corresponded to the level of respect felt by the parent from the school
team as a contributing member of the team.

Knowledge by healthcare providers, child care providers, and school staff, of
resources and services available within a family’s community has also been cited as a
barrier to access meaning the providers are not always forthcoming with the information
needed by parents to effectively navigate the system (Marshall, Kirby, & Gorski, 2016;
Olivios, Gallagher, & Aguilar, 2010). Additionally, the research tells us that what
parents need from the agencies with which they collaborate varies based on where their
child falls on the education continuum (K-16) (Burbank & Hunter, 2008); the needs of
parents who are CLD with younger children differ from the needs of those parents who
have older children, resulting in distinct characterizations of facilitators of and barriers to

access.
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Almost 45 years after the passage of PL 94-142 and over 60 years following the
passage of Brown v. Board of Education (1954), the education community still has not
effectively realized the need to address the disparities in opportunities and access for
marginalized populations, especially African American children with disabilities. While
researchers have addressed the disparities in opportunity for CLD learners utilizing
various methods such as assessing teacher quality through value-added measures,
education reform initiatives, considering academic and non-academic factors, and
collaborations between parents, school administrators and support services, there is very
little information on how these methods have addressed the disparities in opportunity for
learners who are CLD specifically learners who are African American, with disabilities
and from the perspective of parents (Brown & Brandon, 2007). When the research focus
is on all children, the majority of the sample is White children; when the research
involves CLD children, the sample is of Hispanic populations or English Language
Learners (ELL). Discussions focused on children of the African Diaspora are typically
framed by the perspectives of educators, administrators and students, and the voice of
African American children and families with disabilities tend to be absent from the
narrative. Thus, there remains a crucial gap in the research as it pertains to addressing the
disparities for this population.

Understanding the impact of academic factors, non-academic factors, and
collaboration on school and life success is critical in the argument concerning the
opportunity gap. Facilitators of and barriers to access and opportunity, based on the
research, are similar in each of the identified areas of this chapter. However, each

discussion focused on the factors centered on one specific area. For example, when
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speaking of academic factors which facilitate or present a barrier to opportunity, the
factors are discussed from the perspective of school-based concerns exclusively; there is
no cross-organizational discussion concerning the factors, nor does the research provide
evidence of the impact of these factors on African American parents of CLD/E children
across systems. There is a strong theme within the research literature on the importance
of cultural competence and its connection to access and opportunity for CLD children
and families (Copeland, 2006; Feist-Price & Ford-Harris, 1994; Terhune, 2005).
However, this theme neglects to incorporate the intersectionality of disability, race, and
culture as they pertain to access and opportunity.

This literature review set out to identify the ways the opportunity gap has been
addressed in the research community. Based on the literature set forth in this paper, there
is no consensus of the best way to address the opportunity gap, and only limited
information on the impact of facilitators of and barriers to access and opportunity for
CLD/E children from the African American parent perspective. The researcher of the
current study seeks to close this gap in the literature by connecting with African
American parents of CLD/E children and providing a space for discussion on facilitators
of and barriers to access and opportunity, and the connection between service delivery
organizations—including schools—from the parent perspective by addressing the
following research questions:

e How do CLD parents of CLD/E children perceive their child’s disability?

o How do CLD parents perceive the supports and services available to assist

them in supporting the needs of their CLD/E child(ren)?
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e What do CLD parents perceive as the facilitators of and the barriers to access
and opportunity for services and resources for their CLD/E child(ren)?
Table 2.1 provides a visual representation of the connection between the literature in this
chapter and each research question.
Table 2.1

Research Question and Literature Alignment

Research Question Studies
1. How do CLD parents of CLD/E e Bussing, Schoenberg, & Perwein,
children perceive their child’s 1998;
disability? e Ratto Reznick, & Brown, 2016;
e Salend, 1993;
e Devlieger & Albrecht, 2000;
e Terhune, 2005;
e Fingerman, Vanderdrift, Dotterer,
Birditt, & Zarit, 2011,
e Borum, 2007
2. How do CLD parents perceive the e Gatlin & Wilson, 2016;

supports and services available to
assist them in supporting the needs
of their CLD/E child(ren)?

Shelden, Angell, Stoner, &
Roseland 2010;

Chu, 2014;

Hardin, Blanchard, Kimmery,
Appenzeller, & Parker, 2014

What do CLD parents perceive as
the facilitators of and barriers to
access and opportunity to services
and resources for their CLD/E
child(ren)?

Longtine & Principe, 2014,
Brandon & Brown, 2007

Conceptual Framework
The conceptual framework explains the phenomena of focus in written form or
graphically (Miles & Huberman, 1994). It describes the “key factors, constructs,
variables” (p.18) and the manner in which the researcher conceptualizes the relationships.

Figures 2.1 and 2.2 provide a visual representation of how the researcher conceptualizes
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the relationship between the key factors within society which impact how the needs of
children with disabilities are being met and how the identified theories will guide, support
and inform the study. Specifically, both Figure 2.1 and 2.2 represent the component parts
needed, from the perspective of the researcher, to address the opportunity gap.

The work of the current study is conceptualized through Bronfenbrenner’s
Ecological Systems Theory (EST) and the Systems of Care (SoC) framework. , found
implicitly and explicitly as a theme throughout the literature base as it pertains to
supporting families in accessing services for their children who are CLD, including
parents in the decision-making process, regardless of the situation, for their child, and
collaborating across systems.

Bronfenbrenner’s Ecological Systems Theory (EST) is grounded in the concepts
of human development, specifically focusing on the impact ecological systems have on
human development (About Human Development, 2017; Bronfenbrenner, 1994). The
EST is comprised of five ecological systems (microsystem, mesosystem, exosystem,
macrosystem and chronosystem) in which the human interacts (Bronfenbrenner, 1994)
(Figure 2.1). The child and family are situated at the center of the model and the focus is
on how each of the systems impacts the child and family (Bronfenbrenner, 1994;
Johnson, 2012). The microsystem looks at how one interacts with their direct or
immediate environment. The immediate environment includes family, friends,
neighbors, schools, and places of work, community organizations and others who have
direct contact with the child and/or parent (family) and how one's contact through these

socializations shape the environment (Bronfenbrenner, 1994; Sincero, 2012).
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The mesosystem focuses on how each of the direct influencers within the
microsystem interconnect and impact the development of the child and/or family
(Bronfenbrenner, 1994). The next layer of the EST is the exosystem, which is the level
in which we witness the impact of the larger social system on the child and/or family.
Specifically, the exosystem contextualizes the manner in which the expectations of
societal norms can impact the development of the child/family. Within the exosystem,
the child/family is not directly involved; however, when one or more of the institutions in
the microsystem is impacted, the microsystem of the child/family experiences a positive
or negative result (Bronfenbrenner, 1994; Paquette & Ryan, 2001). The macrosystem is
an even broader layer of the EST in which customs, laws, cultural values, attitudes, and
beliefs (Bronfenbrenner, 1994) interplay within a specific context. As a result, the
attitudes and beliefs within the macrosystem drive the interactions within other aspects of
the EST and have a pervasive impact on the interactions within and between the
institutions in the microsystem (Paquette & Ryan, 2001). Lastly, the chronosystem
examines the development of the child/family over time viewed through a social,
historical lens, providing context on development in chronological time as well as from a
historical perspective as it relates to the environment in which the child/family lives

(Bronfenbrenner, 1994).
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Figure 2.1. Bronfenbrenner’s ecological systems theory. From Georgetown University

First developed within the field of mental health for the purposes of supporting
and improving the delivery of community-based children’s mental health services
(History of Systems of Care, n.d.; Piers, 2002; Vinson, Brannon, Baughman, Wilce, &
Gawron, 2001), the Systems of Care (SoC) model was originally used in community
organizations to bring stakeholders in the life of a child with serious mental health
challenges together for the good of the child (Pires, 2002). SoC is now widely used as a
model to support interagency collaboration in order to meet the needs of children and
families across disability categories (History of Systems of Care, n.d.). Based on its
success in the field of mental health, SoC has been studied as a way for organizations to
collaborate on behalf of a child regardless of the disability classification.

The SoC framework has been defined as “a comprehensive spectrum of mental

health and other necessary services which are organized into a coordinated network to
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meet the multiple and changing needs of children and their families.” (Pires, 2002; Stroul,
2002, p. 3). It is characterized by six guiding principles (see Table 2.2): (a) interagency
collaboration, (b) individualized strengths-based care, (c) cultural competence, (d) family
and youth involvement, () community-based services, and (f) accountability; the
incorporation of each of these principles into any organization based on the SoC
framework is critical to effective implementation (Guiding Principles of Systems of Care,
n.d.). Each guiding principle is embedded in the philosophy through eight overlapping
domains of the framework (see Figure 2.2): I. Mental Health Services, II. Social
Services, I11. Educational Services, V. Health Services, V. Substance Abuse Services,
VI. Vocational Services, VII. Recreational Services, and VIII. Operational Services. Itis
within these eight overlapping domains of the framework in which the holistic approach
to supporting children and families throughout each life domain is based (Stroul, 2002).
Table 2.2.

Guiding Principles Systems of Care Framework

Guiding Principles Systems of Care Framework

a. Interagency Collaboration: Engages child and family serving agencies from the
public, private, and faith-based sectors.

b. Individualized Strengths-based Care: Acknowledges each child and family’s
unique set of strengths and challenges and builds care plans that optimize those
strengths while meeting the challenges.

c. Cultural Competence: Refers to a defined set of organizational values and
principles, as well as behaviors, attitudes, policies, and structures that enable systems
to work effectively cross culturally.

d. Family and Youth Involvement: Requires mutual respect and meaningful
partnership between families and professionals at all levels.

e. Community-based Services: Engaging home, school, and community-based
resources as the optimal method for providing care and support to children and
families.
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f. Accountability: Refers to the continual assessment of practice, organizational,
and financial outcomes to determine the system of care’s effectiveness in meeting the
needs of children and families.

The principles are provided as guidance for the development and implementation of the
framework within an agency seeking policy change in supporting children and families.
SoC is designed to be developed within the unique needs of the agency in which the

framework is being used (Stroul, 2002).

System of Care Framework
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From Stroul, B. & Fricdman, R. (1986). 4 system of care for children
and youth with severe emotional disturbances (rev. ed., p. 30).
Washington, DC: Georgetown University Child Development
Center, National Technical Assistance Center for Children's

Mental Health,

Figure 2.2. Systems of care framework domains. From Stroul, B & Friedman, R. (1986).

A system of care for children and youth with severe emotional disturbances (rev. ed.,
p.30). Reproduced with permission from Georgetown University Child Development
Center, National Technical Assistance Center for Children’s Mental Health.

The combining of EST and SoC is the basis of the conceptual framework for the

current study. The reorganization and integration of the two frameworks is used to
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bridge the communication gap (Passig, 2007) between various social systems to meet the
needs of children and families. Merging the ideals of the mental health profession, social
work, and education allowed the author to examine the interactions between the various
organizations and the family, and how these interactions impact the development of the
child and family. This study sought to understand the power dynamic as revealed by the
parents, and the facilitators and barriers to access and opportunity for their child with a
disability, and in turn met African American children and families where they were. In
this study, the focus was on the interactions between schools, and other agencies
designed to facilitate change in the life of the family of the African American child and
how these various agencies facilitate access to services in or contribute to barriers for
educational opportunity as perceived by parents. The processes taking place in each of
the various agencies and the impact of these processes should not happen in isolation, but
instead the focus of each system with the domains of SoC integrated is how these
processes are interacting across agency (Bronfenbrenner, 1994). Figure 2.3 depicts and

explains a conceptualization of the opportunity gap using EST and SoC domains.
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Figure 2.3. Conceptualization of the synthesis of Bronfenbrenner’s ecological systems
theory and systems of care

In the conceptual framework which synthesizes the EST and SoC, the EST model serves

as the foundation. At the center of EST is the concept of human development, that

Micro: The interactions between the
child/family and the agencies immediately
impacting the development of the child
(schools, home, community, church, agency
providers). Arrows at both ends of the line
demonstrating the shared responsibility and
open communication between child/family
and agencies.

Meso: The interactions between the
agencies and providers in the life of the
child and the family. The eight domains of
SoC are embeded at this level connected by
arrows demonstrating the continuous
communication and shared responsibility
across agencies.

Exo: The influence of factors not directly
involved in interactions with the child, but
impacts the development of the child.

Macro: Attitudes and beliefs of greater
society and the impact of those attitudes
and beliefs on facilitators and barriers to

opportunity.

Chrono: development of the child/family
over time viewed through a social, historical
lens, providing context on developmentin
chronological time as well as from a
historical perspective as it relates to the
environment in which the child/family lives

everything within the child’s system impacts the development of the child

(Bronfenbrenner, 1994). The two frameworks are brought together using the guiding

principles of SoC serving as the indicators. Figure 2.4 provides a guide for how each

guiding principle connects to the framework.
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Figure 2.4. Conceptualization of the integration of Bronfenbrenner’s ecological systems

theory and the systems of care principles

The intersectionality of class, race, disability, and gender are infused throughout

the profession. CLD children with disabilities and their parents have been in the unique

position of having to fight for education equity on two fronts, initially during the

desegregation of schools and soon after with the disproportionate representation in

special education. Booker T. Washington said it best when he stated:

Few people who were not right in the midst of the scenes can form any

exact idea of the intense desire which the people of my race showed for

education. It was a whole race trying to go to school. Few were too

young, and none too old, to make the attempt to learn. (Anderson, 1988, p.

5)

The attempt to learn is still embattled within the community; however, with the synthesis

of EST and SoC the way we conceptualize learning for African American children and
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their families can change and move from supporting parents across systems in a

fragmented manner to providing access and opportunity using a more cohesive approach.
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Chapter 3: Methods
Overview of Methodology

Due to the limited amount of information available on the topic of accessing
services to provide opportunity for CLD/E children from the perspective of their parents,
the author of this study considers the qualitative approach using semi-structured
interviews the best method for exploring the phenomena of interest. According to
Brantlinger, Jimenez, Klingner, Pugach, and Richardson (2005), "qualitative research is a
systematic approach to understanding qualities, or the essential nature, of a phenomenon
within a particular context™ (p. 1). This chapter presents the design of the study to
include epistemology, methodology, procedures for data collection and analysis, a
reiteration of the research questions, the theoretical framework, the participant
characteristics, trustworthiness, the subjectivity statement of the researcher and the ethics
for the study.
Epistemology/Research Paradigm

The epistemological approach used in the examination of the phenomenon for this
study is transformative, viewed through a critical lens. Under the transformative
paradigm, the researcher addresses the politics of the oppression and moves to empower
the oppressed by “relinquishing control of the research” (Mertens, 2005, p. 17) to the
marginalized population. The transformative paradigm follows four characteristics:
1. The diverse group is placed at central importance in the study;
2. Analysis of the why and how of the inequity;
3. Examination of the connection between the results of the inquiry and political or

social action;
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4. “The use of a transformative theory to develop the program theory and research
approach” (Mertens, 2005, p. 23).

In transformative research, the research area of inquiry moves to address the social
oppression in order to create reform within the system (Creswell, 2014). The research
focus of the study is centralized in the notion of a “political change agenda” (Creswell,
2014, p. 9) seeking to confront social oppression.

In any type of research, a basic set of core beliefs guides the actions of the
researcher (Creswell & Miller, 2000). As it pertains to the current study, the
philosophical views of this researcher in qualitative research are transformative. While a
transformative approach closely aligns to interpretive/constructivism (Mertens, 2009), it
differs in its focus on power and justice orientation, collaboration, and being political and
change-oriented (Creswell, 2007). This difference speaks to the researcher’s interest in
not only understanding the facilitators of and barriers to access and opportunity from the
parent perspective, but also to changing the power structure and process of supporting
children through collaboration. In the current study, the focus is on inequities, perceived
or otherwise and the power relationship between parents and organizations that have been
established to support them (Creswell, 2014)—a critical examination of the programs and
the sociopolitical connection. Further, the transformative approach allows the researcher
to identify, understand, and analyze how a construct such as the opportunity gap is
viewed from the perspective of culturally and linguistically diverse parents of children
with disabilities and how this opportunity to tell their stories and lift their voices changes
the narrative around access and opportunity for those who are historically marginalized

(Creswell, 2007). The inquiry in this study—facilitators of and barriers to access and
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opportunity—is centered in political change (Creswell, 2007). Due to the focus on
empowerment and social justice using a transformative approach (Creswell, 2007;
Mertens, 2009) the researcher is afforded the chance to focus on the concerns as
identified by the study participants and add to the literature substantive information that
will effect change.

Theoretical Perspective

As previously stated in Chapter One, the theoretical foundation of the research
study is based on Bourdieu’s Social and Cultural Capital Theory and Intersectionality,
viewed through a critical lens, specifically, Critical Race Theory, and Critical Disability
Theory. The current study is conceptualized through a synthesis of Bronfenbrenner's
Ecological Systems Theory, and the Systems of Care framework, as explained in Chapter
Two, to frame the inquiry and further explore the relationship and interactions between
parents of CLD children and other service support agencies. In this section the researcher
will go into detail on how the critical lenses of Bourdieu’s Social and Cultural Capital
Theory and the theory of intersectionality as exposed by scholars such as Kimberly
Crenshaw inform the research.

According to Babbie (2016), theories function in three different ways: (1) they
provide us an opportunity to understand and explain the phenomenon of focus, (2) they
allow for sense-making of observed patterns and in turn allow for other possibilities, and
(3) they “shape and direct research efforts, pointing toward likely discoveries through
empirical observation” (p. 42). For the purposes of this study, the researcher is relying on
identified theories to better understand and explain the interplay between the systems as it

relates to access and opportunity (Belluomini, 2014; Luke & Goodrich, 2015) for CLD
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parents of CLD/E children, in an effort to develop a conceptual framework driven by an
analysis of the empirical data collected to inform the study. In conjunction, the theories
will address through a critical framework the transformative nature of understanding the
facilitators of and barriers to access and opportunity as perceived by parents.

In order to understand the marginalization of a group, one must understand the
frame in which the group of focus presents. Intersectionality speaks to the inequalities
faced by those who identify as more than a single identity (Walby, Armstrong, & Strid,
2012). First identified through the research of Dr. Kimberle Crenshaw, intersectionality
IS an examination of the interconnectedness of inequality and identity interrelate in
various contexts (Gillborn, 2015). Intersectionality, historically, has been rooted in the
belief there is a clash between the identities of gender and race causing those who
identify within both to have to choose one as dominant over the other (Walby,
Armstrong, & Strid, 2012). Contending with various identifications, intersectionality of
identity faced by many (Black and male, Hispanic, female, and with disability),
recognition of membership in multiple groups is critical in order to identify, understand,
and address the various forms of bias which one may encounter in society (Gillborn,
2015). In recent literature (Walby, Armstrong, & Strid, 2012) intersectionality has
looked at multiple clashes of identity, and the manner in which those with multiple
identities have been marginalized based on those identities. More specifically, recent
research has focused on the intersection of race, culture, language, and disability and the
bias encountered when contextualized based on a White-as-norm basis.

At the heart of the matter in using a transformative paradigm is the focus on the

empowerment of marginalized populations (Mertens, 2009). In the current study, the
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marginalized population of study are parents of children with disability, specifically,
CLD parents of CLD children with disability. In examining this phenomenon further, the
researcher employs the theory of intersectionality because the CLD population at the
center of focus for this study are parents of the African Diaspora of CLD children with
disabilities. The current body of research provides insufficient information on this
specific population. Intersectionality offers an avenue in which those who identify based
on multiple characteristics do not have to choose one based on the political or societal
expectation of identity (Walby, Armstrong, & Strid, 2012), an understanding further
affirmed by Blanchett, Klingner, & Harry (2009) who discuss the importance of
understanding the role of language, culture, race and disability as it pertains to the
education of children of color, specifically Black and Hispanic children. The
intersectionality of race, disability, language and culture, and an understanding of the
intersectionality and its impact on interactions and opportunities for CLD/E children and
their families is critical to the empowerment and access for marginalized populations.
Bourdieu’s Theories of Cultural and Social Capital are based in the concepts of
knowing, understanding, and experiencing (Lee & Bowen, 2006). Cultural Capital is
grounded in the power of non-economic resources and the understanding that having the
aptitude to attain and leverage resources such as “knowledge, skills, and education”
equates to social mobility (Raskoff, 2014). It exists in personal dispositions, attitudes and
knowledge (Lee & Bowen, 2006) as it pertains to parents in the educational system.
Cultural capital is the foundation or key to accessing higher forms of capital such as
social capital. Social capital is characterized by its prerequisite of economic resources.

One’s ability to leverage the economic resources afforded to them and use them in a
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manner to gain entry/membership into specific social circles allows one to leverage the
power of the economic and non-economic assets for one’s own benefit (Raskoff, 2014).
Social and cultural capital inform the current study in that both are situated in
paradigms of power. Lee and Bowen (2009) discuss how, based on birth right and place
in society, one’s cultural capital can extend for generations and thereby explain why
parent involvement looks different in parents from the non-dominant culture. At the core
of cultural capital, and by extension social capital, is the concept of habitus, which means
home (Bourdieu, 1986). Habitus focuses on the strength of the family and the child’s
environment in helping to form cultural capital. Both cultural and social capital are
situated within Bronfenbrenner’s EST due to the focus on the interactions in both the
microsystem and the mesosystem of the child and family (Lee & Bowen, 2009).
Theoretically, the purpose of Critical Theory is to challenge and change the
manner in which processes and interactions in society have typically been carried out—
processes and interactions that are typically put in place at the cost of those who have
been historically disenfranchised, to emancipate and empower those considered to be
marginalized by society (Lincoln & Guba, 2000; Merriam, 2009). Critical research in the
field of education examines how “power relations advance the interest of one group while
oppressing another” (Merriam, 2009, p. 35) and focuses questions on the manner in
which the education system is organized (Merriam, 2009). In Critical Theory, it is
understood that the researcher is looking to address the inequities in society faced by a
marginalized group. In the case of this research study, the inequity is access to
opportunity and the group that is being addressed is CLD parents, specifically African

American parents of CLD children with disabilities. Further, in Critical Theory, reality is

69



viewed as multifaceted, and situated in political, social and cultural context with one
reality in a position of privilege. As discussed in Chapters I and 11 of this study, the
opportunity gap in education is squarely situated in the realms of politics, society and
culture as it relates to equity and access for CLD/E children, specifically how access and
opportunity is characterized by parents of CLD/E children and acknowledging the parent
perspectives of those of the African Diaspora of barriers to and facilitators of access.

Research contextualizes the intersection of disability, race, and cultural and
linguistic diversity in the concepts of critical pedagogy, critical race theory and disability
studies (Blanchett, Klingner, & Harry, 2009). This study goes further and examines how
the facilitators and barriers to opportunity affect change within a sociopolitical context.
Approached from perspective of parents, this study examines whether or not the various
agencies (systems) designed to support families are truly working in a collaborative
manner, such as the one identified in SoC and illuminated through the mesosystem, and
illuminates the impact the macrosystem may or may not have on the manner in which
parents of CLD/E children view the facilitators of and barriers to access and opportunity.

Critical Theory is focused on critiquing and changing society and is grounded in
the philosophies of Marx, Habermas, and Horkheimer. It is a theoretical lens that
champions the beliefs, concerns, and needs of marginalized populations and supports the
belief that our knowledge is based on historical contexts and experiences (Darder,
Baltodano, & Torres, 2003; Lincoln & Guba, 2000). At its core, Critical Theory
“challenges the hierarchy of power relations” (Lincoln & Guba, 2000; Rhem, 2013, p. 4)
and pushes one beyond their current boundaries of viewing the world to take on the

perspective of others; it pushes one into a state of otherness that allows for the critical
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examination of how current systems in society oppress certain populations (Lincoln &
Guba, 2000) and critiques and challenges the status quo (Merriam, 2016). The current
study extends this critique through critical race theory (CRT), which is used to challenge
the misconception of “white is right” thinking in education. CRT is situated in the
current study as a means to challenge the “belief, assumption, and practice” (Gillborn,
2015, p. 278) in which whiteness is the norm and the standard to which society standards
are and should be measured (Gillborn, 2015).

