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        Abstract 

 

Numerous barriers to diagnostic and treatment access are present for families concerned their 

child might have autism spectrum disorder (ASD; e.g., long waitlists, limited specialized 

providers). However, Black families of autistic youth may experience additional racial barriers 

(e.g.., racial microaggressions, perceived stigma) due to the intersectionality of their child's 

disorder and their identity as Black Americans, a group that is systematically minoritized in the 

United States. Despite the importance of early identification and intervention, little research has 

documented how these barriers to treatment participation may impact perceived treatment 

effectiveness, treatment satisfaction, and stress among Black families of autistic youth. This 

proposed study explored the role race-related, structural, and practical barriers to treatment 

participation play in treatment effectiveness and satisfaction among Black families with autistic 

youth. Findings from this project will help contribute knowledge essential to creating a 

healthcare system that is responsive to minority groups and addresses the needs of the Black 

community. 

 Keywords: autism spectrum disorder, culture, barriers, treatment, Black families 
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Barriers to Diagnostic and Treatment Services for Black Families of Children with Autism 

Spectrum Disorder 

There are a number of barriers that are present for families concerned their child might 

have autism spectrum disorder (ASD), a neurodevelopmental disorder characterized by restricted 

interests, repetitive behaviors, and social communication deficits (APA, 2013). These barriers 

include limited providers trained in ASD diagnostics and treatment, long waitlists, and 

navigating the extensive list of recommended treatments often prescribed for autistic youth (e.g., 

social skills groups, physical therapy, speech and language therapy). However, 1Black families of 

autistic youth may experience additional barriers (e.g.., racial microaggressions, perceived 

stigma) due to the intersectionality of their child's disorder and their identity as Black Americans, 

a group that is systematically minoritized in the United States (Lovelace et al., 2018; Stahmer et 

al., 2019). These barriers can cause delays in seeking an assessment, receiving an ASD diagnosis, 

and obtaining treatment. This lag is an urgent health crisis, as research reveals utilizing early 

intervention services is critical for optimal outcomes in autistic youth (Bruder, 2010; Irvin et al., 

2012). At present, little research has documented how these barriers to treatment participation 

may impact Black families of autistic youth, thus preventing present barriers from being 

addressed and inadvertently perpetuating racial inequalities. 

Once diagnosed, data has demonstrated equivalent prevalence rates of autism spectrum 

disorder (ASD) across various races and ethnicities (i.e., 1 in 36 children; Maenner et al., 2023); 

however, clear health care disparities arise for Black families when examining a) the age at 

which autistic youth receive a diagnosis, b) the length of time between symptom onset and when 

 
1 Note. The term Black is used to represent participants in the study who self-identified as Black or originating from 

African descent. The terms Black, people of color, and marginalized groups are used interchangeably.  
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families receive services, and c) the quality of care received (Lovelace et al., 2018; Mandell et 

al., 2002). Indeed, Black autistic youth are diagnosed approximately two years later than the 

national average (i.e., 6 vs. 4 years of age), are often misdiagnosed before receiving an ASD 

diagnosis, and require more provider visits before receiving a diagnosis (Bruder, 2010; 

Constantino et al., 2020; Mandell et al., 2007; Sell et al., 2012; Yeargin-Allsopp et al., 2003).  

Previous literature has attributed the disparities in diagnostic timing for Black families to 

differential diagnoses (Pearson, 2015). For example, Black autistic youth are often misdiagnosed 

with conduct disorder (a disruptive behavior disorder) or adjustment disorder (a traumatic stress 

disorder; Mandell et al., 2008) and are more likely to be labeled as having disruptive behaviors 

after receiving an ASD diagnosis (Gourdine & Algood, 2014). The latter suggests that clinicians 

may be more likely to overlook ASD in Black children, and less likely to recommend further 

evaluation for autism (Mandell et al., 2009). This delayed access to care for Black families is a 

major public health concern as early intervention is critical for obtaining optimal treatment 

outcomes in autistic youth (Bruder, 2010; Irvin et al., 2012), including improvements in 

disruptive behaviors, verbal communication skills, language development, IQ scores, peer 

interactions, and parental stress (Bondy & Frost, 1995; Horner et al., 2002; Koegel, 2000; 

Koegel et al., 2014; Lovaas, 1987; McEachin, 1993).  

 Once diagnosed, Black families are also at risk for receiving delayed access to treatment 

services (Burkett et al., 2015; Fisher et al., 2022; Mandell et al., 2007). One major explanation 

for the delay in accessing diagnostic and treatment services is that Black families of autistic 

youth report several barriers; these barriers include both practical barriers (e.g. treatment costs, 

geographical limitations) that can affect treatment participation among all ethnic groups and 

delay access to early intervention services (Fisher et al., 2022; Smith-Young et al., 2020; 
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Stahmer et al., 2019) as well as racial hindrances that are specific to groups often marginalized 

within society (e.g. racial microaggressions, stigma; Blanchett et al., 2009; Broder-Fingert et al., 

2020; Gourdine et al., 2011; Khan & Mian, 2020; Lovelace et al., 2018; Pearson & Meadan, 

2018; Pearson et al., 2019). 

 Practical barriers may include stressors and obstacles that compete with access to 

diagnostic and treatment services such as accessibility, family stress, time limitations, and financial 

constraints (Smith-Young et al., 2020; Stahmer et al., 2019). For instance, a qualitative study by 

Lovelace et al. (2018) focused on the experiences of Black mothers with autistic sons; one mother 

living in an urban area reported that “…They have nice programs but they’re always in the suburbs, 

they’re always far out. If you don’t have a vehicle, you can’t get to them.” Likewise, in another 

study assessing perceptions of access to services among Black caregivers, participants who lived 

in southern rural areas endorsed challenges accessing services due to limited resources (Pearson 

& Meadan, 2018). Another key barrier in accessing diagnostic and treatment services is financial 

and time constraints. Working caregivers with less job flexibility may endorse increased challenges 

with bringing their child to autism-related services (Stahmer et al., 2019). In addition, families 

with lower incomes may have less insurance coverage, flexibility to take their child to and from 

appointments, psychoeducational resources, and financial means to pay for quality specialized care 

(Mackintosh et al., 2005; Pearson et al., 2020a; Zuckerman et al., 2013). Families also described 

facing service barriers such as long waitlists that may exacerbate delays in accessing diagnostic 

and treatment services (Smith-Young et al., 2020; Stahmer et al., 2019). Furthermore, families may 

face barriers as they navigate the fragmented autism treatment services available, again delaying 

service access (Brewer, 2018; Goin-Kochel et al., 2008). 
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  Unfortunately, barriers are not limited to practical factors for Black families. Black 

families of autistic youth report experiencing unique racial barriers such as providers’ lack of 

cultural humility, perceived stigma, and racial bias and discrimination (Blanchett et al., 2009; 

Broder-Fingert et al., 2020; Gourdine et al., 2011; Fisher et al., 2022; Lovelace et al., 2018; Pearson 

& Meadan, 2018). The pronounced disparities experienced by Black families of autistic youth may 

be further exacerbated by structural barriers in place that disproportionately impact people of color 

in America. Racial barriers often intersect with issues of poverty and equity and may be rooted in 

systemic racism – “systems that were created to support White families accessing care over people 

of color” (Broder-Fingert et al., 2020, p.1). Additionally, communities of color also display a long-

standing mistrust of research, treatments, and providers due to the historical occurrences of 

manipulation, stereotyping, and racism encountered in the past (Gourdine et al., 2011).  

To better understand the complex nature of cultural barriers faced by Black caregivers of 

autistic youth, qualitative studies have been used to assess the experiences of Black families 

seeking treatment services for their autistic child. Across a few qualitative studies, several key 

racial barriers have been implicated. For instance, Pearson and colleagues (2020a) found that 

parent denial and limited knowledge of ASD among caregivers and health care providers were 

common racial barriers that arose among their Black participants. Parental denial may be 

heightened by perceived stigma, including blame and perceptions from family members and other 

Black community members (Lovelace & Robertson, 2018; Pearson et al., 2020a; Stahmer et al., 

2019). Further, another study indicated that the Black families they surveyed were more likely to 

believe that they did not need treatment services or professional help to improve mental health 

problems (Anglin et al., 2008). Black families of autistic youth were also more likely to report that 

they lacked the adequate knowledge and resources to advocate for their child (Fisher et al., 2022; 



5 

 

Lovelace et al., 2018; Pearson et al., 2020a; Stahmer et al., 2019). Nevertheless, some Black 

caregivers educated themselves independently about ASD and ASD treatment services so that they 

could better advocate for their child (Fisher et al., 2020; Pearson & Meadan, 2018).  

Racial barriers have also arisen from racial divergence between providers and caregivers 

(Fisher et al., 2020; Liptak et al., 2008). In some instances, providers may display covert acts of 

racial discrimination that cause discomfort and hinder Black families from accessing timely 

diagnostic and treatment services. For example, providers may carry biases such as assuming 

caregivers are uneducated; consequently, providers then fail to adequately listen when parents state 

their concerns (Dababnah et al., 2018; Gourdine et al., 2011; Lovelace et al., 2018). In addition, 

Black families of autistic youth have reported feeling excluded from ASD treatment services and 

have described a sense of tokenism as they sought services and support (Lovelace et al., 2018). 

Due to disparities in representation of Black individuals in health care and psychology, culturally 

matching is not a common opportunity for Black families, even though it may increase healthcare 

utilization and quality of care for Black individuals (Cabral & Smith, 2011; Fisher et al., 2022; 

Khan & Mian, 2020; Salsberg et al., 2021; United States Census Bureau, 2015).  

Understanding the role of racial and practical barriers to treatment participation is essential 

to better understand how culture uniquely impacts treatment quality, parental stress, and child 

outcomes among this group that is systemically marginalized by American society. Given that this 

study reported on Black families and ASD within this population, it must be noted that the Black 

community has endured a long history of prior misapplication and misuse of research to reinforce 

both negative stereotypes about their ethnic group and inequitable care (Kemet, 2019; Thompson 

et al., 2003). As Black families bear the challenges associated with navigating the health care 

system to seek services for their autistic child, they may be exposed to additional harms that 
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increase risk for poor mental health outcomes (Murry et al., 2018; U.S. Department of Health and 

Human Services, 2001). While this is evident, it is important to acknowledge that there are many 

who are able to exhibit resiliency and maintain a healthy quality of life regardless of the continued 

barriers they face from a system that was not designed to address their needs (Brown, 2008).  

Parents' roles include addressing a child's needs, nurturing their child to grow into the 

best versions of themselves, and instilling values in their child. While these tasks are already 

hard and often stressful for caregivers, many parents of autistic youth experience additional 

stress due to their child's issues with communication, adaptive functioning, disruptive behaviors, 

emotional reciprocity, need for sameness, and intellectual functioning (Baker-Ericzen et al., 

2005; Hastings, 2003; Nik Adib et al., 2019). These additional concerns can interfere with family 

relationships and detract attention from other priorities; namely, this can precipitate stress 

proliferation, which can cause additional challenges in other areas of the family’s life including 

marital tensions and work difficulties (Benson, 2006; Gray, 1998; Iadarola et al., 2019).  

