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ABSTRACT OF THE DISSERTATION 

 

 

The Effects of  A Parent-to-Parent Advocacy Program for Low-resourced Minority Parents of 

Children With Autism Spectrum Disorder (ASD) and Other Disabilities:  

Empoderando Padres 

 

 

by 

 

 

Paul Luelmo 
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University of California, Los Angeles, 2018 

Professor Connie L. Kasari, Chair 

 

     

This pilot study was designed to rigorously test, using randomization, a parent-to-parent 

advocacy mentorship program for parents of children with ASD within a low-income, mostly 

Latino population. The study design includes randomization to a parent IEP advocacy 

mentorship or to receive the program materials after intervention.  Specifically, this dissertation 

study addresses the following research questions: RQ1: Does a parent-to-parent advocacy 
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mentorship program for parents of young children with ASD increase their advocacy knowledge 

(i.e. their rights under IDEA)? RQ2: Does a parent-to-parent advocacy mentorship program for 

parents of children with ASD increase their family empowerment and family outcomes (i.e. their 

likelihood to exercise their rights under IDEA)? RQ3: What are the strengths and challenges of 

implementing a parent-to-parent mentorship program within an urban low-income, mostly Latino 

context? Therefore, this dissertation study examines the effects of PARENT- a parent-to-parent 

advocacy mentorship program for parents of children with ASD and other disabilities—on parent 

empowerment and advocacy knowledge.  A total of thirty parent enrolled in the study Parents  

and were randomly assigned to receive the PARENT intervention or to a CONTROL group. 

Parents in the PARENT group (n=15) participated in 3 one-on-one meetings (biweekly from 

January 2018-March 2018) with a community Parent Mentor (PM) at the parent’s home or a 

public space. RESULTS: There was a statistically significant increase in parents’ IEP advocacy 

knowledge (i.e. their rights under IDEA) for parents in the PARENT group when compared to 

the CONTROL group. There were no statistically significant differences between the PARENT 

group and the CONTROL group for family empowerment or family outcomes. Qualitative 

interviews were conducted with 9 participants in the PARENT group.  These parents reported 

feeling very grateful for the information they received and found the program to be very 

effective. Further directions are discussed, such as simplifying the logistics of intervention 

implementation (e.g., session schedules). 
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CHAPTER 1: INTRODUCTION 

 Maria grew up in a Zapoteco rural community, an indigenous pre-Columbian civilization 

from Oaxaca, Mexico. In the 1990s, an economic crisis and the North American Free Trade 

Agreement (NAFTA) decimated agricultural production (Browning, 2013) in her farming 

community. Millions of Mexicans living in rural communities like hers were forced to migrate to 

Mexican border cities and the United States in search of work. Maria was one of the many 

Zapotecas who migrated to Los Angeles, California, where an estimated 51,000 Zapotecas and 

Mixtecas (a related ethnic group) from Mexico now reside (U.S. Census, 2010). Maria’s first 

language is Zapoteco; a language spoken by about half a million people in Mexico (Mexico, 

Census, 2010). While she has very little formal education, she managed to learn Spanish while 

growing up in Mexico. Her ability to speak and understand Spanish has been useful while living 

in Los Angeles; she does not speak any English.  

Maria has been working in the sewing industry since her arrival in the U.S., earning about 

$0.25 cents per piece of sewing (about $50 a day & below minimum wage).  Maria and her 12-

year-old son live together in a studio apartment in a high-crime low-resourced urban 

neighborhood in L.A. The father’s child, also of Mexican origin, abandoned them both many 

years ago. Her child, Jose, is now a 7th grade student and was recently identified as being on the 

autism spectrum and diagnosed as having attention deficit hyperactivity disorder (ADHD). Maria 

receives frequent calls from the school staff about Jose’s behavior. Jose often runs out of the 

classroom, interrupts teachers, and uses profanity in and out of class. As a result, Maria was 

invited to attend an Individualized Education Plan (IEP) meeting for Jose. While her work 

schedule is not flexible and oftentimes she is disciplined for missed work, she managed to attend 

the meeting.  



	 2	

The Individuals with Education Act (IDEA) 

The IEP meeting is a federally mandated protocol for addressing the needs of children 

with disabilities ages 3 to 21 in the public school system (Abernathy, 2009). During the IEP 

meeting, Maria was expected to engage in the discussion and to know her legal rights regarding 

the IEP. The bilingual (Spanish speaking) special education teacher started the meeting by giving 

Maria two different booklets in Spanish. One is titled “A Parent’s Guide to Special Education 

Services (Including Procedural Rights and Safeguards)” and the other “Least Restrictive 

Environment (LRE).” While these are informative booklets in Spanish, much of the content of 

these booklets is based on the U.S. federal law called the Individuals with Disabilities Education 

Act (IDEA), which includes complex legal and educational terminology that can be hard to 

understand. Since Maria has very little formal education she cannot read nor understand these 

materials. Additionally, Maria is expected to have a general sense of the Least Restrictive 

Environment (LRE) for Jose, that is, to the maximum extent appropriate children with 

disabilities are to be educated with students without disabilities (e.g.,  special day class vs. 

inclusion in general education). She is also expected to listen and understand Jose’s academic 

and behavioral strengths and challenges (e.g. oral reading fluency, grade-level reading 

comprehension benchmark, etc.). Most importantly, Maria reported feeling intimidated by being 

surrounded by four different school professionals at the meeting: a special education teacher, a 

school principal, an English teacher, and the school psychologist. The special education teacher 

is expected to explain the purpose of the meeting to everyone, have a clear agenda, and 

recommend appropriate placement and services for Jose. Maria is quiet during the entire duration 

of the meeting.  It is clear that she does not understand her role and thinks the real reason for the 

meeting is that Jose has been getting in trouble. The English teacher determines that Jose needs 
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to be removed from a general education class to a self-contained class, where he will be in a 

small class setting with a special education teacher during the duration of the school day. Maria, 

not knowing what options she has, agrees to the English teacher’s recommendations and 

everything else that is discussed in the meeting without ever questioning anyone.  

CHAPTER 2: REVIEW OF THE LITERATURE 

Current State of Specialized Services in Public Education 

While the story of Maria is anecdotal, it is not unique. The student population in the 

public school system in the United States is becoming increasingly racially, ethnically, and 

linguistically diverse. In 2011, nearly 24% of school-age children in the United States were the 

children of immigrants (Migration Policy Institute, 2011), most frequently from Mexico or 

Central America (Hernandez, Denton, & Macartney, 2008). In addition to the challenges faced 

by all parents of children with disabilities, immigrant parents, such as Maria, face additional 

challenges to understanding and navigating the special education system and related legislation. 

In order to effectively advocate for their children, which can be broadly defined as “the act of 

speaking and acting on behalf of another person or group of people to address their preferences, 

strengths, and needs” (Wolfensberger, 1977), parents need to understand complex special 

education laws and regulations. Due to a multitude of factors, parents of immigrant-origin 

students, and Latino parents may be at a disadvantage when advocating for services and 

educational placements for their children. For instance, in Maria’s case, Latino immigrant-origin 

parents, whose primary language is not English appear to be particularly affected by factors such 

as difficulty making meeting times during school hours, a perception that schools do not make 

parents feel welcome, and meetings being conducted only in English (Turney & Kao, 2009). 

Like Maria, there are many Latino parents who work in low-wage, inflexible jobs that may not 
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allow them to attend school meetings and events (Ramirez, 2003). Some parents may be 

undocumented, which can add more barriers. Furthermore, some immigrant-origin parents are 

intimidated by a complex educational system that may work in different fashion from the 

systems in their countries of origin (Ramirez, 2003). Low-resourced and ethnic minority families 

are commonly described as “hard to reach,” and are less likely to participate in the IEP (Munn-

Joseph & Gavin-Evans, 2008). While not all immigrant children are under-resourced and not all 

are disadvantaged, research suggests that immigrant-origin students, Latino students in 

particular, are more likely to live in poverty and be at higher risk of academic difficulties than 

White students (U.S. Census, 2010; Carhill, Suárez-Orozco & Páez, 2008).  

Special Education and Minority Status. IDEA focuses on the public education of K-12 

children or children 3-21 of age and also infants and toddlers birth through age 2. Because the 

earlier a child gets a service, the more likely there are better child outcomes, it becomes critical 

that parents become knowledgeable about their rights in the early years. In the school year 2013-

2014, students with disabilities comprised 13% of the total public school enrollment (National 

Center for Education Statistics, 2016). Some researchers suggest there is over-representation of 

minority children in special education (Skiba et al, 2015) while others provide contrasting data 

suggesting under-representation or representation on par with the overall population (Morgan et 

al, 2015).  The debate seems to hinge on what secondary data sets are analyzed, and the 

particular analytic methods employed.  Recent national data (2013-2014) suggest that some 

minority groups may be over-represented in special education (17% American Indian/Alaska 

Native students and 11% Pacific Islander compared to 1% and 5% general education, 

respectively while others are under-represented, 13% White students in special education versus 

50% in general education (NCES, 2016). These national data may not reflect some local districts; 
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therefore, parents must play an integral role in the eligibility process of their children with 

respect to special education services and placement. Because low-resourced, minority, and 

immigrant-origin parents may be most vulnerable to the under or over-representation of their 

child in the special education system, the proposed study targets low income, minority and 

immigrant origin parents in a school district that is overwhelmingly Latino and low income.  