Disability Studies (DS) is the interdisciplinary field that focuses on disability
from a perspective of power and ability, and not from the deficit mindset (Albanesi,
2017) most commonly used within society. Disability studies (also referred to as critical
disability studies or discrit) is a fairly new addition to the discussion of critical theories.
Within disability studies is a subset called disability studies in education (DSE). In DSE,
the goal is to take a wider perspective in the understanding of disability by recognizing
disability as a part of the person and not something to cure, and viewing disability within
education from a social, cultural, and historical context (Albanesi, 2017; Collins, 2013)

There are five tenets of DS: (1) the study of disability is social, (2) the study of
disability must be foundational, (3) the study of disability must be interdisciplinary, (4)
the study of disability must be participatory, and (5) the study of disability must be
values-based (Ferguson & Nusbaum, 2012). DS is structured in a manner that pushes
society to view disability as difference instead of disorder (Ferguson & Nusbaum, 2012).
The perspective of DS, and by extension DSE, is one of true inclusivity in much the same
manner in which those focused on critical race theory and queer theory seek to normalize

the view of the respective culture rather than be weighed against the hegemonic culture to
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determine normalization (Ferguson & Nusbaum, 2012). The five tenets of DS inform
gives perspective from the viewpoint of understanding disability as a social construct and
therefore rest firmly in the views of society. DS informs the current study as it is framed
in the understanding of the “structural, attitudinal, institutional, and pedagogical
constraints” (Ferguson & Nushaum, 2012, p.76) impacting access and opportunity for
students in schools. For the purposes of the current study, when speaking of Critical
Theory, the focus is on CRT and disability studies. The current study is situated at the
intersection of the two, with a focal population of parents of culturally and linguistically
diverse children with disabilities. Both CRT and disability studies are grounded in the
beliefs that race and ability are socially constructed, and that those who ascribe to the
tenets of CRT and disability studies understand that, due to the social construction of
both, those who are non-White and have a disability are typically marginalized
populations (Collins, 2013; Ferri & Connor, 2005). In this understanding, the power
structures created in society through the social beliefs and systematic oppression by the
majority population lends credence to exploring the perspectives of the marginalized—in
this case, parents of the African Diaspora of CLD/E students—and providing voice to the
voiceless. The convergence of CRT and disability studies allows us to challenge the
power structure and status quo, and to break down barriers to access for the overtly
marginalized (Collins, 2013; Ferri & Connor, 2005).

Critical Theory fits into the paradigm of this study as the goal of the research is to
critique the current manner in which education operates in silos to meet the needs of
children, and more specifically: the segregated nature of special education, and the

manner in which the field currently views educators as the “professionals” as it pertains
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to what is best for children with disability and in doing so, risks oppressing the voice of
parents. This current separatist nature of the field leads to opportunity gaps that demand
critique and change in order to provide access and opportunity for CLD/E children and
families, specifically children and families of the African Diaspora.
Research Questions

This study proceeded to answer the following questions in order to address the
problem of the opportunity gap in education as it relates to perceptions of parents of the
African Diaspora of children who are CLD/E:

e Question One: How do CLD parents of CLD/E children perceive disability?

e Question Two: How do CLD parents perceive the supports and services
available to assist them in supporting their CLD/E child(ren)?

e Question Three: What do CLD parents perceive as the facilitators of and barriers
to access and opportunity to services and resources for their CLD/E child(ren)?

As the purpose of this study is to gain insight into the barriers and access to opportunity
as perceived by parents of children who are CLD/E, the researcher employed a
complementary data collection method consisting of semi-structured interviews to give
voice to parents of children who have been marginalized historically and to gather survey
data for the purposes of demographic information. The research has been viewed
conceptually using a critical lens informed by Bronfenbrenner’s Ecological Systems
Theory,and the Systems of Care framework.
Methodological Approach

Basic qualitative research is characterized by its “focus on process, understanding

and meaning, [with the] researcher as [the] primary means of data collection and analysis,

inductive and richly descriptive” (Merriam, 2009; Yates & Leggett, 2016, p. 225).
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Quialitative research allows the researcher to engage in inductive reasoning on the
phenomena of focus in order to come to a broader conclusion after analyzing the data
(Bradford, 2015; Merriam, 2009). Individual interviews involve interviewing
participants one-on-one and are typically time consuming (Mertens, 2005). Individual
interviews are further categorized based on structure: highly structured, semi-structured,
and unstructured (Merriam, 2009). For the purposes of this research study, semi-
structured individual interviews were used to gain more in-depth knowledge pertaining to
the research questions.

Typically used as a qualitative method, semi-structured interviews are designed to
provide the researcher with detailed information related to a specific topic (Merriam,
2009). Questions in semi-structured interviews are formatted in a flexible manner, which
allows the researcher and participant to engage in a process that is best characterized as a
discussion between the researcher and the interviewee (Merriam, 2009) versus a
formalized question/answer format. Semi-structured interviews also allow for the
conversation to flow in an organic manner and to address new topics (Merriam, 2009;
Yates & Leggett, 2016). Because semi-structured interviews are designed to allow the
participant to control the interview, the researcher determined that this style of interview
would be most appropriate for working with the targeted population; while the researcher
provides the questions and has the opportunity to ask follow-up questions, the flow of the
interview is primarily driven by the participant (RAND, National Defense Research
Institute, 2009).

Semi-structured interviews have been identified as the method that provides an

opportunity to explore the depth and the breadth of the opportunity gap from the
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perspective of parents of CLD/E children, as it allows the researcher to further explore a
phenomenon (Merriam, 2009) while simultaneously placing the voices of the
marginalized population, parents, at the forefront of the discussion. Semi-structured
interviews allow the researcher the opportunity to construct open questions to guide the
discussion, to collect rich data in the language used by the interviewee, and to understand
the perceptions of others (Castillo-Montoya, 2016; Newton, 2010). Additionally, semi-
structured interviews are designed in a manner that allows for two-way conversation,
while the phenomena of focus is examined from the emic perspective (Marshall &
Rossman, 2006). While the interviewer has constructed questions focused on the topic
ahead of time, the questions are structured broadly enough to allow for more focused,
detailed follow-up questions connected to the central topic (Castillo-Montoya, 2016).
This study will use a basic qualitative approach implementing semi -structured
interviews as basic qualitative research provides the opportunity for the researcher to
further explore the phenomenon (Merriam, 2009). For this research study, the
phenomenon of focus is the perceptions of parents of students who are CLD/E with
regard to facilitators of and barriers to access and opportunity. Using basic qualitative
research for this study allows for the identification, extraction, and interpretation of the
experiences of the participants in the study (Creswell, 2007)—an opportunity to explore
rather than define the phenomenon of interest from the perspective of the participants
(Creswell, 2007). The focus of this study is to understand the nature of and the impact of
barriers to and facilitators of opportunity as identified by parents of children who are
CLD with disabilities receiving special education services, and/or early intervention

services.
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Participants and Site Selection
The participants for this study are CLD parents with children with a disability

ages 1 to 22. Participants were recruited through multiple networking methods (i.e.
postings at local agencies for persons with disabilities, child and youth development
centers servicing the needs of children and families, social media, and professional
organizations) within the United States, primarily the mid-Atlantic and southern regions
of the United States (U.S.). In order to obtain an adequate sample size, the researcher
sought to recruit 25-30 parents to participate in the study. The researcher systematically
selected participants based on a set criterion (Maxwell, 1996) to represent the most
important dimensions of variation based on the population of the study. Criterion-based
selection using the following attributes were used to identify participants for the study:

1. A parent, legal guardian, and/or caregiver who identifies as CLD of a child
with a disability as defined by IDEIA, age 1 to 22 and receiving special education
or early intervention services.

2. Experience in obtaining or attempting to obtain services from an educational
agency, a social service agency, and/or a community organization.

For the purposes of this study, a child with a disability is defined as a child ages 1-2.5
who receives early intervention services, attempted to receive early intervention services,
and/or has an Individualized Family Service Plan (IFSP) or a child ages 3-22 who has
been identified with a disability per the 14 IDEIA classifications, has an IEP or had an
IEP, and is currently receiving services. Culturally and linguistically diverse is defined

as those who come from backgrounds that are not primary European. The expectation
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was that parents would self-identify as it related to each of these inclusion criteria via the
demographic survey.

The interviews took place at the local library in a reserved room, at local coffee
shops, at the place of employment for the parent, in the home of the parent, or via phone.
Because the interviewer was focused on comfort and interested in soliciting answers in
safe spaces in which the participants felt they could speak freely, the location of the
interviews was flexible, meaning the participant had the freedom to choose an alternative
location for the purposes of the interview.

Sampling Procedure

Sampling was structured or purposive (RAND, 2009) instead of random or
stratified to ensure the researcher obtained enough data to properly represent the
population of focus. The population for this study was parents of children who are
culturally, linguistically, and ability diverse ages 1-22 from across the United States.
Participants were recruited for the study via self-selection from local child development
centers, community centers and organizations. Flyers were posted throughout
organizations by the researcher or organization staff, requesting participants for the study
with the researcher’s contact information included. Additionally, social media was used
for the purposes of sharing the study with multiple professional organizations that in turn
disseminated the call within their networks. Snowball sampling was also used to recruit
additional participants when initial recruiting efforts were not sufficient. In snowball
sampling, the participants for the study are identified based on sharing or word of mouth
from current study participants (Miles & Huberman, 1994).

Data Collection
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Collecting high quality data for the purposes of research is important for the
accuracy, validity and reliability (RAND, 2009) of results. To gain an understanding of
parent perspectives on disability, and the facilitators of and barriers to opportunity for
their child with a disability, quantitative or qualitative data methods could have been
used. However, qualitative methods were chosen because the researcher was primarily
interested in allowing parents to tell their stories in their own words; quantitative methods
would not have allowed for the parent voice to be heard. Additionally, by using semi-
structured interviews instead of unstructured or structured, the researcher allowed the
stories of the parents to be guided by basic questions, but to evolve in a manner that was
directed by the parent (Mertens, 2009; RAND, 2009). Further, focus groups were not
considered the best method for data collection as the researcher was concerned with
groupthink and the possibility that all voices would not be heard (RAND, 2009).

Data was collected via a survey provided electronically via Survey Monkey to
participants prior to the beginning of the interview. The purpose of the survey was to
give the participants an opportunity to share demographic information, and to share the
various services with which they had had previous or current experience. The researcher
used Survey Monkey for the purpose of survey creation and dissemination. Participants
upon giving initial consent on the opening page of the Online Survey Screener with
Informed Consent (Appendix E) progressed through demographic information and
services received for their child to provide background information. The survey prior to
the interview provided two purposes. First, the survey was used to identify participants
who were eligible for the study based on participant criteria. A logic model was used to

make this determination. If participants did not give consent, they were immediately
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thanked and exited from the survey. If consent was granted, the participants progressed
through the inclusion criteria questions (See Appendix E for survey questions). If the
participant met all inclusion criteria, at the conclusion of the survey they were prompted
to provide their name, phone number, and email address if they were interested in
continuing with the study.

Following the completion of the survey, participants participated in a semi-
structured, recorded interview session with the researcher using a researcher-created
interview protocol (Appendix D); each interview lasted 90 minutes at most. The
interviews were recorded by the interviewer using two different free recording
applications on the phone of the interviewer (Rev Voice Recorder and Call Recorder),
and a Sony digital recorder. At the start of each interview, the researcher reviewed the
Informed Consent with the participant and reminded the participant engagement in the
study was completely voluntary and the participant had the right to terminate
involvement at any time. Once Informed Consent was reviewed, the interviewer
progressed through each research question as needed. As the interview process chosen
was semi-structured, the interviewer did not progress through the questions in a
sequential manner for all interviews, but instead allowed the responses of the participants
to dictate the order of questioning. With that said, there were times within the interview
sessions in which subsequent questions were answered in one of the earlier question
prompts and only required follow-up by the interviewer. Throughout data collection, the
researcher served as collector and data analyst in order to maintain “adequate
engagement” (Merriam, 2009, p. 219) in data collection. This is important because the

target number of participants was 25-30; however, the researcher achieved data saturation
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prior to reaching this number and therefore the final number of participants for the study
was 15. Saturation is characterized by the repetition of interview data and no new
information is gained (Merriam, 2009).
Development of Interview Protocol

According to RAND (2009), interview protocols may consist of three different
types of questions: descriptive, structural, and contrast. For the purposes of the current
study, the researcher has chosen to use descriptive questions as the interview protocol.

Descriptive questions are defined as questions that allow people to describe; they
provide participants the opportunity to share their stories and the researcher the
opportunity to ask follow-up questions that were not originally considered (RAND,
2009). Descriptive questions are categorized as five types: grand tour, mini tour,
example questions, experience questions and native language. When an interviewer uses
questions that are considered grand tour questions, they are using questions to elicit a
narrative that provides rich background information from the participant, typically at the
beginning of the interview. Mini tour questions are questions that focus on the specifics
of the participant's life or area of focus. These questions are typically follow-ups to the
questions asked during the grand tour. Example questions are posed to elicit a response
that will clarify something stated by the participant. Next there are questions that are
considered experience questions. These questions are posed for the purpose of inquiring
about the participant’s experience as it relates to the phenomenon of focus. When the
researcher asks an experience type question, the researcher is seeking a response that
speaks to the participant’s level of expertise or involvement in the situation of inquiry.

The last type of question is what is called a native language question. These question
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types are focused on having the participant respond to the question using the terminology
they would use within the setting or situation of inquiry (RAND, 2009). For the purposes
of this study, the researcher will employ each type of descriptive question in the
interview protocol in order to gain a rich and complete narrative from the perspective of
the participants (RAND, 2009).

Both the Online Survey Screener with Informed Consent (Appendix E) and the
interview protocol (Appendix D) were pilot-tested using convenience sampling (RAND,
2009) prior to dissemination and implementation for purposes of validity. The sample
population consisted of a researcher in the field of education familiar with special
education and families, specifically the needs of African American families, and a parent
of a child with a disability who was not included in the study sample. The researcher is a
university professor, African American female who received special education services
when she was a child. The parent is also an African American female who is an engineer
and works in quality assurance and regulatory affairs. In testing the instruments, the
researcher looked for any ambiguity in language used in the instruments, vagueness in
terms, or a need for change in the research design or procedure (Cone & Foster, 1993;
RAND, 2009).

Data Management

All data was locked, stored, and saved on password-protected files using a
password-protected laptop accessible to only the author of the study. Each interview was
audio recorded and transcribed immediately following the interview. Study participants
were given a unique code identifiable only to the researcher; field notes and all

documents were coded with identifying notations (Merriam, 2009); each participant’s
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information was coded with a unique identifier, and given a pseudonym known only to
the researcher to protect their identity and secure confidentiality. All electronic
information was kept on a secure cloud belonging to the researcher and backed up using a
USB drive accessible to only the researcher.

Analysis of the Data

The goal of data analysis in qualitative research is to allow the researcher to make
sense of the information that was collected during the data collection phase of the
research study (Merriam, 2009). Following the data collection, participant responses
were kept under individual electronic file names, and copious notes were taken and used
for the purpose of data analysis and maintenance (RAND, 2009). Inductive analysis and
a priori reasoning was used to allow the researcher to identify themes (Ryan and Bernard,
2003) within the responses, as well as to identify any responses that were not anticipated
(RAND, 2009). Once the data was collected, the researcher analyzed the data using the
three-step process of coding (Mertens, 20005). The process involved the researcher
identifying basic themes, sub themes, and patterns (RAND, 2009) and coding the data for
the purposes of categorization (Merriam, 2009).

Themes allow the researcher to identify, explore, compare, and explain (Ryan &
Bernard, 2003) patterns and phenomenon discovered in the research. The first step in this
process involved the researcher reading through the transcribed data and identifying the
main idea and supporting details in each story shared by the participants; the researcher
then began to make sense of the data (Merriam, 2009). Identification of information
within the data that answers the research questions is critical to beginning the analysis of

the research data. This is what Merriam (2009) labeled as category construction and
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Ryan and Bernard (2003) identified as establishing a theme. The categories for the
current study were based on the categories identified in the literature review. As the
researcher read through the data for each participant, notes were taken, and the transcript
was annotated with comments, observations, and questions (Merriam, 2009) that arose as
the researcher began to analyze the data. This initial process was conducted using the
coding software Dedoose. This first analysis of the data employed the use of open coding
(Merriam, 2009; Mertens, 2002) in that the researcher jotted down any initial themes and
thoughts realized during the first read of the data. This phase is characterized as
scrutinizing the data (Ryan & Bernard, 2003). During this phase of data analysis the
interviewer identified eight themes which seemed to give an overall understanding and
connection between participant stories.

Next, the data was analyzed for the purposes of grouping the themes identified in
the first step of the analysis. After reviewing all of the interview data and analyzing it via
open coding, the researcher looked for themes and categorized the data based on
participant themes or buckets (Marshall & Rossman, 2006). The researcher then placed
the information into a spread sheet (Merriam, 2009) as well as posted the themes on
anchor charts in a room only accessible by the interviewer and used both attribute codes
which are descriptive codes, and substantive codes which focus on the substance of the
interview data (RAND, 2009). By using a coding tree, the researcher was able to
examine themes and subthemes using various coding inquiries. Again, during this second
phase of the coding process, the researcher annotated and added comments to the

spreadsheet and anchor charts to gain a broader understanding of the narrative for each
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study participant. During this phase of the coding process the researcher was able to
identify subthemes which accompanied the initial eight themes which were identified.

Lastly, the researcher interpreted the information based on the research questions
framing the study (Merriam, 2009). Framing data based on the research questions from
the study is considered inductive analysis. During this final phase of the coding and
analysis process, the researcher examined each of the eight themes looking for patterns as
it pertained to the narratives told by each participant. It is at this point in the process the
researcher was able to finalize the themes, resulting in three strong themes which tied all
14 narratives together and gave an understanding of the study participants’ perspectives
on opportunity as it pertained to their child with a disability. Based on this final analysis,
three over-arching themes emerged: 1) Awareness of Disability; 2) Navigating the
System; 3) The Struggle. Each theme and their subsequent meanings as it pertains to the
study will be discussed in detail in Chapters 4 & 5.

In order to control for threats to validity, the researcher identified multiple data
sources for collecting information and multiple data collection methods for this project.
As in most qualitative research, the researcher is the instrument and the personal biases
held by the researcher are a possible threat to validity (Merriam, 2009). For the purposes
of this study, the researcher was the sole person performing data collection and analysis
using a code book to allow for the organization of codes throughout the data analysis

process. This threat may have caused bias in the reporting of the study results.

Essential Considerations

Reflexivity
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In semi-structured interviews, the researcher is viewed as the instrument (Galletta
& Cross, 2013) and as such there are specific challenges that must be addressed in semi-
structured qualitative research as it pertains to the relationship between the researcher and
the participant (Galletta & Cross, 2013). In order to address the challenge of ethics and
methodology (Galletta & Cross, 2013), the researcher exercised reflexivity. Reflexivity
is the practice of being aware of the possibility of interference and locating such
interference in the research process (Galletta & Cross, 2013; Merriam, 2009). In order to
assuage bias in the research, the researcher documented any occurrence of interference
through memoing (Galletta & Cross, 2013).

Trustworthiness

Trustworthiness in research is assessing the validity and the reliability of the
research study, or credibility, transferability dependability and confirmability (Merriam,
2009). These terms are important in research as they are the measure to which the
research findings can be trusted, or the worthiness of the findings (Lincoln & Guba,
2006). Credibility, or what is also termed “internal validity,” is focused on how closely
the research findings match reality, in other words are the findings credible. The
researcher minimized threats to internal validity by incorporating adequate engagement,
peer debriefing, and member checks or respondent validation.

Adequate engagement involves the researcher ensuring that enough time has been
spent “engaged with the data so as to ensure all information which can be collected has
been collected”. While this study sought to interview 25-30 participants on the
phenomena of focus, in order to ensure credibility, the researcher ensured adequate data

collection until the findings seemed saturated (Merriam, 2009). Additionally, ensuring
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adequate engagement, the researcher analyzed the data for alternative explanations
(Merriam, 2009), the purpose being to prevent researcher bias and maintain integrity in
the research.

Peer debriefing or peer review took place throughout the research process. The
researcher provided copies of the research study to the dissertation committee chair
periodically during the writing process for the purposes of review. Additionally, the
research has identified scholars in the field familiar with the phenomena of study to
provide review of the research.

Member checks or respondent validation (Merriam, 2009) were also used for the
purpose of ensuring internal validity. Member checks involve the researcher soliciting
feedback on the data collected from participants in the study. By employing member
checks, the researcher is able to rule out the possibility of misinterpreting information
and/or perspectives presented by the participants (Merriam, 2009). Following the
transcribing of each interview, the researcher forwarded the written transcript to each
participant for feedback on accuracy and to ensure their words were characterized in the
manner in which they intended.

External validity, or transferability, focuses on the applicability of the findings in
this study to future studies (Merriam, 2009); in other words, external validity asks
whether these results are generalizable. Since generalizability is difficult in qualitative
research due to the nature of qualitative studies (small sample sizes, purposive sampling),
the burden of generalizability, or transferability, is on those who wish to use this research
to inform future research (Lincoln & Guba, 1986; Merriam, 2009). Therefore, in order to

ensure the ability to transfer the knowledge gained through this study, the researcher used
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descriptive data to provide a rich understanding of the procedures for the purposes of
contextualization (Merriam, 2009).

Dependability speaks to the level of reliability, or the extent to which the findings
in a research study can be replicated. As human behavior is not static (Merriam, 2009),
and social science research is focused on human behavior, it is virtually impossible to
replicate qualitative research studies. However, the researcher focused on obtaining
consistency in the data collected, allowing for the examination of results that make sense
(Merriam, 2009). In order to achieve consistency in data, the researcher used an audit
trail (memoing) which outlined how the data was collected, how categories were created,
and the decision-making process (Merriam, 2009).

Confirmability refers to the neutrality (Lincoln & Guba, 1985) or the extent to
which your findings are objective. This is important in qualitative research, as the
findings must be predicated on information received from the participants and not based
on the researcher's bias. While all bias cannot be removed from research, there are
methods to employ in order to minimize bias that could impact the trustworthiness of the
data. As with dependability, Lincoln & Guba (1985) suggest the use of memoing and
reflexivity to ensure objectivity in reporting, and external audits, which involve an
outsider reader examining the “process and product” (Lincoln & Guba, 1985) of the
research. The researcher employed both an audit trail (memoing) and external audits to
ensure confirmability.

Subjectivity Statement
The purpose of the subjectivity statement is to share how the researcher’s personal

beliefs, worldviews, experiences, and cultural background impact the research study. As
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this study sought to identify the facilitators of and barriers to access and opportunity, it is
important as the researcher, | share how my personal views and subjectivity have brought
me to the topic of focus. My personal beliefs are that every child can be educated, and
that as educators we must provide excellence to all children, so all children can achieve
“at their highest potential” (Walker, 1996). However, it is difficult for children to
achieve at their highest potential without the proper resources and supports.

As a special educator and someone who has worked in the educational field for
close to 20 years, my worldview is transformative. | have had the opportunity to work in
the classroom side-by-side with CLD parents of CLD/E children in a collaborative
manner and | have advocated to make sure the students | serve receive the services they
need; | have worked tirelessly as an advocate on behalf of my students, and have been
afforded the opportunity to experience the power of collaboration and the parent voice.