Several research studies have demonstrated the pronounced psychological, physical, 

social, and financial stress caregivers of autistic youth face relative to caregivers of typically 

developing children, children with other developmental disabilities, and children with chronic 

conditions (Baker-Ericzen et al., 2005; Blacher & McIntyre, 2006; Hayes & Watson, 2013; 

Higgins et al., 2005; Nik Adib et al., 2019; Schieve et al., 2007; Sivberg et al., 2002; Weiss, 

2002). Caregivers of autistic youth take on a crucial role in navigating the service delivery 

system to gain quality ASD services. For many caregivers, this is the first time they have had to 

take on such a huge role advocating for their child among different stakeholders and community 

members including school educators, therapy providers (e.g. occupational therapist, speech-

language therapists, behavioral clinicians), and even family members and friends. While seeking 



7 

 

treatment and diagnostic services can exert increasing demands on parents of autistic youth, 

these difficulties can be exacerbated when structural barriers are present. Moreover, cultural 

barriers (e.g., racial microaggressions, perceived stigma) can lead to lower treatment-seeking 

behaviors as well as depression symptoms (Bradford et al., 2009; Gourdine et al., 2011; Nadal et 

al., 2004). In fact, parental and community perceived stigma can negatively impact caregiver 

well-being and contribute toward additional parental stress, especially among historically 

marginalized racial groups (Ilias et al., 2016). Further, Black families may also face additional 

stressors, including fewer availability of resources, lower support, inequities rooted in structural 

racism, and racial microaggressions (Fisher et al., 2022; Fu et al. 2014; Kelly et al. 2013; Sue 

et al. 2008; Sue & Sue, 2013).  

Unfortunately, there is limited research on Black families of autistic youth; this disparity 

in research is especially pronounced as it relates to perceived parental stress and well-being. One 

study conducted by Williams and colleagues (2018) found that Black families of autistic children 

in their sample endorsed greater amounts of stress when compared to Euro American families. 

Additional factors that contribute to parental stress for underrepresented families of autistic 

children include interference with family relationships and activities, misperceptions and 

community beliefs, racial/ethnic background acceptance, and parental experience navigating the 

healthcare system (Iadarola et al., 2019). The increased levels of stress may also impact Black 

families’ treatment seeking behaviors, service engagement, and treatment quality (Gopalan et al., 

2010). In fact, a previous study investigating the effectiveness of early teaching interventions for 

autistic youth demonstrated that greater parental stress impeded the effectiveness of the 

intervention (Osborne et al., 2008). Investigating parental experiences and barriers as it relates to 

seeking services for their child and engaging in treatment may potentially provide meaningful 
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clinical implications and insight into enhancing parental experiences and child outcomes for 

Black families of autistic youth (Smith & Iadarola, 2015). 

 While preliminary research has identified a range of racial and practical barriers Black 

families of autistic youth encounter, few studies have prioritized investigating the ramifications 

of these barriers (e.g., parental stress, treatment effectiveness, treatment satisfaction) on families. 

Understanding the relation between barriers, parental stress, treatment effectiveness, and 

treatment satisfaction is obligatory to determine whether our current health care system is 

providing quality care to Black families of autistic youth. Beyond that, evaluating these factors 

will demonstrate how these variables may be interrelated and the possible mechanisms 

contributing to poorer quality care for Black families of autistic youth. Moreover, the findings 

from this study will educate providers and professionals on the experiences of Black families 

who utilize their services and highlight ways to meaningfully change our health care system to 

support Black families of autistic youth.  

 An emerging body of literature has begun to assess the treatment experience of Black 

families of autistic youth (Collins et al., 2006’ Pearson et al.,2020b), most of which have utilized 

qualitative study designs. In a small qualitative study investigating parent and professional 

experiences supporting Black autistic youth, more than half of the parent participants expressed 

dissatisfaction with the treatment services they received (Pearson et al., 2020a). Pearson and 

colleagues (2020a) postulated that these feelings may be best explained by cultural discordance 

between families and the therapists providing the treatment services. Replicated evidence of 

dissatisfaction of treatment services among minority groups with and without children with 

special needs suggest minoritized families are more likely to express dissatisfaction with the care 

they received when family-centered care factors (e.g. trust, respect, listening, collaboration) were 
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not taken into account (Ngui & Flores, 2006). In fact, prior research has indicated that Black 

families are less likely to receive family-centered care, which is delivered in a manner that 

establishes a collaborative effort between families and providers while considering the needs and 

values of the family (Hodgetts et al., 2013; Magana et al.,2015; Montes & Halterman, 2011).  

Family-centered care has been associated with greater caregiver satisfaction and decreased 

parental stress among families rather than using patient-centered care alone (Woodside et al., 

2001). Collectively these prior findings suggest that promoting the use of family-centered 

treatments may contribute to bridging the health disparities gap for Black families (Magnusson 

& Mistry, 2017; Wagner et al.,2022).  

In addition to lower utilization of family-centered care for Black families, the 

generalizability of treatments, assessments, and research remains a problem for groups that are 

systemically marginalized (Konkel, 2015; Reynolds & Suziki, 2012; Steinbrenner et al., 2022). 

Child psychological assessments and evidenced-based treatments are normed from 

predominantly White, non-Latinx families with high-incomes (Reynolds & Suziki, 2012). 

Homogenous samples are problematic as it adds to the worsening of health disparities between 

White families and non-White families (Konkel, 2015; Steinbrenner et al., 2022). Certainly, 

limiting samples to White participants can introduce biases and may contribute to the rise in 

misdiagnoses, lag in diagnostic times, and delay in access to timely appropriate treatment 

services for Black families of autistic youth (Reynolds & Suziki, 2012). Of note, treatment 

efficacy for one subculture does not equate to treatment efficacy among a separate subculture 

(Bernal & Scharrón-del-Río, 2001; Steinbrenner et al., 2022). Unfortunately, even with the vast 

literature on the effectiveness of treatments for ASD (e.g. Applied Behavioral Analysis, Early 

Start Denver Model), there is negligible evidence available on the effectiveness of interventions 
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for Black families of autistic youth which perpetuates lack of treatment access (Smith et al., 

2020; West et al., 2016).  

In addition to concerns about treatment effectiveness for this population, research has 

also found that a larger proportion of Black families prematurely drop out of treatment (de Haan 

et al., 2018). Current ASD research that has successfully represented Black families has failed to 

examine potential factors that lead to lower retention and engagement for utilizing ASD 

treatment services. While some models have been created for Black families in mind to increase 

knowledge of ASD and greater levels of support with success (e.g., the Family Peer Advocate 

Model; Jamison et al., 2017), the vast majority of studies on treatments for autistic youth fail to 

even mention racial/ethnic demographic information making outcomes less meaningful and 

ignoring the unique needs and challenges often faced by families of color (Steinbrenner et al., 

2022; Smith et al.,2020; Wong et al., 2014). Neglecting the cultural concerns of Black families of 

autistic youth and continuing to promote a Eurocentric mentality when treating Black families 

may lead to low treatment engagement, client discomfort and stress, and less favorable outcomes 

in mental or behavioral treatment services (Fisher et al., 2022; Huey & Polo 2008; McNeil et al., 

2002).  

Current Study 

The current study will advance the state of science by providing Black parent 

perspectives of treatment effectiveness and satisfaction for the various treatment models utilized 

while trying to get services for their autistic child. Moreover, the results from this study 

contribute toward bridging the research-to-practice-gap for Black families whose voices are 

vastly underrepresented in autism research; this was done by highlighting the specific barriers 

and experiences of these families (both racial and practical). Moreover, findings from this study 
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recognize the possible necessity of developing, implementing, and disseminating culturally-

sensitive evidence-based interventions to increase engagement, satisfaction, and effectiveness for 

this population. 

Despite important research initiatives that have attempted to identify barriers contributing 

to the disparities in diagnosis time and treatment access for families of autistic youth (Smith-

Young et al., 2020; Stahmer et al., 2019), even fewer studies have assessed the impact of racial 

and practical barriers to treatment participation experienced by Black families. The current study 

aims to fill the knowledge gap by assessing both barrier types experienced by Black families 

during the diagnostic and treatment process, and will evaluate caregiver stress, caregiver-

perceived treatment effectiveness, and caregiver satisfaction with the treatment services utilized.  

The specific aims of the study are as follows: 

1. To determine if practical and racial barriers to treatment participation experienced by 

Black families of autistic youth correlate with parental stress, treatment effectiveness, 

and treatment satisfaction. 

a. Hypothesis 1: Families who report greater barriers to treatment on racial and 

practical barriers will indicate greater parental stress, poorer treatment 

effectiveness ratings, and poorer satisfaction ratings (Pearson et al., 2020a; 

Smith-Young et al., 2020).  

2. To determine if parental stress mediates the relation between barriers to treatment 

participation experienced by Black families of autistic youth and parental perceived 

treatment effectiveness and satisfaction.  

a. Hypothesis 2: Families’ stress levels will mediate the relation between their 

reported barriers to treatment participation and both parental perceptions of 
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treatment effectiveness and satisfaction (Iadarola et al., 2019; Osborne et al., 

2008). 

3. To gain additional insight and recommendations for improving service delivery into 

the experiences of Black families of autistic youth while obtaining a diagnosis, 

accessing services, and engaging in treatment.  

a. Hypothesis 3: Families will report both structural and racial barriers, how 

barriers impacted their stress, their perceptions of treatment effectiveness, and 

their level of satisfaction with services during qualitative interviews (Pearson 

& Meadan, 2018; Stahmer et al., 2019).  

4. Exploratory aim: To evaluate if treatment effectiveness ratings and treatment 

satisfaction ratings differ significantly across multiple evidence-based treatment 

services for ASD. 

Method 

Participants  

The study recruited Black caregivers of autistic youth (N = 101; determined by an a priori 

analysis, correlational analysis, using G* Power: alpha p < .05, power β = 0.8, and effect size 

Cohen’s d = 0.3). For the qualitative portion of the study, semi-structured interviews were 

conducted during a follow-up with a portion of the sample (n = 20). After receiving Institutional 

Review Board approval, families were recruited through the Simon Foundation’s Powering 

Autism Research (SPARK) database (SPARK Consortium, 2018). SPARK partners with over 30 

academic medicine and autism research centers across the United States to identify families of 

autistic youth and advance foundational research on ASD. The SPARK team invited 

parents/caregivers of autistic children/dependents who met the following inclusionary criteria: a) 
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a parent or guardian of a child between 10 months old to 20 years, b) The caregiver or 

child/dependent must have identified as Black or African American, and c) the child must have a 

diagnosis of ASD and be previously registered through SPARK. For cases of multiplex families, 

one child/dependent was randomly selected. SPARK sent an invitation email to 562 eligible 

families that fit the inclusion criteria. Out of those invited, 111 consented to participate in the 

survey, and 78 consented to participate in the interview. When SPARK reached 101 completed 

surveys, they deactivated the surveys and turned off reminder emails so no one new would be 

able to complete the surveys. Parents/caregivers who completed the study surveys were given the 

option to participate in a follow-up online/phone interview. Once families consented to 

participate in the interviews, their contact information was shared with the study team via the 

secure Research Match/Tempus portal. Once 20 interviews were completed, interviews 

concluded. Families were recruited across the Midwest, Southern, Western, and Northeastern 

United States. Caregivers who did not speak, write, or comprehend English were excluded from 

this study. Caregivers completed the consent process prior to being enrolled in and participating 

in the study. 

Procedures 

Caregivers completed a battery of questions to assess demographic information, parental 

stress, racial and practical barriers to treatment participation, treatment utilization history, 

treatment effectiveness, and treatment satisfaction. Families were recruited by SPARK through 

email. Interested participants clicked a link which directed them to the study consent and survey 

via an internal, secure SPARK website. Average survey duration was 30 minutes. All participants 

were confirmed for meeting the inclusionary criteria. Once all survey respondents were 

collected, researchers in the present study then received the deidentified data from the SPARK 
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research team. All families who completed the questionnaire were emailed a $75 Amazon gift 

card from SPARK. 

At the end of the survey, participants were asked if they were interested in being 

contacted for a follow-up, semi-structured interview over the phone or online. Interested families 

completed an online authorization form and their contact information was shared with the study 

team via a secure portal. Twenty caregivers were randomly selected to participate in the 

interview. Interviews were conducted using Cisco Webex software and recorded and transcribed 

verbatim for data analysis procedures. Verbal informed consent was obtained from each 

participant and each confirmed that they were in a safe, secure location before beginning their 

interview. Average interview duration was 40 minutes. All families who participated in the 

interview were given a $50 electronic Amazon gift card from SPARK.  