LAUSD serves 14,000 children with ASD, is 75% Latino, and 80% free and reduced lunch 

eligible.  

Background 

The last ten years have witnessed an uptick in the numbers of programs developed to 

address parent advocacy and specifically to help parents navigate the special education system.  

In response to the authorization of the IDEA in 2004 which mandates parent involvement, many 

programs emphasize parent participation. Of 265 papers published over the past ten years on 

parent advocacy, only 15 are peer-reviewed and focused on special education K-12 programs.  

Important aspects of these papers are highlighted below. 

Definitions and models of parent advocacy. A first issue is how studies have defined 

parent advocacy.  A majority (9 of 15) included a definition for special education parental 

advocacy corresponding to three subthemes: (a) general definition and models of parent 

advocacy,  (b) collaborative parent advocacy, (c) passive parent advocacy, (d) adversarial parent 

advocacy. Each of these is discussed in greater detail below. 

Special education advocacy is defined similarly across studies. One definition illustrates 

the broad consensus of parent advocacy: “Individuals with knowledge of both special education 

law and advocacy skills to assist parents in working with the school system” (Burke, 2013, pg. 

228). Within this general definition of special education advocacy, different models emerge in 
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the research literature. I synthesize these models of parent advocacy into three broad categories: 

collaborative, passive, and adversarial. In the broad “collaborative advocates” model, parents 

described their relationship with professionals at the school as one established in mutual trust and 

partnership. Parents in this model formed close relationships with educators and trusted them 

(Lalvani, 2012; Rehm et al 2013). Collaborative parents were also seen as leader advocates or 

parents who had strategies in navigating the system (e.g. requesting assessment results before the 

meeting). Also called “leader advocates,” collaborative parents negotiated for goals and services 

and were willing to compromise (Rehm et al, 2013). In one study focused on fathers, 

collaborative fathers are referred as “active IEP team members by partnering up with their 

children mothers, collaborating with the education team, advocating for their needs, and learning 

the system” (Mueller & Buckley, 2014, pg. 47).  

“Passive parents” were also commonly discussed in the literature. These parents, also 

called “Grateful-Gratifier parents” “engendered good will by appealing to educators’ desires to 

make a difference in students’ lives, and by being appreciative of assistance offered” (Rehm, et 

al 2013, pg. 1383). In other words, passive parents were willing to accept any help offered by 

school professionals, with little resistance, and were less likely to inquire about educational 

placement or services.  

Adversarial parents or “high profile” parents can be described as a combative category of 

parent advocacy. In this model, parents see their relationship with professionals as contentious 

and marked by enduring conflict (Lalvani, 2012; Rehm at al, 2013; Hess, Molina & Koleski 

2006; Nespor & Hicks, 2010). Parents in this category of parental advocacy emphasized 

extensive services for their children and often hired lawyers to advocate on their behalf (Rehm et 

al, 2012; Rehm at al, 2013). Parents that needed to monitor or oversee professionals fell into this 
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category; these parents could be seen as those who used sophisticated knowledge about IDEA 

and the human and financial capital to more directly advocate on behalf of their children 

(Lalvani, 2012; Trainor, 2010). 

Barriers and helpers to parent advocacy. The second theme explicitly defined in 8 of 

the 15 articles was barriers and supports for parent advocacy in special education. Extant 

literature is clear in establishing that parent participation in the IEP process is shaped by access 

to cultural and social capital resources (Trainor, 2010). Social capital refers to the socio-

economic status (SES; e.g., parents’ level of education), and parents’ cultural or linguistic 

background (Ryndak, Orlando, Storch, Denney & Huffman, 2011). More importantly, there is a 

strong consensus that higher-SES parents are better able to understand and navigate the special 

education system as compared with lower-SES parents (Lalvani, 2012; Munn-Joseph & Gavin-

Evans, 2008). A qualitative study involving 33 parents of children with disabilities from diverse 

backgrounds found that parents from middle and upper-middle class backgrounds had greater 

understanding of special education laws and the range of learning environments that can be 

considered for children with disabilities than did lower-income parents (Lalvani, 2012). On the 

other hand, parents from lower-SES backgrounds were less familiar with special education laws, 

and for the most part unaware of the range of educational environments that can be considered 

for children with disabilities (Lalvani, 2012; Hicks & Nespor, 2010). Likewise, most of the 

parents in the lower-SES group were unaware of the concept of a least restrictive environment 

(LRE). As a result, children in the lower-SES group were educated in more restrictive settings 

(i.e. special education classes) than were children with higher-SES parents (Lalvani, 2012). More 

importantly, higher SES parents reported that they spent “inordinate amounts of time, effort, and 

resources in order to effectively negotiate the special education system” (Lalvani, 2012. pg. 479). 
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For instance, one parent reported hiring a lawyer and getting the school district to pay $100,000 

for her son’s tuition and transportation to a private school in a different town (Rehm, et al, 2013). 

While lower-SES parents also engaged in these efforts, they were more likely to be restricted by 

work schedules, lack of financial resources, language barriers and lack of understanding about 

their child’s educational rights (Lalvani, 2012; Burke & Goldman 2015). Also, minority low-

income families report not feeling included in the IEP meetings (Hess, Molina, Kozleski, 2006). 

Similarly, social capital is also defined as “relationships and social networks among 

people that afford the interchange of information and cultural goods (i.e. cultural capital) 

economic capital, and additional social capital” (Rehm, 2013, pg. 37). While some of the reasons 

behind the discrepancy on parent advocacy by parental SES may be obvious (e.g. more money 

makes it easier to hire an attorney to advocate for services), other reasons are related to cultural 

capital. Cultural capital “consists of material items as well as disposition and knowledge that 

inform the way a person thinks and act” (Rehm, 2013, pg. 36).  In one study in California, the 

authors found that parents with social and cultural capital were able to leverage public education 

resources and obtain advantageous resources for their children through special education (Ong-

Dean, Daly & Park, 2011). Specifically, their social capital allowed them to get reimbursement 

claims in due process hearings (i.e. they had the financial resources to pay costs upfront). Their 

cultural capital allowed them to have persuasive parent testimony during hearings  (Ong-Dean, 

Daly & Park, 2011). Together, social and cultural capital allows for advantageous pulling of 

resources from the public school system for high-income parents. On the other hand, the lack of 

social and cultural capital can place barriers to advocacy for low-resourced minority parents. 

Strategies for effective parent advocacy. The third theme identified in 10 of the 15 

articles was a description of promising strategies for parent advocacy in special education. This 
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included model programs for increasing effective parental advocacy, collaboration (i.e, building 

trust, mutual respect and cooperation amongst all stake holders in the IEP meetings) (Mueller & 

Buckley, 2014) and inclusion models in special education.  Five of the 15 articles mentioned 

different examples of model parent advocacy training programs.  The Special Education 

Advocacy Training (SEAT) is a federally funded program involving 230 hours of coursework for 

parents (115 hours of instruction and 115 hours of practicum (Burke et al, 2013). The trainers in 

this program were attorneys and advocates. SEAT has been evaluated across three cohorts and 

144 participants. The researcher’s objective was to increase participant knowledge of special 

education advocacy skills and special education law. However, as the authors noted, some of 

main outcomes of the program are still in the analysis phase. Other important limitation of this 

program is that the SEAT’s rigor may discourage underrepresented, minority groups from 

participating (Burke, 2010). Definitively, more formative and summative assessments are needed 

to evaluate its effectiveness (Burke et al, 2013).   

The Volunteer Advocacy Project (VAP) is another parent advocacy program. The 

purpose of the VAP is to train special education volunteer advocates based on 40 hours of 

coursework and one shadowing session. The trainers are diverse speakers (professors, 

community members, parents and attorneys); outcomes are measured by linking one volunteer to 

four families of students with disabilities (Burke, 2013; Burke, Mellon & Goldman, 2016). In 

general, 244 individuals have graduated from the VAP across eight cohorts. Participants showed 

increases in special education law and advocacy skills (according to a 40-item pre/post survey). 

The VAP was evaluated using quantitative (summative, formative and long-term surveys) and 

qualitative (open-ended responses in the summative evaluation sources of data; Burke, Mellon & 

Goldman, 2016) methods. According to these measures, VAP was effective in providing 
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participants with support, recruitment, completion rates, participant satisfaction and 

sustainability (Burke, Mello & Goldman, 2016). Limitations of this program include a low 

response rate at a follow up time point. However, the most significant qualifier is that 77% of the 

participants were White and the majority attended some college or were college graduates. 

Therefore, this study fails to address the need of increasing special education parental advocacy 

for low-resourced minority parents.    

A third evidence-based model of parent advocacy in special education is the Parent 

Advocacy Coaching (PAC) program. In this program, the researchers looked at longitudinal 

change in a children’s intervention program in a sample that was 44% Latino.  Results found the 

program to be effective in increasing services for children. However, the focus of this program 

was to understand the role of child characteristics, family demographics, and parent cognition in 

the use of services in autism spectrum disorders, and not to evaluate the advocacy program itself. 

Furthermore, this study only focused on families impacted by Autism and 45% of the sample had 

incomes of $75,000 or above (Siller, Reyes, Hotez, Hutman & Sigman, 2014). These are 

important limitations because this study also fails to address the need of increasing special 

education parental advocacy for low-income parents and fails to include families affected by 

other disabilities.    