In addition to my experiences in education at various levels, | am someone who
can be identified as culturally and/or linguistically diverse as a Black woman. | have
worked alongside many of the parents who look and sound like the parents I sought for
participation in this study. The desire to conduct the research was fueled by my daily
interactions in public and charter schools in urban areas in which academic factors are the
primary focus and impetus for determination of referring a child for services, and where
there seems to be a lack of cultural competence which possibly contributes to the school
to prison pipeline. Additionally, as the study sought to identify research bias, my
subjectivity based on my worldview, experiences, and personal beliefs may be a
limitation to the study as they relate to my engagement with participants, and my analysis

and interpretation of the data.
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Human Participants and Ethics Precautions

When engaging in research that involves human participants, the researcher must
take specific precautions in order to adhere to ethical standards. The ethical standards
pertaining to human participants include the promise to do no harm to research
participants, to maintain proper documentation of professional and scientific work, to
avoid false or deceptive statements, to maintain participant confidentiality, and to share
and utilize data (Cone & Foster, 1993). In order to engage in research that involves
human participants, the researcher must obtain informed consent. The informed consent
states the obligation to furnish the potential participants in a research study or experiment
with detailed information in a written format on the purpose, duration, and methods of the
research. The study participants were informed of the risks and benefits derived from
participation in the study and the treatments were honestly described. Guarantees were
given as to absolute confidentiality and the respondent’s right to withdraw their consent
at any time. Further, the researcher participated in all required Collaborative IRB
Training Initiative (CITI) modules for Social and Behavioral Research as identified by
The George Washington University Office of Human Research, and all certificates are on

file.
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Chapter 4: Results
Overview

The purposes of this basic qualitative study is two-fold: 1) the study was
designed to explore the parent perspective in discussing the issues of access and
experiences for children and families who are CLD/E and 2) to examine the design of the
system and the manner in which this design impacts parents’ ability to navigate the
system, specifically those of the African diaspora. More specifically, the study was
designed to obtain the voice of CLD parents, primarily of the African Diaspora in order
to gain a better understanding of their experiences. Through examining parents’
perspectives and experiences, this study informs the body of research by providing a
voice to a typically marginalized population to move towards a more collaborative
process in acquiring services and supports and push for a systems approach in meeting
the needs of CLD children and families. In order to achieve these goals, the following
questions were asked:

e How do CLD parents of CLD/E children perceive their child’s disability?

o How do CLD parents perceive the supports and services available to assist

them in supporting the needs of their CLD/E child?
« What do CLD parents perceive as the facilitators of and the barriers to access
and opportunity for services and resources?

This chapter is organized as follows. A description of the sample, a description of
the study process, and an analysis of the emergent themes based on their connection to
each research question and the conceptual framework. The chapter will conclude with a

summary of findings.
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Description of Sample

Details on the manner in which the sample was chosen are explained in Chapter 3.
Sampling was purposive (RAND, 2009) instead of random or stratified to ensure the
researcher obtained enough data to properly represent the population of focus. The
population for this study were culturally and linguistically diverse (CLD) parents,
primarily of the African Diaspora, of children who are culturally, and linguistically
diverse with disability, ages 1-22 from across the United States. Initially total number of
participants was set to 25-30 study participants. However, data saturation (Merriam,
2009) was achieved prior to getting this number and therefore the final number of
participants for the study ended at 14.

The interview participants consisted of 14 mothers of CLD children with
disability. Each participant self-identified their race/ethnicity, employment status, and
household income, primary language spoken in the home, marital status, age range, and
level of education. During the interview process each participant stated the state in which
they resided when detailing their experiences with the various professionals as it
pertained to receiving supports and services for their child. Table 4.1 outlines the
demographic information for each participant. Names have been changed to ensure
confidentiality for each participant as per the Informed Consent which was provided
when participants completed the Online Survey Screener and Informed Consent
(Appendix E) and shared a second time when participants engaged in the semi-structured
interview. Of the 14 mothers who participated in the study, all identified as Black with
the exception of two. One identified as Black, specifically Afro-Latina and the other

identified as Latina. The participants ranged in age from 25-64 and all had various levels
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of education, household income, and marital status. All participants spoke English as

their primary language and all participants reported having applied for services such as

Social Security, and/or early intervention when their child was young.

Table 4.1

Sample Demographic Data

Name State | Age Marital Race/ Employment | Level of Household | Primary
(in Status Ethnicity | Status Education | Income (in | Language
years) thousands) | Spoken

in the
Home
Ericka NJ 35-44 | Single, Black Retired Completed | $25-49,999 | English
never some
married graduate
school
Elizabeth | MO | 35-44 | Married Black Employed, Completed | $100- English
Full-time Graduate 124,999
School
Hester GA 25-34 | Single, Black Employed, Completed | $0-24,999 | English
never Part-time College
married
Trina Mi 35-44 | Single, Black Employed, 1-year of $0-24,999 English
never Full-time College
married

Carolyn MD | 25-34 | Single, Afro- Employed, 3-years of | $25-49,999 | English

never Latina Part-time college
married
Beverly | MD | 35-44 | Divorced | Latina Employed, Completed | $125- English
Full-time Graduate 149,999
School
Willow MD | 35-44 | Married Black Employed, Complete | $175- English
Full-time Graduate 199,999
School
Jade MD | 35-44 | Single, Black Employed, Completed | $125- English
never Full-time Graduate 149,999
married School
Cynthia | NC 35-44 | Married Black Employed, Completed | $200,000 English
Full-time Graduate or more
School
Arlene MD | 45-54 | Divorced | Black Employed, Completed | $100- English
Full-time Graduate 124,999
School
Madison | DC 35-44 | Single, Black Employed, Completed | $50-74,999 | English
never Full-time Some
married Graduate
School
Hayley DC 55-64 | Married Black Employed, 3-years of | $75-99,999 | English
Full-time College
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Octavia DC 35-44 | Single, Black Employed, Completed | $50-74,999 | English
never Full-time Graduate
married School
Hilary NC 35-44 | Separated | Black Unemployed | Completed | ***** English
some
College

Description of Process

Upon IRB approval, the researcher set out to recruit participants for the study.
The initial wave of recruitment involved visiting local libraries and community centers to
post the recruitment flyer for the study; the full recruitment flyer can be found in
Appendix C. Also, during the first wave of recruitment, the researcher reached out to
social networks where the recruitment flyer was posted and shared; social networks such
as Facebook and LinkedIn were chosen based on the researcher’s access (these were the
only social media sites the researcher subscribes) and due to their popularity and diversity
of clients; a Survey Monkey link was created to post to each site. The recruiter also
reached out to various organizations such as The League for People with Disabilities and
Parent Centers in the mid-Atlantic and Southern states via email to request the
recruitment flyer be shared via their social networks, and newsletters. Additionally, the
recruitment flyer was shared with two professional organizations, American Educational
Research Association (AERA) and the Council for Exceptional Children (CEC), to which
the researcher is a current member. Figure 4.1 provides a representation of the number of
participants in the survey by month. When these preliminary efforts did not yield the
desired number of participants, the researcher posted the recruitment flyer using a Human
Intelligence Task (HIT) platform. In this case, the researcher created an account using

Amazon Mechanical Turk (MTurk).
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Figure 4.1. Number of Respondents by Month

All participant data was collected between June 2017 and December 2017. There
were 195 respondents total. However, of the 195 respondents, only 21 respondents
(slightly over 10% of survey respondents) included their contact information in the
survey and agreed to participate in the second half of the study which involved a 90-
minute semi-structured interview. Of the 21 who agreed to participate in the semi-
structured interviews, 14 (66% of respondents) responded to the follow-up email or
phone call and agreed to schedule an interview date and time. Figure 4.2 provides a
visual breakdown of how each respondent to the Online Survey Screener identified by
race/ethnicity. The researcher reached out to each respondent to schedule a time and date
for the interview, initially via email, using a predeveloped script, which can be found in

Appendix F.
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Number of Respondents by Race/Ethnicity
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Figure 4.2. Respondent Breakdown by Race/Ethnicity

If there was no response to the initial email follow-up, the researcher sent a second email
followed by a phone call. After following-up with all 21 respondents, the researcher was
able to interview 14 mothers of children with a disability.

Each interview was conducted at a place of the parent’s choosing. Due to
distance and time, many parents chose to have their interview conducted via phone. Prior
to beginning each interview, the researcher reviewed the Informed Consent with the
participant to remind them of the purpose of the study, any risk associated with
participation in the study, and their right to withdraw from the study at any time.

Analysis of Emergent Themes

The purpose of this section is to provide a more detailed analysis of each
emergent theme and the connection each theme has with the research study questions.
Based on the coding process and analysis of interview transcripts, six themes emerged

connecting the narratives of each mother who participated in the research study. The six
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themes which emerged from the interview process are as follows 1) Changing
Perceptions; 2) Struggling to Cope; 3) Navigating the System; 4) Helping Parents to
Support their Child; 5) Hindering Parents from Supporting their Child; 6) Race, Culture,
and Socioeconomic Status. The themes are categorized by research question,
demonstrating how each theme and the accompanying subtheme(s) connects to each
question; in the case in which a theme emerged which encapsulated some aspect of each
research question and therefore better situated as a stand-alone theme, the theme was
housed in a separate category such as “Other Emerging Themes.” Table 4.2 provides a
visual outline of the connection between the themes, subthemes and the research
questions. Each mother shared her experiences as it pertained to the facilitators of and
barriers to access and opportunity in meeting the needs of her CLD/E child. Participant
quotes are used throughout the chapter when referencing each theme to ensure analysis
remained grounded in the data.

Table 4.2

Thematic Findings and Research Question Connection

Research Question Connected Theme(s) Connected Subtheme(s)

Question 1: How do CLD | Changing Perceptions Receiving the News

parents of CLD/E children Growing in Awareness

perceive their child’s

disability? Coping with a Child with a | Understanding the Why

Disability Struggling to Cope

Struggling to be Heard

Question 2: How do CLD | Navigating the System The Battle for School

parents perceive the Services

supports and services The Bureaucratic Cycle

available to assist them in Geography Matters

supporting the needs of

their CLD/E child?
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Question 3: What do CLD | Helping Parents to Support | Finding their VVoice
parents perceive as the their Child Finding their Tribe
facilitators of and the
barriers to access and

opportunity for services Hindering Parents from Securing Insurance
and resources? Supporting their Child Barriers to Effective
Collaboration
Struggling with Self
Navigating Systems

Other Emerging Themes Race, Culture, and Mistrust of Educators
Socioeconomic Status Mistrust of Professionals

Findings to Research Question 1: How do CLD parents of CLD/E children perceive
their child’s disability?

The purpose of this question was to identify what knowledge CLD parents had of
disability in general and their child’s disability specifically prior to their child being born.
The question was also designed to identify how CLD parents of the African Diaspora
describe disability and what impacts their view on disability. Table 4.3 outlines the
different disabilities represented by the children of the parents interviewed within the
study sample. Based on the data, two primary themes emerged which aligned to research
question one, parents changing perceptions on disability and parents struggling to
maintain a sense a self while coping with the realization and understanding of their
child’s disability.

During the interview process in response to Question One, participants answered
questions related to how aware they were of disability, their experience with people with
disabilities, and how learning their child had a disability impacted them personally. The
mothers shared their experiences as it pertained to going from being excited or surprised

about their pregnancy and their hopes and dreams for the little person growing inside of
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them to concern and in many cases fear when complications arose during pregnancy or
following the birth of their child. In addition to sharing their awareness on disability and
thoughts on how their child acquired the disability, study participants also shared the
driving force behind their ability to cope with their child’s disability.

Table 4.3

Disabilities Represented

Name Sex of Child Age (of child at | Disability Primary
time of Language Spoken
interview) in the Home

Ericka Male (Alex) 13 Deafness/meningitis English

Elizabeth | Male (David) 14 Intellectual Disability English

/hydrocephalus

Hester Male (Jesse) 8 Autism English

Trina Male (Philip) 17 ODD English

Carolyn | Female (Alexis) 5 ADHD/Anxiety English

Beverly | Male (Spencer) 6 DD English

Willow Male (Jaden) 8 ODD/ADHD English

Jade Twins (one male, 12 West Syndrome and English

Jelani and one ADHD
female, Crystal)
Cynthia | Female (Georgia) 4 Bainbridge-Roper English
Syndrome

Arlene Male (Seth) 19 Autism English

Madison | Male (Anthony) 14 Autism English

Hayley Male (Dontae) 21 Autism English

Octavia | Male (Justin and 4 and 7 Autism English

Andrew)
Hilary Male (Payton) 6 Deafness English

Theme One: Changing Perceptions

Parents either were aware of disability or had some understanding of their child’s
disability prior to getting a diagnosis, or there was minimal knowledge of disability prior
to getting a diagnosis for their child. This first theme of changing perceptions emerged

from the data based on the parents’ level of awareness of disability, their initial thoughts
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on disability, as well as their thoughts on who the little person growing inside of them
would become once they were born. During each interview parents had varying degrees
of awareness of disability. Of the 14 mothers who participated in the study, 13
mentioned their level of awareness of disability; of those 13, six acknowledged having
limited or no knowledge of disability prior to having their child. The mothers who did
have an awareness of disability prior to giving birth identified their knowledge of
disability arose from being employed in the education field, studying education,
specifically special education, having a medical background, or they had a family
member, friend, or classmate who had a disability.

The majority of parents who were aware of disability found this awareness and
understanding because they were in the field of education. Both Beverly and Arlene are
in the special education field and had first-hand knowledge of disability based on their
education. Willow, who is also an educator, but primarily general education, shared her
knowledge of disability was acquired due to her experience working with special
educators in the academic environment as well as having close friends who were special
educators and Carolyn noted her understanding of disability came from her experiences
in coursework, through an introduction to special education course she had taken as a
college student. Other mothers who shared their experience and awareness with
disability talked about having a family member with a disability or a classmate with a
disability. Jade who is a medical professional spoke on how her background in the
medical field afforded her the ability to understand epilepsy when her son was diagnosed.
She also had her own experiences in school with classmates who had disabilities as well

as having teachers as friends and family members who were also in the education field.
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Conversely, the mothers who had no awareness of disability discussed how the
revelation was not something they could understand. While Hester admitted having a
history of Trisomy X, she stated not having any reference for disability. However, prior
to giving birth her doctors warned her she may have a child with a disability if her son
were to survive. Octavia recounted how when she received the diagnosis of autism for
her son Andrew, she stated “that’s not him” because in her mind autism meant Dustin
Hoffman’s character from the movie Rainman and her son did not present in this manner.
Similarly, Hilary and Hayley both shared disability was not on their radar. For Hilary,
when her son Payton was diagnosed she had known no one with a disability and Hayley
pointed out in her time (when she was in school) the children with disabilities were
segregated from the rest so she never saw people with disabilities.

Receiving the news. The participants shared their thoughts and feelings upon
receiving the news their child had a disability, thoughts and feelings which were
characterized in multiple ways. The data shows some mothers expressed fear, confusion,
and extreme devastation when receiving their child’s diagnosis, while others expressed
somewhat relief. For example, when learning her son Anthony had been diagnosed with
autism, Madison shared she was not alarmed at the diagnosis because she was not aware
of what “normal development” should be for a child. Further, Anthony was putting
together 24 piece puzzles by the age of two. However, Anthony also had a speech delay
and Madison shared the delay was the bigger “jolt” to her.

...l was like so what if he doesn’t talk, boys talk later, and all those things. So that really
you know like I said before, the speech delay was more of a jolt for me and then when |

got to the autism piece it was kind of a relief because at least | knew there was a name for
what’s going on.
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Carolyn and Cynthia shared similar sentiments. When learning Alexis had attention
deficit-hyperactive disorder (ADHD), Carolyn expressed feeling relieved; there was no
shock to learning of the diagnosis as she had been diagnosed with attention deficit
disorder (ADD) and ADHD as an adolescent and young adult, as had Alexis’s dad and
uncle so she was prepared and ready to get support from her pediatrician. While Cynthia
did not have a history of disability in her family her relief, like Carolyn, was in the
knowing stating,

So to get the diagnosis made that real but at the same time I think it was a relief to be
able to put a name to it....

However, not all parents had feelings of relief in knowing. Jade talked about
simply wanting to know what was wrong with her son and whether or not the issues he
was having would impact his twin sister as well. Jade also discussed having feelings of
whether or not she had done something wrong; this sentiment also aligns with Cynthia’s
and Hester’s feelings who both had thoughts of what role did they play in their child
being diagnosed with a disability. Jade additionally wanted to know if the seizure
disorder could be stopped to make things better for Jelani.

Both Ericka and Beverly shared having extreme fear when learning of their
children’s diagnosis. Ericka expressed being scared, “I was beyond scared.” The fear in
her eyes, was stoked due to family members inquiring about the burial insurance. Her
son Alex while born without complications, was stricken with viral meningitis and had to
be hospitalized. Beverly’s son Spencer was born premature and she explained she had
complications during her pregnancy, specifically her amniotic sac was ruptured when she

had the amnio a few weeks prior to Spencer’s birth. When asked about her feelings upon
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learning Spencer’s prognosis and the impact it may have on his brain functioning she
shared all the thoughts and feelings in the moment defining it as “extremely difficult.”
Oh boy! That was very, very difficult. It was extremely difficult. You know they are
giving you these life and death possibilities or the prognosis of a severe disability, like
even if your child lives now you don’t know how long he is going to be alive.... |
understand people are busy, but you were telling me that my child may not live you know
that was like Earth shattering for me so [ felt heartbroken and scared....

Beverly went on to explain how doctor’s had told her to pull her son off of life support
because he would not be able to talk and would probably have massive seizures,
expressing not knowing if her son would survive and sharing her family had even called
the priest because they did not know if Spencer would make it.

When Hilary learned of Payton’s deafness she expressed the news hitting her hard
and characterizing receiving the news “like a death.” Payton, like Alex, was born full-
term with no complications. However, by the time he was four or five months old Hilary
noticed he was not responding as he should. She reached out for services and a therapist
came to the home to work with Payton. Hilary stated she did not see any progress in the
weeks in which the therapist had been in the home and was ready to fire her. The
therapist however suggested Payton get a hearing evaluation and it was during this
evaluation the doctors informed her Payton was deaf. She recounted her conversation
with the doctor when Payton’s results came in.

...the doctor called us in and sat us down and proceeded to explain that he had profound
hearing loss and she was kind of matter of fact about it, going and using a lot of medical
terminology and it wasn 't until my mom stopped her and said, are you saying he’s deaf?
She was like, well I don’t like to use the word deaf, but yeah that’s what I'm saying. It
was like a death honestly because | had been wanting a son forever and | had already

had up in my mind all of these things like he was going to play football you know, just all
of these things | wanted my boy to do.
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Growing in awareness. The majority of mothers shared their awareness of
disability during the interview process. As previously stated, there were varying degrees
of awareness prior to giving birth to their child. However, upon learning their child had a
disability, some of the mothers (n=6) shared how they had grown in their awareness of
disability. This growth also led the mothers to becoming advocates not only as it
pertained to supporting other parents and disability rights, but specifically as it pertained
to understand the needs of their child.

Trina, whose son Philip was diagnosed with oppositional defiance disorder, talked
about in all the years of dealing with Philip and his behaviors made her more keen and
aware when she observed other children, specifically those in her family. During her
interview she stated she was able to recognize issues with her nephew and shared her
concerns with her sister based on her past experience with her own son. Carolyn shared
how having a better understanding of her daughter Alexis’s ADHD after diagnosis. Due
to Alexis being diagnosed, Carolyn stated she was able to better understand her
daughter’s needs. During her interview she shared how since her child was diagnosed
she better understands what works for her daughter and what does not work for her
daughter. Having an understanding of ADHD is the reason she has become more aware
of appropriate places to take her child and the time of day in which she would visit
specific places. For example, she shared how going to the grocery store at 5pm on a
Sunday was not a good idea for Alexis and neither was taking her to the mall on a
Saturday to deal with the frustration Carolyn was feeling from Alexis’s behaviors.
...that’s not a good idea for a child that’s really active. You want them to sit in a stroller

all day so now I'm more mindful of her disability versus before I was like you need to just
come and figure it out and you need to deal with it. Now I'm more mindful. Like I can
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understand when she feels tired or this is boring for her cause like mommy’s shopping
that’s not fun.

Mothers also shared how the power of better understanding their child’s disability
and sharing their stories has helped others to view children with a disability from a
strengths based perspective. Cynthia laughed as she recounted an instance in which a
friend hailed her as a parent advocate. Her experience prior to understanding and
knowing Georgia’s disability was in stark contrast following her understanding of the
disability. Cynthia shared prior to understanding the common narrative was feeling sorry
for the family and specifically for Georgia. However, the narrative has changed because
she is better able to make people aware of Bainbridge-Roper Syndrome and expounds on
Georgia’s full life.
It has been kind of eye-opening in the world of disabilities, cause I think people tend to
look at it as a tragedy, its’ so unfortunate because they 're not engrossed in the disability
every day and they 're following Georgia. They’ll sit there and they will talk about
knowing someone with a child with autism and say oh you have to focus on their
strengths, my friend Cynthia you should see her daughter, and I think it just opens
people’s eyes to something different in the world of disabilities.
Theme Two: Coping with a Child with a Disability

In sharing their struggles with understanding disability and accepting their child
had a disability, three subthemes also appeared which aligned with the theme of struggle
and research question one. The subthemes focused on participants’ feelings upon
learning their child had a disability and their thoughts on how their child acquired the
disability, their internal struggles, and their external struggles. These subthemes became
apparent during this portion of the interview process as each mother shared her story.

When discussing their struggles upon learning their child had a disability, the data shows

mothers struggled primarily with understanding what was actually happening with their
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child, or the diagnosis as well as in letting go of their idea of who this child would be
when they grew up. Participants shared their struggle with feelings of depression due to a
dream deferred and struggling with the internal blame many had trying to determine how
their child acquired the disability. They also struggled with medical and education
professionals on what is best for their child; this was coupled at times with cultural
clashes which led to some mothers struggling with their cultural upbringing and
disability. Of the 14 mothers who were interviewed for this research study, 10 admitted
to a struggle in accepting the diagnosis for their child.

Understanding the why. While some mothers were unsure about how their child
acquired the disability, the majority had some idea as to what happened prior to, during,
or after the birth of their child resulting in the child’s disability. For instance, Beverly
knows the rupture of her amniotic sac caused by the amniocentesis is the direct cause of
her son’s issues including the fluid in his lungs at birth. While Ericka does not know how
Alex contracted Meningitis, she knows it is the cause of his deafness, and Elizabeth gave
birth to David at 26 weeks gestation; she attributes his hydrocephalus to him being a
preemie as he had only a 20% chance of survival at birth due to complications. Both
Hilary and Hayley strongly believe the Measles, Mumps, and Rubella (MMR) shot their
sons received as babies were the reason. Both mothers shared how they carried their
children to full term and had perfectly normal births without complications. However,
upon receiving their immunization shots their children were diagnosed, Hilary’s son with
deafness and Hayley’s son with autism. According to Hayley, “...when he got that shot
it activated the autism.” Although not having any idea as to how Anthony acquired his

autism, Madison shared the whys and how’s are not important to her.
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I don’t think I really think about that. It just is what 1t is. Sometimes we can’t really
explain the reasoning. | think about my grandmother who is now deceased; she was alive
when Anthony was born. She passed when Anthony was seven. They were really close
because she helped me with him and I remember saying because Anthony’s father he
smoked, I don’t know if he quit, but [ remember she used to say, “I wouldn’t be surprised.
I might be dead and gone from here but I wouldn’t be surprised if cigarettes is the
cause.” You just don’t know. It could be environment, you just don’t know. So I just, [
don’t necessarily have time to really think about what the cause is.....