Measures 

Copies of measures and the qualitative interview guide are available for review (see 

Appendix A-G).  

The Family Background Questionnaire was derived from a similar study assessing 

barriers among African American families of autistic youth (Pearson & Meadan, 2018). The 

questionnaire was slightly adapted for the present study to include additional questions 

pertaining to the child (see Appendix A). The questionnaire includes items such as parent’s age, 

gender, marital status, level of education, and family income. The questionnaire also includes 

items regarding the child, such as child age, age of diagnosis, who diagnosed the child with 

autism, child gender, and the total number of children in the household. 

The Barriers to Treatment Participation Scale-Expectancies (BTPS) is a measure used to 

assess individuals’ or caregivers’ barriers when seeking and accessing mental health services 
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(Kazdin et al., 1997). This 44-item measure uses a 5-point Likert scale ranging from Never a 

problem (0) to Very often a problem (5). The BTPS has adequate psychometric properties with an 

internal consistency reliability score of 0.86 (Kazdin et al., 1997). The scale’s items and 

instructions were slightly modified to evaluate for current rather than expected experiences (see 

Appendix B). The BTPS includes four subscales: Stressors and Obstacles that Compete with 

Treatment (20 items), Treatment Demands and Issues (10 items), Perceived Irrelevance of 

Treatment (8 items), and Problematic Relationship with the Therapist (6 items). The summation 

of scores represents the total set of practical barriers to treatment participation. The second 

section of the measure (i.e., the Critical Events Scale) was omitted for this study as it has not 

been normed. 

The Racial Barriers to Treatment Participation Scale (RBTPS) was developed to assess 

racial barriers to treatment participation and to better serve the study population (see Appendix 

C). The racial barriers used in this scale were gathered from an in-depth literature review specific 

to barriers to treatment experienced by Black families and Black families of autistic youth 

(Blanchett et al., 2009; Broder-Fingert et al., 2020; Burkett et al., 2015; Cuccaro et al., 2007; 

Cuevas, 2013; Gourdine et al., 2011; Leong & Kalibatseva, 2011; Lovelace et al.,2018; Mandell 

et al., 2002, 2007, 2009; Pearson & Meadan, 2018; Pearson et al., 2019; Stahmer et al., 2019). 

These barriers were then translated into items for this scale (e.g., stigma, perceived 

microaggressions, denial, and culturally unresponsive treatment).  

The items in the Racial Microaggression subscale in the CBTPS were derived from the 

Racial Microagressions in Counseling Scale. The measure has shown psychometric support with 

a reliability coefficient of 0.85 and was predictive of lower satisfaction ratings and health 

outcomes (Constantine, 2007). The second section of the measure (the Critical Events Scale) was 
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omitted for this study. The Racial Barriers to Treatment Participation Scale consists of 29 items 

scored on a 5-point Likert scale (0 = Totally Disagree, to 5 = Totally Agree). The scale includes 

three subscales: Racial Microaggressions (10 items), Family and Community Beliefs (10 items), 

and Treatment (9 items). The following items were reverse coded (e.g. 11-12, 14-16, 21, 23-24, 

26). The summation of scores represented the total set of racial barriers to treatment 

participation.  

Parental stress was measured using the Parental Stress Scale (Berry & Jones, 1985). 

Previous studies have used this measure to assess parental stress for parents of children with and 

without clinical difficulties (see Appendix D). The Parental Stress Scale has shown adequate 

psychometric support with a reliability coefficient of .83. The 18-item scale assesses positive 

(e.g. personal growth, emotional benefits) and negative (e.g. demands, restrictions) components 

of parenthood. The scale was administered on a 5-point Likert scale (1 = Strongly Disagree to 5 

= Strongly Agree). The following items were reverse coded (e.g. 1-2, 5-8, 17-18). 

Parents reported on their overall perceptions of treatment efficacy for their autistic child 

using a 4-point Likert scale (1 = Child improved dramatically to 4 = Child became worse) in the 

Parent-Reported Treatment Efficacy Ratings Scale. This instrument development was based on a 

prior study investigating the effectiveness of treatments and therapies for autistic youth (Goin-

Kochel et al., 2008). The questionnaire in the present study was modified to assess overall 

treatment efficacy among participants (see Appendix E). Due to the preliminary nature of this 

proposed project, additional components of the measure were used for exploratory analyses.  

The questionnaire also included efficacy ratings for endorsed treatment services. The 

treatment services were listed in a close-ended format. They consisted of Applied Behavioral 

Analysis (ABA), Occupational Therapy, Physical Therapy, Behavioral Parent Training , Speech 
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and Language Therapy, and an open-ended response option for families to indicate any other 

service not specified that they have received. The following services were used because they 

were the most commonly used treatment services for autistic youth indicated by prior literature 

(Goin-Kochel et al., 2008). Parent efficacy ratings for specific treatment services were scored on 

a 4-point Likert scale (1 = Child improved dramatically to 4 = Child became worse). The items 

were reverse coded so that greater treatment effectiveness scores were represented by higher 

numbers. 

Parental perceived treatment satisfaction was measured on a 5-point Likert scale (1 = 

Very Satisfied, to 5 = Very Dissatisfied) in response to the question stem, ‘Are you happy with 

the overall treatment services received by your child?’ Due to the preliminary nature of this 

proposed project, additional components of the measure were used for exploratory analyses (see 

Appendix F).  

The questionnaire also included treatment satisfaction ratings for endorsed treatment 

services. Treatment satisfaction ratings for specific treatment services were on a 5-point Likert 

scale (1 = Very Dissatisfied, to 5 = Very Satisfied) in response to the question stem, ‘Are you 

happy with the treatment received by your child at…’ followed by the specific services 

mentioned earlier (e.g., ABA, Speech and Language Therapy). The items were reverse coded so 

that greater treatment satisfaction scores were represented by higher numbers. 

Following the initial assessment battery, families indicated their interest in being 

contacted for a qualitative interview. Semi-structured interviews were conducted during a follow-

up with a portion of the sample (n = 20). The participants for this portion of the study were 

invited at random out of those who consented to be contacted. The interview questions asked 

about family experiences obtaining an initial ASD diagnosis, accessing treatment services, and 
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families’ recommendations to professionals to better serve Black children of autistic youth (e.g. 

‘What obstacles have you encountered while trying to get services?’ ‘Do you believe being Black 

has had an effect on your experience, and if so how?’). The interview included additional probes 

to be used by the interviewer based on the information the caregiver disclosed. The questions 

were based off of prior qualitative research assessing barriers experienced by Black families of 

autistic youth (Lovelace et al., 2018; Pearson & Meadan, 2018; Pearson et al., 2019; see 

Appendix G). Interviews were conducted using Cisco Webex software, recorded, and transcribed 

verbatim. 

Analytic Strategy 

The goals of Aim 1 were to determine if practical and racial barriers to treatment 

participation experienced by Black families of autistic youth correlated with parental stress, 

treatment effectiveness, and treatment satisfaction. Pearson correlations were calculated to 

examine the relations among practical barriers to treatment participation, racial barriers to 

treatment participation, parental stress, treatment effectiveness, and treatment satisfaction. 

Overall barriers to treatment participation were represented by the summation of the RBTPS and 

the BTPS scores. To interpret the correlations, the classification of the correlation coefficient r, 

according to Hinkle and colleagues (2003) was adopted. Further, multiple linear regression 

analyses were conducted to determine if practical and racial barriers to treatment participation 

predicted parental stress, treatment effectiveness, and treatment satisfaction. Family demographic 

variables were included (annual household income, caregiver highest level of education) as 

covariates.  

The goal of Aim 2 was to determine if parental stress mediated the relation between 

barriers to treatment participation experienced by Black families of autistic youth and parental 
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perceived treatment effectiveness and satisfaction. Mediation analyses were going to be 

conducted using the PROCESS function via SPSS statistical software, Version 24.0 (IBM Corp., 

Armonk, NY). The mediating role of parental stress was going to be tested in the following 

variable associations: 

a. Practical barriers to treatment participation X treatment satisfaction 

b. Practical barriers to treatment participation X treatment effectiveness 

c. Racial barriers to treatment participation X treatment satisfaction 

d. Racial barriers to treatment participation X treatment effectiveness 

An error probability of p < .05 was planned to be used as the statistically significant level.  

The goal of Aim 3 was to gain additional insight and recommendations for improving 

service delivery into the experiences of Black families of autistic youth while obtaining a 

diagnosis, accessing services, and engaging in treatment. An iterative approach was used to 

generate themes among the interview data. The coding system was developed by researchers 

using conventional content analysis to identify emergent themes throughout the interviews 

(Hsieh & Shannon, 2005). After multiple coordinated meetings to collaborate on the themes that 

emerged and eliminate redundant themes, a consensus was reached on the final coding scheme. 

The interviews were coded by two researchers using the final code scheme as a codebook, and 

reliability was assessed for at least 80% inter-coder percent agreement for 25% of the data. 

Intercoder agreement between two graduate researchers was 96.65%.  The QSR N*Vivo 11 

coding software was used to analyze the data throughout the coding process. 

The goals of Aim 4 were to evaluate if treatment effectiveness ratings and treatment 

satisfaction ratings differ significantly across multiple evidence-based treatment services for 

autistic youth. Analyses conducted in Aim 4 were exploratory in nature. Frequency of treatment 
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service use was reported. Due to the ordinal responses of the treatment effectiveness and 

satisfaction scales, and failing to meet assumptions for normal distribution, nonparametric tests 

(Wilcoxon Signed Rank Test) were conducted to compare reported treatment effectiveness and 

reported treatment satisfaction across endorsed treatment services.  

Results 

Data was analyzed using IBM SPSS Statistics. Demographics for caregivers and their 

children are presented in Table 1. Caregivers were largely mothers (91.1 %), of African-

American origin. Income and educational level were fairly equally distributed.  The mean age of 

the children was 9 years, and most were male (76.2%). The mean age of the caregivers was 39.5 

with the youngest caregiver 22 years of age, and the oldest caregiver 64 years of age. Caregivers 

were married (55.4%), in a relationship with a partner (11.9%), divorced (10.9%), or single 

(19.8%). The families resided in urban (38.6%), rural (18.8%), and suburban (42.6%) areas with 

an average of 2 other kids living in the household.   

Aim 1 

The first aim of this study was to investigate the relationship between practical and racial 

barriers to treatment participation, parental stress, treatment effectiveness, and treatment 

satisfaction experienced by Black families of autistic children. Pearson correlations were 

calculated (Table 2). Means and standard deviations are presented in Table 3. The results of the 

Pearson correlation test showed that racial barriers to treatment was positively correlated with 

parental stress (r = 0.388, p < .001) and practical barriers to treatment (r = 0.605, p < .001), and 

negatively correlated with perceived treatment effectiveness (r = -.217, p = .029) and perceived 

treatment satisfaction (r = -0.358, p < .001). Results revealed that practical barriers to treatment 

was positively correlated with parental stress (r = 0.560, p < .001) and negatively correlated with 
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perceived treatment effectiveness (r = -.378, p < .001) and perceived treatment satisfaction (r = -

0.418, p < .001). Further, parental stress was negatively correlated with perceived treatment 

effectiveness (r = -.215, p = .031) and perceived treatment satisfaction (r = -.251, p = .012). 

Perceived treatment effectiveness and perceived treatment satisfaction were positively correlated 

(r = 0.624, p <.001).  