Finally, another model for increasing parental advocacy and leadership is the Parents as 

Collaborative Leaders (PACL) program. In this program, parents from across the U.S. engaged 

in an advocacy and leadership internship at the local, state and national level (Sheperd & Kervik, 

2016). In this program, a parent was paired with a mentor who helped the parent engage in 

various advocacy and leadership activities (e.g. one parent created support group for parents 

focused on supporting children with learning disabilities). Using qualitative methods (i.e. 
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interviews & document reviews) the authors found their program effective in increasing parental 

advocacy and leadership in their communities, state, and national level (Sheperd & Kervik, 

2016). Mentors of the parents reported that parents made contributions to policy and practice at 

the local, state and national level. However, this study has important limitations. First, the 

follow-up response rate was very low (12 out of the initial 33 participants) (Sheperd & Kervik, 

2016). The most significant limitation that is not adequately addressed by the study authors is 

that 76% of the participants were White and SES is not addressed in the study.   

Special education class v. inclusion setting. Inclusion of students with disabilities in 

general education settings (i.e., general education classroom) has been shown to have a positive 

effect on some children with a disability and also on the general education student population 

(Barclay et al, 2006). Hence, it is very important that inclusion is discussed during the IEP 

meetings and as part of the federally mandated least restrictive environment (LRE). Nonetheless, 

the literature shows that school professionals do not usually consider inclusion for students with 

disabilities, unless parents initiate the conversation (Lalvani, 2012; Ryndak, Orlando, Storch, 

Denney & Huffman, 2011). This may be particularly important for low-resourced parents who 

may have less knowledge of different placements for their children. Research shows that parents 

from higher SES backgrounds often know more about inclusion as a possibility for their 

children, and as a result are more likely to advocate for inclusion for their children (Ryndak, et al 

2011; Nespor and Hicks, 2010; Denney & Huffman, 2011; Lalvani, 2012; Sheperd and Kervick 

2016). It is well established that parents from middle- and upper-middle class backgrounds 

commonly have greater understanding of special education laws and the range of learning 

environments (i.e., inclusion versus other placement options) that can be considered for children 

with disabilities (Lalvani, 2012). For example, all the parents from higher-SES backgrounds in 
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Lalvani’s study (2012) were aware of inclusive education in contrast with parents from lower-

SES backgrounds who were less familiar with special education laws. And, a majority of the 

lower-SES parents were unaware of the least restrictive environment (LRE) concept. Perhaps 

due to limited knowledge of the LRE concept, children in the low-SES group were educated in 

more restrictive settings (i.e. special education classes) than the children with high-SES parents 

(Lalvani, 2012). Importantly, Los Angeles Unified School District, the second largest district in 

the U.S. has a modified consent decree that expects schools to include more children with 

disabilities in the general education classroom. This is important, because parents from low-

resourced backgrounds need to know the range of educational options available for their children 

in order to effectively advocate for the most appropriate placement.  

Summary 

Overall, the literature suggests that there is broad consensus in the definition of parent 

advocacy in special education. Namely, parent advocacy in special education can be generally 

defined as “parents with knowledge of both special education law and advocacy skills to assist 

parents in working with the school system.” (Burke, 2013, pg. 228). If we framed this definition 

around the case of Maria, two dimensions of parent advocacy emerge. First, Maria needs to have 

access to information about and understand the special education laws as they relate to her child, 

Jose, in the United States. The literature shows that special education laws are complex, and 

parents need specialized training that is easy to understand in order to effectively advocate for 

their children. Second, Maria needs to have the advocacy skills or attitudes to ask for the 

appropriate placement and services for Jose. While the school system is hampered in helping 

Maria to increase her social and cultural capital, it can do more in terms of providing Maria with 

the advocacy tools she needs. There are three actions that school professionals can do to help 
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Maria advocate for her child. First, they can host a culturally sensitive program (e.g. with oral 

instead of written information) for low-resourced racial and ethnic minority parents, such as 

Maria, focused on special education laws and regulations. Second, they can provide Maria with 

the explicit training regarding her role and the roles of other professionals during IEP meetings. 

Third, school professionals can model how to ask the right questions, and more explicitly show 

Maria the array of educational placement and services available to Jose. 

Gaps in the Research  

Given the increasingly diverse student population in the United States, there is critical 

need to conduct parent advocacy in special education research that is more inclusive of low-

resourced, minority and immigrant-origin communities. Most of the current research in the field 

is focused on White middle class families. Second, we need to conduct more rigorous research to 

identify effective advocacy training programs. To this end, it is notable that none of the reviewed 

parent advocacy programs utilized a rigorous methodology to test the effects of the program.  

The gold standard for determining efficacy in program development remains the randomized 

controlled trial (RCT), and these are increasingly being used in school settings (Kasari & Smith, 

2013). RCTs protect against bias, and help to move the field towards the inclusion of evidence 

based practices in schools especially when RCTs are applied to authentic, school programs.  

While RCTs have not been applied to special education parent advocacy programs, they have 

been used in other fields.   For example, a seminal study of diabetes in children found that 

parent-to-parent mentoring programs in the context of a clinic-based program showed 

statistically significant positive gains on measures of coping, attitude, and progress on addressing 

problems compared to a control group (Singer et al., 1999).  

Parent to parent mentoring 
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Other studies suggest that parent-to-parent interventions may be effective in supporting 

parents of children with a variety of disabilities (Kerr & McIntosh, 2000). In one study, parent 

mentors provided social support to parents of children who were ill. Parent mentors in the study 

provided informational support, such as tips for travel, school, and how to advocate for their 

child. The parent mentors reported feeling empowered (Sullivan-Boyai & Lee, 2011). Parent 

mentors may be specially qualified to develop their own curriculum. This approach is based 

upon a model of empowerment that emphasizes that parents, working together, can affect 

meaningful change in their lives (Wright & Wooden, 2013). Hence, parent-to-parent mentorship 

suggests an enhanced vision for parent leadership and engagement (Shepherd & Kervik, 2016). 

An important goal for future research is to rigorously test whether parent-to-parent mentorship 

programs can increase parental advocacy in special education for low-resourced, minority and 

immigrant-origin families. The proposed study attempts to contribute to the research base by 

piloting a parent-to-parent advocacy intervention study within a mostly Latino urban low-

resourced environment.  

CHAPTER 3: CURRENT RESEARCH STUDY 

This study is designed to rigorously test, using randomization, PARENT: a parent-to-

parent IEP advocacy mentorship program for parents of children with ASD within a low-income 

mostly Latino population.  The comparison is between parents/caregivers randomly assigned to 

receive the PARENT intervention or not. Specifically, this study answers the following research 

questions:  

RQ1: Does a parent-to-parent advocacy mentorship program for parents of 

children with ASD increase their IEP advocacy knowledge (i.e. their rights under IDEA)? 
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RQ2: Does a parent-to-parent advocacy mentorship program for parents of 

children with ASD increase their family empowerment (i.e. their likelihood to exercise 

their rights under IDEA)? 

RQ3: What are the strengths and challenges of implementing a parent-to-parent 

mentorship program within an urban low-income minority context?  

Hypotheses 

RQ1: The parent-to-parent IEP advocacy mentorship program for parents of children with ASD 

will increase their IEP advocacy knowledge (i.e. their rights under IDEA) when compared to the 

control group.  

RQ2: The parent-to-parent advocacy mentorship program for parents of children with ASD will 

increase their perceptions of family empowerment when compared to the control group.  

Methods 

Participants 

Parents or caregivers. Parents/caregivers (N=30; 97% female) of a child with an IEP 

were recruited from parents participating in the JASPER in the classroom study. The JASPER in 

the classroom study targets urban, low-income schools (as defined by free/reduced lunch), and 

mostly minority participants. All if the schools in the study are located in East and Central Los 

Angeles, and all of them are part of Los Angeles Unified School District. Recruitment flow is 

presented in Figure 1. The inclusion criteria were 1) parent of child with ASD or other disability;  

2) child had an active IEP within Los Angeles Unified School District; 3) parent spoke English 

or Spanish; 4) parent had 4 or less years of experience with the special education system; and 5) 

household income was considered low-income (250% below federal average income level). 