Similar to Carolyn’s situation, Ericka shared her family was central in supporting
her with her struggle in dealing with Anthony’s hearing loss. When Anthony was
hospitalized for a significant amount of time, Erika shared she felt she would go crazy,
but it was due to the support of her family she was able to maintain her sanity. She also
credits her family with giving Anthony the support he needed during the hospital stay.
One observation she made was in reference to the number of children she saw in the
hospital with no family; she was grateful Anthony never spent an evening alone in the
hospital.

Struggling to cope. During the interview process, the mothers who participated
in the study shared their own struggles with learning, understanding and coping with their
child having a disability. One of the central sub-themes within the theme of struggle
dealt with internal struggle for the mothers. This struggle was characterized as dealing
with their own internal issues such as depression, stress, and staying true to their culture
while trying to simultaneously take care of their child’s needs and the needs of others.

During her interview, Arlene spoke extensively about her culture as it pertains to
her beliefs. As a Muslim woman she wanted to speak Arabic in the home, wanted all of
her children to learn Arabic. However, upon learning Seth had autism, and due to his

speech and language delays, she was told by the speech and language pathologist at the

time that it was better to speak to Seth in only one language. Arlene stated,

106



So they came home and evaluated him and saw a delay in his speech and language and |
was very adamant about speaking my native language at home which is Arabic. So when
they came and assessed him and the speech pathologist started coming home she was
like, “‘you need to speak to him in one language. This is confusing him. This could be a
reason why he is not speaking.” I also in part wanted to preserve my identity and my
kids’ language so I would speak to them in Arabic and speak to him in English of course
soon find it’s not going to work that way because he needs to interact with his sisters and
his sister need to interact with him and 1 think it was just my way of being upset that this
has to be changed and I really for years have been working with my kids to establish that.
Arlene went on to share how making this decision was difficult because it impacted her
entire family culturally. Instead of being able to teach her children their native language
of Arabic, she now had to focus on English. She went further to characterize this change
as a struggle due to her own learning bar; Arlene shared knowing conversational English.
However, knowing the name for objects such as a “ladle” was foreign to her stating, “I
knew to speak English, conversational English and academic English learning to do my
masters but not what a, the spoon you take soup with is ladle, you know I have that in my
own language.”

Both Cynthia and Beverly discussed the need to keep what was going on with
their child a secret due to their cultural upbringing and how their culture brought about an
internal struggle within themselves, a struggle which brought on bouts of dealing with
depression and embarrassment because of cultural expectations. Cynthia described the
need to keep up appearances to the outside world stating, “My family, my parents were
very focused on appearance so early on you are kind of questioning what it is.” This
appearance included the expectation of smartness in her family for her and her two

siblings. Therefore, Cynthia shared her internal struggle with Georgia’s disability was

due to not being aware of her child’s future due to her intellectual disability. Pointing out
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her need to keep her daughter’s condition hidden from others because of the cultural
expectation of high intelligence in her family.

| kind of hid it for a long time cause it was something | was almost ashamed of because I
didn’t know what it was and at that point like you said you re blaming yourself a lot,
maybe it’s something I did. So I think culturally and with my upbringing, a lot of it was
just keeping it hidden for a while until I actually received the diagnosis.

Similarly, Beverly shared she also kept her son’s diagnosis to herself. In sharing
her struggle, Beverly talked about how she had to leave the Catholic Church after having
her son Spencer due to judgments and the exclusive nature of the church. Being raised
Catholic her entire life and Latina, there were specific tenets within the religion which
made Beverly question her faith. It was due to this questioning she became protective of
her son sharing, “I didn’t tell. I was very private about the situation so I didn’t tell
anybody. Not a lot of people knew what was going on. | was out of work, but not a lot
of people realized what was going on.” Similar to some of the other mothers, Beverly
talked about how she struggled with depression upon learning her son had a disability,
and coping with life in general characterizing it as seeing the whole world in gray.
| went through a huge depression at that time. | remember the trees looked gray; my son
was born in June and | remember looking out and everything was gray to me. | was
severely depressed.

Octavia, the mother of Andrew and Justin, shared her struggle centered on being a
provider for both of her sons who have autism, while also taking care of her parents, and
being concerned for a sibling with mental health issues. While some of the mothers like
Beverly, Hilary, Arlene, and Carolyn shared their stories of struggling with depression
trying to cope with their child’s disability, Octavia did not feel she had time to be

depressed considering all the other issues she had to tend to with her family. She admits

there were multiple times of being stressed especially as it pertained to dealing with her
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job which she subsequently lost due to having to use her Family Medical Leave Act
(FMLA) and all of her personal time to meet the needs of her children and care for her
parents, a father with Alzheimer and a mom fresh off of surgery as well as her brother
who struggle with bipolar disorder noting “as a caretaker you are responsible for other
people in your network.”

Octavia went on to share she feels a lot of how she handled having two sons with
autism and taking care of her family can be attributed to her cultural background which is
why she does not allow her family to watch her children when she has to leave. One
thing Octavia pointed out was how being raised Nigerian means “spare the rod and spoil
the child.” She stated she has had to fire family members for wanting to spank her
children for being kids. She goes on to clarify she does not see this as Nigerian culture
but more the colonial experience stating how being from a colonized nation has allowed
the cultural norms to "live inside of you; you are your oppressor,” connecting the colonial
culture back to how many of her relatives view her children’s disability and what they
need to get better admitting she struggles with her culture due to “brutal unnecessarily
honest(y) of the culture.”

...the culture is that survival of the fittest, the strongest of the strong and how you create
the strong is by force, you know it’s by brute force and I struggle with the culture. I try to
keep my kids away from the culture. | purposefully isolate and I suffer for iz. I don’t
agree with a lot of the way of you know they understand children should be treated. I've
experienced it. I've seen it almost destroy my brother. I’'m not going to expose my kids
to that as much as I can control it....I trust my mom but I don’t trust her relatives. I don’t
trust her friends and those are who she’s around you know if I leave them with them. 1
also don’t know every moment and every minute of who they 've been exposed to when
I’'m not there and I'm always paranoid cause I know how I was raised. | know if you
make one bad move and somebody’s going to pop you! I mean, it can be like not super
traumatizing but when it’s so categorically, especially for Andrew he like, he will
frustrate you and if you don’t know how to deal with your own emotions you re going to

take it out on him and I don’t want to see that and I don’t want to have to kill somebody
myself. So.
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Another aspect of the struggle to maintain during the time in which the mothers
learned their child had a disability was the impact on marriage and family dynamics.
Based on the data collected as the mothers shared their stories, there were varying
degrees of impact on family dynamics. Whether it was due to issues in the marriage
compounding the disability, the child alienating family members due to behaviors
manifested within the disability, or fathers not being able to accept having a child with a
disability, there were different degrees of struggle shared by the mothers as it related to
their families. Arlene, Beverly, Trina, Willow, and Hayley all discussed the impact
coping with their child’s disability had on the family.

Acrlene shared the struggles of being married and how the stressors of having a
child with a disability took a toll on their marriage. So much so that they are now
divorced. It was difficult for her husband to accept their only son having a disability
sharing fathers need support in navigating their relationships when they have a child with
a disability, “Fathers still struggle with this is my son this is an image of who I am. He is
the one to continue my family trend....” She went on to talk about how she believes this
is indicative across races as it pertains to fathers and she fought to not become a statistic.
However, her and her husband divorced after Seth graduated from high school and Seth
now lives with his father full-time.

Part of it too is when you 're raised to have strong faith, these things just happen because
it was the will of God and there isn’t anything that I did wrong. Of course at the
beginning | groveled with this. What did | do wrong? | had the car accident. | was
taking the pills and feel bad, but then can’t blame myself because there is nothing I did
intentionally. So you kind of just go through the phases and just accept it. This is who he

is this is part of who he is and | need to accept it. | think the one who had a difficult time
was his father
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Willow, Beverly, and Hayley do not attribute their children’s disability to issues
in their marriages, but they did note how disability can impact or be impacted. For
Willow, this meant the issues within her marriage exacerbating Jaden’s anxiety and
contributed to his condition including receiving a diagnosis of Post-Traumatic Stress
Disorder (PTSD) due to marital problems. Beverly feels her ex-husband was never
involved with taking care of her son Spencer which is one of the major reasons she
divorced him. Similarly, while still married, Hayley shared her husband has a very
hands-off approach to dealing with their son. She has no doubt that her husband loves
Dontae, but she struggles with the distant relationship they have stating her husband feels
taking care of the children is her responsibility.

For Trina, her struggle is how her son Philip does not have a relationship with
their entire family. During her interview she shared how Philip has alienated the entire
family although at some point throughout his life everyone has been there to provide
support to him describing Philip as “antifamily.” She attributes this behavior to Phililp
not getting what he wants when he wants it and turning on those who tell him no. Her
struggle has been in the decision to be the final family member to turn her back on her
son stating, “he’s about to be 18 now so ain’t nobody running to the rescue to somebody
who one minute you all in their face and happy go lucky when they giving you the things
you want, but when you can’t get those things it’s like “oh forget the family....” T have
another child to raise.”

Struggling to be heard. While a significant part of struggling with
understanding their child’s disability and moving to acceptance and understanding dealt

with getting past their own internal struggles with family and culture, some of the
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mothers also talked about the struggles they endured while engaging with both education
and medical professionals as they moved to understanding and accepting their child’s
disability. Being faced with a “wait and see” mentality from many of the professionals
encountered was the source of frustration for some of the mothers.

After her twins Jelani and Crystal were born and Jelani began experiencing
seizures immediately, Jade pushed to have doctors find out more information and run
additional test to help her understand what was going on with her son; in her gut she did
not feel her son’s doctors were doing everything possible to diagnose the condition.
However, during her interview she reported on the struggle of having her voice heard
stating she did not “feel we are doing everything that we can,” and going as far as to
compare the process her child was being put through with the Tuskegee Experiment.

If this were one of my patients, what would I do and I'm like alright I would have retested
something by now and it prompted the question why are ya Il not retesting and I wasn’t
getting answers and I was like you know I'm kind of going back a little bit to the culture
with African American history with medicine. We don’t have a good history with our
care system and I’'m in the waiting room with these other children and I'm like oh God 1
feel like I'm dealing with Tuskegee Experiment all over again.

It was due to her struggle with getting answers from her son’s doctors that she sought out
a second opinion and was referred to a neurologist at Johns Hopkins University who
insisted on running additional test and diagnosed her son with West Syndrome.

Similarly, Beverly also sought a second opinion in the case of her son Spencer.
His doctors were telling her to prepare to bury her son although to her and her family he
looked perfectly fine once the respiratory issues were addressed. It was during this time
she sought out her aunt who expressed the doctor’s not knowing everything and

encouraging her to seek a second opinion. Beverly credits her strong faith in her cultural

identity and being suspicious of doctors with helping her to overcome her struggle with
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listening to medical advice and getting the second opinion she needed to understand her
son’s needs. For Carolyn, she also had to go to multiple doctors to get a determination
for her daughter Alexis. After visiting doctors in both the District of Columbia and
Maryland, there is a disagreement with her diagnosis of ADHD due to her daughter’s age,
feeling it is too early to make the determination. Madison characterized it as the “wait
and see bs” because the nurse at her doctor’s office admonished her for letting people
diagnose her child when the speech therapist she had hired to work with Anthony
explained she feels he has autism. As she shared her frustration with the speech therapist
having to identify her child’s condition versus her doctor being the first to diagnose the
issue she laughed at it being ten years later, still going to the same doctor and now they
refer new families to her for information on autism.

Going back to her own culture, Arlene did not struggle with medical professionals
about her son Seth’s diagnosis of autism. Instead her struggle was with the early
intervention specialist who insisted she not teach her children Arabic because it impacted
Seth’s ability to speak. She had to choose between listening to professional advice and
abandoning her culture or ignore and possibly condemn her son to a life of not speaking.
She chose the former.
| think emotionally I had to, it was put like I had to choose between my values and how |
wanted the direction of my family and between what an expert, knowing her job, whom 1
trusted, to tell me what’s the best for my child.

Findings to Research Question 2: How do CLD parents perceive the supports and
services available to assist them in supporting the needs of their CLD/E child?

Per the IDEA and ESEA, all students are afforded equal and appropriate access

and opportunity to public education. Opportunity in the context of the study is defined as
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knowledge of resources and services available to the parent and their child. Access in the
context of this study, is defined as the knowledge and means to obtain specific services
and resources available for the child. In asking this question, the researcher sought to
gain an understanding of what services parents had available to them for their child and
the level of ease or difficulty in accessing these services. There was one emergent theme
which aligned with this research question, navigating the system. Within the theme of
navigating the system, three subthemes emerged. The three subthemes are battle for
school services, the bureaucratic cycle, and geography matters.
Theme Three: Navigating the System

As each mother shared her story as it pertained to the services and supports
received for their child, their perception of the services and supports varied throughout.
All mothers revealed facing some level of challenge in finding opportunities and
accessing services for their child within the school and the community. Some mothers
felt services and supports were beneficial while others felt the services and supports
received could have been better. Throughout the sharing, mothers shared their awareness
of the services available to support them in meeting the needs of their child and the
availability of those services whether due to access or opportunity. Based on the data,
some mothers were more informed of services for children with disability than others.
Table 4.3 highlights the types of services the study participants applied for in order to get
their child’s (children’s) needs met. Of the 14 mothers who participated in the interview
portion of the study, 13 shared this information on the survey. However, all mothers
shared their experience as it pertained to understanding the services available for their

child (children), the degree of difficulty in accessing these services, and the degree of
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benefit of the services received. Additionally, the mothers shared their perceptions on
factors which contributed to their ability to access services for their child and the

challenges faced in navigating the system towards service acquisition.

Services Applied for by Study Participants

Counseling Services

Early Head Start/Head Start

Early Intrevention

HOUSING

Medical Services

Mental Health Services

Service

Occupational Therapy

Physical Therapy

Speech and Language

Social Security

Other Services (ABA, SST)
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Figure 4.3. Types of Services Applied for by Study Participants

The battle for school services. When asked about their level of awareness of
services the majority of the mothers shared they learned about services such as early
intervention from their pediatrician, Child and Family Services, and Child Find which
aligns with the data in Figure 4.3. The mothers also shared their experiences as it related
to awareness of services once their children became school aged and the perception of
those services. Based on the data, perceptions of services and supports in early
intervention were more favorable than those received when the children were of school
age. The level of awareness of services as it pertained to when their child was school-

aged and receiving services via an Individualized Education Program (IEP) was
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consistent between the study participants with the majority sharing their awareness was
based on what services their child should receive per the evaluation results. In the case of
the mothers who were educators, these mothers were savvier in their awareness of the
services for their child via the IEP process and accessing those services.

While awareness of services specifically as it relates to being in schools was high,
the perception of those services was mixed with about half giving favorable reviews as it
pertains to systems navigation to get academic needs met and half not speaking
favorably. With the exception of five mothers, the majority of the mothers were not
pleased with the services received by their children once they exited early intervention
and enrolled in K-12, and in the case of Hilary, and Arlene, the services received
throughout their children’s lives (Part C and Part B) are perceived as needing much
improvement.

Beverly spoke extensively about her experience with early intervention and the
school for her son Spencer and her feelings on the services he received from both,
explaining her experience as a special educator and familiarity with the system allowed
her to advocate for quality services effectively. Beverly recounted when Spencer was
two years old and the speech and language pathologist came to the home to provide
services. During the first encounter, the service provider continuously recounted how
quiet Spencer was prompting Beverly to state “no shit that’s why you’re here!” After a
few comments such as this Beverly fired the therapist, called central office in her district
and requested a new therapist. She stated it was due to her use of terminology such as the
therapist needing “sensitivity training, training with working with families, and

collaborative efforts with families in the special education process” being the impetus in
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getting a more competent and experienced therapist for her son. When Spencer
transitioned to Part B, Beverly described it as a different experience sharing the first
teacher her son had was inexperienced as a special educator and unaware of the basics
children needed to learn. Beverly shared trying to support the teacher by giving her
suggestions to help Spencer in the classroom environment especially after the teacher
complained of his not following directions. Suggestions provided by Beverly included
the development of a picture task analysis for her son during station rotations and the
creation of a social story. Initially services were not strong; however, once she had a
meeting with her son’s team and demonstrated her understanding of the process, services
have been excellent as detailed in her recount of the meeting.

...that didn’t happen for two or three months and then momma bear had to come out
again. | threw a fit at the next meeting which is funny you know. 1| think by that time they
started picking up that I could advocate for my child cause she said I requested a meeting
but it was supposed to be with her and the general education teacher. | walked in and it
was like 10 people at the meeting. | was like uhm | know this trick, | teach it to my
students too. It is one I used to use myself....She attempted to begin the meeting with the
problem and I stopped her and explained the proper way to run a meeting is to begin
with introductions. You're not going to intimidate me....Initially the services did not
come in great quality. | had kind of said that statement in a very strong and firm manner
or do we need an advocate here or do we need to do something else. Just kind of throw
that out. Once that happened services have been excellent.

Beverly perceives the services for her son as exceptional and did not feel systems
navigation to be challenging despite having to contact central office. However, she did
share she feels the ease in obtaining services for her son had to do more with her
understanding of special education due to her background knowledge. She admits
someone who may not have as much experience would find this process quite

overwhelming and challenging. Carolyn shared a similar sentiment sharing knowing

what resources were available and accessing those resources was relatively easy for her.
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I wish it went faster, but I know that’s a thing, like things just take time. But other than
that, had | not spoken the language or not had someone who could help me understand
the education terminology and all of that it would have been extremely difficult. Like I
wouldn’t even know where to start if I didn’t’ know what I already knew off of my own
personal experiences and what my family was able to help me with. 1 would have never
knew to write that letter and request someone to come in if I had not had that knowledge
already, if | didn’t know that was an option.

Carolyn went on to describe her experience with Infants and Toddlers (Part C in her area)
as a mix bag of therapist. Again, she felt the overall process was pretty easily accessible,
but not all therapist were the best in her opinion. When asked about areas of difficulty,
again Carolyn shared for her the process was fairly easy, but she can recognize what
would be challenging for parents who are not familiar with education terminology and
systems. For example, Carolyn shared scheduling of IEP meetings and the process as a
whole could be difficult for a parent not in the know to navigate especially if you are a
parent already battling other issues such as depression.

Scheduling an appointment was difficult. Getting to the appointment was difficult. |
drive so lucky me. I’ve been there before because I used to work very closely with that
company, so that was another plus. | have more friends than the average person so
getting to an appointment was much, much easier than it would be for someone going for
the first time. And then just like dealing with all the questions they ask you. It is a lot of
information and it can be overwhelming especially if you are already overwhelmed.

Like Beverly and Carolyn, Trina, Madison, and Erica spoke highly of the services
received for their children from the schools. Trina went into detail when discussing
systems navigation. As she shared her story she characterized the struggle with getting
academic services for Philip as follows,

The schools did everything that they could do without adopting him. They tried to get
him involved in other things. They tried to give him male teachers because it seemed as if
he would be overly aggressive to the female teachers and because we live in a
predominantly white neighborhood and my son is almost six feet tall and you 're yelling at

a female teacher and she got 30 other children in the classroom they got to put Philip out
the classroom.
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For Madison, although she sued her son Anthony’s school district twice to get the
services and supports she needed for him, she spoke favorably about her awareness and
the benefits of the services he currently receives. Madison considers herself one of the
savvier parents who seeks out the resources available for her child and points to her
strong advocacy skills as being key to her feelings about the services and supports. As
she shared her story she noted “I’m not going to wait for you to tell me what I can do for
my child; I’m going to search and find what is best for my child.” For her, this is one of
the primary reasons why she was able to get the services and supports she needed for
Anthony. She initially sued the school district because a therapist friend let her know
Anthony should receive more speech and language, specifically ABA than what he was
receiving. The first time she sued the school district she was able to have her son placed
in a nonpublic placement in another district that provided the services and supports he
needed. The second time Madison sued the school district it was due to four years having
passed and the school district decided they could meet Anthony’s needs in the
neighborhood school around the corner from their home. Madison visited the school,
determined it was not an appropriate placement for her son and successfully sued and
won to have him remain in a nonpublic placement. As Madison is a big advocate for her
son, so too is Erica. Her story mirror’s Madison’s story in that she sought out resources
to provide her son Alex access and opportunity. She shared she has no issues with her
son’s school because she is always there and if there is ever a problem, she addresses it
immediately. Per Erica, systems navigation is not an issue in the school because she is

very vocal and does her own research.
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While there are benefits to the level of awareness of services and the services
received for many of the mothers, mothers like Hayley, Hester, Hilary, Arlene, Jade, and
Willow, perceive the services received by their children within the school as inadequate.
While most of the mothers are aware of the services they can request for their child
through the IEP process, they have found the struggle results from being able to acquire
those services in a manner that is appropriate for their child. As it related to school-based
services, Hayley shared she was aware the school was responsible for providing services
as set forth by the Individualized Service Plan. Her overall characterization of the
services she received to support Dontae was not favorable stating they were not
beneficial. Specifically, Hayley pointed to her displeasure with learning about services
and how to get them. From her perspective parents have to ask for everything they need
for their child from the school and it is not always provided.

Both Hilary and Hester shared their struggles with getting an adequate amount of
speech and language services and getting the correct school services for their sons Payton
and Jesse. For Hilary, her level of awareness of services available to her son were limited
because she is one of the mothers who had limited knowledge of disability and therefore
when her son was identified as deaf she was not sure where to begin. Her quest for
appropriate, beneficial services for her son Payton began in early intervention. In her area
there were only two schools equipped to support the needs of children who are deaf and
after visiting both programs Hilary stated she made her decision based on the fact the
teacher in the program of choice had a son who was deaf, and she had over 20 years of
teaching experience. According to Hilary, the first two years were great for her son.

However, when her son turned five, her district determined he needed to move on to
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kindergarten although based on the data from his IEP, he was not making progress to
achieve in kindergarten. Hilary stated this is when the fight began for acquiring
beneficial services for her son. She recounted an IEP meeting for her son in which she
was requesting he remains in PreK and receive additional speech and language services.
| literally had to go to war for my son to get services. When | say | had to go to war, |
had to go to war. Like I'm in there arguing with this lady and I'm getting upset cause
she’s like “we can’t justify that.

It was during this meeting she also realized the people at the table making the decisions
about her son had no idea who her son was. “How can you sit here and tell me what
you’re not going to do if you don’t even know who you’re talking about? That’s an
insult to me. That’s an insult to him. That’s an insult to everybody in this room because
you’re wasting everybody’s time.” Hilary told the representative to pull up her son’s file
and the team waited as the representative read the file. At the conclusion, Hilary
requested 15 hours of pull-out and push-in speech and language services for Payton and
the district agreed to two hours and 45 minutes. Hilary laughed stating, “it was like she
was just determined not to give me that three you know.” It was due to this meeting
Hilary decided to remove her son from the local school district and place him in an online
school thinking it would be a better fit for him. Unfortunately, according to Hilary, the
online school was worse because they expected her to be her son’s teacher.

So before we enrolled I explained where he was. | said can you modify your program?
You do not have anything lower than kindergarten, but he’s not kindergarten level, so
can you modify this? They told me that they could so we enrolled him in the virtual
public school. They sent out all his materials...I'm like okay SO what am | supposed to do
with this because this is over his head? You want me to modify it? I ain’t a teacher
that’s your job. Idon’t know how to modify it you know. So they’re calling me and I'm

like, okay so yeah uh how is this supposed to work? They told me to do what I can...we
are working on getting him a teacher of the deaf, we just ask that you be patient.
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Payton went without a teacher for two months and because Hilary did not log onto the
system in this time, the online school was marking him absent each day. In late October
Hilary shared Payton finally received a teacher who in her opinion was excellent because
she identified Payton’s needs and modified the work from the online school to meet those
needs. Unfortunately, because it was her lesson plans and the work was not online,
Payton was not receiving credit from the school for the work he did which resulted in him
being dismissed from the online school for truancy. After many communications with
the school and getting letters from Payton’s therapist and former teachers, Hilary was
unsuccessful in getting him back in school. Therefore, she made the decision her son
would sit out the remainder of the school year until she could find a beneficial placement.
Based on the services she had received up until this point, Hilary stated nothing was
beneficial for Payton other than the early interventionist he had who became his
Godmother, the resources and referrals provided by the early interventionist, including
the cochlear implant specialist who came highly recommended by the early
interventionist. However, if it had anything to do with the school system, Hilary
characterized those services as not beneficial for supporting her son.