All assumptions were met for the multiple regression analyses on parental stress, 

practical barriers to treatment, and racial barriers to treatment. The results of the regressions are 

summarized in Table 4 and Table 5. Findings indicated that the family demographic covariates 

did explain significant variance in parental stress (F (2, 97) = 7.410, p = .001). Controlling for 

caregiver educational level and family annual income, perceived practical barriers to treatment 

was found to be associated with parental stress, significantly accounting for 29% of the variance 

in parental stress, R2Δ = 0.29, FΔ(1, 96) = 48.248, p < .001. The overall model accounted for 

42.3% of the total variance in parental stress F(3, 96) = 23.429, p < .001. Similarly, controlling 

for caregiver educational level and family annual income, perceived racial barriers to treatment 

was found to be associated with parental stress, significantly accounting for 11% of the variance 

in parental stress, R2Δ = 0.11, FΔ(1, 96) = 13.952, p < .001. The overall model accounted for 

24.3% of the total variance in parental stress F(3, 96) = 10.25, p < .001. 

Next, multiple regression analyses were conducted on racial barriers to treatment, 

practical barriers to treatment, treatment effectiveness, and treatment satisfaction. Our data was 

negatively skewed and kurtotic for treatment effectiveness and treatment satisfaction scores, 

indicating more positive reports of treatment effectiveness and satisfaction. The values for 

skewness and kurtosis between -2 and +2 were considered acceptable in order to prove normal 

distribution (George & Mallery, 2010). All of the skewness and kurtosis scores fell in between 
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the accepted values. The Shapiro-Wilk test was significant (p < .05) suggesting that treatment 

effectiveness and satisfaction were not normally distributed. Additional visual inspections of 

histograms and normality plots further suggested nonnormality. Taken together, it was 

determined that the treatment effectiveness and satisfaction scores were not normally distributed. 

Therefore, transformation procedures were conducted. Overall treatment effectiveness and 

satisfaction scores were log transformed. The Shapiro-Wilk test was significant (p < .05), 

indicating no change in normality after long transformation. Due to the asymmetric spread of 

treatment effectiveness and treatment satisfaction scores, an ordinal regression analysis was 

conducted to investigate whether family factors (e.g. caregiver education level, family income), 

racial barriers, and practical barriers to treatment predicted treatment effectiveness and 

satisfaction. In the analyses, both the Pearson chi-square test, test of parallel lines, and the 

deviance test were non-significant, suggesting good model fit. Together, the predictors accounted 

for a significant amount of variance in perceived treatment effectiveness, likelihood ratio χ2(4) = 

18.282, p = .001. Only practical barriers to treatment, β = -.029, SE = .010, p = .003, and 

caregiver education level, β = .238, SE = .116, p = .041, significantly independently predicted 

treatment effectiveness. This indicates that caregivers who experience a greater number of 

practical barriers are more likely to report reduced treatment effectiveness and caregivers who 

have a higher education level are more likely to report greater treatment effectiveness. When 

taken together, racial and practical barriers to treatment, caregiver education level, and family 

income accounted for a significant amount of variance in perceived treatment satisfaction, 

likelihood ratio χ2(4) = 22.287, p < .001. Only practical barriers to treatment, β = -.020, SE = 

.008, p = .019 significantly independently predicted treatment satisfaction. This indicates that 
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caregivers who experience a greater number of practical barriers are more likely to report 

reduced treatment satisfaction. Results are shown in Table 6. 

Aim 2 

The second aim of this study was to assess if parental stress mediated the relation 

between barriers (practical and racial) to treatment participation experienced by Black families of 

autistic youth and parental perceived treatment effectiveness and satisfaction. As determined by 

previous analyses, all assumptions were not met to conduct a mediation analysis. Treatment 

effectiveness and satisfaction are not normally distributed. Therefore, a mediation analysis was 

not conducted at this time.   

Aim 3 

The goal of the third aim of this study was to gain additional insight into the experiences 

of Black families of autistic children as they navigated the diagnosis and treatment journey and 

to hear recommendations for improving service delivery for families. The qualitative results 

generally aligned with the findings from the quantitative findings. Three primary themes arose: 

a) Barriers, b) Facilitators, and c) Recommendations. Within these primary themes, additional 

subthemes emerged that further elucidated the experiences of Black caregivers of autistic youth 

as they navigated the diagnostic and treatment process (Figure 1).  

Barriers 

Caregivers who provided their narrative identified several barriers that negatively 

impacted their overall experience, mental health, quality of care, and access to care. These 

barriers stemmed from 1) Caregivers, Family, and Community Members; 2) Systemic Sources, 

and 3) Providers and Professionals.   
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As a part of their lived experience obtaining an autism diagnosis and accessing treatment 

services, Black caregivers of autistic youth reported experiencing barriers within themselves as 

well as from family and community members. These barriers included a) denial, b) fear, c) 

mental health challenges, d) blame, e) poor knowledge about ASD, and f) lack of support. For 

many families, the first step in their journey was identifying that their child had autism. Many 

families indicated noticing signs of autism before receiving an evaluation, while others grappled 

with the diagnosis after receiving an evaluation. Denial was identified as an initial part of the 

process for many caregivers, and with denial, came ignoring, and for some, attempts to “fix” 

autism. One mother stated: 

“I was not ready. I poured myself, for the next year, I poured myself into ‘I’m going to fix 

him, I’m going to make him better’… I mean, I did everything. I took him back to that same 

clinic a year later, and I wanted them to test him again, and for them to tell me he was all better. 

And they tested him again, and they told me that he had made some progress, but he still had 

autism.”  

Although all of the caregivers who interviewed were mothers, they indicated that many of 

their child’s fathers also had a hard time understanding the diagnosis. Many mothers attributed 

their partner’s denial to wanting their child to be what they perceive as normal, and some even 

indicated receiving blame.  

“I really got some typical feedback from his dad, like, ‘There is nothing wrong with him.’ 

I don’t know why men do that…men typically are in denial more, a lot of time the mother gets 

blamed right, for those types of things.”   
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Some caregivers who had older children even reported that the children themselves 

experienced denial when being told about their diagnosis. One mother with a daughter diagnosed 

later in life, indicated that her daughter chose not to identify as autistic: 

“She doesn’t want to be identified anymore now that she’s older as being on the spectrum, 

so she spends a tremendous amount of energy masking. And so she doesn’t want to socialize with 

other people with the diagnosis of autism or anything.” 

Upon receiving the diagnosis and coming to realization that they would be raising a child 

who must navigate a world that has historically discriminated against people of color and people 

with disabilities, many caregivers were stricken with fear. Caregivers in particular spoke about 

the realities of raising a Black autistic male, and fear surrounding potential interactions with 

police.  

“I think even if your child doesn’t have autism, just a male child who is Black or Hispanic 

or of any color, you are hypersensitive to the things that could go wrong. What occurs when your 

child is autistic there is fear that something will happen, and they won’t understand him because 

he’s autistic. His behavior will be misinterpreted and that can cause something bad. You know 

that’s the biggest fear, especially with a male child.” 

In addition to experiencing denial and fear, caregivers identified that a significant 

obstacle in their journey to receiving a diagnosis was poor knowledge about autism. For 

caregivers, families, and community members, their knowledge of autism was associated with 

poor a prognosis, beliefs that autism is caused by bad parenting, vaccines, and so forth. For many 

families, autism was a relatively new or even an unknown diagnosis.  

“When they finally said they believed that she had autism, she had gone through an 

intense evaluator process, with IQ tests and all kinds of testing, and she came out of it with a 
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diagnosis of autism, and it turned us inside out because... the diagnosis of autism is permanent. 

She didn’t understand any of it, and I didn’t want to explain it to her because I didn’t understand 

it myself.”  

Poor knowledge about autism exacerbated community stigma and blame from family and 

community members. One mother described: 

“Yes, the process was, it was awful for me, as a Black female. Taking my son to church, 

and having members of my church say, ‘Nah, he’s a bad kid.’... it was culturally hard, and you 

don’t talk about these kinds of things you know in our community. And sometimes there are 

people that would say, ‘don’t get therapy’ or ‘we go pray about it, and God is going to take care 

of everything.’ And then I had to break away from that and say, ‘No God is giving me the 

resources.’” 

In addition to coming to terms with a newly acquired diagnosis, some families reported 

experiencing several outside stressors (e.g., job displacement, family illness, personal illness, 

traumatic event, taking care of multiple children), which further hampered their experience 

navigating diagnostic and treatment services and their overall mental health. Throughout their 

journey, caregivers indicated experiencing anxiety, depression, and high amounts of stress. Many 

mothers shared the experience of feeling as if they were alone throughout this process, including 

feeling unsupported by family members and professionals. One mother stated: 

“His father isn’t a big help at all. He doesn’t help at all... He was against me coming to 

therapy from the beginning, so is his mother too. So I faced a lot of adversity when it comes to 

getting help.”  

Many participants disclosed facing barriers that were closely tied to systemic forces that 

negatively impacted their experience navigating diagnostic and treatment services. For the 
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purposes of this study, systemic barriers were characterized by factors, policies, and practices of 

the system as a whole (not tied to a particular individual) that resulted in unequal treatment or 

exclusion. These systemic barriers fell under the following themes: a) Black and White 

Disparities, b) Black Visibility, c) COVID-19, d) Geography, e) Hidden Support, f) Insurance 

and Finances, and e) Long Waitlists. More than half of the sample described that they 

experienced differential treatment compared to their White counterparts within the healthcare 

system. Caregivers indicated that white families had more access to quality resources. Further, 

Black caregivers felt that they had to advocate significantly more for their children than their 

white counterparts to be taken seriously. One mother indicated: 

“It’s really bad with our Black boys. And it’s both frustrating, you know, that you always 

gotta have proof, you always gotta have paperwork. And cause we literally have white 

counterparts that we know whose kids are autistic too, and we’ll just ask questions and they don’t 

have to do the same thing… and you’re like what, wait a minute, and that’s when you realize it is 

race.” 

Race also impacted how families perceived the services and supports they interacted 

with, in particular, many families expressed feeling like the spaces they were in lacked Black 

visibility, including visibility of Black professionals, Black families, and Black autistic youth. In 

some cases, caregivers reported that the lack of representation made them feel tokenized and 

unsupported and that finding Black support groups was a huge challenge:  

“My son was in a support group, and he was the only Black kid in the support group and 

we got him there because his therapist got us in there, but the only Black, or even child of color 

in the group. And he didn’t have an issue with race or anything, but I asked if he was 
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comfortable, and he said ‘mmm not so much,’ and like why have him somewhere he’s 

uncomfortable.” 

The effects of the COVID-19 pandemic further exacerbated the structural and systemic 

barriers that Black families faced, especially families navigating the health system. Nearly all 

caregivers discussed that the pandemic negatively impacted their access to services, mental 

health, financial resources, and child functioning. One mother shared:  

“When we were in lockdown our services stopped. So, he wasn’t getting services through 

the district and he wasn’t getting the in-home services through our insurance. And just the 

pandemic itself increased his anxiety. We have yet to get that under control.”  

Caregivers indicated that access to care was further impacted by geographical barriers, 

financial barriers, and long waitlists. Caregivers described that for services, one “downside is the 

distance.” Others stated that some services had waitlists up to 2 years long, and insurance and 

access to financial resources played a crucial role in their access to quality services. Service 

access was dependent on insurance types, child diagnoses, and state policies. One mother shared 

how the waitlist was substantially different when she switched insurance companies, and how 

having private insurance decreased access to some services: 

“What I did find is when I’m on Medicaid and had public insurance, the doors open for 

him. He gets disability, he gets all the speech and OT therapies he needs. Verses when I’m with 

private, they don’t offer autism services and I have to pay out of pocket.”  

While gathering the resources to best advocate for their child and provide them with the 

care and support they needed, some caregivers noted that there were many hidden supports 

within the system. Caregivers felt that families have the right to access these supports but that 

people may not know about them because they are not shared publicly.  
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“They don’t know about the resources; they don’t know that you can get free diapers for 

your child if they are not potty trained. I’ve told his doctors that he is not potty trained and not 

one of them have ever told me that he’s able to receive training pants for free. I didn’t know that, 

so that’s something I had to go find out on my own, and that’s something somebody in the 

medical field should definitely know.”   