Exclusion criteria included 1) parents who had more than 4 years of experience participating in 
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the IEP process; and 2) parents who spoke a language other than English or Spanish. A total of 4 

parents in the PARENT group dropped during the intervention phase. A total of 2 parents in the 

CONTROL group dropped from the study during the intervention. Hence, this study presents 

data on 24 parents. Parents randomized to the PARENT group (n=11; 90% female) had a median 

family household income of $10,000-19,999 and ranged from “Less than $9,999” to “$70,000-

79,999.” Parents’ higher level of education completed ranged from “Elementary/Middle School” 

to “College/Technical School.” On average, parents in the PARENT group, had attended or 

graduated from High School. Most participants in the PARENT group self-identified as 

Latino/Hispanic (100%) and a majority spoke Spanish (67%). Parents randomly assigned to the 

CONTROL group (n=13; 100% female), had a mean family household income of $20,000-

29,999, and ranged from “Less than $9,999” to “$50,000-59,999.”  Parents’ higher level of 

education completed in the CONTROL group ranged from “Elementary/Middle School” to 

“College/Technical school.” On Average, parents in the CONTROL group, had attended or 

graduated from High School. Most participants in the CONTROL group self-identified as 

Latino/Hispanic (93%) and a majority spoke Spanish (67%). All of the parents in the study had 

experienced at least one IEP meeting. Descriptives for the dissertation study sample are 

presented in Table 1. Household descriptive statistics are presented in Table 2. 
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Figure 1. Recruitment Flow Diagram 
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Parent Mentors. Five Parent Mentors (PM) (N=5) were recruited in partnership with 

Fiesta Educativa, the community-based parent advocacy organization. Parent mentors are 

experienced and involved parents of children with disabilities. Specifically, the inclusion criteria 

for the Parent Mentors were: 1) bilingual (Spanish/English) parent of a least one child with a 

disability; 2) at least 3 years of experience with the IEP in the public-school system; 3) highly 

engaged with the community, as referred by FE parent coordinators (e.g., Volunteering with FE 

and community-based events). Initially, four parents mentors (n=4) were recruited and trained 

during the months of August 2016- December 2017. A refresher training took place in October 

2017 before the start of the intervention study. However, as the intervention started one of the 

PMs fell ill, resulting in her withdrawal of the study. As a result, a fifth, PM was recruited and 

trained separately at the beginning of the intervention phase in early January, 2018.  

Procedure 
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The development of the PARENT intervention employed community-partnered 

participatory research methods (CPPR).  Community-partnered participatory research is a 

bidirectional approach to conducting research where researchers partner with a community-based 

organization to design and implement research studies (Wells & Jones, 2009). For this study and 

other Kasari Lab studies (e.g., Mind the Gap Study), we have partnered with Fiesta Educativa 

(FE). FE was founded in California in 1978 to support and inform Latino families to navigate the 

special education process effectively and to obtain appropriate services for their children (Fiesta 

Educativa.org).  

Community Partnered Participatory Research Principles: This dissertation study  followed 

the principles of community participatory research (Minkler and Wallerstein, 2002). The 

underlying principles are the following: 

1) The project seeks to enhance the community’s welfare through empowering the 

community to address its own health issues. (Minkler and Wallerstein, 2002). 

Members of FE have active roles in addressing the autism service gaps that exists in 

the Latino community. Moreover, they empower Latino parents to advocate for their 

kids with disabilities through their different programs. For example, the IEP 

Empowerment Program that the researcher helped develop, focuses on teaching 

advocacy skills to parents who are unfamiliar with the IEP of their child. As part of 

this IEP Empowerment program, the researcher of this study, facilitated multiple 

community-based workshops for parents over the span of 2 years.  

2) The project is designed to increase community academic knowledge of the issue 

(Minkler and Wallerstein, 2002). In keeping with the principles of CPPR, professors, 

researchers, and post-doctoral trainees have presented at numerous community-based 
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events in order to increase community academic knowledge of autism and parent 

advocacy. For example, the researcher of this study, played a key role in planning and 

organizing as well as inviting academics to present at three different annual Autism 

Conferences at the Mexican Consulate General of Los Angeles. These conferences 

were designed to increase academic knowledge of autism, by bringing academics and 

community together. For example, in one of these conference, a UCLA professor was 

invited to present the latest research on social communication in children with autism. 

Likewise, the researcher of this study presented the latest research on service gaps and 

the importance of parent advocacy at all of the three different conferences.  

3) Community and academic participants will be involved in all project phases, 

including planning, implementation, research and evaluation, analysis, interpretation, 

and dissemination. (Minkler and Wallerstein, 2002). The researcher of this study 

formed a workgroup with Fiesta Educativa members. This workgroup was co-led by a 

the researcher and a parent coordinator at FE. Additionally, interested FE PM formed 

part of this workgroup. All of Workgroup Committee (WC) were knowledgeable 

about parent’s rights in the IEP. Also, all of the WC members were committed to the 

goals of increasing parent advocacy skills in the IEP. The WC was formed by the lead 

researcher and a FE Lead Parent Coordinator ad well as the Parent Mentors. The 

workgroup met regularly during August 2016- March 2018. The workgroup 

committee had an oversight role over the planning, implementation, research and 

evaluation. For instance, the WC had oversight and made final decisions over the 

main outcome measure (i.e. IEP Advocacy test) of this study.  Likewise, the WC, 

made final decisions on the materials of the intervention and the intervention protocol 
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of this study.  In keeping with the principles of CPPR, the workgroup committee will 

continue to be part of the research process by providing input in academic research 

papers for publication. The Workgroup Committee will also set a policy for 

authorship of papers from the project. This phase includes the analysis, interpretation, 

and dissemination of this dissertation study.  

4) The project may consider the political, social, and economic determinants of the main 

issue addressed by the project. This dissertation study considered the current political, 

social, and economic determinants of the main issue of IEP advocacy addressed by 

this research.  This dissertation study is focused on an understudied population (i.e., 

racial/ethnic minority, low income parents of children with disabilities). Given that 

the study took place in a Southern California location with large number of Latino 

parents, considerations included language and cultural considerations. For example, 

the IEP Meeting videos created for this intervention were conducted in Spanish, using 

Latin American cultural expectations. Likewise, given the current strong anti-

immigrant rhetoric in the U.S., the Workgroup made the decision to avoid any 

questions related to immigration status in the study. Also, it was decided that 

recording of sessions was to be avoided, given the fear experienced by the immigrant 

community at the moment.  

5) Mechanisms to voice and resolve differences of opinion or concerns about fairness of the 

process will be implemented through the Workgroup, and each participating agency will 

have one vote. (Minkler and Wallerstein, 2002). The workgroup in this study consisted of 

two agencies: the University of California, Los Angeles, and Fiesta Educativa. The 

mechanism to voice and resolve differences of opinion involved the researcher of the 
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study and the Lead Parent Coordinator at FE, and the Parent Mentors. For example, the 

duration of the intervention was discussed during the Workgroup meetings, reaching an 

agreement as a group (i.e. Intervention consisted of 3 1-hr sessions).  

6) Dissemination of the research results will be the responsibility of all project participants, 

and academic and community partners will have opportunities for presentations and 

publications, under the governing conditions of the Workgroup. (Minkler and Wallerstein, 

2002). The dissemination of this dissertation study’s results were discussed in the 

Workgroup. Additionally, future research papers for publication will include FE’s input 

as well as authorship of those involve.  

The IEP Advocacy Mentorship Program. The PARENT intervention was developed 

based on a research of the literature, a review of the IDEA law, and feedback from FE’s 

community Parent Mentors. The IEP Advocacy Mentorship Program consisted of three 1-hour 

sessions. (Figure 2). 

Figure 2: PARENT- IEP Advocacy Mentorship 

Mentorship 
Session  

Advocacy Activity (IEP 
Checklist)  

Session Routine  

1: IEP Basics Section 1:  
a. What is an IEP?  
b. The IEP Meeting 
c. Present Levels of 

Performance 
 
 

1. Check-in (5-10 min) 
2. Review of IEP checklist and 

child’s IEP (20 min) 
3. Watch IEP Advocacy Module 1 

on tablet (7-14 min).  
4. Watch IEP Advocacy mock IEP 

meeting videos on tablet (3-5 
min)  

5. Discuss with parent 
questions/concerns (10-15 min) 

2. IEP 
Development   

Section 2:  
a. Eligibility   
b. IEP Goals 

1. Check-in (5-10min) 
2. Review of IEP checklist and 

child’s IEP (20 min) 
3. Watch IEP Advocacy Module 1 

on tablet (7-14 min).  
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4. Watch IEP Advocacy mock IEP 
meeting videos on tablet (3-5 
min)  

5. Discuss with parent 
questions/concerns (10-15 min) 

3. Free and 
Appropriate 
Public 
Education 

Section 3:  
a. Least Restrictive 

Environment 
b. Services, 

accommodations 
and supports  

c. Parent consent 
and procedural 
safeguards 

 

1. Check-in (5-10min) 
2. Review of IEP checklist and 

child’s IEP (20 min) 
3. Watch IEP Advocacy Module 1 

on tablet (7-14 min).  
4. Watch IEP Advocacy mock IEP 

meeting videos on tablet (3-5 
min)  

5. Discuss with parent 
questions/concerns (10-15 min) 

6. Distribute community-based 
resources to parent (5 min) 

 

The IEP Advocacy Mentorship Main Elements. The guiding element in the PARENT 

intervention is the interactive IEP checklist (Appendix A). The IEP checklist serves as a point-

by-point guide for the PM to cover the different topics of the mentorship. Secondly, the IEP 

checklist is linked to online modules and videos that cover the different topics in the program. 

For example, when the PM went over the Present Levels of Performance (PLPs) in the IEP, the 

IEP advocacy module 1 explained this concept. Additionally, the IEP meeting mock videos show 

how the PLPs are discussed during an effective IEP meeting. The PM was responsible for 

delivering the mentorship materials and to respond to questions and concerns from parents. 