Hester’s struggles with gaining benefit from the services her son Jesse receives
also point to the school system. She is in the process of locating a private school
placement for Jesse because the public school does not offer an adequate amount of
speech and language services for him and does not offer activities appropriate for
children with disabilities. Additionally, they have placed him in a classroom setting that
Hester feels is inappropriate and doesn’t meet her son’s needs and there is a lack of

urgency on the part of the school in meeting her request.
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The services they re giving him is like speech therapy and with the speech therapy it’s
like for an hour for one day out the week and I feel like that’s not enough. Another thing
they re doing is putting him in a class called MOID and I don’t know what that means
and it’s basically like a class full of other autistic kids and they do a lot of hands on stuff
in there and in my eyes I feel like he’s progressing a little bit but not enough cause like
on his IEP when we have his meetings | try to suggest that he gets other treatments and
stuff but they always say we have to get it approved and I understand that but it’s like I
have to stay on top of them to get it approved.”

The bureaucratic cycle. Based on the data collected via the interview process, if
the mothers did not learn about services such as early intervention from their
pediatricians or were interested in services available in the community (i.e. Applied
Behavior Analysis, Social Skills Training, Speech and Language), then they learned of
these services through word of mouth.

Trina spoke highly of the services she received from the center Philip went to as a
young child, although she was not pleased with the dosage of his medication
characterizing it as something which made her son “run down the street” when she gave
it to him. Philip was diagnosed with bipolar disorder at age 11 and Trina did not agree
with this diagnosis. In her opinion, Philip has oppositional defiant disorder (ODD) and is
a “grouch child.” When it came to the services applied for and received to support her
son, Trina characterizes both the early services received and the services received while
he was in elementary school as appropriate and beneficial. Additionally, she learned
about the services for Philip primarily through her pediatrician and friends of the family.
One particular she thought would be beneficial to Philip was being a part of the Steve
Harvey Mentoring Program. This was a service she learned about through a friend who
was able to get Philip a slot for the summer. When asked about Philip’s services now

since he is in the juvenile justice system, Trina shared, “He does not want them. So it’s

not them not doing their job, it’s him.” When speaking on community services such as

123



receiving social security for Philip’s disability, Trina is not as supportive. She explains
she attempted to get social security for Philip at an early age due to his disability, and was
granted SSI for Philip through the age of 12. However, because she stopped having him
hospitalized the State determined he was no longer disabled and therefore did not need
the check any longer. Despite receiving SSI for 10 years for Philip, Trina admitted
navigating the system and going through the process as difficult and frustrating. She
recounted how when she initially applied she was denied and almost gave up because the
process was time consuming and confusing. For instance, Trina shared if you forgot one
aspect of the paperwork, then they would stop the process and make you start at the
beginning to receive the benefit. After waiting 60 days and learning she needed to go
through the process again because of a misunderstanding of the process on her part she
gave up. However, with the support of one of the early intervention team members she
applied again, went through Legal Aid and was successful the second time. Another
aspect of the system she found to be frustrating was making the benefit contingent on her
participation in the WorkFirst Program, “how am I supposed to work when I have this
child at home banging his head on everything.” She felt the request was ridiculous and
an added burden as a mother to a child with a disability.

In sharing her story, Madison noted the other services she receives for Anthony
including additional speech and language service within the community, art therapy,
aquatics and equine therapy, services she pays for out of her own pocket. While she
views the services and supports received for Anthony as beneficial, she also points out
none of it would be possible if it were not for her advocating and fighting for her son.

While retelling each of the services Anthony receives, Madison summed it up as
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He just has a really nice routine of things happening. We go to Imagination Stage. They
have sensory friendly shows. So Anthony has access. That is the perk to me living at
home. Idon’t have my own place but Anthony goes horseback riding. Anthony goes to
art.

She also points to the connectedness of her family as well. Madison did not feel
acquiring services for Anthony in the community and navigating the system was difficult
because she wanted the best for her son and continuously looked for opportunities.
According to Madison, she made sure she was in the community connecting with people
and asking questions of the parents and professionals she engaged with in order to learn
about opportunities for Anthony.

Alex attends a school for the deaf in their community and while Erica is happy
with the education opportunity her son has, she stated it was not without work and
pushing on her part. During her interview she shared within her community there are not
many opportunities for children who are deaf. Similar to Madison, she researched what
was available in order to find opportunities outside of school for Alex. Erica too found
the services and resources she became aware of for Alex beneficial despite being denied
social security income (SSI) due to Alex having bilateral cochlear implants. While it was
a disappointment not receiving SSI, Erica still characterizes her services as beneficial
because Alex attends an academic program focused on science and mathematics. The
program is not specifically for children in the community where Alex lives. However,
because of who his mother knows, he was afforded the opportunity to attend.

Hayley shared she became aware of the services available to her son in the
community through her job. In her previous role she was responsible for disseminating

information about services provided by various agencies in the area and people often sent

her the information. Therefore, when she realized she would need to access services for
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her son, she utilized the information sent to her by others and started a distribution list.
Further she found herself doing Google searches for services and word of mouth from
other parents. In the end, Hayley characterized her quest for services for her son Dontae
as challenging due to the lack of competent providers available especially as it pertained
to acquiring Applied Behavior Analysis (ABA) services for her son in the community.

Geography matters. When the mothers spoke on the availability of services
needed to provide access and opportunity for their children, responses differed primarily
based on geographic location. Most mothers were able to access services such as speech
and language services, and early intervention services. However, the availability of more
individualized services such as occupational therapy, ABA, or counseling services were
contingent on insurance and location. Table 4.3 gives an accounting of the services
acquired by study participants.

The majority of mothers who spoke on service availability talked about needing to
move to other locations in order to get basic services for their child. For example, in
sharing her story, Hilary stated in order to get quality services for Payton’s regardless of
being school based, community, or government, she had to drive two hours to another
county prompting her to consider moving out of the area, so Payton’s needs can be met.
| made the decision to pick doctors in that county. | made the decision to pick agencies
in that county. It’s tedious but it’s what [ want. [ want to give my son every opportunity
to succeed and if that means | have to drive two hours then | have to drive two hours.

Jade actually moved from a county in which she was receiving exceptional
services and supports for Jelani. Once moving to the new county, the services she

received in her previous county were nonexistent in the new county which is one of the
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reasons for her frustration. She highlighted her frustrations of living in the same state,
but seeing such disparity in service availability from county to county.

So when we were in A County | felt it was a lot easier to access these services, it was a lot
less hoops to jump through, I need help with someone would just attempt to make things
happen. Now I feel like I'm pulling teeth just to get them to do what they are supposed to
do. Not even anything necessarily doing anything extra and above, just trying to get the
basic stuff done, it’s like pulling teeth.

Willow and Carolyn shared similar sentiments as Jade, expressing how seamless
accessing services were in County A in comparison to the new county they moved to. In
Carolyn’s case she went back and forth several times and as someone who had worked in
multiple counties in the state, Willow saw the disparities from both the perspective of a
parent with a child with a disability and an educator. One of her biggest concerns was the
lack of developmental counselors in her area. When her son lived with his father in a
different state, the availability of counselors was plentiful and reasonable. However,
once she and her husband separated and she moved back to her current location, there

were very few developmental psychologists of color which was important for her

considering Joshua’s trauma.
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Services Received by Study Participants
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Figure 4.4 Service Received by Study Participants
Findings to Research Question Three: What do CLD parents perceive as the
facilitators of and the barriers to access and opportunity for services and resources?
This question was designed to bring understanding to how CLD parents learn
about and access services and supports designed to increase the quality of life for their
child with a disability. Specifically, the questions in this section of the study were
focused on who or what do parents perceive as facilitators of or barriers to accessing
services and supports for their children. As this question focuses on facilitators and
barriers, the researcher chose to use these titles as the themes. As each transcript was
analyzed for this question, distinct subthemes began to emerge which were then
categorized as either a facilitator of access and opportunity or a barrier to access and
opportunity based on parent characterization. During the examination of parent
responses, three subthemes emerged for facilitators and four subthemes emerged for

barriers; Table 4.2 provides a list of each.
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Theme Four: Helping Parents to Support their Child

Mothers were asked to share who or what was integral in allowing them to access
the services and resources they had been able to access for their children thus far. In
sharing their experiences, mothers identified their family, various community
organization, advocates, and resources as being critical in their quest for equitable access
for their children. Continuous sub-themes for this question were the support of family,
friends, and in some cases professionals who had come into the lives of the family.

Finding their voice. Whether it is attributed to their level of education and
knowledge, political advocacy, or vigilance in holding educators and service providers
accountable, the mothers interviewed shared advocacy was a huge facilitator of access
and opportunity for their child. The following section demonstrates the levels parents go
to in order to ensure their children are receiving the supports and care they need in order
to be successful.

For example, when sharing her experience with acquiring appropriate services for
her son Jaiden, Willow also shared she was not only an advocate for her child, but for
other peoples’ children. She did not feel it was okay to simply look out for her son and
her background in education and zeal for increasing her knowledge base proved fruitful.
She explained when she took the time to begin the process of becoming ABA certified
through her district. While she did not finish the program, it was during this time she
found herself in other classrooms observing the neglect of students who were most in
need. From children with writing difficulties not receiving accommodations to be

successful but being held accountable for their progress, to teachers not using data-
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informed decisions making practices, Willow found herself in classrooms pushing for the
rights of all children with disability.

Madison also attributes her education and her background in media as the impetus
to her advocacy. She highlighted her background in media and her natural ability to
investigate and question. She shared her experience with Anthony attending Extended
School Year (ESY) for the first summer he was in his public school system and how the
school system had not even considered the needs of the children with autism. The first
day of ESY for her son was spent in the cafeteria with no instruction; all the students with
autism and the teachers of the students with autism were left in the cafeteria because no
one had planned for them. She shared how that was the first and last time her child or
any other child with a disability would be neglected in such a manner. The experience on
the first day of ESY prompted Madison to call the local news media.

I was 28 they didn’t know I was coming. They didn’t expect me to sue. It’s funny I found
the video....They were so messed up and so unorganized they didn’t even know the
students were coming from B Elementary to the ESY site. They had no classrooms. So
there were like two classrooms of kids who had autism who did not have a classroom.
They sat in the cafeteria....I took him over there, we sitting there waiting for them to call
classrooms. When I say we I'm talking about Anthony, me, the kids, the teachers, the
aides, from B Elementary; the whole school day. They went outside because it was
freezing in the cafeteria; Anthony ended up with a cold. | panicked because | had to
work the next day. | called my mother and told her to get me the number to one of the
local news stations.

Madison went on to share she contacted a local news affiliate to share what was
happening at the school. The news station came to the school, and highlighted an issue in
such a way the next day all the students and teachers were in the classroom and
administration from Central Office came to the school. In a separate incident, she had to

use her advocacy skills to secure funding through the Katie Beckett Program stating, “I

know how to advocate.” When the Program attempted to deny services to her son,
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Madison advocated on his behalf to make sure he was afforded the opportunities
provided by the service.

They just basically tried to put me under general Medicaid and | said no we need Health
Services for Children with Special Needs (HSCN). | applied for Social Security
Insurance (SSI) in 2007. Thank God | had all that documentation cause | sent all that
stuff in cause they see you applied through Medicaid and so they just look at everybody
coming in one way. | had to really advocate and say look, your website states that we
need to have a SSI disability not that we need to be receiving SSI. He has a SSI
disability. 1 have documentation from 2007.

After producing her documentation, Madison successfully secured HSCN for Anthony
stating, “I can advocate but why do things have to be like that?”

Similar to Madison, Beverly also used her background in special education to
make sure her son Spencer was receiving appropriate services from his early intervention
providers. As she shared her story, she highlighted how the first interventionist the
county sent to work with her son was not sensitive in her interactions with parents
sharing the therapist would make comments such as “he really is quiet.” After a few
sessions with the therapist Beverly contacted the county and let them know the therapist
was no longer allowed in her home and they needed to send someone who understands
the needs of young children in early intervention. She credits her ability to use the
language of the profession in being the reason she was able to fire the therapist and get a
more competent professional; one who she was extremely happy with and was able to
demonstrate progress in working with her son.

Where Madison’s and Beverly’s approach involved pushing district and school
based leaders to do their jobs through her education and media connections, Trina and

Ericka were more boots on the ground type parents who wanted to make sure their eyes

were on each aspect of what is happening with their child. Trina was so vigilant in her
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advocacy she was at her son’s school daily learning about the program and opportunities
available to him. She admits she spent so much time at the school that one year she was
named Volunteer of the Year and was honored during a black tie gala. In Ericka’s case,
she shared she is a huge advocate for her son making sure whatever it is he needs he gets.
Regardless of whether it means calling the school directly, making a visit, or texting, she
makes sure she is involved and pushing for her son to get the resources he needs.
Ericka’s advocacy for her son is not simply contained to the school.

Again I advocate for Alex. So whatever it is he needs ['m going to make sure he gets it.
That’s jus the nature of by what means I am when it comes to him. It’s like the little
things. If you ride past our house you will see there are little signs outside that says,
“Deaf Child in the Area.” These are things you research; you have to.

In the case of both Ericka and Trina, they admitted they do what they do for their children
because they are single parents and no one is going to know what you feel or what you
and your children need if you are not there to tell them. Hilary also considers herself an
advocate for her son similar to Ericka. She recounted the time in which she had to battle
the educators at the IEP meeting for her son Payton because the district representative felt
the three hours of speech and language services she requested for her son was too much.
...after the IEP meeting she came up to me to say “you know I’ve never been to an IEP
meeting like that. ['ve never had that experience, I’ve never encountered a parent like
you and much respect. | honestly wished | came into more IEP meetings like that. | wish
I had more parents that fought as hard as you did; your son is lucky.” They know what
they re doing is wrong. They know theyre short changing these students, but yet they
still do it and if the child doesn’t have an advocate they will push and push, and push,
their education is going to be lax. It’s like it’s going to be awful and that’s why I'm like 1
don’t want that kind of attitude for 12 years of education.

Octavia takes a different perspective on advocacy. She is focused more on the

political aspect of advocating for her children and looks to affect change at a higher level.
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Her advocacy efforts has her going into nonprofits and the political arena to ask questions
of those who are supposed to supporting the children.

I know there aren’t networks. Even the technology to create the functional systems of
care like what’s in the private sector, what'’s in the public sector? What does the hospital
think they can guard themselves from because technically they 're nonprofits or private
institutions versus what happens in the publicsphere that can provide oversight? There is
just so much red tape to equate I'm not going to do it unless you make me do it but there
are only a very few people. The few parents | know burnout is real. Can you take on
every child without every parent? These are the kinds that are going to be in your
classroom. These are going to be your kid’s friend or your kids’ spouse. You 're going to
want these kids to be okay cause your kids are going to live in here with them.

Finding their tribe. All 14 mothers who participated in the study shared
information on the role support systems play in understanding and coping with their
child’s disability. According to the data, most mothers identified other family members
or close friends as being primary in supporting them in meeting the needs of their
child. However, the data also points to some professionals in the field who have been
integral in helping the mothers in understanding their child’s disability and growing in
their awareness of what services and supports are available and accessing these services
and supports. The narratives shared by the mothers while specifically spoke to the role of
family, friends, and professionals in meeting the needs of the child, the degree to which
the support was beneficial, welcomed, or accepted varied.

Family and Friend Support. Based on the data, family and friends is placed at
high regard for some of the mothers who participated in the study with 10/14 stating their
family is a big part of their support system as it pertains to navigating the system and
understanding the availability of services. Family was identified as providing housing,

financial support, transportation to get the child to appointments, and emotional support

as needed. Madison for example talked about moving in with her parents after having her
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son Alex, which afforded her the ability to provide him with more opportunities due to
the financial savings. Several mothers stated their parents were there to transport their
children to and from school and appointments as needed. In the case of Carolyn, her
sister in law was integral in supporting her with information about her daughter’s
disability. Carolyn stated it was due to her sister in law and her knowledge base she was
able to understand there was something going on with her daughter Alexis, sharing that it
was due to her sister in law’s knowledge and work at the National Institutes for Health
(NIH) she was able to identify developmental milestones she should have been seeing
Alexis meet as well as providing information on disability. Additionally, Carolyn shared
how her sister in law’s connection with the NIH supported her in better understanding her
daughter’s needs.
Well my sister in law is director of NIH for child care so all childcare things related or
you know disability wise or development wise she’s usually helpful on giving me
information and helping me kind of figure out how it fits in our lives.
Carolyn is also one of the mothers who touted the support received from her parents as
being critical providing transportation services, and cooking dinner stating, “For the most
part I am able to do most everything by myself but if I am like tired or you know I have
to work earlier than usual then they’re able to step in and I know I can call them and it’1l
get done.” An example of things getting done is when Carolyn shared how her brother
stepped in for three months to keep Alexis while Carolyn went to school

Having a strong friend network was also identified in being beneficial in
supporting parents in understanding disability and meeting the needs of the child in the
absence of close family. Jade, who shared not having a lot of family in close proximity

to her, praised the benefit of her friendships and their integral role in helping her to
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understand her needs as she increased in her awareness of Jelani’s disability. During her
interview she spoke on getting support from people was difficult due to the seizures
Jelani experienced; people tended to be nervous around Jelani and therefore made it
difficult for her to have his needs met. However, she found her friends were always
willing to support when needed which allowed her to deal with other responsibilities such

as addressing medical questions or being in the hospital with one of the twins.

They are definitely willing; they re not afraid of his epilepsy. He doesn’t make them
nervous, because a lot of times with other people epilepsy makes them nervous because
they are worried about how they help him, but a lot of my friends are like Jelani is having
a seizure, alright. No one is freaking out.

Other opportunities identified by these mothers as providing for the facilitation of
access and opportunity for their children included having a strong support system. For
example, mothers shared their jobs allowed the flexibility to take time off when needed
which afforded them the opportunity to visit their child’s school whenever they wanted
to. Having a healthcare benefits package which allowed for their child to be placed on
their insurance and receive additional services which were not always readily available in
schools and understanding the education system in such a way that they were able to
identify when something did not seem right in the services their child was receiving.

Professional Support. Some of the mothers in sharing their experiences
highlighted medical personnel and/or therapist who were angels in supporting them in
accessing opportunities for their children. Whether the support was in the form of
direction, providing additional information, or simply being someone to listen to their
fears and concerns, and provide reassurance, the mothers shared their gratitude with these

individuals.
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Earlier in this section Jade’s feelings on how the neurologist at the first hospital
she went to handled identifying the source of Jelani’s seizures and her displeasure with
the services. However, when she chose to get a second opinion the new neurologist was
able to diagnose Jelani and provide a treatment plan. Jade credits this neurologist with
the critical diagnosis stating he not only had a Plan A, but he also had a Plan B, Plan C,
and Plan D.

He always has several different things lined up so in case it doesn’t work, here is our next
step an_d for me that is very similar to my field of medicine and how I try to practice for
my patients.

Jade went on to share how the support from neurologist continued as her children got
older. If she was in the hospital for one child, then to keep her from having to make a
return trip, the doctor would also see the other child. Additionally, if she was at the
hospital to see other specialist and the doctor was in the hospital, he would make it a
point to check in with Jade and the children to make sure everything was going according
to plan. The doctor also provided avenue for other services and Jade also credits the case
worker as a major supporter in navigating programs for her children. Beverly’s
neurologist provided a reassuring voice as it pertained to Spencer’s brain bleed stating,
“for the first time we heard someone be more optimistic.” Cynthia shared securing letters
from medical staff in order to get services for her daughter Georgia when therapist,
specifically in the school setting chose to use a formulaic method of checking off boxes
in place actually examining her child and making a determination on need.

Similar to Jade’s doctor, Octavia identified her children’s nurse practitioner as the
medical personnel who had her back through some of the toughest times in getting

support for her children. While most medical personnel were handing her referrals and
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saying “good luck,” Jade shared her nurse practitioner would make calls to various
agencies and get the necessary paperwork she needed to get access to services such as
Medicaid and the community organization responsible for providing therapeutic services
for her children. Trina credited the emergency room staff and social workers in the
hospital in facilitating services for her. In her interview she shared how she took Philip
to the emergency room when he had a bad reaction to medication the treatment facility
provided causing him to run through the streets erratically. Trina stated this was the first-
time medical personnel had ever been interested in how she was doing and her thoughts
and feelings on the treatment of her son. She stated, “them was the only people that
actually asked me how I felt about anything.”
Theme Five: Hindering Parents from Supporting the Child

Securing insurance. The insurance system was identified as both a facilitator
and barrier by study participants. As a facilitator, insurance was beneficial because those
parents who had private insurance were able to use those benefits to meet the needs of
their child. However, insurance as a barrier impacted many of the mothers because of
their need for the service. For example, the study participants fell into two distinct
categories, those with private insurance and those who depended on Medicaid for the
acquisition of services. Insurance was a barrier for the parents with private insurance
because many of the services they required for their child was not covered under their
particular health plan. For example, Octavia was disappointed to discover her private
healthcare plan did not cover respite services for her children which is something she
really needed, and neither was ABA and other therapy services she felt were beneficial to

her sons’ development.
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Maybe they didn’t cover it last year and they do cover it this year, I don’t know but every
time you have a communication with insurance, with the doctor, with the nurse, with the
teacher, with the administrator, you 're getting different information and you know, I even
work in the government and I don’t know what’s going on (laughs). So you know it is a
very horrible situation.

This was also the issue for Cynthia and Hayley who both admitted they ended up paying
out of pocket for many of the services they acquired for their children because their
private healthcare plans did not cover those services and they were not Medicaid eligible
due to their income.

Simply accessing insurance services and understanding how to navigate the
process presented a barrier to mothers. Some of the mothers noted there were times in
which they attempted to apply for insurance but were denied because they did not know
how to complete the paperwork or what qualified their children for the service. For
example, both Hayley and Ericka were denied SSI because their sons had bilateral
cochlear implants and in the governments eyes were no longer considered disabled. Both
mothers appealed the decision unsuccessfully arguing without the implant their son could
not hear. Octavia and Madison applied for Medicaid for their children and both were
denied. However, for children with autism there is an additional insurance program
known as the Katie Becket waiver which gives parents access to HCSN. Madison was
able to secure the Katie Becket waiver while Octavia was not simply because Madison
was able to understand the criteria was to have an IDEA recognized disability and have
applied for Medicaid. Octavia did not understand this difference in semantics and
therefore was unable to secure the service.

Barriers to effective collaboration. Within this subtheme, mothers shared their

barriers as it pertained to communication and collaboration. Regardless of whether it was
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communication between agencies, or within agencies including schools, some study
participants on average found this to be an area which presented a barrier.