Providers and professionals played a critical role into the experience of Black families as 

they navigated the diagnostic and treatment system. For some, providers and professionals acted 

as advocates. However, for many caregivers in the study’s sample, barriers related to treatment 

from providers and professionals were the most impactful.  These barriers fell under the 

following themes: a) Lack of Humility, Compassion, Patience, and Understanding; b) Poor 

Knowledge of Autism; c) Multiple Diagnoses; d) Multiple Providers; e) Racism and 

Microaggressions; f) Treatment Not Helpful; g) Assumptions; and h) Unfair Treatment from 

School. The most prevalent barrier that families experienced (as evidenced by how many times it 

was references during the interviews) was lack of humility, compassion, patience, and 

understanding from professionals. Caregivers discussed feeling unheard by professionals, 

invalidated, dismissed, and ultimately unseen.  

“I tried to get social security for her and she was denied by that. The judge literally told 

me, ‘it sounds like she just needs a spanking.’ I couldn’t believe it.”  

Additionally, when given the diagnosis, caregivers indicated that providers and 

professionals often times delivered the diagnosis without compassion, understanding, or 

empathy. One mother described: 

“I received his diagnosis after two visits, and the doctor that diagnosed him was 

considered the Cadillac of doctors, very old-school, very prestigious doctor. But she has a child 
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on the autism spectrum. She gave us a folder, she said ‘your son has autism, it’s important to get 

him involved in ABA therapy and have conversations with the school…’, I think because she was 

so experienced with giving a diagnosis, there was less of a lens of empathy and more of a lens of 

business.”  

Caregivers postulated that some of their negative interactions with providers and 

professionals were due to a lack of provider knowledge about autism. In some cases, caregivers 

indicated that they had to teach multiple providers and professionals about autism and their 

child’s needs. In addition, some families received other diagnoses related to attention, behavior, 

and sensory dysfunction before getting an autism diagnosis. One caregiver shared not getting an 

autism diagnosis until her eighth appointment with providers: 

“They diagnosed him with ADHD and they said ‘do you want to give him Ritalin?’ and I 

said ‘he’s two and a half there is no way. You people are crazy.’ So then about a year later, the 

second time I went to [testing place], they did a whole bunch of testing and they said he has 

obsessive compulsive disorder, and telomere biology disorder, and auditory processing disorder 

and decoding issues and memory issues, all these things but never autism. So they kept him, and 

they did testing every year. On the eighth year, the final appointment, they discharge at 8, they 

said ‘you don’t want to give him medication for ADHD, he is going to be fine, he will probably 

be a rocket scientist or entrepreneur, he’ll be fine.’ 

In addition to feeling a lack of compassion from professionals and providers, some 

caregivers reported experiencing blatant racism and racial microaggressions from the 

professionals they interacted with. One mother shared: 

“When my son was 3, we were in a situation, for whatever reason I had to take him to the 

Social Security Office and I had to speak with one of their doctors, this old white man. This man, 
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he asked me how many children I had, I have 4, and then he asked me ‘do all my kids have the 

same father?”   

In addition, after receiving an autism diagnosis, caregivers also recounted that some 

professionals also made assumptions about their child based on their autism diagnosis, including 

assumptions about their abilities and cognitive skills. For instance, one mother recalled: 

“She even called us in because she didn’t believe me when I said how good he was doing, 

and his teacher got angry and she was like, ‘okay but why won’t you believe her, he is one of our 

best kids here, super smart.’ And so after a few weeks she was just like, ‘so he really is smart.’ 

And she just didn’t believe me, it was like she counted him out from day one basically.”  

Although most of the caregivers in the sample had positive experiences with the 

treatment services they used, some caregivers found that treatment was not helpful, which may 

or may not been influenced by the pandemic. One mother recalled her experience with ABA,  

“I’ve only done ABA, but it happened during the COVID lockdown, so I don’t think it that 

it’s a fair representation of it; however, I really feel like it’s ABA or nothing. Like that’s what I 

really feel like. That’s all you get. It was very intrusive to have someone at your home for 4 hours 

a day 5 days a week cuz they have a minimum…like on top of everything being too much, it’s too 

much.”  

Nearly half of the caregivers discussed the impact of the school system, specifically 

unfair treatment by school professionals, negligence, and lack of preparation for college. One 

mother explained, 

“Three study halls, they gave up on her… I think they push our kids through, and I think 

the kids who are children of color in this area, if they can’t play sports and they have any kind of 

difficulties, they are just pushed through, just shoved right through…. Child cannot read, she’s 
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21… they just blow them off and tell them any kind of stuff, they just wanna get them through as 

quietly as they can.”  

Facilitators 

Caregivers also discussed facilitators that positively propelled their journey and increased 

their access to resources and support. Facilitators fell under the following themes: a) Acceptance, 

b) Advocacy, c) COVID-19, d) Peer and Community Support, e) Police Aids, f) Positive 

Experience with Treatment, and g) Prior Experience and Knowledge. Prior to accessing 

treatment services, one of the most influential facilitators was acceptance of the autism diagnosis 

from caregivers and family members. For many, their journey to finding quality services did not 

start until caregivers were able to transition from denial to acceptance. One mother indicated, 

“But then for a long, many years, it’s like okay I need my son to function outside in the 

world. I don’t want no special treatment, no special nothing. And what I learned, and it took me 

years to learn this, that he was special needs. And once I accepted that… ‘what did I do wrong, 

oh we should’ve never gotten the shots,’ all those things, the blame, and trying to fix him, it kinda 

went out the window and I shifted to how do we function in his normal and not our normal.” 

Caregivers also reported that advocacy was a facilitator integral to receive care for their 

child across settings. Advocacy included gathering the knowledge, doing the research, asking the 

questions, being persistent with requests, having support from family members, advocating for 

other families with similar experiences, and having providers and professionals as advocates for 

their child. In many cases, without advocacy, caregivers reported that their child’s needs were 

neglected. Learning to become a self-advocate and gaining support from providers and 

professionals were key advocacy methods to enhance the experience of Black families of autistic 

youth. One caregiver shared, 
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“I know the psychologist who diagnosed him, she was at one point, she was pushing, 

because like I said we started to notice some changes in his school behavior, and so she was like 

if you if you get push back, I would love to fight with you.” 

For many caregivers, they were better able to advocate for their child when they were 

privy to previous knowledge about autism and the service systems from their professional 

experience, or experience learned from family members and peers. For instance, one mother 

stated: 

“I have two people, one was actually my mother-in-law and the other was a close friend 

of the family, and they both ended up working with children who were autistic. And so they said, 

you might want to get him checked out.”  

In addition to having supportive advocates, families discussed that having peer and 

community support, specifically support from caregivers going through similar experiences and 

living in communities with autism-friendly and sensory-friendly facilities, was key.  

“I am actually involved in my sorority and my sorority sisters are extremely helpful and 

supportive, and the current church I attend, they have a special needs ministry.”  

As mentioned previously, caregivers in this study reported fears regarding raising a Black 

autistic child and the potential risk of interacting with law enforcement officers. To mitigate their 

fears and prepare their child for interactions with police, caregivers discussed using aids. For 

instance, several caregivers discussed setting up meetings with local police officers, putting 

autism bumper stickers on their cars, or reviewing scripts with their children. One mother shared,  

“Well, one of the first things we did is register with our local police department and fire 

department that [child’s name] was on the spectrum. And in the beginning he did elope, so that 

also meant that they needed to be aware of him and who he was and how he is. There is also a 
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police officer who has a child on the spectrum and he does talks and trainings throughout our 

state. I mean, this police officer is white, his child is white, and he admits, even with that, he 

wouldn’t want most of his fellow officers to engage with his son in a crisis.”  

Although many families reported experiencing barriers as a result of the COVID-19 

pandemic, some families reported positive experiences from the pandemic. In particular, some 

caregivers indicated that their child appeared to be less stressed and happier during periods of 

social isolation.  

“For my daughter I think well you know she’s really not a social person so she really 

liked the distant learning you know and she liked the fact that she didn’t have to go...she was the 

only one that really liked it.”  

Nearly all the families that participated in the interview described at least some positive 

perceptions of the treatment services they utilized; specifically, they indicated that the treatments 

were helpful and that they had a good relationship with the professionals providing the treatment. 

One caregiver said, 

“We did some speech pathology and that was pretty good because she has a lisp, and it 

was really pronounced, and it’s a little less pronounced now. She was with a very, very good 

psychologist who worked with her for a couple of years, and she did make great strides.”  

Recommendations 

At the end of the interviews, caregivers provided considerations and recommendations 

for providers and professionals to better improve the experience of Black families of autistic 

youth as they navigate the diagnostic and treatment process. The following themes were 

identified: a) Increased Collaboration; b) Greater Humility, Compassion, and Understanding; c) 

Increased Support after Diagnosis; d.) More Black Professionals and Providers; e) More Services 
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and Supports for Older Autistic Youth; f) More Back Support Groups; g) More Trainings about 

Autism for Professionals; h) Greater Access to Parent Trainings; and i) Police Trainings. The 

primary recommendation that arose from caregivers was greater humility, compassion, and 

understanding among providers and professionals. One mother pleaded, 

“I would say for them to be more understanding and at least try to listen to what Black 

families are trying to communicate to them. Some people they might not be as knowledgeable as 

I was so what I’m trying to say is, no matter what words or references they are using, I would say 

for providers to try and understand.”  

After receiving the autism diagnosis, many caregivers described feeling unsupported. 

Thus, nearly half of the caregivers recommended that providers and professionals give additional 

support to Black families after delivering the diagnosis. Additionally, caregivers discussed 

wanting support from other caregivers who had shared their experience. One caregiver shared an 

idea about incorporating peer support for families,  

 “What needs to happen are volunteers, paid volunteers, when there is a Black family 

that’s going to receive a diagnosis, ask somebody else to be there. Ask me to come, and after they 

get this diagnosis they’re going to be crying….and ‘oh my God what am I going to do?’, and I 

would be like ‘hey I got you, and let me tell you, you’re going to get through this….it’s going to 

be okay.’ And when people that look like you are able to tell you that it’s going to be okay, you 

believe it.” 

Other support related recommendations included having access to more Black parent 

support groups to learn from other caregivers.  

“I think we do need more of our own support groups because a lot of times when you get 

the diagnosis, your family isn’t gonna rally around you.” 
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Additionally, caregivers discussed the importance of having more Black professionals 

within the service system. One mother stated, 

“I would just say try to hire more people of color. Like, if that was, like an initiative or 

something, just trying to get more, because it would be nice for us, you know, a client to see their 

therapist, or at least more therapists in the building that look like them.”  

Other recommendations provided by caregivers were increased supports for older autistic 

youth as they transition to adulthood. For example, one mother stated, “there is nothing really in 

that teen group and that’s such a vital point.” Another caregiver said, “She needs a therapist who 

can help her transition into adulthood, and she doesn’t get services like that…” On top of 

supports, parents provided recommendations to increase access to parent trainings, police 

trainings, and professional or provider trainings to learn about autism and advocate for autistic 

families. One mother said, 

“I don’t know how doctors get training after they get their Ph.D., I know they go to 

conferences and stuff like that, so maybe more opportunities for them to learn about autism. 

Cause they just don’t know a lot for them to be in the middle to be dealing with as many autistic 

children as they do.”  