Additionally, PM provided differentiated instruction depending on parent’s literacy levels. 
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Figure 3: IEP Advocacy Mentorship Main Elements 

1. IEP Checklist  

 

2. Online IEP Advocacy 

Modules and IEP mock 

meeting videos 

        

        

3. Fiesta Educativa 

Community Parent Mentors 
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The IEP Checklist. The research literature shows that parents consistently express a lack 

of knowledge and lack of understanding of the special education process as the main barrier to 

advocacy (Lalvani, 2012). Thus, one of the main advocacy components of the PARENT 

intervention consists of an IEP interactive checklist developed by the researcher and covering 

basic principles of advocacy under the IDEA law (i.e. the IEP meeting, present levels of 

performance, IEP goals, free and appropriate public education, least restrictive environment, due 

process safeguards, parent and student participation in decision making). The IEP checklist is 

divided into three sections encompassing basic principles in IDEA. (i.e. IEP Basics, IEP 

Development, and Free and Appropriate Public Education (FAPE). The outline of the 3 chapters 

in the checklist is presented in Figure 2. Each of the IEP checklist sections was labeled with a 

QR code that was linked to three different digital modules. A QR (i.e. quick response) is a type 

or matrix barcode that can be scanned and linked to specific websites, YouTube videos, etc. 

Additionally, PM were given tablets preloaded with the videos as part of this intervention. 

Hence, parent mentors were able to show and access the resources using a tablet as they cover 

the different modules. For instance, when a PM explained the “Services” section in the IEP, the 

PM was able to use the tablet to scan the QR code on that page and access a video that explains 

how services in the IEP are part of a Free and Appropriate Public Education (FAPE). More 

importantly, as part of the intervention, the participant parent was asked to review their child’s 

IEP with the parent mentor, comparing what is the child’s IEP to the IEP checklist after 

reviewing different resources (e.g. videos). This aspect represented an additional layer of 

individualization for the parents in the intervention.  
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The IEP Advocacy Modules. The digital modules included informational videos with 

explanations of concepts (e.g., the PLPs are the child’s current level of academic and behavioral 

performance in school). The IEP mock meeting videos included examples of ineffective parent 

participation in the IEP meeting and examples of an effective parent participation in the IEP 

meeting. The IEP meeting videos were scripted based on IDEA and researcher’s experience 

attending hundreds of IEP meetings. Additionally, IEP informational modules based on a 

research of the literature, a review of the IDEA law, and feedback from the community parent 

mentors. The modules and videos will be freely available online at the end of the intervention 

phase (May, 2018) on this dissertation study’s website: www.IEPadvocacy.org.  

Training of Parent Mentors. Parent Mentor recruitment was initially completed at the 

end of 2016 with an initial orientation and subsequent trainings. The additional meetings (4 

meetings lasting 3-4 hours) with parent mentors focused on covering basic IEP advocacy 

knowledge (i.e. parents’ rights under IDEA) through the revision and discussion of the mock IEP 

videos. PMs were active participants in providing directive feedback on the development of the 

intervention materials (e.g., the items to point out in the IEP checklist) using CPPR methods. 

PMs also practiced taking the outcome measures to familiarized themselves with the goals of the 

intervention. A final orientation took place at a public school in October, 2017. This final 

orientation took place once the intervention materials were finalized and final IRB amendments 

were approved. Additionally, parent mentors took the IRB-approved CITI training on conducting 

research with human subjects. 

PARENT Intervention Phase  

From the pool of eligible participants in the JASPER in the classroom study and 

community referrals, parents were invited to participate in this study. Then, an individual 
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meeting was conducted with parents who expressed interested. The researcher then explained the 

details of the study and went over the IRB-approved consent. Parents that agreed to participate in 

the study during this initial meeting completed entry questionnaires and measures and received a 

$5 gift card. Parents were given the option of responding orally or in written form to 

accommodate for parents with low literacy levels.  A total of 30 families  (N=30) consented to 

the study and were enrolled on an on-going basis during the months of December, 2017 – 

February, 2018. Fourteen families declined participation due to unavailability, uninterested at the 

moment, or did not meet eligibility criteria.  Parents who enrolled (N=30) were asked to respond 

to the “empowerment scale” questionnaire (FES), family outcomes advocacy subscale (FO), and 

IEP Advocacy knowledge scale (15 min- 30 min, entry and exit). After consent and baseline data 

collection with each participant, parents were assigned a participant number and entered into an 

excel randomization table. Parents that were randomly assigned to receive the intervention were 

assigned to the mentor that closely matched the parent on three main criteria. First, if the parent 

was more comfortable in Spanish, the parent was assigned to a parent mentor more comfortable 

speaking Spanish. The two other factors considered in assigning parent mentors was geographic 

proximity and schedule (availability). A total of fifteen parents were randomly assigned to the 

intervention PARENT group while other fifteen were assigned to the CONTROL group. Parents 

in the intervention PARENT group were asked to complete a fidelity checklist over the phone 

with a UCLA research assistant at the end of the intervention. Four parents in the PARENT 

group dropped from the study, resulting in a total of 11 parents completing the study (n=11). 

Two parents in the CONTROL group dropped from the study, resulting in a total of 13 parents 

completing the study (n=13). Parents in the CONTROL group were only asked to complete exit 

measures (i.e., Family Empowerment, Family Outcomes, and IEP Advocacy Knowledge) 3-6 
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weeks after initial enrollment. All parents were given an additional $5 gift card for completing 

the exit measures. Finally, parents in the PARENT group were asked to complete a 5-item 

interview at the end of the study to explore the strengths and challenges of the intervention (15 

min, one time). 

Parent mentors received compensation of $12 per each mentorship session, a total of 

three approximately 1-hour sessions, plus transportation costs.  Most families preferred to have 

the intervention carried out in-home, while a minority preferred to have the intervention in a 

public place (e.g., library, coffee shop).   

Intervention Fidelity 

Overwhelmingly, parents in the study and PMs did not want the sessions recorded or 

observed by a researcher. As a result, parents in the intervention group were asked to complete a 

10-item researcher-developed checklist over the phone to check intervention fidelity (e.g., Parent 

mentor reviewed the IEP advocacy modules and videos with me: yes or no) (Appendix F). Their 

responses in the checklist were used to calculate intervention fidelity in the mentorship protocol. 

A total of 100% fidelity rate was calculated according to participant’s responses. 

Measures 

Family Demographics.  Parents completed standard demographic forms about their 

family and child. These variables are used to describe the sample.  This is important because this 

intervention study targets a very specific parent population (i.e. low-income, racial/ethnic 

minority, immigrant-origin).  

Family outcome survey-revised. The family outcome survey-revised (FOS) is a 24-item 

self-report instrument designed to gather information on a family’s strengths and needs to 

support early intervention programs for children with disabilities and their families (Bailey, 
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Hebbeler, Olmstead, Raspa, & Bruder, 2008). The instrument assesses five family outcomes 

using a 5-point Likert scale ranging from (1) not at all to (5) completely. The FOS was 

previously translated and used in Spanish. Olmsted and colleagues found two of the subscales to 

have Cronbach’s alphas ranging between .80 and .63 with a Spanish-speaking sample (Olmsted 

et al., 2010). The five family outcome subscales (with sample items in parentheses) used in this 

study included: (a) understanding your child’s strengths, needs, and abilities (e.g., we understand 

our child’s strengths and abilities); (b) knowing your rights and advocating for your child (e.g., 

we know our rights related to our child’s special needs); (c) helping your child develop and learn 

(e.g., we are able to help our child learn new skills); (d) having support systems (e.g., we have 

friends or family members who listen and care); and (e) accessing the community (e.g., our 

child’s care needs are met). Cronbach’s alphas for the individual scales for past studies were .63, 

.82, .84, .88, and .82 respectively; and .94 for all 24 family outcome items (Magana, 2015). 

Because this is parent advocacy intervention study, the main subscale analyzed in this study is 

subscale (b) Knowing your rights and advocating for your child).  

IEP Advocacy Knowledge. A researcher-developed 10-item multiple choice assessment 

of basic facts about special education parents’ rights was given to all parents.  Items assess basic 

knowledge of the six pillars of special education law: zero reject, least restrictive environment, 

free and appropriate public education (e.g., The least restrictive environment means: a) always 

general education b) always self-contained class c) always a resource program d) Placement 

depends on the needs of the child). The scale range is 1-5 possible answers. Each item in the test 

had one correct response and was graded as correct or incorrect.  Each participant received a 

cumulative score based on the number of correct answers. Then the cumulative score on the test 

was classified as a dichotomous variable (i.e. Proficient/ Not proficient). Proficient (i.e. 1) 
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signifies a score of 100% correct items in the test. Not proficient  (i.e. 0) was any score of less 

than 100% correct items on the test. A reliability analysis yielded a Cronbach’s alpha of 0.82 on 

the post-test in this study.  

Family Empowerment Scale (FES). The family empowerment scale, evaluates parents’ 

perceptions of their agency in the special education laws. The FES was developed by the 

Research and Training Center, Research Institute for Human Service, Portland State University 

(1992).  The scale includes a total of 34 items evaluating activities that parents may or may not 

do (e.g. When problems arise with my child, I handle them well: 1= never, 2= seldom, 3= 

sometimes, 4= often, 5= very often). The scale range is 1-5. The FES is divided into 3 different 

subscales: about your family, about your child’s services, and about your involvement in the 

community. A mean score is calculated for each subscale, with higher scores representing higher 

levels of family empowerment. The FES has shown validity in parents of children with 

disabilities. A shorter 16-item version has shown a Cronbach’s alpha of .80 and .82. Because this 

study focuses on parent IEP advocacy, the main subscale analyzed and calculated was “About 

your  child’s services.”  