Avrlene shared her feelings on how it is lacking based on the conversations she has
with Seth. Currently Seth lives with his father and his father is responsible for supporting
Seth in getting to appointments, communicating with agencies, and making sure all of
Seth’s needs are being met. However, Arlene feels the communication and collaboration
is lacking because the agencies are not communicating effectively with the parents. She
shared how much of the work is contingent on whether or not the parents are able to do
the research and get the child’s needs met. She is frustrated because she feels what is the
purpose of the agencies if she and Seth’s father must do it all. Another point she made is
how her son works with the Developmental Disabilities Association (DDA) and Social
Security (SS) and they do not communicate well with each other on what is acceptable as
it pertains to employment for Seth without interfering with his SS. Trina and Carolyn
both shared their experiences as it related to interagency collaboration and
communication was an experience of parent as runner. Both mothers shared the
expectation was for the parent to be the “middle man” and make sure all the agencies
were on the same page. Stating they had to be responsible for running paperwork from
one agency to the next and making sure each agency was aware of what the other was
doing, commenting it can be tiring at times. Carolyn went a step further highlighting
intra-agency communication and collaboration was definitely more evident and seamless
than the communication and collaboration across agencies.

If I expect Hospital A to speak with the therapist at Hospital B that is not going to

happen. However, within the hospital, professionals keep each other abreast of what is
going on with my child.
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Struggling with self. Dealing with life and the challenges that come with life
describe the personal struggles many of the mothers identified. Compounded with
having a child with a disability and trying to make sure they receive equitable access to
education and services, personal struggles such as depression, dealing with family, and
focusing on the child became apparent during the interviews.

Of the struggles discussed, depression was the most common theme identified by
the mothers. Many of them highlighted battling depression when their child was born
and learning the child had a disability, coping with addressing all the needs of their child,
and looking towards the future. During her interview, Carolyn shared how her battle with
depression was such an obstacle, that something as simple as making a phone call to
schedule an appointment was difficult. Her depression started from the time she knew
she was having Georgia through the first two years of her life characterizing it as “the
whole world was just gray. It wasn’t a day where I was happy.” Carolyn identified a
large part of her depression and frustration stemmed from people not inquiring about her
well-being.

It seemed that even though I was going to all of her doctor’s appointments and even
though I had all of these services involved it seemed like no one really checked in with
mom. So it’s like “how is the baby doing?” How is the baby doing? How is the baby
doing?

In sharing this moment, Carolyn laughed. She had over 100 appointments for her
daughter within six months’ time and stated going through depression and postpartum
and grieving (her grandmother had passed away prior to her daughter’s birth) things were

difficult. Beverly also described her depressive state as having the world look gray on a

daily basis
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Ericka, and Hilary shared similar sentiments as it pertained to going into a deep
depressive state after learning their child had a disability and coping with the news. Both
of their sons were born perfectly healthy, but due to meningitis (Ericka) and unknown
origins (Hilary), both moms’ sons became deaf at an early age. Ericka shared she went
through a huge depressive period while her son Anthony was in the ICU and upon
learning he had lost his hearing. Similarly, Hilary went into her depressive state when the
doctor gave her the news Payton was deaf. However, these two mothers differ from
Carolyn in that they did not remain in their depressive states for a long period of time.
Both mothers state they took a few days to let the news digest, but once it was over it was
over and they realized they had work to do so their child could receive the services and
supports they would need to be successful.

Both Arlene and Willow discussed the strain having a child with a disability
placed on marriages which already had problems. Arlene felt having a child with a
disability puts a strain on married couples and couples need to realize they need support
in navigating their relationship not only with their child, but also with each other. She
feels her husband had a hard time coping with and accepting of having a child with a
disability.
| think for fathers, I have seen it personally and | saw it through my experience they are
least accepting of a child, especially if it’s a son with a disability than mothers....Fathers
still struggle with this is my son this is an image of who | am. He is the one to continue
my family trend and | saw that across races. This is not something that is typical of one
specific race and it definitely puts a strain and | wanted to be one of those families that
broke that statistic....They say after a while the dad could not bear with it or whatever ...it
plays a role and because it is an added strain on the mother, it is an added strain on the
family to figure out to meet the needs of that child.

For Willow, the difficulty of a custody battle weighed on the services and supports

received for her son. She and her husband were divorcing when her son Jaden started
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school in a local school district. She had him placed in a good school, close to home with
a good program for children with autism. However, the custody battle was ugly to the
point where her husband was calling the police often and causing issues at the school
such as contesting the enrollment. It was due to these issues, the school decided it was
best Willow did not bring Jaden back.

Dealing with the behavioral challenges which accompany some disabilities was
also a barrier for mothers as it pertained to their internal struggles. Trina had been
dealing with Philip and his behaviors his entire life that it had gotten to the point in which
he had alienated the entire family and was no longer welcomed in school. This has
presented a challenge to Trina because now that Philip is about to turn 18 she had made
the decision to put him out of her house.

My son getting ready to turn 18 and I'm getting ready to set him out in the streets with
nothing, no nothing. Nowhere for him to go because I'm tired. It makes me exhausted it
makes me frustrated, it makes me want to give up because in actuality I'm the only
person my son got and that’s a sad situation but that’s the truth.

Trina felt the underlying issue was anything that focused on anyone other than Philip was
a problem. She shared a time in which she went to the dentist and because it was not a
visit for him, Philip ran around the office. She feels for his entire life she has done as
much as she can to help him and now she must focus on his sister.

Navigating the system. Navigating the system seemed to be extremely stressful
for many of the mothers. During the study, when participants were asked about their
experiences and what do they perceive as the biggest barriers to access and opportunity
for their children, stories on navigating the system consistently came to the forefront.

Within this sub-theme, mothers identified systems navigation as frustrating on both the

school side and the government side.
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The waiting is frustrating. For example, while it was a barrier in and of itself,
Carolyn’s thoughts on gaining insurance or accessing insurance to get her daughter’s
needs met also spoke to navigating the system. One comment she made to demonstrate
the frustration felt by many parents is related to the calling and waiting.

Like that was just difficult and on top of that calling and waiting and like having to call
insurance that’s another hour phone call. Like those types of things take time and it’s
just like. It could be really frustrating and I that’s why a lot of parents are just like, “you
know what we'll just figure it out later” or wait for someone to come and assist them and
it becomes more of a need versus going out and seeking help themselves.

Accessing insurance services was not the only agency in which, parents encountered
barriers. In attempting to get services such as a Katie Beckett waiver, which helped
parents secure and pay for services, applying for social security, or acquiring Medicaid,
mothers reported having to deal with bureaucratic red tape presented issues which led
them to wanting to give up trying.

Madison discussed how her son’s daycare center was taken over by a government
organization, but no one took the time to inform the parents and explain what needed to
be done to make sure services were maintained. She explained she had to do her own
investigation and research to learn her local district had taken over the services
exclaiming, “I was literally learning as I was going.” Madison also shared her
frustrations with gaining insurance for her son, specifically the Katie Becket waiver. She
pointed out the guidelines state you have to have a SSI disability not that you needed to
receive SSI and when she went for the waiver they initially tried to deny her on those
grounds. However, she credits her education and willingness to question with gaining

those services and feels the organization has been denying families for years although the

guidelines do not state you have to have SSI.
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I'’ve hit bumps in the road but fortunately I can advocate but why do things have to be
like that? Trying to get reimbursed. At one point it took them nine months to reimburse
me $900. So that’s the type of stuff I deal with and if I didn’t know how to navigate or
figure out how to navigate or savvy enough, I would be screwed.

Not knowing how to navigate the system and understanding how various agencies
work can lead to consequences which is what Octavia learned. She admits it is partly her
stubbornness which has gotten her in some of the situations she has found herself in a it
relates to accessing opportunities for her sons but states it should not be so difficult and
leave parents with asking “why” all the time. She feels there should be support especially
for single parents and there is an exclusiveness to the system stating “as long as it works
the way that it does work, you can’t get help to actually as a single parent, navigate, get
all the things that your child does if you have to be the one to do it. It’s a mess!”

Octavia went on to share other situations in which help navigating the system would have
been beneficial. One situation she specifically mentioned was the transition from Part C
to Part B.

Then you know you age out by 3-years old for that version of the IDEA and I didn’t know
that at that time. So you go through another evaluation at the school and no one really
tells you that the evaluations that happens in these centers don’t qualify are not like
insurance qualifiers. You need a developmental pediatrician in order to access. I'm not
eligible for SSI but they are eligible for a waiver with the Katie Beckett Program here in
the City and that process is such a, | mean he, Justin, Andrew, same thing.

Trina, similar to Octavia, also did not know a lot or understand how to navigate the
system. However, where Octavia chose to be stubborn until she received help, Trina
made the decision to give up. She was tired of the challenges presented by the

bureaucratic process of completing mountains of paperwork. While she did not feel the

challenges, she was specifically faced with in attempting to gain services were not related
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to race, she does feel she was looked down upon because she looked young and she was a
single mother.

I had my son when I was 21. I probably looked 15 so they looking at me as if I'm a kid.
I’'m not going to say it’s because I was black or whatever color I was. [’'m not going t0
say it was a race issue. I'm going to say they felt like they were better than me because
I'm trying to get some help. It was one of those issues because they was talking to me like
“well if you would have a job.” I will get a job if my son wasn’t sick. Ya’ll not
understanding all these challenges I'm facing. “I’'m a single mom. [ never expected too
“oh I'm finna go have a baby by somebody that’s going to leave me.” That wasn’t my
plan....

Although coming close to giving up, Trina did reveal she was able to find some help
while in the system and found herself disappointed when her son transitioned from Part C
to Part B because that person “knew the magic things to do.” Later, she was challenged
again when attempting to get disability insurance for her son Philip. When she initially
applied she waited 60 days to learn she had been denied. Once again, she wanted to give
up, but instead was able to reach Legal Aid who took all of her paperwork and was able
to get her application processed and approved. This was also similar for Ericka who also
was initially denied when she applied for SSI for her son. She appealed the decision, but
because the process took so long (approximately a year) she essentially had forgotten
about it and did not follow through once the paperwork did arrive at her home although
the decision made by the state was Anthony did not qualify because he had bilateral
cochlear implants. Elizabeth summed up her experience with navigating the system in
one word, bureaucratic. When asked to explain she went further and discussed the
completion of forms at the various agencies and working with people in positions where
they do not know their job or the function of the program for which they work.

It could be frustrating. | would say frustrating at times. | feel like if it were somebody

else who didn’t have the level of determination or the level of education to connect dots
they would get lost in the system real easy.
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Carolyn looked at navigating the system and the challenges that comes along with
it from a different perspective. She does not disagree that parents are expected to
inherently know a lot about systems they have never engaged with, but she also feels a
big barrier to navigating the system is the resources you need to have available to you in
order to successfully access opportunities. For example, she discussed how with all the
information and expectations presented to parents in such a short period of time, can be
overwhelming stating, “if one more person talks to me I’'m going to explode.”
Essentially, she had to attend one psychiatrist appointment for her daughter Alexis only
to leave with three new referrals for three different doctors. She went on to share how the
referrals were not easy to obtain and all the additional resources she needed in order to be
successful in the acquisition of services.

For one package | had to order her hospital records. | had to wait six months for her
appointment to actually show up, to come up cause it was so outbooked. One of them |
missed, almost missed an appointment by 30-minutes because she said | need an email
now to send it and | was late to the hospital to send it. So all those things had | not had
the time or not felt like it was important it wouldn’t have happened. Lite at all, Alexis
would have never seen the developmental specialist because that required having a
printer, having internet, being able to read the language those were all things I had to be
able to do so if you take all of that away it’s not happening.

In addition to navigating services through government agencies, mothers also
shared their concerns with navigating the system with schools. Beverly committed on
how intimidating the IEP process can be for parents who are not aware. Beverly shared
her experience attending an IEP meeting for her son Spencer. She committed how when
she entered the room there were a lot of people present and the team was ready to dive

into the IEP immediately. She noted she stopped them and requested introductions and

went further to educate them on giving parents prior notice as to who would be in
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attendance. While she feels it was important to set the tone immediately and let the team
know they would not intimidate her, she also noted she has seen parents get bullied at an
IEP meeting because they did not know their rights or where to go or who to talk to about
how to address such issues. This feeling of not knowing was echoed by Willow who is
also an educator.
So that has been the ultimate challenge of being a minority with a child that needs
services and like I said I couldn’t imagine if I didn’t have the education or the experience
or the friends that | have cause | have friends that are speech pathologist and I have
friends who are Phds in special education and | will pick up the phone and say “Hey! 1
need to know” and my stepmother is a psychiatrist. So if I didn’t have those resources I
just don’t know what would happen with my child. I’ve seen students all the time who
don’t have those resources. Whose parents just don’t know and think that the school
system is actually like.
Beverly, Carolyn, and Willow all have a background in education and therefore were able
to successfully address the issues presented by the school. However, in their experience
they highlighted despite all of their knowledge walking into a room full of people by
yourself and having different papers pushed in front of you can be intimidating. All three
mothers also highlighted the language barrier many parents could encounter during these
meetings because all the information is written in English. This was especially important
to both Beverly and Carolyn as both are of Latinx backgrounds and thought about what if
they did not know English when engaging these meetings.
Other Emerging Themes

Throughout the interview process one theme was interwoven throughout and
therefore was not appropriate to house under only one question. As study participants
shared their stories around perceptions and engagement with various service

professionals, the theme around race, culture, and socioeconomic status emerged.

Specifically, study participants shared their experiences with school-based, community
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and medical professionals in supporting their child and their feelings surrounding each
encounter.
Theme Six: Race, Culture, and Socioeconomic Status

Mothers shared their thoughts on the role their race, culture, and socioeconomic
status played in their ability to acquire services and access resources and knowledge as it
pertained to their children. During the interviews, 10 out of 14 mothers shared their
thoughts on how race and finances impacted service delivery; from directly engaging
with medical professionals, teachers, and school-based staff and administration to
engaging with other parents in their respective communities, the mothers highlighted
instances in which they felt their race, and/or culture, an socioeconomic status played a
role in the interactions, treatment and services they had with others. Due to the
experiences had and how these experiences impacted service delivery, the mothers
discussed having a sense of distrust. Within the theme of race and socioeconomic status
are three subthemes, service delivery, mistrust of educators, and mistrust of medical
professionals which highlight the experiences some of the mothers had and barriers faced
in the respective system. The subtheme of service delivery is further divided into
healthcare and education as not all mothers experienced issues across both systems.

In her experience with the local chapter of an organization she had joined to
support her in supporting the needs of her son, Aiden, Madison shared the experiences
always seemed to be segregated based on race as if the manner in which topics were
discussed or issues were addressed was contingent on the interest of white parents versus
black parents. After attending a few meetings, Madison chose to discontinue her

attendance and reached out to the national office to start her own chapter. She made this
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decision because she did not feel it should be about what white people do or black people
do, but instead a process of what was best for people with autism, stating, “it turned me
off because the thing is it shouldn’t be about white black, it’s about autism. I don’t give a
shit. People need help and it’s like if you’re going to have that attitude you’re not going
to ever be ready....” In her situation, Madison felt there should have been no issues as it
came to race because at the end of the day all their children had autism.

Mothers expressed feeling as if race played a role in how they were assisted in the
healthcare system. For example, Octavia shared her experiences with the medical
professionals working with her and her sons stating she feels white families are able to
obtain more assistance from doctors and nurse practitioners. “I have never asked the
white parents if little Bobbie Sue and James got a better hand holding, but I know I didn’t
get it.” However, Octavia went on to say she is not sure if the behaviors of speaking
really slowly and not offering help from medical professionals is entirely due to race or
the fact that she is a single mother with a foreign sounding last name. Hayley echoed
Octavia’s sentiment when she shared her experience with a healthcare facility for her son,
Dontae. Due to the manner in which she was treated, she chose the facility location in a
predominately black city over the location in the white suburb. “It was their mannerism.
When you enter the office they do not speak. You tell them what you are there for and
they seem to not acknowledge you. I don’t know if it’s racism or classism but I know
when I go to their other office where there are all black people I don’t have issues.” In
her experience, Cynthia expressed how her doctor’s office were integral in directing her
in the right direction for services to support Georgia, but she had to do her own research

and reach out to neighbors for direction. It was through her interactions with her white
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neighbors that brought her to the realization medical professionals were volunteering
information to them that was not typically volunteered to her.

When speaking with Beverly her story demonstrated how the trend continued.
When her son Spencer was born and had to spend time in the NICU, Beverly spoke on
the experience of getting her questions answered. She shared how it felt as if the medical
professionals did not want to answer her questions and behaved as if she was asking too
many questions. Beverly also pointed out this was the case for other parents of color as
well, specifically those who were in need of translation services but did not receive any.
I wasn’t scared to leave my son in the NICU, but I felt rushed sometimes and I felt they
thought I had too many questions. | wondered if I looked different, if I was from a
different background would my questions be more welcome. Would I have received more
time?

Beverly goes on to recount a moment when the shifts were changing and the new doctor
was coming into work. As the leaving doctor transitioned out for the shift he made sure
to inform the entering doctor of how informed Beverly was as a parent.

...sometimes there can be some hypersensitivity when you belong to a marginalized
group. Sometimes I ask are they doing this because I'm a woman or are they doing this
because I'm Latina? If I were a part of the dominant group would that be the case?
Would the services I receive, would the communication, the time I receive, would that
have been different?

Elizabeth shared a similar experience to both Octavia and Beverly as it pertains to
having questions answered and getting her needs met when she went into early labor with
her son David. Instead of the nurses hearing her voice and heeding her request to stop
her son from being delivered early she felt dismissed.

I've heard of people being in the hospital for months trying to keep the baby in so that
the baby can continue to develop. Where it seemed like the nurses were kind of brushing

it off and unfortunately | hate to say it, but | feel like because of my race. It’s a hospital
in the inner city and a lot of the staff is black or whatever, had it been a more affluent
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person or a different race they would have been a lot more careful how they treated that
person versus “oh she’ll be alright.” They were just brushing me off.

When she went into labor with her son, she begged the nurses to call the doctors, but they
ignored her request resulting in her giving birth to her son at 26 weeks.

There were instances in which the mothers shared stories related to accessing
quality education services for their child and their feelings around how race and
socioeconomic status may have played a role. For Ericka the issues were evident in
attempting to gain access to quality school services for her son Alex. In her case there is
a science-based educational program connected to the schools for children interested in
the field of science. According to Ericka, the program has stopped coming to the schools,
which are majority black to recruit students and now solely focus on Latino schools.

Beverly feels there was a cultural disconnect at her son’s school as the principal
and the prek teacher were both white and attempted to suppress her feelings of
connecting her treatment to the fact that she was Latina. Initially, Beverly felt the
relationship between the staff and the principal was “incestuous” and there was no one to
support or listen to her when her son’s needs were not being met, stating “everybody was
going to stick up for each other regardless of what they did.” Cynthia also shared the
concerns about the disparity of treatment and services as it pertained to the school
system. As an African American mother of a child who has a Puerto Rican father,
Cynthia shared she and her husband were not blind to the fact that her daughter Georgia
was often labeled as aggressive by the teachers due to her disability. An issue that
bothers Cynthia, is the blonde haired blue eyed white child with the same disability as her
daughter is not labeled as aggressive, but instead moves are made to ensure the little girl

gets the services she needs. “I know it’s tough to compare because they are in different
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states but it makes a difference when people are offering services and looking at your
daughter in the light of her disability and not just trying to put her where it’s easiest.”

In Hilary’s case as it pertains to issues with the school. She had problems with
school administrators and the board of directors for the virtual school where her child was
enrolled. Payton was dismissed from the education program because of his tardiness and
infrequent attendance. Hilary shared that her son was enrolled in an online program
because the district school put her son into an inclusive classroom setting she did not feel
he was ready for. In her experience with the online program, Hilary states she requested
a teacher for the deaf prior to enrolling Payton. When school began the virtual school did
not have a teacher, but still sent all material to Hilary and instructed her to “do what you
can” until someone was located. Because the lessons were not adapted, Payton could not
access the materials and therefore did not engage in the lessons full-time. Once the
school sent a teacher for the deaf in October, the teacher realized the material was too
high for Payton and did her own modifications. However, Hilary explained the lessons
the teacher was teaching were not online and therefore Payton was not receiving credit.
By December, virtual school moved to dismiss Payton from the program for non-
attendance. This prompted Hilary to appeal and explain the situation. However, in her
appeal she realized the person responsible for the final decision was someone who did not
have a favorable track record with black people.

Everybody and their mom wrote into the school and the board of directors. | researched
the man and I don’t have 100% proof but he had some you know voting history and not
being favorable to black people and when I sent my email I didn’t realize my picture on

my Gmail is me and he can see that I'm black and I really feel he was discriminatory for
that reason because there was no other reason.
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Hilary went on to share she believes race played a part in her son being able to receive an
equitable education because during the appeal process both Payton’s therapist and the
teacher sent by the virtual school testified to his progress. However, the school dismissed
him anyway.

As Arlene shared her experience and thoughts on her race playing a role in how
she was treated and the manner in which services were provided to her son Seth, she
admits at the time when she was in the situation she could not see the disparities because
she did not know enough to recognize the disparities. However, since she has become a
special educator, she reflects on her experiences in obtaining services for her son and has
been able to identify the inequities. For her, it was the lack of urgency and helpfulness in
her school district as it pertained to the needs of African American and Hispanic children.
...the school has a high Hispanic and high African American [Student population] /'m
seeing the inequalities where if there is a white family fighting for the child, the system
automatically try to fulfill their demands and it it’s not working what else would be
working and if it’s an African American you know we will say to the parent give us time,
let’s try this intervention....

As Arlene continued with her story she went on to share she did not feel listened to by the
school in her quest for services for Seth. There were no opportunities to explore other
resources, no recommendations for alternative placements, no advocacy for her and her
son at all on the part of the school which brought her to the conclusion that race and
disability played a role in how the school would support you in acquiring services for
your child. Arlene brought a unique perspective to this issue as she was not born and
raised in the United States. During her interview she took a moment to share her

background, being Muslim born and raised in Sudan. For her racism wasn’t experienced

until she arrived in the United States and the experiences she went through with her son
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Seth made her gain a better understanding of “equity and excellence in education.” She
further went on to explain the interactions with classroom teachers and how these
interactions seemed fueled by bias in such a way she feared putting Seth on the school
bus daily to be educated by people who did not understand his needs or get to know him
as a person.
| went to pick up Seth and one of the paraeducators was having an incident so | reached
out to just pat her on shoulder and she jerked back. So to me that was obvious. | feel
there are things that are implicit and maybe sometimes I say maybe it’s my lens and
maybe | misinterpret it but then that for me was just huge and very evident and there
came a time I said I don’t want my child to be here and I told them it’s hard for me,
actually I put him on the bus knowing you are not going to set him up for success because
YOu have this perspective about him and about me and you know for me I feel it’s
complex and it wasn 't just culture cause in my culture it’s people who are very peaceful.
Willow expressed similar sentiments as it pertained to her son Jaden and how the
school viewed him. While she admitted that at times the disparities we see in school can
be attributed to socioeconomic factors, she strongly believes because of Jaden’s race, the
amount of effort educators put into making sure Jaden’s needs were met was lessened.
She recounted when her son had to be evaluated for reading and while his developmental
psychologist who was a man of color shared Jaden performs task beyond those expected
of an 11-year-old child, the school evaluated his reading skills and determined he was
reading on a 1% grade level. When Willow questioned the diagnostician as to how she
arrived at her conclusion because Jaden was reading on a 2" grade level in kindergarten,
the diagnostician exclaimed, “he didn’t answer all the questions.” Willow’s point was
you can’t definitely say a child reads on a certain level without weighing all the factors

from the testing environment. In this case she felt the professional was not well trained

and this contributed to the labeling of her son. Willow went on to share based on her
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experiences children of color are labeled as lazy and criminalized, but when it comes to
white children they need to be motivated more.

It’s a struggle to get students of color TAG services because a lot of behaviors a lot of
TAG students exhibit like the procrastination, the anxiety, the depression, teachers are
like that child is lazy, that child can’t be gifted and talented or intelligent. Where if'it’s a
white student, then they re lacking the proper motivation and we need t0 put them in a
challenging environment to motivate them properly....It’s the same behavior but you are
not providing the same and if you have any type of learning disability they are not
making that correlation.