Aim 4 

The last aim of this study was to determine what treatments Black caregivers of autistic 

children were participating in and to evaluate if their perceived treatment effectiveness ratings 

and perceived treatment satisfaction ratings differed significantly across the services they 

utilized. On average, families endorsed using three treatment services, with one being the lowest 

number of treatments used in the sample and seven being the highest number of treatments used 

in the sample. The most frequently endorsed treatment service was Speech and Language 
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Therapy (85.1%), followed by Occupational Therapy (76.2%), ABA (62.4%), Behavioral Parent 

Training (39.6%), and Physical Therapy (32.7%). The treatments that caregivers endorsed using 

in the open-ended response were categorized accordingly: Social Skills Training, Play Therapy, 

Feeding Therapy, Medication, Neurofeedback, Talk Therapy, School Therapy, and Music 

Therapy. Reports and frequencies are presented in Table 7.  

Overall, caregivers in the sample reported positive perceptions of the treatment services 

used (see Table 7 and Table 8). Greater than 70% of the sample reported that their child 

improved from the treatment services used; less than 16% reported no noticeable changes in their 

child, and less than 2% indicated that their child got worse from the treatment services. 

Treatment efficacy ratings were most positive for Speech Therapy, followed by Occupational 

Therapy, Behavioral Parent Training, Physical Therapy, and Applied Behavioral Analysis. 

Greater than 60% of caregivers indicated being happy with the treatment services used, less than 

25% indicated being neither satisfied nor dissatisfied with treatment, and less than 14% reported 

being dissatisfied with the standard treatments used. For treatment satisfaction ratings, caregivers 

were the most satisfied with Speech Therapy, followed by Physical Therapy, Behavioral Parent 

Training, ABA, and Occupational Therapy. Further tests were conducted to assess differences 

between how caregivers perceived the usefulness of treatment and how happy caregivers were 

with treatment. Although caregivers appeared to express greater effectiveness with treatment 

than satisfaction, Wilcoxon Signed Rank Test revealed no significant differences between 

treatment effectiveness and satisfaction ratings for ABA (t = 122.5, z = -1.392, p = .164),  

Occupational Therapy (t = 249.5, z = -1.675, p = .094), Physical Therapy (t = 63.00, z = 0.179, p 

= 0.858), Behavioral Parent Training (t = 25.00, z = -0.265, p = 0.791), and Speech Therapy (t = 

205.5, z = -1.196, p = .055). See Table 9. 
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Discussion 

 The purpose of this study was to highlight the unique experiences of Black families with 

autistic youth as they navigated the diagnostic and treatment process. Specifically, the study 

explored the relation between practical and racial barriers, caregiver stress, and perceived 

treatment effectiveness and satisfaction. Of note, current literature has previously highlighted the 

barriers that Black families of autistic children face as they seek out diagnostic and treatment 

services; however, present research lacks insight into the differential effects of both racial and 

practical factors on parental stress and treatment quality (Bishop-Fitzpatrick & Kind, 2017; 

Smith et al., 2020). This is the first study that has used quantitative and qualitative methods to 

document the experiences of Black caregivers of autistic youth in treatment.  

 The first goal of this study was to explore the relation between racial barriers, practical 

barriers, parental stress, treatment effectiveness, and treatment satisfaction. The findings 

confirmed significant correlations between barriers, caregiver stress, and perceived treatment 

quality. Specifically, greater experience of barriers was associated with greater caregiver stress, 

and more negative perceptions about treatment effectiveness and satisfaction.  

Further analyses confirmed that racial barriers and practical barriers arose as independent 

predictors of parental stress (while controlling for family income and caregiver education level). 

Although prior studies have showed the impact of caregiver income and education level on 

parental stress (Yan, 2022), this study suggests that independent from family income and 

education level, Black caregivers are experiencing additional barriers that heighten their stress 

levels. These findings are in line with current literature that emphasizes the impact caregiving an 

autistic child has on parental stress (Kim et al., 2020), and the unique stressors Black caregivers 

experience that effect their stress levels (Kim et al., 2020; Williams et al., 2019). 
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Next, two regression analyses were conducted to determine factors contributing to Black 

caregivers’ perceptions of a) treatment effectiveness b) and treatment satisfaction. From these 

analyses, it was determined that practical barriers to treatment and caregiver education level 

independently predicted treatment effectiveness. Finally, practical barriers to treatment was the 

only factor that significantly predicted treatment satisfaction. There is a vast literature on 

practical barriers to treatment for families of autistic youth (; Martinez et al., 2018; Straiton et al., 

2021), but a dearth of research remains that explores the unique views of Black families and how 

these barriers contribute to treatment experiences.  

Racial Barriers 

 Caregiver Stress 

Several studies have demonstrated that caregivers of neurodivergent youth are vulnerable 

to greater amounts of stress compared to neurotypical caregivers (Barroso et al., 2018). In the 

present study, several clear racial barriers originated from caregiver reports. Specifically, families 

noted that racial microaggressions from professionals and family and community autism stigma 

were common concerns. This is partially supported in other research on stress among historically 

underrepresented groups with autistic children. Specifically, family misconceptions of ASD, 

difficulties navigating the service delivery system, and culture have all been shown to be 

contributors to caregiver stress (Iadarola et al, 2019). However, the present study expanded on 

previous research by highlighting unexplored racial barriers that increased caregiver stress 

including poor inclusivity and representation of Black individuals, fear that their child faces risk 

of prejudice and discrimination, and poor connection to other Black families who share similar 

experiences. 
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Autism stigma was a prevalent contributor to parental stress for caregivers in this sample. 

Negative beliefs about autism were cited from family and community members such as 

attributing autism to caregiver competence in parenting and holding beliefs that autism is 

something that can be cured or fixed. Upon receiving a diagnosis, many caregivers entered a 

state of denial. Denial included the idea that they can “fix” autism by participating in a handful 

of treatment services to make things better. Unfortunately, this increased stigma, denial, and 

parental stress because their expectations were not being met (Mitter et al., 2019). Once 

caregivers were able to enter a state of acceptance that their child was autistic and everything that 

came with it, many described feeling more empowered and relieved. This finding was echoed in 

other studies where Black caregivers reported lack of autism acceptance was common in their 

community (Burkett et al., 2015; Rivera-Figueroa et al., 2022; Stahmer et al., 2019). Although 

caregivers eventually were able to feel relief after accepting their child as autistic, many still had 

to grapple with negative beliefs and misconceptions from family and community members.   

Misconceptions about autism can expand to a family’s support system or community. 

Unfortunately, caregivers reported dealing with a lack of acceptance from family and community 

members fueled by poor understanding of autism and cultural beliefs. Indeed, community stigma 

can lead to increased feelings of shame, denial, loneliness, and decrease help-seeking behaviors 

for Black caregivers (Pearson et al., 2022; Stahmer et al., 2019). Family and community stigma 

can worsen parental stress via two potential pathways. First, stigma can lead to a lack of 

intervention for child mental health needs (Zuckerman et al., 2018), which can lead to an 

increase in challenging behaviors, a decline in socio-emotional functioning, and overall augment 

parental stress. Second, family, friends, and community members (e.g., church members, 

national panhellenic sorority members) play a critical role in the experience of Black families 
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(Burkett et al., 2015; Stahmer et al.,2019). If caregivers are receiving blame, negative beliefs, 

and ultimately poor acceptance from these groups and individuals who they would typically turn 

to for social support, they will have fewer social resources, which are critical to alleviating stress 

and increasing resilience in Black families. Caregivers urge family member and community 

members to respond to their concerns with a compassionate rather than a critical lens (Drame et 

al., 2020). When Black caregivers of autistic youth have a strong village of support a (e.g., 

family members, peers, community members, teachers, and professionals; Rivera-Figueroa et al., 

2022; Stahmer et al., 2019) that offers commitment, a nonjudgmental listening ear, support, and 

collaboration, they feel more confident, and in turn less stressed about the challenges they may 

face across the home, school, and community settings (Drame et al., 2020).  

Other studies have highlighted the impact that difficulties with the medical system and 

diagnostic process have on parental stress of Black caregivers (Williams et al., 2019). Black 

families with autistic youth experience greater amounts of stress compared to Eurocentric 

caregivers, which may be moderated by levels of acculturation (Williams et al., 2019). In other 

words, the study demonstrated that caregivers who were less acculturated to American Euro-

centric values, customs, and beliefs were more likely to use religion to cope and were susceptible 

to experiencing greater amounts of stress (Williams et al., 2019). Although levels of 

acculturation were not studied in the present study, many caregivers reported distress while 

navigating the diagnostic and treatment process and reported using adaptive (“God is giving me 

the resources”) and maladaptive (“Don’t go to therapy, go pray about it”) religious coping 

messages.  

This mistrust of the medical system may also be intertwined with health literacy. 

Research on nonautistic samples have demonstrated the interconnectedness of family income and 
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caregiver education level on access to care, health literacy, and systemic racism (Hodgkinson et 

al., 2017; Loyd et al., 2019; Muvuka et al., 2020). Indeed, families of autistic youth with lower 

income may have lower health literacy, including less knowledge about available service options, 

while families with higher incomes may be more inclined to initiate the research and gather the 

knowledge needed to be effective advocates for their children (Pickard & Ingesoll, 2016). Nearly 

80 million adults in the United States have minimal health literacy, which may be aggravated 

among historically marginalized communities (Kutner et al., 2006; Schillinger et al., 2021). 

Limited health literacy can lead to obstructed treatment service use, which can potentially 

generate further frustration and stress among caregivers of autistic youth (Lindly et al., 2022). 

The intersection of limited health literacy and poor culturally responsive care may exacerbate 

caregiver distress. Families who are not privy to the resources and information they have rights 

to are more likely to come across barriers that impede their child’s level of care when 

encountering professionals who neglect certain areas of care (Drame et al., 2020). This is 

particularly relevant in the schools, where caregivers express feeling like they have to conform to 

white-middle class norms in order to be seen (Drame et al., 2020).  

Furthermore, caregivers in this sample reported feeling stress outside of the medical 

setting. Indeed, given the pervasiveness of racism within American society, many caregivers 

reported concerns about their child’s safety being Black and autistic within the U.S. Black 

individuals, especially Black autistic males, are at risk for encountering threatening interactions 

with law enforcement officers (GBD 2019 Police Violence US Subnational Collaborators, 2021; 

Hutson et al., 2022). Autistic youth contact with law enforcement officers ranges from 6 to 21 

percent (Rava et al., 2017; Tint et al., 2017; Turcotte et al., 2018), while Black youth are nearly 

four times as likely to face threat from law enforcement officers (Hyland et al., 2015). Nelson 

https://link.springer.com/article/10.1007/s10803-021-05181-8#ref-CR49
https://link.springer.com/article/10.1007/s10803-021-05181-8#ref-CR58
https://link.springer.com/article/10.1007/s10803-021-05181-8#ref-CR60
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pronounced “Race and disability morph into one another to construct the perfect criminal who is 

perceived as requiring the use of disciplinary force and punishment” (Nelson, 2016, pg. 618). 

Although the risk that Black men face has been recognized globally, less political and legal 

attention has been paid toward reducing risk for Black autistic males – with only a small number 

of cases recognized on a national level: Stephon Watts, Elijah McClain, Ricardo Hayes 

(Baragona, 2021; Chicago Reader, 2021; The Associated Press, 2018). Many caregivers in this 

study indicated taking steps to reduce the likelihood of their child being harmed by police (e.g., 

autism bumper sticker, autism label on their license, meeting with local police officers, practicing 

scripts with their child).  

Treatment Effectiveness, and Satisfaction 

Across the literature specific to Black families with autistic youth, there has been a 

reoccurring theme of stereotyping, discrimination, and racism among professionals (Broder-

Fingert et al., 2020; Gourdine et al., 2011; Jones et al., 2020; Lovelace et al., 2018). Indeed, 

greater than 50% of African Americans experience racial discrimination on a regular basis, with 

Black youth experiencing incidents of racial discrimination approximately five times a day 

(English et al., 2020; Lee et al., 2019). Racial microaggressions, a covert form of racism, also 

negatively impacts the psychological well-being of Black individuals, and can lead to increased 

psychological distress and potentially post-traumatic stress (Torino et al., 2019).  