Parent post-intervention interview. Parents in the intervention group (n=11) were asked 

to complete a short 5-item interview regarding the strengths and challenges of the PARENT 

intervention (e.g. What was helpful/effective in the intervention?) over the phone. A bilingual 

research assistant called the parents, audio-recorded their responses and transcribed them in 

Spanish and English. 

Results 

Research Question 1. Does a parent-to-parent advocacy mentorship program for parents of 

young children with ASD increase their IEP advocacy knowledge (i.e. their rights under IDEA)? 
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Outcomes measures for parents were analyzed across time (baseline/exit). The analysis 

strategy was based on randomization of parents to the PARENT intervention or the CONTROL 

group.  The primary outcome measure for this dissertation study is IEP advocacy knowledge (i.e. 

parent’s rights under IDEA). The IEP Advocacy Knowledge or test measure was initially scored 

as a sum of the number of correct responses in the scale (range 0-10). The mean scores for each 

group are presented in figure 4 at T1 and T2. The graphs show an increase in the IEP Advocacy 

test for the PARENT group. Similarly, the mean scores for the CONTROL group are presented 

in figure 5 at T1 and T2. The graphs show a slight decrease in the IEP Advocacy test for the 

CONTROL group.  

    Figure 4: PARENT group mean scores at T1 and T2  

 

    Figure 5: CONTROL group mean scores at T1 and T2                    
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Then, a difference score for each participant was calculated by subtracting the score at 

exit (T2) minus the score at baseline (T1). These scores were then compared between PARENT 

and CONTROL using an independent sample t-test. Differences in mean scores were statistically 

significant (p=.04; t=2.179). On average, the PARENT group mean difference was 8.6 points in 

the IEP advocacy measure (SD=1.87). The CONTROL group mean difference was -0.08 

(SD=1.5). Results from these analyses are presented in Table 3. These analyses show that parents 

who received the IEP mentorship program, on average, increased their IEP advocacy knowledge 

8.6 points (out of a total of 10).  A Cohen’s d was calculated to determine effect size (d=5.2). 

This shows that the intervention had a very large effect size on the IEP advocacy knowledge 

scale.   

 

 

 

Proficiency Analysis of The IEP Advocacy Scores 

The PARENT intervention is focused on teaching parents the essential tools and 

knowledge they need to be effectively engaged in the IEP process. Hence, the results from the 

IEP advocacy knowledge scare were further analyzed to look for mastery of parent’s rights in the 

IEP. Specifically, the sum of the IEP advocacy knowledge scores at T1 and T2 were coded and 

classified as a dichotomous variable (100% correct= proficient or <100% correct = not 

proficient). Hence, a proficiency change score was created. Proficiency change is defined as not 

proficient at entry (T1) AND proficient at exit (T2). A proficiency of 100% is expected because 
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the IEP Advocacy measures only 10 very basic rights under IDEA. This is considered the most 

basic knowledge a parent must have to minimally participate in the IEP process. The possible 

proficiency change conditions are presented in Table 4.  

 

Table 4: Possible Outcome Conditions in the IEP Advocacy Knowledge Scale 
 

 

 

 

 

A proficient/ not proficient score was calculated at T1 and T2 for each participant in each 

group. Participants who met the proficiency change condition (i.e., not proficient at entry, and 

proficient at exit) were given as score of 1 in the proficiency change score. In the PARENT 

group, this resulted in a total of 7 participants out of 10 (for which both T1 and T2 data were 

available) meeting the proficiency change condition. This signifies that 63% of parents in the 

intervention group started the intervention as not proficient and exited the intervention as 

proficient. In the CONTROL group, only 2 out of 13 (for which T1 and T2 data were available) 

meeting the proficiency change condition. This signifies that only 15% of parents in the 

CONTROL group started the study as non-proficient and exited the study as proficient. Results 

from these across time analyses are presented in table 5. 

 
 
 
 
 
 
 

Entry (T1) Exit (T2) Change ( T1=0 & T2=1)  
0 0 0 
0 1 1 
1 0 0 
1 1 0 
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Figure 5: Entry and Exit Scores in the PARENT and CONTROL Groups  
 

 
 

Finally, a z-test for a population proportion was used to test statistically differences 

between the PARENT and the CONTROL groups. The result was statistically significant (p = 

0.0151). The proportion of parents changing from non-proficient to proficient in the PARENT 

group is 0.60 (60%). The proportion for of parents changing from non-proficient to proficient in 

the CONTROL group is 0.154 (15%).  

Attrition. A total of 4 participants in the PARENT group dropped from the study during 

the intervention phase. Two of these participants reported to the researcher not having the 

availability to meet with the PM. The other two participants did not respond to PM requests or 

researcher requests to follow-up (i.e., phone calls, emails, texts). In the CONTROL group, 2 

participants did not respond to several requests to follow-up (i.e., phone calls, emails, texts).  

Research Question 2. Does a parent-to-parent advocacy mentorship program for parents of 

children with ASD increase their family empowerment and family outcomes? 

Family Empowerment Scale (FES) and Family Outcomes (FO) were the outcome 

measures used to answer the above-mentioned research question. These measures were analyzed 

across time at baseline and exit (i.e., T1, T2).  A mean score was calculated for the advocacy 

subscale of the Family Outcomes (FO) measure at T1 for PARENT (M=3.6; SD=1.19) and the 

CONTROL (M=3.79; SD=0.74) groups. Similarly, a mean score was calculated for the advocacy 
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FO at T2 for PARENT (M=4.2; SD= 0.57) and CONTROL (M=3.79; SD= 0.74). A graph 

comparing the results from these analyses are presented in figure 4.  Then, a mean difference 

score was calculated for each participant by subtracting the exit score (T2) minus the baseline 

score (T1). Lastly, an independent samples t-test was employed to look for statistical differences 

between the mean change scores in the PARENT group compared to the CONTROL group. 

Results show there were no statistically significance differences between the PARENT and the 

CONTROL groups (p=0.20). Results from the independent samples t-test for the FO measure are 

presented in Table 7.  

 

In a similar fashion, a mean score was calculated for the Family Empowerment Scale 

(FES) advocacy subscale at T1 (M=4.5; SD=0.50) and T2 (M=4.28; SD= 0.58). Then, a mean 

difference score was calculated for each participant by subtracting the exit score (T2) minus the 

baseline score (T1). Finally, an independent sample t-test was used to look for statistically 

significant differences between the two groups. Results show that there were not significant 

differences between the PARENT and the CONTROL groups (p=0.70). Results from the 

independent samples t-test for the FES are presented in Table 8. 
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Qualitative Data Analysis 

Research Question 3. What are the strengths and challenges of implementing a parent-to-parent 

mentorship program within an urban low-income minority context? 

English and Spanish interview audio recordings were transcribed by the principal 

investigator and a research assistant. Transcripts were inputted into an excel document which 

facilitated data management.  

Codebook Development. Guided by the study’s research questions (i.e., the effects of a 

parent-to-parent advocacy intervention), the researcher conducted apriori coding of the 
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transcripts and identified a preliminary list of categories based on the interview questions (e.g., 

How helpful would you describe the mentorship program you participated in?).  

Coding and Thematic Analysis. The researchers used line-by-line coding to assign 

categories to phrases, sentences or paragraphs within the different responses; multiple categories 

could be assigned simultaneously to accurately capture the overall sentiments of the passage. 

Information from the category applications and identification of the subcategories guided the 

development of the final themes. The final themes are explained more in detail below.  

Theme 1: Useful IEP Advocacy Mentorship Program  

Overall, all participants responded very optimistically to the intervention. Participants’ 

comments suggest the PARENT intervention was effective. Participants showed mastery of basic 

rights in an IEP meeting. For example, participants consistently expressed how they were not 

aware that they were encouraged to ask questions during IEP meetings.  

“That I get to understand a little bit better what how his IEP works so that I can follow 

up with his options and know how to learn about my son a little bit better.” 

“Yo aprendí en eso que, usualmente cuando yo iba a las juntas, a el IEP usualmente yo 

no hacia preguntas, nunca, yo pensaba que todo lo ellos decían era lo correcto. En esta vez que 

yo tuve un meeting para el IEP, fui mas segura y saber que lo que yo iba a preguntar y que eran 

mis dudas. Porque antes yo solo me quedaba con lo que ellos me decían.” (I learned that when 

you go to the IEP meetings you can ask questions,  before I use to go to the IEP meetings and 

didn’t ask anything, I thought everything they said was correct. This time, I had this IEP meeting 

and went in there more confident knowing what I was going to ask and specific questions I had. 

Because, before, I only took what they told me”) 
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Theme 2: The trustworthiness of having a parent mentor from the community as the 

interventionist. All participants expressed gratitude and a trustworthy relationship with the 

parent mentor. Specifically, participants expressed that parent mentors were passionate and the 

fact that the PM had themselves a child with a disability helped them connect with them.   

 “I mean she was like a really good person you know. We did understand both of us, since the 

first time she came to my house, I felt confident talking to her. Even though I didn’t really know 

her. She gave us the trust when we asked her a lot of stuff and she would answer. She had nice 

attitude.” 

Theme 3: Suggestions for Future Implementation of the Parent-to-Parent Mentorship 

Program. Most participants expressed that the program is useful as it is. One suggestion that 

came across was to let more people know about these programs for parents. Participants 

expressed that other members of their community do not have this information nor are aware of 

advocacy programs like this one.   