Part of the frustration for Willow as it pertains to the education system and
meeting the needs of children of color with disability is the wide range of disparities
across her state. She shared you can be in one county or state in which she works and
there is a plethora of resources and information available. However, if you come across
the line to another county or state which is predominately people of color, the resources
are not as plentiful, and it seems the educators are not as well prepared. Willow believes
this can be attributed to socioeconomic status as well, stating “states that have more
audits and more stringent requirements do a better job than like” this county “where they
don’t have, they’re not allocating resources to address the needs of the students.
Particularly black and brown students and I definitely see it for parents who don’t speak
English....” Jade echoes this sentiment as she has experienced attempting to receive
services for her children in two counties in her state. When she lived in the more affluent
and whiter county, resources were plentiful for her children, especially her son Jelani
who has the more significant disability. However, when she relocated to the less affluent
county with a predominately black and brown population she clearly saw the disparities

in services.

| find that a lot of the supports and services are based on where you are. Before when we
lived in County A there were way more services and availability for Jelani than there are
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now that we're in County B.... S0 when we were in County A I felt it was a lot easier to
access these services, it was a lot less hoops to jump through, I need help with someone
would just attempt to make things happen. Now I feel like I'm pulling teeth just to get
them to do what they are supposed to do. Not even anything necessarily doing anything
extra and above, just trying to get the basic stuff done, it’s like pulling teeth.

Mistrust of educators. Arlene’s gut told her to address the teachers she worked
with in one of her son’s schools. However, because of her cultural beliefs and
background, as a Muslim she always believed the professionals because they knew best.
However, each time she visited the school, the teacher had something negative to say
about Seth. Arlene did not want to misconstrue what the teacher was saying and shared
her experience with some peers who told her she needed to be alarmed. This prompted
her to ask for a meeting with the administration and shared her concerns of discrimination
and racist comments on the part of the teacher. The experiences of meeting with the
administration was overwhelming in and of itself as Arlene was the only person at the
table that looked like her son committing “feeling really overwhelmed by the number of
people sitting at the table and consciously knowing | don’t look like them, I don’t
practice like them, so it was just, just difficult.”

For Carolyn it wasn’t only the educators who worked directly with her daughter
Alexis she had strong reservations about, it was the school staff as a whole. From having
her daughter put out of class to sit with security all day and the principal not being aware
of what is happening in the school, to implying there were issues at home, Carolyn felt
the public school she sent her daughter to was not equipped to meet the needs of children
with disability, specifically her child who is also CLD commenting,

I wouldn’t go back...it got so bad to the point there they were sending her to security and
the security guard felt so bad she had a four year old sitting with her crying that she got

her a coloring book so she could at least sit there and learn something. She would sit
there for two to three hours.
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In another interaction with the school, Carolyn shared her daughter was put out of
school two days prior to the end of the year without the principal’s knowledge and ended
up in a car accident. When she returned on the last day, the principal inquired as to why
Alexis was hurt. Carolyn let the principal know what had happened and although she
knows no one could have foreseen the car accident, she does want the school to be held
accountable.

She had to get all these stitches and all of this was during like when she was supposed to
be in school. So that’s how big that impact, even though it seems like something so small
and that’s why | wanted to do the study because even something so small as sending a
child home early because you can’t get them to somehow listen or somehow cooperate?
That’s not okay. Like she literally, thank God she’s here you know? So I think that’s one
of the biggest impacts that need to be taken. Like, okay parents are trying to work, trying
to get stuff done and we send them to school to be taken care of and there has to be some
way we can work this out.

However, the incident which led Carolyn to completely lose trust for the school
and make the decision to not return the following year was when she visited the
classroom and the whole class was in chaos. Instead of the teacher taking ownership, in
Carolyn’s view it seemed the school staff wanted to turn the microscope on her and
highlight what was happening in the home.

...the principal didn’t even know certain things were going on in the classroom...the
specialist that was coming in from the special education department, like she wasn’t that
helpful either. She never asked to meet with me. She was like “I’'m taking over for your
daughter like you requested....I had already decided that I was leaving so I didn’t push
that much either. By this time it was okay because the teacher had even pushed back on
me. She was like “well what's going on at home!” Like she needs to do a home visit. 1
was like are you trying to investigate me? I was like what’s going on because it wasn’t
even in like a caring way; it was really like “well I just want to see how she behaves in
your home....”" I was like what is going on in school is going on in school....I was kind of
offended because I was like no, I am seeing you in action and I’'m seeing your
classroom....You know people do this and the next thing you know CPS is at your door.
You know they ’re labeling me or labeling your child and I was like it’s okay we re
leaving so it doesn’t matter.
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Carolyn went on to share this teacher actually ended up leaving the classroom which was
a good thing in her opinion because she did not feel the teacher was doing “it” with the
best interest in mind and “did not feel comfortable with that.” In Carolyn’s opinion, her
daughter lost a year of academic instruction during her time in this school.

Some parents choose not to throw the baby out with the bath water and hold the
education system specifically administrators responsible for the lack of opportunities for
their child. Earlier, Hilary shared her experience with the virtual school she had enrolled
Payton into. While her issues sat squarely at the district level and with the board of
directors, she shared pleasant interactions with the actual teachers; her distrust of
educators lie with the higher ups. Although her experience with the virtual school for her
son Payton was not pleasant, Hilary has decided to try virtual schooling again in the
upcoming academic year, but with a different vendor. She credits her work as well as the
teacher she worked with in helping Payton make the gains he has made thus far.

I don’t want to go through what I went through last year but at the same time | need that
teacher cause she was wonderful and she stayed in contact with me. If the only way I can
get her is to enroll him in an online school then I'm going to do it but it wasn’t going to
be the same one.

Mistrust of medical professionals. Some mothers made the decision to
discontinue services with the medical professionals seen by their child due to their
thoughts on intentions. In sharing her experiences, Jade pointed out her son’s doctors
missed a critical diagnosis for him. Being in the medical field herself, the responses she
was receiving from her son’s doctors did not make sense so in the middle of his treatment

she sought other resources. A friend referred her to her mother who was a neurologist

who in turn referred Jade to doctors in a nearby city. It was in seeing this neurologist her
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son was properly diagnosed prompting Jade to abandon her trust in the previous doctors
her son was seeing.
These jokers were not doing everything they were supposed to do and they would have
missed a very critical diagnosis for him and so you know he got this new system. We got
him on a treatment and the neurologist was like “well what’s your situation? Do you
want to go back to Hospital X because it was close?” Well I tried, I tried to go back but I
got this wall of resistance from them like they were mad that | went somewhere else for a
second opinion. | was like hey you mad cause you missed this diagnosis. | was like
alright we’ll get up; I'm done with ya’ll! I'm good! So I followed the doctor at Hospital
Y for neurology

For Trina, she felt the doctors were choosing to arbitrarily find something wrong
with her son “because that’s their job” and made the decision to pull her son out of the
treatment facility he was in. Similarly, Willow felt it was more than a coincidence when
her son Jaden would be placed in a psychiatric facility each time the alternative school
his father placed him in labeled him as aggressive. Further, there were difficulties in
accessing her child. The facility seemed to have this restrictive policy on allowing
parents to speak to their children.
So I would call on a daily basis. They had strange practices that I didn’t necessarily
agree with and I don’t think his father fully understood the type of facility he actually put
him in. So the parents couldn’t have contact on a daily basis, they could only have
contact three days a week. They couldn’t call them every day and they couldn’t see them
every day and | said somethings not right about that because you voluntarily admitted
him....They were sedating him with the darts or whatever cause they were like he’s being
super aggressive or whatever. One day I called and the nurse is like “oh he’s sleeping
right now...." So I called back and got to talk to him and I was like what’s going on and
he was like, “they shot me in the butt and it really hurt and I've been sleep all day.

Willow shared she began to do her research and learned it was well discussed
among the former residents the facility kept them drugged with what they termed “booty

juice.” In addition, according to Willow, when the preapproval expired then suddenly

her son was fine and sent back to the alternative school; there was no “need” to hold him
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in the facility any longer. However, once the preapproval was in place he was referred
back to the facility.
So they released him and then they sent him to the alternative school. This alternative
school was like “oh he was aggressive and he snatched somebody’s lunch card so he
need to go back into the hospital.” So his father put him back into the hospital....I called
his psychiatrist back and his psychiatrist said “whatever you do get him out of that place.
I did not get answers until | got my insurance company involved because the hospital was
double billing his father’s insurance and my insurance and so I called my insurance
company and said he’s on his father’s insurance but they are sending these bills. It’s not
a coincidence that they release him on the day his preapproval has expired and | was like
that’s not a coincidence to me you know....I did some further research. The private
hospital is owned by the same company that owns the alternative school. This is not a
coincidence! This is not a coincidence that he was sent to the alternative school, the
alternative school sends him to the hospital for billing and then he’s sent to the hospital
for this exorbitant amount of billing and they re doing who knows what they re doing
cause they won't let the parents come.
As she shares her story, Willow admitted understanding they’re in the psychiatric facility
and they want to observe so there are certain hours, but | have never heard of a facility
where they won’t let you have access to your child at all prompting her to bring her son
back to live with her.
Summary

In this Chapter, the results from the study participants were analyzed and shared
to provide insight into parent perspectives as it related to facilitators of and barriers to
access and opportunity for their CLD child. The analysis of the data collected from each
participant revealed seven themes: 1) Changing Perceptions; 2) Coping with a Child with
a Disability; 3) Navigating the System; 4) Helping Parents to Support their Child; 5)
Hindering Parents from Supporting their Child; 6) Race, Culture, and Socioeconomic
Status. As the study participants shared their stories, multiple sub-themes focused on

acquiring services, the availability of services, service delivery, level of trust of

professionals within various fields, and navigation of the system.
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The various themes and sub-themes which emerged throughout the interview and
analysis process provided insight into the parents’ perspectives on opportunities for
access and resources for their children. The recommendations provided by study
participants throughout the interview process demonstrated the interconnectedness
between some of the themes and sub-themes which appeared during analysis. Study
participants highlighted recommendations which revolved around three central themes:
1) Theme Three, Navigating the System; 2) Theme Four, Helping Parents to Support
their Child; 3) Theme Five, Hindering Parents from Supporting their Child. Because
Theme Three, systems navigation, was also a sub-theme, it seemed to demonstrate a trend
in how study participants viewed facilitators of and barriers to access and opportunity for
their CLD child. For example, Theme Three, which focuses on Systems Navigation, also
was a sub-theme for Theme Five, Hindering Parents from Supporting their Child,; this
theme/sub-theme continued to be a consistent trend in recommendations provided by the
study participants. Study participants highlighted the need for Parent Advocacy, and
Communication and Collaboration, to better facilitate systems navigation for parents.
These three themes, (three, four, and five), emerged as the strongest indicators for
affecting change within the system as evidenced by study participants’ reporting and the
interconnectedness which became evident during data analysis.

Recommendations for practice, policy, and future research as it pertains to
fostering collaboration across systems to improve access to resources and services and
move towards closing the opportunity gap for CLD/E children will be discussed in
Chapter Five. The recommendations found in the next chapter are all based on the

findings from conducting this research study.

161



162



Chapter V: Conclusion
Overview

This study was conducted to gain an understanding of the perspectives of CLD
parents of CLD children with disability as it relates to access to resources, services, and
knowledge to benefit their children. Specifically, the study was conducted to identify the
facilitators of and barriers to access and knowledge of services within various sectors for
CLD children with disability.

Basic qualitative research, guided by the theoretical work of Bourdieu and
grounded in the conceptual work of Bronfenbrenner and Systems of Care, was used to
conduct the study. The primary purpose of basic qualitative research is to provide the
researcher with a systematic approach to understanding the nature of a phenomenon
(Brantlinger, Jimenez, Klingner, Pugach, and Richardson, 2005; Merriam, 2009; Merriam
& Tisdell, 2016). Through the identification of the themes highlighted in Chapter 4, as
well as what the current research literature states about the phenomenon known as the
opportunity gap, the author can connect the research to the theoretical and conceptual
frameworks.

The purpose of this chapter is to discuss the findings related to the facilitators of
and barriers to access and opportunity to services. This chapter will highlight
conclusions via the discussion and findings section, identify implications of the research,
and share recommendations for future policy, practice, and research.

Discussion and Findings
To understand the parent perspective on access and opportunity for their child

with a disability, semi-structured interviews were conducted. In conducting these
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interviews, three essential questions were sought to be addressed: 1) How do CLD
parents of CLD/E children perceive their child’s disability? 2) How do CLD parents
perceive the supports and services available to assist them in supporting the needs of their
CLD/E child? 3) What do CLD parents perceive as the facilitators of and the barriers to
access and opportunity for services and resources? In addressing these questions and
analyzing the responses provided by the study participants, three findings were revealed:
1) Parent Resilience; 2) Parents’ Perceptions of Available Supports Surrounded in
Mistrust; and 3) Parents’ Struggle for Knowledge and Support. In this section the author
highlights the findings of the study.
Limitations

This study has a number of limitations. First, generalizability was impacted by
time, budget and access as well as population size and composition. The research focus
was limited to CLD parents, specifically Black parents of children with disabilities
located in the United States, primarily the mid-Atlantic, Southern and portions of the
Midwest region of the country. Second, the sample was further limited due to only
mothers responding to the call for participation. Therefore, perspectives shared in this
study include only the voices of CLD mothers of children with disability. Third, the
opportunity to meet with each study participant and conduct interviews face to face was
also a limitation. Being afforded the opportunity to conduct face to face interviews
allowed the researcher to have a more intimate connection with study participants. Most
of the interviews were conducted via phone which prevented this researcher from having
an opportunity to read body language and have a closer connection to the stories shared

by the study participants. Fourth, the author also limited the amount of time to collect
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data and was constrained by a personal budget which limited travel opportunity and
necessitated conducting many interviews via phone. Lastly, using quantitative research
methods and increasing the sample size would support in generalizing the research
findings to other CLD families of children with disability.

Finding One: Parent Resilience

The study participants’ knowledge of disability ranged from a plethora of
knowledge to limited or no knowledge on disability and their perceptions on disability as
it relates to acquisition ranged from “everything happens for a reason,” to unknown
understanding. Regardless of whether the study participants were completely aware of
how their child acquired the disability, each of the mothers was able to accept the
diagnosis and realized they had work to do to make sure their child received an equitable
education. Madison specifically comes to mind as she became an advocate working with
autism groups on a national level to make sure the needs of all children with autism were
being met. According to Rajan and John (2017), parents tend to go through a period of
depression characterized by “bewilderment, anger, and sadness” (p. 316) prior to being
able to accept their child’s disability. The manner in which each mother picked up the
helm for their children following the initial diagnosis, speaks to the resilience in the face
of adversity.

Adverse life events are often seen as having a negative impact on one’s life
(Seery, 2011). Typically, an adverse life event can impact mental health and overall
well-being for most people (Seery, 2011). However, despite learning their child had a
disability and compounded in some instances by being the caregiver for other family

members, both of which can be considered adverse life events, many of the mothers
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demonstrated significant resilience throughout their journey. A journey characterized by
learning to understand, and cope with having a child with a disability, eventually leading
to advocating for access and opportunity to services and resources for their child and
growing in their acquisition of knowledge as it relates to understanding disability.
Throughout the interviews, mothers shared stories of struggling with bouts of
depression upon learning their child had a disability and the shame of not having a child
who would live up to cultural expectations or the image of who the mother thought their
child would be and what this child would do. The guilt of reflecting on life choices and
not doing more to prevent the disability were thoughts shared by mothers. However,
once going through the initial shock, many mothers expressed coming out of the
depression with a new sense of purpose for their child and need to advocate for the
necessary services and supports to allow for opportunity; as one mother stated in her
interview, after getting over the initial shock and depression, it was “time to go to work.”
The transformation from deep depression speaks to the toughness exhibited by
each mother. A toughness characterized by an unwillingness to quit on their child and a
flexibility in redefining roles as it pertains to family dynamics (Evans, Feit, & Trent,
2015). In this instance the resiliency exhibited by the mothers in the face of an adverse
life event, can be viewed as a facilitator, specifically a facilitator leading to
understanding, better coping skills and advocacy for the needs of their children. Mothers
found themselves committed to learning as much as possible as it related to their child’s
disability. Understanding how the disability manifest, seeking resources available, and
finding their voice to make sure their child’s needs were being met by both medical and

education professionals. One mother commented how she had no intentions of being the
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spokesperson for people with her child’s disability. She soon learned, however that
doctors were referring families to her because she was a mother who had overcome the
challenge and found the best way to have her child’s needs met. Through her own
perseverance in the face of adversity, the mother was able to develop a network of
parents who could support each other, and problem solve the barriers from interactions
with professionals. A transcendence across spaces speaks to Bourdieu’s theory of Social
Capital which focuses on the ability to “create durable networks of mutual relationship
and recognition” (Bourdieu, 1986, p. 248). By developing this network, the mother was
able to open new avenues of opportunity for not only her son, but for the parents of other
children as well, collaborating across geographical, social, and economic spaces to
increase access (Bourdieu, 1986).

Finding Two: Parents’ Perceptions of Available Supports Surrounded in Mistrust

Throughout the interviews, the author found mistrust cloaked within the
narratives of each mother. While parent perceptions of disability differed among the
mothers, as they shared their stories it was evident in their quest to access services and
receive the best supports for their child, apprehension was ever present. The two areas in
which this apprehension was the most transparent was in the mistrust of professionals and
the mistrust due to race.

Mistrust of professionals. Each mother shared having feelings of mistrust of
some of the professionals with whom they worked. They also felt there was a disconnect
between their expectations and those of the professionals as it pertained to
communication, proper service delivery, and identification of resources. Mistrust of

professionals was often verbalized by the mothers in the study as questioning of the
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professional’s credentials or knowledge base. For example, some mothers questioned the
preparedness of educators and school-based administrators who were not able to answer
basic questions as it related to IDEIA and making sure their child received a free and
appropriate public education (FAPE). As it related to the medical field, mothers shared
their mistrust of medical professionals due to their rush to determine the life expectancy
of the child due to complications during birth, decisions on medications to support the
health of the child, or decisions on how parents should proceed as it related to receiving
medical care for their child. The mistrust of medical professionals was evident
throughout the interviews with mothers as they shared their decisions to seek out multiple
opinions as it related to their child’s diagnosis or needing to fire and seek out other
service providers due to the current providers lack of knowledge in the field or cultural
sensitivity. According to Evans, Feit, and Trent (2015), this is typical of the relationship
between medical professionals and cultural minorities resulting in a disproportionate rate
of use of services by minority families (Evans, Feit, & Trent, 2015). Typically, cultural
minorities make the decision to retract their use of certain services due to mistrust of
professionals (Evans, Feit, & Trent, 2015).

Regardless of the professional, due to questionable recommendations and lack of
faith or low expectations, mothers tended to seek out support from family and friends to
obtain a second, third, and in the case of Hilary, sometimes a fourth opinion to make sure
the needs of the child and family are being met. Evans, Feit, & Trent, 2015 describe the
skepticism displayed by many African American families towards professionals that can
be attributed to the lack of cultural competence displayed by many professionals in the

field. Many professionals have been trained on what is considered the “norm” in
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working with families of children with disability and this “norm” is often predicated on
the needs of white families (Evans, Feit, & Trent, 2015). Due to this disparity in the
quality of services and access, the lack of trust for professionals can be viewed as a
barrier to accessing quality services and resources to increase opportunity by parents of
CLD children with disability.

Mistrust due to race. Some of the mothers interviewed during the study also
expressed a mistrust in their professional providers based on race. This mistrust was
characterized as caution as it related to how the mother was viewed by medical and
school-based personnel or the quality of services received from medical and school-based
personnel. While admitting in some cases it could be more socioeconomic based due to
where they lived, most mothers who participated in the study pointed to racial differences
between themselves and the professional service providers as the key difference
impacting the level of services and supports they received for their children.

Mothers interviewed for this study shared a plethora of stories of racism as they
recounted their experiences. From choosing specific locations for services based on the
racial make-up of the staff, to indicting entire counties for a lack of resources perceived
as being due to the racial make-up of the area, mothers indicated race served a major role
in the facilitation of access to resources and knowledge indicating their race and the race
of their children is a barrier. Similar to the mistrust of professionals, the importance of
race in accessing services and supports speaks to the continued distrust of professionals
in meeting the needs of children and families who are CLD. Whiteness continues to be
considered the “norm” in many cases which feeds into the mistrust many CLD families

have of professionals based on race (Evans, Feit, & Trent, 2015). This point reaffirms
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Cynthia’s point when she spoke on her daughter being labeled as aggressive although
exhibiting the same behaviors as the white girl who had the same disability.

Mistrust of professionals due to race and culture can be considered a barrier to
access of resources and knowledge a hinderance in the collaborative process needed to
meet the needs of children and families who are CLD with disabilities (Blanchett,
Klinger, & Harry, 2009). In highlighting this finding, it brings together the
understanding of the need for a convergence and understanding of Bronfenbrenner’s
Ecological Systems Theory and Systems of Care, specifically in understanding the need
for cultural competence for service professionals and an understanding of how each
system converges to meet the needs of the child.

The mistrust of professionals is not a new phenomenon within the Black
community (Harry, 2008). Over time there has been mistrust based on how institutions
have treated black people. One does not have to go any further back than the Brown
decision to identify an instance of inequities in meeting the needs of black children in
schools; the courts had to pass two versions of Brown to get schools to integrate and in
both cases the integration of schools was completed at the detriment of black children and
families (Bell, 2004; Ford & King, 2014). When one takes into consideration the needs of
children who are culturally and linguistically diverse with disability, the marginalization
is doubly compounded, due to the intersection of race and disability, and parents are even
more suspicious of professionals. For this reason, race is seen as a significant barrier to
access to resources, supports, and knowledge for CLD parents of children with
disabilities.

Finding Three: Parents Struggle for Knowledge and Support
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Parents need support. The presence of support regardless of familiar connection
was a facilitator in the acquisition of services and resources to increase opportunity for
CLD mothers. Most of the mothers interviewed for the study acknowledged the support
system surrounding them as they processed the fact their child had a disability and
navigated the system of bureaucracy and plethora of professionals needed to meet the
needs of their children. In reflecting on Jade’s story, she, more so than any of the other
mothers, acknowledged how beneficial her network of friends was in supporting her and
the twins. This network was better than the professionals trained and hired to be well-
informed of Jelani’s needs. Conversely, when you reflect on the story of Octavia who
had no system of support while caring for her sons, her mother and father, and her
brother, the absence of support for parents can be seen as a barrier to access and
opportunity. Within the literature, there are a few studies which focus on the importance
of a network of family and friends to support parents of children with disability within
the African American community; studies which highlight the importance of
understanding the role of family and friends in meeting the needs of children with
disability (Evans, Feit, & Trent, 2015; Jacobs, Lawlor, & Mattingly, 2011; Pearson &
Meadan, 2018). Further, the research highlights how increased social networks are a
facilitator of reducing stress and increasing coping skills within parents of children with
disability (Evans, Feit, &Trent, 2015). This revelation speaks to Bourdieu’s Theory of
Social Capital (Richardson, 1986), specifically human social capital, which tells us those
with the capital are better able to navigate systems, identify needed resources, and move

up in social standing.
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Communication and Collaboration Absent. One piece of data which was
found to be interest is the identification of the sub-theme of Parent Advocacy, which is
housed within Theme Six, Facilitators, as a facilitator of access and opportunity. This
identification stood out because although study participants expounded on the importance
of their advocacy in meeting the needs for their child, or in other words, being a
facilitator, in sharing their recommendations, some of the participants also considered
advocacy a barrier to navigating the system. Specifically, study parents spoke about the
need to increase parent empowerment, SO more parents can become advocates for their
children. In this instance, the lack of advocacy was considered a barrier and increasing
opportunities for parents to become advocates came highly recommended due to the
marginalization of the parent voice, specifically the voices of CLD parents of children
with disabilities. This revelation aligns with the research found in the literature which
emphasizes the importance of communication and collaboration across systems for
parents (Burbank & Hunter, 2008; Sauer & Lalvani, 2017; Zionts, Zionts, Harrison, &
Bellinger, 2003). Based on the research findings, more parents want to be the voice for
their children; however, without the knowledge of navigating the system, they are not
sure of their abilities to lift their voices when needed.