In this study, many caregivers described experiencing racial microaggressions from 

professionals when obtaining an autism diagnosis, during which professionals often made 

assumptions about their family. Several caregivers also discussed feeling ignored, invalidated, 

and invisible to professionals, which many caregivers attributed to the color of their skin. 

Discrimination, microaggressions, and racism was reflected across several studies assessing the 
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barriers experienced by Black families of autistic youth (Burkett et al., 2015; Drame et al., 2020; 

Lovelace et al., 2018; Pearson et al., 2020a).  Many Black families alluded to the fact that they 

had to arrive at professional appointments and meetings with all of the necessary knowledge and 

information in hand in order to be heard and respected – working harder than their white peers to 

avoid being dismissed.  This experience was echoed across other Black caregivers of autistic 

youth, in which some caregivers indicated that they were even encouraged to code switch, 

assimilate to white norms, and mask their true selves to be accepted (Drame et al., 2020). Malia, 

a mother of an autistic child summarized this experience in a book documenting the narratives 

and experiences of Black autistic youth along their journey: “You have to act, speak, and look a 

certain way in order to get help. That’s not right. They get paid to help, but [Black parents] are 

supposed to make them feel more comfortable before they can help you” (Drame et al., 2020, pg. 

101). 

While it was hypothesized that racial barriers would play a role in treatment effectiveness 

and satisfaction, outcomes from this study did not indicate that it was a significant independent 

predictor. This may be explained by the following: First, as part of the qualitative narrative that 

caregivers provided, a majority of the racial microaggressions and perceived racial 

discrimination experienced by families occurred during the diagnostic process rather than with 

their treatment providers. This is reflective in prior literature highlighting the barriers and racism 

Black families face as they seek a diagnosis (Lovelace et al., 2018; Pearson et al., 2020a).  

Second, as a part of this study, the question of interest was whether racial barriers impacted 

overall treatment effectiveness and satisfaction. Thus, families may have experienced racial 

barriers in certain treatment services, which may not have hampered their overall perceptions of 

service usefulness and satisfaction. Similarly, caregivers could have experienced racial barriers 
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with a particular provider or place, prompting them to switch to a different provider or place, in 

which their positive experiences and reduction of racial barriers with the new place superseded 

their overall perceptions of the service. One of the limitations of this study is it captured the 

retroactive reports of caregiver’s treatment experience and current levels of parental stress, thus, 

ratings of parental stress, racial barriers, treatment effectiveness, and treatment satisfaction could 

have certainly been heightened if ratings were captured in the moment. Despite this limitation, 

the findings of this study in conjunction with the narratives told from families demonstrate the 

lingering impact that racial barriers can have on the experience of Black families of autistic 

youth.  

Practical Barriers  

Caregiver Stress 

 Practical barriers that have been associated with caregiver stress in prior research include 

but are not limited to geographical location, long waitlists, and treatment costs (Brewer, 2018; 

Pearson & Meadon, 2018, Smith-Young et al., 2020; Stahmer et al., 2019). The results of this 

study corroborate those barriers, and further elucidate the effects of additional practical barriers 

on parental stress. These factors included caregiver work inflexibility, children having trouble 

understanding treatment, and treatment being more work than expected. Timing of access to care 

may play an important role in experienced barriers and caregiver’s perceived stress as well. 

Petrongolo (2014) hypothesized that during a critical period (i.e., 6 months after the initial 

autism diagnosis) families who were able to receive support services and experience minimal 

barriers to treatment care were likely to experience less psychological stress. In the present study, 

most caregivers (79.8%) were able to access treatment less than a year after being diagnosed 

with autism despite the pronounced number of barriers and stress experienced. The influence of 
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the critical period may be more impactful for caregivers who receive an autism diagnosis beyond 

the national average diagnostic age (e.g., 4 years of age). As part of the qualitative portion of the 

study, caregivers who had children diagnosed with autism later in life reported challenges with 

finding care for their child. Practical barriers may also be worsened for Black families living in 

rural or underresourced communities where access to quality care may be less accessible (Mello 

et al., 2016; Stanley, 2015). In fact, in a cross-sectional study examining geographical barriers as 

it relates to racial disparities in access to autism resources, areas that had the largest proportion of 

Black autistic youth had the lowest number of autism resources (Liu et al., 2023).   

Adams and Young (2020) conducted a systematic review of perceived barriers of 

accessing psychological treatment for mental health problems for autistic youth. From their 

review of 12 qualitative and quantitative papers, caregivers identified the follow barriers: costs of 

services, provider not accepting insurance, treatment too far or lack of transportation, provider 

lack of knowledge about autism, and dissatisfaction with the provider. As a part of the qualitative 

findings, families also echoed these barriers and added that there are many hidden supports for 

families of autistic youth. Currently, the average yearly cost of care for autistic individuals is 

approximately $6,500 for children ages 0-5 years, $9,050 for youth ages 6-17, and $13,600 for 

autistic individuals who are 18 and older (Buescher et al., 2014). Although recent changes in 

mandated insurance policies have increased access to treatment and diagnostic services for some, 

insurance and treatment cost barriers still remain among families from higher socioeconomic 

backgrounds and families from lower socioeconomic backgrounds (Mandell et al., 2016; Pickard 

& Ingersoll, 2016). Given the financial demands of raising an autistic child, caregivers must also 

manage working their job and taking their children to and from appointments. This can be more 

challenging for families who have more job inflexibility and less social support and can lead to 
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increased caregiver stress (Houser et al., 2014). Providing caregivers of autistic youth with job-

protected paid leave may bolster caregiver employment support so parents do not have to choose 

between their family’s financial security and their child’s improvement (Houser et al., 2014).  

Caregivers also reported limited autism knowledge among providers and professionals. 

Poor professional autism knowledge has been widely documented across the literature among 

primary care doctors, teachers, and mental health practitioners (Aylward et al., 2021; Elder et al., 

2016; Gómez-Marí et al., 2021; Maddox et al., 2019; McCormack et al., 2020). Poor knowledge 

about autism among professionals may worsen diagnostic delays and perpetuate additional 

caregiver stress and non-affirming care for neurodiverse individuals (Aylward et al., 2021). 

Furthermore, if professionals lack important information on autism to take care of their child, 

caregivers may be forced to educate professionals on autism, which can add unwarranted burden 

onto caregivers and increase their stress. Although caregivers are the experts on their children, it 

should not be their responsibility to educate professionals on autism. These findings highlight the 

importance of the role providers play in shaping the experiences of Black caregivers as they 

engage in treatment services. Specifically, providers can invoke meaningful change within the 

service delivery system by implementing strategies to reduce the logistical barriers that impede 

families from participating in treatment (e.g., providing travel vouchers, telehealth sessions, 

childcare), participating in trainings about ASD, setting clear expectations for treatment for 

children and parents, and practicing flexibility for the families they serve to reduce feelings of 

caregiver stress.  

An emerging body of literature has been dedicated to exploring adaptive coping methods 

that ameliorate stress in Black caregivers of autistic youth including coping strategies such as 

family resilience (e.g., family resources, perceived social support, parenting efficacy), religious 
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support, and planful problem solving (Kim et al., 2020; Lewis et al., 2022; Williams et al., 2019). 

The Black Family Stress and Coping Model developed by Murry and colleagues (2018) provides 

an important framework that considers socio-historical proponents of stress (e.g., racism, 

discrimination) and strength-based protective factors (e.g., optimism, kindship support, 

spirituality) to conceptualize stress in Black families. This model aligns with the types of 

supports and recommendations caregivers in this study expressed needing, for instance, 

increasing access to parent support groups with other Black caregivers of autistic youth to 

expand support. Initiatives, supports, and interventions should be implemented throughout the 

diagnostic and treatment process to bolster these cultural protective factors and mitigate stress in 

Black caregivers. One mother in this study advocated for having peer supports from other Black 

caregivers of autistic youth after receiving the autism diagnosis. Other methods to reduce 

parental stress and reduce the burden of practical barriers on families may be to assist families 

with planning the next steps after they receive a diagnosis, include all relevant family members 

in the diagnostic and treatment process, promote caregiver self-care practices rather than 

emphasizing the notion that Black mothers need to be the “strong Black women,”  and facilitate 

an environment in which caregivers can authentically voice their concerns and needs, regardless 

of the race of the professional with whom they are working (Lewis et al., 2022; Morgan & 

Stahmer, 2020; Nichols et al., 2015; Wallace-Watkin et al., 2022).  

Treatment Effectiveness and Satisfaction 

 Findings from the present study also demonstrated the impact practical barriers to 

treatment had on treatment effectiveness and treatment satisfaction. Previous research on this 

topic by Pearson and colleagues (2020a) used qualitative interviews to investigate the experience 

of Black parents of autistic youth. In this study, more than 50% of the parent participants 
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expressed dissatisfaction with the treatment services they received. Pearson and colleagues 

(2020a) hypothesized that these findings may be best explained by cultural discordance between 

families and therapists providing the treatment services and poor autism training among 

professionals on how to support families of autistic youth. Furthermore, prior research suggests 

that minoritized families are more likely to express dissatisfaction with the care they receive 

when family-centered care factors (e.g., trust, respect, listening, collaboration) are not taken into 

account in treatment services (Ngui & Flores, 2006). This aligns with the top recommendation 

provided by caregivers in this study: increased humility, compassion, and understanding from 

professionals. This suggests that facilitating a collaborative family-centered treatment 

environment is pertinent to enhance the quality of care for Black families of autistic youth. 

Limited access to quality care for Black families of autistic youth may be further impacted by 

insurance barriers and minimal access to affordable therapies and services (Wallace-Watkin et 

al., 2022; Weitlauf et al., 2023).  

Contrary to previous literature, caregivers in this sample mostly reported positive 

experiences of the treatment services they used, and practical barriers rather than racial barriers 

were shown to significantly influence caregiver perceived treatment effectiveness and 

satisfaction. While findings were unexpected, it is possible that responses were impacted by the 

COVID-19 pandemic in which many caregivers of autistic children have endorsed greater 

amounts of stress and disruptions in treatment services (Wang et al., 2021). As part of the 

qualitative exploration of this study, one mother reported that during the COVID-19 pandemic, 

“getting care was a struggle.”  This experience was replicated in a study conducted by Ferguson 

and colleagues (2022) in which families reported lower satisfaction with services delivered via 

telehealth compared to services delivered in person. In addition, caregiver stress has been shown 
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to play a significant role in caregiver perceived treatment satisfaction (Ferguson et al., 2022). 

Practical barriers could have certainly been intensified by the pandemic and negatively impacted 

treatment satisfaction and effectiveness. First, staff shortages among treatment services could 

have limited the flexibility of treatment services and minimized efficient communication 

between families and professionals (Spain et al., 2021). Second, engaging autistic children in 

services and incorporating traditional aspects of treatments may have been more difficult during 

telehealth sessions or socially distanced in person sessions (Spain et al., 2021). Third, due to 

racial and structural inequities, Black individuals have been profoundly impacted by the 

pandemic, with increased marital challenges, deaths, illnesses, and financial hardships, which in 

accumulation can increase parental stress and reduce family engagement in treatment services 

(Abrams et al., 2022; Baweja et al., 2022; Karpman et al., 2020; Kullar et al., 2020). These 

barriers may be further pronounced in those living in rural areas with techno-geographical 

disadvantages and fewer available proximal services (Ramirez et al., 2021). 

Although practical barriers to treatment did arise as a predictor of perceived treatment 

effectiveness and treatment satisfaction, caregivers were generally happy with the services they 

used and found them helpful for their child. Service utilization patterns among the caregivers in 

this study are described below.  