“From what, from the experience we had I wouldn’t change anything, it works, it works. It 

provides parents with information that they didn’t know prior. It helps them in the actual IEP 

and just brings light to what information we don’t have.” 

“I don’t think I would change it. I think it’s fine the way it is, just I guess letting people know 

more about it when or having more announcements about it like on the internet or on TV or 

commercials. Where you can put where parents could get help for their special needs children. 

Like at the tip of a hat, you know. I did not know there was this much help for my son.”  

“Pues pienso que en involucrar a mas padres para que puedan orientar a mas padres que no 

tienen mucha información, que no saben mucho de lo que es el IEP cosas importantes para ellos 

para con el grupo del IEP. Para tener un progreso positive en sus hijos. (Well, I think that that 
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you can involve more parents to orient parents that do not have much information, they do not 

know much about what the IEP is, important things for them as well as for the IEP team. This is 

so they see a positive progress in their children”)  

Case Profiles. In addition to the thematic analysis, the researcher created 2 case profiles 

for two of the participants in order to illustrate the experience of partaking in this IEP Advocacy 

Mentorship program.  

Participants Case Profiles 

Participant: Fernando 

Fernando (not his real name) is a 37 years old Latino male. He is the father of a 3 year 

old child with autism. Fernando attended vocational school and he is now a traffic officer in the 

city of Los Angeles. His household annual income is in the range of $70,000-79,999. He speaks 

English and Spanish fluently. Fernando is married to Sara (not her real name). Sara is an 

immigrant from Mexico who speaks Spanish only. He and Sara had attended one IEP meeting at 

the beginning of this dissertation study. Fernando was randomly assigned to receive the IEP 

Advocacy Mentorship program.   

Fernando’s wife, Sara, was present during the consent meeting, and during the 3 IEP 

advocacy mentorship sessions. However, Fernando was the main participant in the study and 

data were collected on him only. Fernando scored a 6/10 during baseline on the IEP Advocacy 

assessment. Some of the items he missed include “By law, the Individuals with disabilities 

education act (IDEA) provides a way to solve disagreements you (parents) may have with the 

school through:” His answer to this question was “I do not know.” He also missed items related 

to the Least restrictive environment, and procedural safeguards regarding the signing (or not) of 

the IEP.  
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At exit, Fernando scored a 10/10 on the IEP Advocacy assessment. After the intervention 

was completed, Fernando explained that the IEP Advocacy Mentorship “was very helpful, 

informative, there was a lot of information that we were not aware of. It just prepared us to ask 

more questions. Some of the information was that we didn’t have to sign the IEP right then and 

there, and that our input was very important in the actual IEP and that the participants that were 

supposed to, had to be present that were scheduled to be there. I’m glad that you guys are doing 

this it’s helpful to us. We’re basically left, if we don’t have any information we’re helpless. I 

would say for those of those that don’t really know where to look for or who to contact. I’m glad 

that you guys are doing this and it’s good work.”  The experience that Fernando expressed is 

validated by his increased knowledge on the IEP advocacy assessment items related to IEP 

procedural safeguards. For example, at baseline, Fernando missed the item “By law, I ALWAYS 

have to sign the IEP document at the end of the IEP meeting.” His initial response was “true” at 

baseline, while his response at exit was “False.” False was the correct response, as parents are 

not required to sign the IEP document at the end of the IEP meeting.  

Likewise, Fernando expressed that “if any challenges it would be the schedules. But you 

know our mentor was able to, she was very flexible so it worked. But yeah just the time and the 

scheduling since we’re both, my wife and I both have schedules that are pretty tough to meet.” 

Hence, the scheduling and availability of both parents presented a challenge during the 

intervention. However, this challenge was overcome with the help of the Parent Mentor. This 

appreciation for the mentor was also expressed by Fernando “You can tell that the mentor was 

very passionate about what she was doing, what she was saying and that reflected on us being 

the same, and having the same passion. And us trying to get all the information we can to assist 

the kids and getting all the help and that they deserve and the information we need to get the 
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help for them.” In general, Fernando had a very positive impression of the IEP advocacy 

mentorship. He found the information very useful and his feelings were validated by the data.  

Participant: Rosa 

Rosa (not her real name) is a 26 years old Latina woman. She is the single mother of a 3-

year old child with autism. She attended vocational school and she is now a part-time ultrasound 

technician. Rosa reports that her annual household income is around $9,999. Rosa and her son 

live in a house that is shared with eight other people. She was randomly assigned to receive the 

IEP Advocacy Mentorship program.  

At baseline, Rosa scored a 2/10 in the IEP Advocacy assessment. Hence, she missed most 

of the items on the test. Some of the items that she answered incorrectly include “The 

Individualized Education Program (IEP) for children with disabilities usually include:” Rosa 

answered “Regional Center Eligibility and insurance information,” while the correct answer was 

“My child’s strengths and areas of need, goals, and services.” One item that she scored correctly 

was “The determination that a child has a disability and qualifies for the IEP is made by:” Her 

correct answer was “The IEP Team.”  

At exit, Rosa scored a perfect 10/10.  She found the IEP Advocacy Mentorship to be 

“Very helpful because I had no idea what the IEP was really about. I learned that it was a legal 

document and that the teacher or the person doing the IEP can specify clearly so that I 

understand what they are trying to say or what they mean with my son’s IEP. What his goals are 

and that the administrator, the teacher, and the therapist that is giving him speech language 

needs to be there, I need to be there. And if they don’t go then I need to or they need to provide a 

letter written with a reason why.” The sentiment that Rosa expressed is validated by her 

increased knowledge on the IEP advocacy assessment items. Furthermore, Rosa found the parent 
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mentor very trustworthy, as she explains “she is in a similar situation as me with being a single 

mom with a special needs child with autism that also needs the help so I kind of saw myself in 

her. And her trying to guide me to get the help that my son needs and she was there in the same 

situation as me that she didn’t know what there was and what she can do with a child with 

autism.” In general, Rosa found the IEP advocacy mentorship useful and her feelings are 

validated by the results of her IEP advocacy assessment.    
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CHAPTER 4: GENERAL DISSERTATION DISCUSSION 

 
Key Findings:  
 

• Parents in the intervention PARENT group increased their IEP advocacy knowledge at a 

higher proportion than those in the CONTROL group.  

• There were no differences between the intervention PARENT group and the CONTROL 

group in the Family Empowerment scale or the Family Outcomes scales. 

• Results from qualitative post-intervention interviews suggest the intervention was very 

helpful and effective in increasing parents’ IEP advocacy skills.  

 
The initial gap identified in the literature was the lack of an advocacy program in special 

education for low-income, minority families. The current research literature on special education 

advocacy interventions focus overwhelmingly on White middle-class families. Hence, this 

dissertation study was designed to test, using randomization, a parent-to-parent advocacy 

mentorship program for parents of children with ASD within a low-income, mostly Latino 

population. 

The purpose of this study was to close that gap and deliver an advocacy intervention 

designed for this population. Hence, the participants in this study were low-income, 93% Latino 

and 50% Spanish speaking. While focusing on an underserved, under-studied population was a 

strength of the study, it also presented challenges. Below I address the initial challenges of 

intervention implementation, and conclude with the strengths of the intervention and future 

directions. 

Challenges of Implementing a Parent-to- Parent IEP Advocacy Mentorship. Several 

challenges were particularly salient in recruiting and working with a low-income mostly Latino 
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population. First, while most of the participants showed great interest in engaging in the 

intervention, participants found scheduling for the sessions difficult. This resulted in two parent 

dropping from the study, as we were unable to find matching availability for both the parent 

mentor and the parent. For example, two participants assigned to the intervention group dropped 

from the study for this reason. As mentioned in the qualitative results section, this logistical 

difficulty with schedules was also expressed by some participants.  

A second challenge, was addressing a general unfamiliarity from the participants about 

research studies.  Even though I am bicultural and bilingual and with a teaching background, 

enrolling participants in the study proved difficult. I found that most participants were not very 

aware of research in general. I addressed this by meeting participants one-on-one and explaining 

the consent form in detail.  Additionally, I scaffolded the different terms and expectations of this 

study (e.g., the randomization process). Likewise, I addressed common misconceptions one-on-

one with participants (e.g., The program is free of cost, not a business).  Still several parents 

declined participation, and several more dropped from the study during the intervention (n=4), or 

were lost to follow up (n=2). Two parents in the intervention dropped because their schedules did 

not work with the PM’s schedule.  

A third challenge was recruiting participants for an advocacy intervention in a hostile 

socio-political environment towards immigrants. Currently, the U.S. is experiencing an anti-

immigrant rhetoric mainly targeting those from Latino origin. This challenge was exacerbated by 

the participants’ unfamiliarity with research. For example, the word for “research” in Spanish is 

“investigación” which sounds as a “law-enforcement investigation.” Latino parents in the study 

who may have had an irregular immigration status were probably concerned about their data 

being collected. This is a reasonable and understandable fear. This fear compounded with an 
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unfamiliarity with scientific research, could be a reason why some families decided not to enroll 

in the study or dropping shortly after. In one instance, as I was conducting the consent and intake 

meeting with one parent that I will called “Ana”, she mentioned that “My husband just got 

deported, I lost my job, and my son has been diagnosed with autism.” Her situation was indeed 

dire, and understandably so, she was one of the parents that dropped during the intervention. For 

parents like her in survival mode, an IEP advocacy programs is simply not a priority in her life. 