Based on the information provided by the mothers who participated in this study,
there seems to be a lot of work left to be done to better include parents in the
conversation and empowering them to use their voices in meeting the needs for their
children. During the interviews and analysis of transcripts, navigating the system was
more complex than simply finding answers. Mothers shared their frustrations with the

lack of communication as well as collaboration within this area. Perceptions on
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acquisition and benefits of services also varied. The responses from study participants
interconnected in some ways. The view on acquisition and benefits of services
comingled with how parents viewed the ease or challenge of accessing those services. For
example, applying for services was one step; however, acquiring those services and
finding benefit from those services varied based on level of education, the types of
support parents had in navigating the system, and their current state of mind when
attempting to access services for their child. Mothers discussed the frustration of simply
not knowing what to do, where to go to find answers, and being smothered with
mountains of paperwork as they attempted to gain services and meet deadlines.
Additionally, each service accessed by the study participants involved its own internal
process for acquiring support. Systems navigation seemed to involve some of the other
barriers identified by the mothers, specifically, insurance, navigating the system, and
interagency communication and collaboration. Essentially, while being its own barrier,
systems navigation seemed to also speak to the underlying challenges faced by the

mothers within other areas identified as barriers to access to resources and opportunity.
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Figure 5.1 shows the barriers and the relationship with systems navigation.

Navigating the
System

Interagency
Communication
and
Collaboration

Insurance

Systems
Navigation

Figure 5.1. Relationship between Systems Navigation and Other Barriers
Implications

Based on the information gained through the parent interviews conducted for this
research study we are not doing very well in considering the needs of children and
families with disabilities and even worse when the numbers are disaggregated to look
specifically at CLD children (Sullivan and Thorius, 2010). It seems there has been a
failure to realize that the achievement gap cannot be addressed without addressing the
opportunity gap. This realization connects directly to Bronfenbrenner’s Ecological
Systems Model and the need for interagency communication and collaboration. When
looking at the micro- and meso- systems of the model the focus is on the child and how
the supports surrounding the child interact to meet the needs of the child. There is
acknowledgement there are facilitators of access and acquisition of knowledge, much of

the facilitation is found within the microsystem of the child. Microsystem consists of the
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entities which have an immediate impact on the development of the child, to include the
immediate family, friends, the school environment, and service providers who directly
interact with the child. When the net is cast more broadly into the mesosystem however,
barriers begin to surface, specifically as it relates to interactions between the
microsystems of the family, education professionals, and health and human service
providers. Here is where each microsystem does not interact as efficiently as expected in
the best interest of the child. This is what Bronfenbrenner termed “an impoverished
mesosystem” (Bronfenbrenner in Muus, Velder, & Porton, 1996, p. 326). In an
impoverished mesosystem there are few positive linkages; this aligns with the reporting
from several of the mothers interviewed who discussed the lack of support and
understanding received when attempting to work with education and health and human
services professionals. The revelation of the struggles faced as reported by the mothers
gives the impression there are several barriers to access to resources and to the
acquisition of knowledge at this level in supporting CLD parents of CLD/E children in
accessing equitable opportunity. Much of the barrier seems to lie within the conflict in
cultural differences. All of the mothers within the current study highlighted a lack of
cultural competence on the part of professionals as the primary reason navigating the
system (working between microsystems) was a challenge.

By more closely examining the EST and considering the findings of the current
research study, per parent participant reports, the breakdown is also heavily concentrated
within the exo- and macro systems. It is within these systems in which factors which are
not directly connected to the child still heavily impact the child’s development. For

instance, in considering how policies, values, and beliefs are predicated on the hegemonic
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culture, many mothers commented on the need to increase the number of CLD voices in
the conversation and to allow diverse cultures a seat at the table in the decision-making
process. This feeling was highly regarded when the mothers discussed policies and
procedures specific to receiving Medicare waivers and other financial supports at the
government level for the benefit of their child. Specifically, how the policies are not
designed to support those of greatest need. The manner in which policies are developed
and services are rendered at this level has a trickledown effect and indirectly impacts the
development of the child. In addition, some of the mothers who were interviewed for the
study highlighted the way professionals are trained or the lack of training for
professionals in working with CLD families. Figure 5.2 provides a visual representation
of Bronfenbrenner’s EST and the breakdown within the system as it pertains to the
child’s development based on the findings from the current study. The solid arrows
represent the direct connection between the microsystem and the mesosystem and the
child’s development. Within these systems, the interactions between the child/family and
the agencies immediately impact the development of the child (schools, home,
community, church, agency providers). Conversely, the dotted lines between the child
and the exo- and macro- systems demonstrate the disconnect at this level. These two
levels are where the influence of factors not directly involved in interactions with the
child but impacts the development of the child and the attitudes and beliefs of greater
society and the impact of those attitudes and beliefs on facilitators and barriers to
opportunity lie. This is also the level within the system, per study participants where the
work remains. If as a community of professionals, we cannot do a better job of

supporting parents in navigating the system then CLD/E children will continue to fall
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through the cracks. This is not to say there is an error in the Ecological Systems Model,
but instead, the present study highlights the erroneous way the System is being

implemented and attempts to provide suggestions for improving interactions between the

Systems.

Exosystem

Figure 5.2. Relationship between Bronfenbrenner’s Ecological System and Study
Findings

The findings in this study builds on the work of Evans, Feit, and Trent (2016). In
their study they focused on the perceptions of African American families on child
disability and early intervention services. The current student picks up where those
authors left off in examining not only the perceptions of African American parents, but
also moving the conversation beyond human services workers and early intervention and

highlighting the need to focus on the education and healthcare fields as it pertains to
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meeting the needs of the families of children with disabilities. More specifically, the
current study was designed to identify facilitators of and barriers to access and
opportunity from the CLD parent perspective, this study focuses on broadening the
knowledge base of the research community as it relates to the needs of minority families
of children with disabilities by highlighting the current gaps in implementation of
Systems Theory and acknowledging the need for more focused training for professionals
in supporting the diverse needs of CLD families.
Recommendations

In listening to the stories of the 14 mothers who participated in this research
study, six primary recommendations for improving access to resources and acquisition of
knowledge for CLD parents of CLD/E children were realized. The following listis a
compilation of the most frequent recommendations provided by study participants to
close the opportunity gap:

1. Researchers need to make their projects more accessible to increase diversity in
voice. Throughout the study, mothers consistently shared they felt the voices of
their community was not being heard. This recommendation speaks to the
marginalization and lack of representation of people of color in research which
impacts their well-being and access. Mothers felt most often the research findings
they were exposed to only focused on children and families who were white and
did not represent their needs;

2. Professionals with the knowledge of the law, specifically special education and
disability rights law need to provide services to empower parents in better

understanding policy and their rights and responsibilities as it pertains to the
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acquisition of services and supports. This recommendation by the mothers was
about being able to advocate for their child in a knowledgeable way. Most
mothers felt intimidated and not heard in the presence of professionals and wished
they had been exposed to the legalities as it pertained to meeting the needs for
their children. Additionally, most mothers shared they were not well versed in the
needs of their child and how to access opportunities until well after their child had
aged out of the system. When asked if there were something they would change,
100% of the time it was knowing about the services at the time in which they
needed them and being able to understand the law as it pertained to their rights;
Institutions of higher education need to be more active participants in the
community and create mandates which focus on serving the community instead of
focusing on tenure, specifically providing opportunities for marginalized people
to obtain knowledge. The mothers in this study felt institutions of higher
education were not doing enough to be in the community and support early
interventionist and K-12 teachers in gaining a better understanding of how to
support the needs of CLD/E children and their families; therefore, they should
also focus their teacher preparation and other professional preparation programs
on serving the needs of culturally diverse communities and being more culturally
responsive in their practice;

Organizations and agencies need to improve technology use and access to
facilitate better collaboration and communication with stakeholders. We are now
in the 21% Century; however, the amount of paperwork which must be completed

to begin consideration for services is perplexing, especially seeing as the

179



paperwork that is completed often times is the same across agencies. Providing a
more technological savvy way to obtain information and communicate between
agencies would support in decreasing barriers to access and opportunity.
Specifically, this recommendation was provided by the mothers who felt it was
their responsibility to restate all needs and expectations to everyone, agency, or
organization in which they came into contact. Mothers felt instead if more
individuals, agencies, and organizations would take advantage of the
technological advances we have, there could be a more connected system which
better facilitated collaboration and communication.

5. Future research on the topic of facilitators of and barriers to access and
opportunity as it pertains to CLD/E children and their families should focus on the
voices of fathers, specifically the voices of African American fathers.
Additionally, future research on the facilitators and barriers to access and
opportunity to close the opportunity gap should examine the perspectives of
medical professionals, educators, including those at the administrative level, and
community organizations and government agencies designed to support the needs
of children with disability and their families. The practices of higher education
teacher preparation programs also should be researched to gain a better
understanding of how higher education is preparing teachers to meet the academic
and non-academic factors faced by CLD/E children and their families and
implement collaborative practices across agencies in the process;

6. Parents need to take responsibility for becoming knowledgeable about disability,

services available to them, and engage in advocacy. The current study participants
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highlighted a lack of knowledge and understanding as a barrier. By engaging in

research opportunities, joining advocacy and support groups, and educating

themselves on disability, they will become more empowered and better able to raise

their voices to address disparities in opportunity.
Conclusion

Historically, children with disabilities have been marginalized and excluded from

schools. Families, who could afford to, would have their children cared for in institutions
where the conditions were not always desirable. For less wealthy families and families of
culturally and linguistically diverse children, institutions were not an option and they
were left with the prospect of educating their children in the best way they could
(Sullivan and Thorius, 2010). The findings from the current research study highlighted
the facilitators of and the barriers to access to resources and knowledge for CLD parents
of CLD/E children in an effort to address the opportunity gap. According to the Saguaro
Seminar (2016), the Opportunity Gap is fed by the multitude of inequities in society
beginning in the early years. By increasing the emphasis on supporting the needs of the
family and working in a collaborative frame in the early years in order to support many
young children, it is possible to obtain educational opportunity (Boutte, 2012).
Additionally, leveraging policy which can influence the opportunity gap (Saguaro
Seminar, 2016), specifically as it relates to housing policy, education policy, and access
to services, it may be possible to close the opportunity gap. In examining and
understanding the collaborative approach used by all professionals who provide services
under Part C of the IDEA, those of us working in Part B can take a few pointers in

supporting children and families. The research data obtained through parent interviews
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for this study corroborate this statement as without fail all of the moms found access to
services and knowledge while still challenging in the early years, was far better than what
they have experienced since their child has been served under Part B. According to the
research, when young children are afforded the opportunity to engage in learning earlier
in life, they are less at risk for school failure (Hamrey & Pianta, 2005; Horacek, Ramey,
Campbell, Hoffman, & Fletcher, 2007; Ramey & Ramey, 2004; Reynolds, Temple,
Robertson, & Mann, 2001; Walker et al, 2009). In waiting until the latter years of a
child’s life to assess their needs sets children up to enter into the world lacking the
necessary connections and resources to be successful and facing a gap which has already
“grown full size” (Saguaro Seminar, 2016, p. 9); this is doubly true for our students with
disability who in most cases require additional support and time to be successful. This
same sentiment can be carried throughout all aspects of the child’s life regardless of
whether we are focusing on in-school services, medical services, or services within the
community, which brings us to the final ring of Bronfenbrenner’s EST, the
chronosystem. Here, development of the child/family over time viewed through a social,
historical lens, provides context on development in chronological time as well as from a
historical perspective as it relates to the environment in which the child/family lives.
Over time development of the child is impacted when their basic needs are not met and
access to resources, knowledge and opportunity are denied. In order to effectively
address the needs of all children we must focus on both the academic and the non-
academic factors, work in a collaborative manner and maintain open lines of

communication.
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Appendix B
RECRUITMENT EMAIL

Greetings.

My name is Allison Turner Gunter and | am a doctoral candidate in the Graduate School
of Education and Human Development at The George Washington University. | am
conducting a research study which will explore the parent voice in discussing the issues
of access and experiences for children CLD/E and their families. Additionally, I am
seeking to examine the manner in which systems are navigated from the CLD parent
point of view. | am emailing to ask if you would be open to allowing me to post flyers
recruiting for my study within your organization.

| am open to meeting in person or discussing over the phone this research study in further
detail if you have additional questions. My contact information is agunter@gwu.edu or
704-953-5966. | have attached to this email a copy of the flyer | propose to post within
your organization.

Thank you for your time and consideration.
Best,

Allison Turner Gunter, M.Ed

Doctoral Candidate

Graduate School of Education and Human Development
The George Washington University
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Appendix C

Recruitment Flyer

PARTICIPANTS NEEDED FOR
RESEARCH ON THE
PERSPECTIVES OF
CULTURALLY AND

LINGUISTICALLY DIVERSE
PARENTS

e Between 1 and 22 years of age?

¢ Who has a disability or developmental delay

e Have experience in receiving or attempting to receive
services for your child

¢ 95 minutes of your time
e Activities include: an online demographic
survey and an interview

Please visit: https://www.surveymonkey.com/r/parentperspectives to begin the five
minute online survey.

If you have questions, please email agunter@gwu.edu
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Appendix D

Interview Protocol: Closing the Opportunity Gap: Facilitators of and Barriers to
Access and Opportunity from the Parent Perspective

Introduction
(10-min)

Good Morning/Afternoon. How are you? Thank you for agreeing
to meet with me today. My name is Allison Turner Gunter and |
am a doctoral candidate in the Graduate School of Education and
Human Development at The George Washington University.

I am speaking to parents, legal guardians and caregivers of
children who are culturally, and linguistically diverse with a
disability in an attempt to gain the parent perspective on access
and opportunity to services and resources for their child. These
questions are focused on your story and are designed to gain an
understanding of your experiences in securing services for your
child. Some of the questions being asked today can seem
personal. If at any time you are not comfortable with a question,
and you wish to discontinue the interview, please feel free to do
so. If at any time during the interview you require clarification on
a question please feel free to ask.

I will treat your answers a confidential. | will not include your
name(s) or any other identifiable information in any report(s) |
write. All notes and audiotapes in connection with the study will
be destroyed upon completion of the study and publication of the
results.

Do you have any questions?

Question #1
(25-min)

Question #1: How do CLD parents of CLD/E children perceive
disability?

Question Description: This question seeks to understand how
African American parents of CLD/E children view disability.
What is their understanding of disability, how they describe the
disability, and what impacts their view of disability?

1. What was it like when you learned you were expecting?
Probe: Tell me your story.

2. What were your thoughts or feelings after learning your
child had a disability/developmental delay?
Probe: How did you feel in the moment?
Probe: When was your child diagnosed and what was the
diagnosis/classification?
Probe: Tell me more.

3. Prior to learning your child had a disability/developmental
delay, what did you know about disability?
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4. How do you believe the child got the disability or where do
you believe the disability came from?
Probe: Do you believe there is a reason or some cause for
your child having a disability?

5. Tell me about your culture.
Probe: How do you identify?
Probe: Do you consider yourself religious or spiritual?
Probe: Tell me more about that.

6. What role, if any, does your culture play in how you
perceive disability?
Probe: Is this the same view you had prior to having a
child with a disability?

7. What values do you have which may influence how you
raise your child?

8. Do you have family who supports you in meeting the needs
of your child?
Probe: Who supports you?
Probe: What supports does your family provide?

Question #2
(25-min)

Question Two: How do CLD parents perceive the supports and
services received to assist them in supporting their child who is
CLD/E?

Question Description: Per the IDEA and ESEA, all students are
afforded an equal and appropriate access and opportunity to
education. Opportunity in the context of the study is defined as
knowledge of resources and services available to you and your
child. Access in the context of this study, is defined as the
knowledge and means to obtain specific services and resources
available for you and your child.

1. Have you ever applied for services either in schools or in
the community for your child?
Probe: Which services (if the parent does not mention,
ask about EI/ECE for the child and that experience)

2. Do you currently or have you in the past worked with

organizations designed to provide supports for children

with disability?

Probe: To what extent?

Probe: Tell me about those experiences.

4. How did you learn about these services and resources for
your child?

5. Tell me about your process for obtaining services for your
child?
Probe: How would you characterize the experience
(challenging, easy)?

w
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Probe: If received services prior to K-12 inquire about
experience in both EI/ECE and K-12 (did the trend
continue).

6. To what extent did you find the services helpful and
accessible?
Probe: Was it challenging? Was it easy?
Probe: Did you find the services beneficial as it pertains
to the needs of your child? Why or why not?

Question # 3
(25-min)

Question Three: What are the facilitators of and barriers to access
and opportunity as identified by CLD parents of CLD/E children?

Question Description: This question is designed to bring
understanding to how CLD parents learn about and access services
and supports designed to increase the quality of life for their child
with a disability.

1. Are there services or opportunities you know about now

that you wish you had known about sooner?
a. What are these services?
b. Why does it matter?

2. Does your child’s disability impact your interactions within
your community?

3. What supports do you receive within your community?

4. How do the various agencies (i.e. housing, food, education,
therapy, etc) interact with each other as it relates to
meeting the needs of you and your family?

Probe: Is there any interagency communication or
collaboration which you are aware of?
a. Does this work for you and your family? Why or
Why not?
b. What changes would you recommend if any?

Final Thoughts
(5-min)

Those were all of the questions | wanted to ask today. Is there
anything I did not ask which you would like to add?

Thank you for your time.
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Appendix E

Online Survey Screener with Informed Consent

Informed Consent

This page provides consent for completing the survey. Please read this page in its
entirety before continuing with the survey.

You are invited to participate in a research study under the direction of Allison Turner
Gunter, M.Ed, Doctoral Candidate in the Department of Special Education and Disability
Studies in the Graduate School of Education and Human Development at The George
Washington University (GWU). Taking part in this research is entirely voluntary.

You are being asked to take part in this study because you are the parent of a child age 1
to 22 who is culturally and/or linguistically diverse (CLD) and has a disability. The
purpose of this study is to explore the parent voice in discussing the issues of access and
opportunity and experiences for children and families who are from CLD backgrounds.

If you choose to take part in this study, you will be expected to complete a short survey
asking questions related to your demographics and to participate in an interview. The
provision of such materials is entirely voluntary. The total amount of time you will spend
in connection with this study is approximately 5-minutes to complete the questionnaire
and an additional 90-minutes for the semi-structured interview.

There are no physical risks associated with this study. There is however, the possible risk
of loss or confidentiality. Every effort will be made to keep your information
confidential; however, this cannot be guaranteed. Some of the questions we will ask you
as part of this study may make you feel uncomfortable. You may refuse to answer any of
the questions and you may take a break at any time during the study. You may stop your
participation in this study at any time.

You will not benefit directly from your participation in the study. The benefits to science
and humankind that might result from this study are: an improved understanding of the
opportunity gap for culturally and linguistically diverse students with and without
exceptionality (CLD/E), an increased awareness of CLD parent needs as it pertains to
access and opportunity to services and resources, and an increased understanding of the
non-academic factors that impact CLD/E students in urban school settings.

You do not have to participate in this study if you do not want to. Should you decide to
participate and later change your mind, you can do so at any time.

You will not be paid for taking part in this study. However, as inducement for
participation, your name will be entered into a drawing for a $50.00 gift card.
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The investigator can decide to withdraw you from the study at any time. You could be
taken off the study for reasons related solely to you (for example, not following study-
related directions from the investigator) or because the entire study is stopped.

If results of the research study are reported in journals or at scientific meetings, the
people who participated in this study will not be named or identified. The investigator
will not release any information about your research involvement without your written
permission, unless required by law.

All efforts will be made to keep responses and information confidential through the
course of the study. Electronic data will be kept secure via passwords and encryption of
data on computers accessible only to the investigator. The names of participants will be
replaced with pseudonyms so that participants are not identifiable in reports or published
research.

The Office of Human Research of The George Washington University, at telephone
number (202) 994-2715, can provide further information about your rights as a research
participant. If you think you have been harmed in this study, please report your
concern(s) to the Principal Investigator of this study, Dr. Elisabeth H. Rice,
ehess@qgwu.edu. Further information regarding this study may be obtained by contacting
Allison Turner Gunter, M.Ed., Doctoral Candidate, at (704) 953-5966.

By continuing with the questionnaire, you are providing your consent to participate in
this study.

| agree to the terms as stated in the Informed Consent of this survey.
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Survey Questions: Demographic Information

Are you the parent, legal guardian, or caregiver of a child who has an Individualized
Family Service Plan (IFSP), Individualized Education Program (IEP), or has been
identified with a developmental delay?

2. How old is your child (years)?

3. What is your gender?

4. What is your age (years)?

5. Which of the following describes your current relationship?

6. Which race/ethnicity best describes you (please choose only one)?

7. In what language do you communicate most often?

8. What is the highest level of education you have completed?

9. Which of the following categories best describes your employment status?

10. What is your approximate average household income?

Survey Questions: Services

These questions inquire about the types of services you have applied for and/or received
for your child.

Have you ever applied for any of the following services (check all that apply)?

2. Have you ever been approved for or received any of the following services (check all
that apply)?

Contact Information

Name:

Email:
Phone Number:
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Appendix F
Follow-Up Interviewee Email/Telephone Script

Good Morning/Afternoon:

My name is Allison Turner Gunter and | am a doctoral candidate in the Graduate School
of Education and Human Development at The George Washington University. You
recently completed an online survey expressing interest in participating in a research
study designed to explore and understand the parent voice in discussing the issues of
access and opportunity and experiences in obtaining services for children CLD/E and
their families. | am emailing to follow-up and schedule a time and date in which you are
available to participate in the interview portion of the study. This interview will take no
more than 90- minutes of your time and will be held in a location of your choosing.

If you are still interested in participating in the interview portion of the study, please
contact me at agunter@gwu.edu or via phone at 704-953-5966.

Thank you for your time and consideration.
Best,

Allison Turner Gunter, M.Ed

Doctoral Candidate

Graduate School of Education and Human Development
The George Washington University

Telephone Script:

Researcher (R): Good Morning/Afternoon. May | speak with (insert parent name). Hi
Mr/Ms. (insert parent surname). My name is Allison Turner Gunter and | am a doctoral
candidate at The George Washington University in the Graduate School of Education and
Human Development. You recently completed an online survey connected to a research
study on parent perspectives on facilitators of and barriers to access and opportunity. Do
you remember taking this survey?

Well I am following up because you included your contact information as someone who
is potentially interested in a follow-up interview to further share your experiences in
applying for and obtaining services for your child by participating in an interview. Is this
something you are still interested in taking part in?

Depending on the Response:
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Yes: Great! The next phase of the study involves a 90-minute interview in which I will
ask you questions. This interview will take place on a date and time and in a location
convenient for you. If you have your calendar available we can schedule the interview at
this time. If you need additional time, | am happy to leave you with my contact
information and you can send me an email or give me a phone call to schedule your
interview.

No: Thank you so much for your time. | appreciate your willingness to participate in the
first half of this study and taking the time to speak with me this morning/evening. Is it
okay if I share the research study flyer with you via email and if you are aware of any
parents you feel would be interested in participating in the study you would share the
flyer with them?

Thank you and enjoy your day/evening.
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