In this dissertation study, it is possible that case like “Ana” above, might have not been unique, 

given the 6 families that dropped from the study. In another instance, a parent I will call 

“Sandra” was a full-time college student who was also working part time. Sandra dropped from 

the study, due to not having the availability to meet with a mentor. Understanding the challenges 

that parents like Ana and Sandra face is a point of future research.  

Strengths of the Parent-to- Parent IEP Advocacy Mentorship. This dissertation intervention 

study targets a traditionally “hard to reach” or “hard to engage” parent population (Lalvani, 

2012). Nonetheless, with an attrition rate of 20% and given the logistical challenges (i.e., 

scheduling matching) of the intervention, the study provides valuable information to future 

efforts in engaging these families in research.  While a majority of participants engaged in the 

study, and had overwhelmingly positive feedback about the intervention, others probably 

required other engagement strategies to get them to participate.  

Implications 

Maria’s case is not unique. There is a growing number of minority parents with 

disabilities that need help navigating the complex set of special education processes and laws. 

Parents like Maria and the participants in the study benefit from explicit instruction on what the 

expectation of their role is in IEP meetings. This dissertation study suggests that a low-intensity, 
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low-cost program for minority parents can increase their basic understanding of their role and 

rights in the IEP process.  As a special education teacher working in a low-income, urban, mostly 

minority context, I witnessed the struggles parents had in navigating the special education 

system. It was my responsibility to inform parents that they did not have to agree to the IEP, that 

they could review it before signing it. Likewise, it was my responsibility to let them know that 

they could ask questions, and add valuable input during the meetings. Most Latino parents I 

worked with did not know these basic parent’s rights. Accordingly, most of the parents in this 

study, struggled with the same basic parental rights in the IEP. For example, many parents in the 

study had the misconception that they had to sign the IEP at the end of the IEP meeting. Many 

also believed that their role was to listen and not question anything during IEP meetings. In most 

cases, parents in the study did not know they have legal options if they didn’t agree to their 

child’s IEP. This dissertation study suggests that a low-intensity and low-cost intervention can 

help parents learn these basic rights in the IEP process.   

Limitations 

The study found that parents in the intervention group showed a higher mastery of special 

education advocacy rights when compared to the control group (60% in PARENT vs. 15% in 

CONTROL). However, their family empowerment, did not differ between the intervention and 

the control group. There are at least two possible explanations for this.  First, the intervention 

was tightly focused on increasing parent’s IEP Advocacy knowledge, but did not extent to 

changing participants self-perceptions of empowerment or attitudes towards exercising advocacy 

rights. It is also possible that the intervention did have an effect on these measures but, because 

the sample was so small it was underpowered to draw any statistical inferences, or the measures 

themselves were not sensitive enough to the specific focus of this study. Nonetheless, the 
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qualitative results of the participants in the intervention group suggest that the intervention was 

helpful and increased their feelings of empowerment. For example, one of the goals of the 

program was to teach parents that they had a voice in the IEP process and that their participation 

was critical and expected. Specifically, participants consistently expressed how they were not 

aware that they were allowed to ask questions and provide input during IEP meetings. These 

findings suggest that this empowering information was lacking with most of the participants 

before the intervention. Finally, attrition of participants proved challenging. In the PARENT 

group 26% or 4 out of 15 parents dropped from the study. Two of these parents reported 

unavailability to meet with PM, but it’s unknown why the other two dropped. In the CONTROL 

group, 13% or 2 out of 15 participants dropped for the study from unknown reasons. In all 

instances, I tried contacting participants via phone calls, texts, and emails on multiple occasions. 

Hence, other methods of engagement need to be considered in future studies trying to reach this 

specific population.  
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Appendix F 

PARENT/PARENT MENTOR 
Interview Protocol 

 
 
Thank you for taking the time to meet with me today. My name is [_____] and I’m a [_______] at 
UCLA. Today we want to ask you to discuss your views about your participation IEP parent 
mentorship program.   
 
When we talk today, I want you to think about the parent-to-parent sessions you participated 
The goal of this study was to help parents increase their advocacy and engagement in the 
special education process.  
 
Your answers will not be linked to your name. This questionnaire will be identified by a number 
not by your name and your identifying information will be destroyed. Your participation is 
completely voluntary and you are under no obligation to discuss anything that you do not feel 
comfortable discussing with me. You can leave at any time. All the information that we discuss 
together will be kept confidential by the research team. 

I will be audio taping our conversation. One of our research team members will be transcribing 
this tape so that we make sure we accurately capture the information you provide. Only a 
member of the study team will listen to the tape and we will destroy the tapes upon completion 
of the study. During our conversation, you can use pseudonyms and you can feel free to change 
the names of anyone you may mention.  
 
Our conversation will last for about 15 minutes, that might be a bit longer or a bit shorter 
depending on how long we talk about each question and how much you would like to share.  
 
Do you have any questions before we start? 
 
 

1. How helpful would you describe the mentorship program you participated in? 
 
  
 

2. What are the main benefits of your participation in this program? 
 
   
 
 

3. What do you think the challenges or barriers are to participating in this 
mentorship program? 

 
 

4. Did you find the mentor/parent relationship trustworthy? Why? Why not? 
 
 
 

5. How would you change this program to benefit families of children with ASD in 
future studies? 
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Appendix G: 

IEP Advocacy Mentorship 
Intervention 

 
Intervention Fidelity Checklist 

 
 
Participant ID______________________ Date_____________ 
 
 

1. Parent	mentor	usually	arrived	on	time	 Yes No 
2. Parent	mentor	had	all	the	materials	needed	for	the	session	(tablet,	

binder,	IEP	checklist)		
  

3. Parent	mentor	reviewed	the	IEP	advocacy	modules	and	videos	with	
me		

  

4. Parent	mentor	reviewed	the	concepts	from	the	modules	using	the	
IEP	checklist		

  

5. Parent	mentor	responded	to	parent’s	questions	and	concerns		   
6. Parent	mentor	assessed	parent’s	learning	(checks	for	

understanding)		
  

7. Parent	mentor	used	the	IEP	checklist	to	locate	specific	parts	in	the	
IEP.		

  

8. Parent	mentor	provided	additional	resources	for	me	   
9. Parent	mentor	used	supportive	language			   
10. Parent	mentor	was	respectful		   

 
 
 
Fidelity score: _________/ 10= ____________ 
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Appendix H
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Appendix I
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Appendix J 

DEMOGRAPHICS 
Codebook 

 
 

Column  Value(s) Descriptor 
Participant ID (P001) P001-P030 Researcher assigned 

participant ID 
Age 18-100 Parent’s age 

Gender  1=Female 
0= Male 

Parent’s gender 

Race/Ethnicity  1= Latino 
2=Asian 

3= African American 
4= Native American  

5=White  

Race/Ethnicity of parent 

Language  0= English 
1= Spanish  
2= Other 

Parent’s language (What 
language do you speak most 

at home?) 
Edu 0=Elementary/Middle School 

1=Some High School 
2= High School/GED 

3= Some College 
4=2-year college degree 
5= 4-year college degree 

6=Master’s 
7= Doctorate 

8= Professional training  
9=Vocational training 

10= Other 
 

Parent’s highest level of 
education  

Parent Occupation 0=Homemaker/caregiver 
1= Full time 
2= Part time 

Parent’s employment  

Child Age 0-15 Child with IEP age  
Child Gender 1=Female 

0=Male 
Child’s gender 

Child’s grade 1= Pre-k 
2=Kinder 

3=Elementary  
4= Other 

Child’s school grade 

Child’s Ethnicity  1= Latino 
2=Asian 

3= African American 
4= Native American  

Child’s ethnicity  
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5=White 
Child’s caregivers 1= Both biological parents 

2= Biological mother only 
3= Biological father only 

4= Grandparents 
 
 

(Who does your child live 
with most of the time?)  

Child’s IEP Age Numerical age 0-15 (How old was your child 
when he of she was given an 

IEP?) 
Parent’s marriage  1= Married 

2=Separated  
3= Divorced 
4= Widowed  

5=Living with partner  
6=Single 
7=Other  

Parent’s marriage status 

Household  1-10 How many people live in the 
house 

Household Adults  1-10 Number of adults living in the 
household over 21 

Other Disability  0=No 
1= Yes 

Do you have other children 
with disabilities? 

Family Income  1= 9,999 or less  
2= 10k-19,999 
3= 20K- 29,9999 
4= 30K- 39,999 
5= 40K- 49,999 
6= 50K- 59,999 
7= 60K- 69,999 
8= 70K- 79,999 
9=80K- 89,999 
10= 90K- 99,999 
11= 100K or more 

Income brackets 

Intervention  0= No 
1=Yes 
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Appendix K 

Total IEP Advocacy Mentorship Costs 

1. Parent	mentors	training	time	(12	hours	x	5	parent	mentors)	=	$780	

2. Parent	mentors	sessions	time	($12	dollars	per	hour)	total	hours	for	11	participants	

33	hours	x	12	=	$396	

3. Amazon	Fire	Tablets	($40each	x	4)=	$120	

4. Gift	cards	for	participants:	$10	per	participant,	total	of	$300	

5. Other	materials	and	website:	$400	

 

Grand Total: $1996 

 

Funders: Dissertation Year Fellowship (UCLA), Project LEAD (CSULA) and the Goldman 

Foundation. 
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