Service Utilization 

 The literature on ASD tends to focus almost exclusively on white individuals 

(Steinbrenner et al.,2022). For this reason, another goal of this study was to thoroughly examine 

the types of treatment services Black families of autistic youth are utilizing and to explore 

whether caregiver perceptions of effectiveness and satisfaction differed between the services 

endorsed. In our sample, the majority of caregivers reported using Speech and Language 



51 

 

Therapy, followed by Occupational Therapy and Applied Behavioral Analysis.  Behavioral 

Parent Training and Physical Therapy were utilized the least out of the standardized treatment 

services provided. These rates are consistent with Goin-Kochel’s (2006) study that assessed 

treatment efficacy ratings among a large sample of caregivers with autistic children; Goin-

Kochel and colleagues found that 84.1% of families tried Speech and Language Therapy, 

followed by Occupational Therapy (75.4%). Similarly, in this study, Physical Therapy was 

among the services least utilized (30.5%; Goin-Kochel et al., 2006). The patterns of service use 

seem to be parallel to the prevalence of comorbid concerns among autistic youth. Delays in 

speech and language skills (92.4%) are the most common symptom presentations in autistic 

individuals with even greater language deficits demonstrated in Black autistic youth 

(Parmegianni et al., 2019; Cuccaro et al., 2007). For this reason, it is not surprising that Speech 

Therapy and Occupational Therapy arose as the most utilized service among Black caregivers 

across studies (Goin-Kochel et al., 2006; Lee McIntyre & Zemantic, 2017). Further, motor skill 

challenges are often overlooked among autistic youth (Zampella et al., 2021), and may be 

targeted using Physical Therapy.  

Despite recent advances in the growth of Behavioral Parent Training programs for autistic 

youth and their families (Postorino et al., 2017), less than 40% of Black caregivers reported 

using Behavioral Parent Training programs compared to nearly 50% in other autism represented 

samples (Goin-Kochel et al., 2006). This may be attributed to a) less access to family-centered 

care (care engaging families or parents as partners) among Black caregivers of autistic youth 

despite reported benefits (Montes & Halterman, 2011; Wagner et al., 2022), b)  less utilization of 

Behavioral Parent Training programs due to the limited number of providers trained in autism to 

deliver such programs (Sanders et al., 2009), and c) demands of Behavioral Parent Training 
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programs being too great when in combination with other barriers to treatment participation (e.g. 

job inflexibility, limited time, stigma; Postorino et al., 2017; Stahmer et al., 2019; Straiton et al., 

2021). Although Behavior Parent Training Programs were among the least utilized services, 

many caregivers expressed wanting access to more parent training programs, especially ones that 

were congruent with their cultural values and experiences. One mother stated: “I’ve met so many 

parents, everybody doesn’t know, even myself, how to deal with an autistic child.” Findings from 

a study conducted by Straiton and colleagues (2021) indicate that providers play a pivotal role in 

access to parent training programs; indeed, provider training, competency, and ability to engage 

caregivers in parent trainings influence access to parent training programs.  

 Despite increased practical and racial barriers experienced throughout the diagnostic and 

treatment process, a majority of caregivers in this sample reported positive treatment efficacy 

ratings (>70%) and positive treatment satisfaction ratings (>60%). These optimistic ratings 

equate with caregiver treatment efficacy ratings (>70%) provided in previous studies (Goin-

Kochel et al., 2006), indicating that Black caregivers of autistic youth are engaging in services 

that they find useful and valuable in addressing their child’s needs and concerns. Caregivers from 

this sample generally reported greater dissatisfaction with treatment compared to negative 

reports of treatment effectiveness, although no significant differences were apparent.  

Although it is important to understand how effective treatment is for Black caregivers of 

autistic youth, it is just as imperative to assess how happy caregivers are with treatment, which 

may potentially influence parental stress and treatment engagement (Prakash, 2010). In the 

current study, less than 14% of caregivers expressed dissatisfaction with the treatments they 

utilized. Moreover, treatment efficacy and satisfaction ratings did not differ significantly between 

the different services utilized. In a sample of majority Black caregivers of autistic children, 
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treatment satisfaction was variable across service type, with speech services having the greatest 

reported satisfaction (Pearson et al., 2020b). Conversely, in a study examining the experience of 

Black caregivers of autistic youth engaging in treatment services for their child,, more than 50% 

of the parent participants expressed dissatisfaction with the treatment services they received 

because of increased racial discordance between caregivers and providers and poor perceived 

autism knowledge among professionals (Pearson et al., 2020a).  

Given the considerable disproportionate impact the COVID-19 pandemic has had on 

communities of color and lower income communities, it is important to discuss these findings in 

light of the significant global event (Kantamneni, 2020). Although the present study did not 

specifically query about treatment efficacy and satisfaction reports during the pandemic, the 

pandemic could have certainly influenced caregivers’ retrospective reports of treatment 

satisfaction and effectiveness. The pandemic drastically altered access to autism treatment 

services as well as the way in which treatments were provided, often transitioning service 

delivery from in-person to telehealth methods (Ameis et al., 2020). Further, as a result of 

COVID-19, many treatment services were temporarily discontinued while families suffered from 

disruptions in their routine and emotional and behavioral challenges (Nonweiler et al., 2020; 

White et al., 2021). Ferguson and colleagues (2022) surveyed caregivers of autistic youth on 

their satisfaction of treatment services during the pandemic and found lower reports of treatment 

satisfaction for ABA, Speech and Language Therapy, and Occupational Therapy when delivered 

via telehealth. Among those services, ABA demonstrated the highest satisfaction ratings across 

telehealth and in-person delivery mediums.  

Contrary to findings suggested from Ferguson and colleagues, in the current study, ABA 

had one of the highest dissatisfaction ratings among the standard treatment services utilized, with 
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Speech and Language Therapy demonstrating the highest satisfaction ratings. ABA has recently 

been deemed a more controversial autism treatment service in light of some troublesome 

findings. Indeed, recent literature has been published highlighting a significant portion of autistic 

samples experiencing posttraumatic stress from undergoing ABA treatment (Kupferstein, 2018).  

Increased neurodiversity advocacy has targeted the harmful effects of ABA due to the treatment’s 

efforts to make neurodivergent youth appear neurotypical, thus devaluing the uniqueness and 

acceptance of autistic youth (Chapman & Bovell, 2022). As discussed earlier, for Black families, 

dissatisfaction with ABA and other treatment services may also be attributed to racial barriers. In 

fact, a meta-analysis of the efficacy of psychotherapy youth interventions demonstrated that 

psychotherapies were less effective in states with higher anti-Black racism (Price et al., 2022).  

Recognizing the magnitude of impact that racial barriers have on treatment quality for Black 

families, emerging initiatives in the ABA community have been piloted to provide care that 

respects and values the Black community (Čolić et al.,2021; Kaiser et al., 2022).  

Limitations 

The present study provides a much-needed examination into both racial and practical 

barriers Black families of autistic youth experience while navigating the diagnostic and treatment 

process. Further, utilizing a mixed-method approach, we were able to determine the effect these 

barriers had on parental stress, perceived treatment effectiveness, and perceived treatment 

satisfaction. This study illuminated the continued racial disparities, racism, and discrimination 

prevalent in our society and health system. However, the present study was not without several 

potential methodological weaknesses. First, the families recruited as a part of this study were 

connected to SPARK, a well-organized network of medical centers designed to diagnose autism 

and connect families to research. Thus, some of the findings from this study may not generalize 
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to families of autistic youth who are self-diagnosed or do not have a formal diagnosis, have 

fewer resources and connections, and who are distrustful of research. It is recommended that 

future studies make efforts to seek perspectives from Black caregivers of autistic youth who may 

be less inclined to participate in research and families who were not able to obtain a formal 

diagnosis. Further, researchers should seek perspectives about services from Black autistic youth 

to gain better insight into creating and delivering services that respect the needs and values of 

Black autistic youth.  

Second, the study’s sample was largely African American caregivers (68.3%) and 

children (67.3%). It is possible that a portion of the sample may have experienced additional 

barriers due to the amount of time they have lived in the U.S. For example, 12.8% of caregivers 

identified as being of a different nationality, meaning that in addition to racial barriers and 

practical barriers, they may have also had to overcome cultural barriers or prejudice related to 

issues such as speaking English as a second language or speaking with an accent (Lim et al., 

2020). In a study examining the experiences of Somalian caregivers of autistic youth, caregivers 

emphasized the impact of cultural and beliefs on their understanding of autism (Fox et al 2017).  

Future research may benefit from exploring the unique experiences of Black families with 

autistic children not born in the United States, and their perceptions of accessing diagnostic 

services and care. 

Third, some of the reports provided by families were retroactive reports, which possibly 

limited response accuracy. For example, caregiver reports on treatment satisfaction may look 

different 1-day post-treatment vs 3-years post treatment. Fourth, although the Racial Barriers to 

Participation Scale was created by the researchers based on empirical evidence for Black 

families of autistic youth, it was not a validated, psychometrically supported scale. Therefore, 
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future research may benefit from standardizing the measure or developing another measure with 

more empirical support. Furthermore, measures used to assess treatment effectiveness were 

based on parental report rather than behavioral progress monitoring, clinician report, or 

behavioral observations. Although the qualitative results provided helpful insight to the 

qualitative findings, it would have also been helpful to know with whom families experienced 

reported racial microaggressions (e.g., primary care doctor, community members, school 

professionals, psychologists) to further target increasing cultural humility in specific settings.   

Implications and Future Directions 

Notwithstanding these limitations, this study does have several practical implications and 

directions for future research. Given the impact of racial and practical barriers to treatment on 

caregiver stress, greater efforts are needed to monitor and mitigate caregiver stress in treatment 

and collaborate with Black families to work to reduce experienced barriers (e.g., the Autism 

Parenting Stress Index, a brief stress measure; Silva & Schalock, 2012). Moreover, cultural 

components of stress should also be taken into account when monitoring stress (e.g., stigma, 

racial microaggressions, poor family support).  

Practical barriers (e.g., geographical barriers, treatment cost) further impacted the 

perceived treatment effectiveness, perceived treatment satisfaction, and parental stress of Black 

autistic caregivers. Greater efforts and strategies need to be prioritized among policy makers and 

professionals to improve the care of Black autistic families (e.g., flexible appointments, public 

transportation vouchers, community initiatives that offer treatment and assessment resources in 

under-resourced areas; Rivera-Figueroa et al., 2022). New areas of research have emerged on 

leveraging telehealth services to improve access to treatment and assessment services. One 

particular example is the development of a device that utilizes caregiver questionnaires, home 
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videos, and provider questionnaires to develop algorithms that assists with an efficient diagnostic 

process (Megerian et al., 2022). As we progress towards more digitized forms of service delivery, 

it is still imperative to provide humanized and culturally responsive levels of care.  

The results of the study emphasize the lack of culturally responsive care received by 

Black caregivers of autistic youth from providers and professionals especially within the 

diagnostic process. This may be attributed to poor knowledge about autism or lack of cultural 

humility. There is, therefore, a benefit for mandatory trainings in cultural humility, family-

centered care, and autism for professionals who diagnose, treat, and serve autistic youth (e.g., 

primary care doctors, psychologists, therapists, school providers). Trainings should include 

psychoeducation, experiential learning, as well as consultation from autism experts and 

advocates, including autistic individuals (Gillespie-Lynch et al. 2017). Future research should 

explore the effects of utilizing these forms of culturally responsive autism trainings on the 

quality of care for Black families.  

Advocacy played a critical role in facilitating access to resources and improving quality 

of care for the caregivers in this sample. Although having the tools to advocate for their child 

was necessary for most caregivers, many indicated wanting greater advocacy efforts from 

providers and professionals with whom they interacted. Building the cultural capital (e.g., 

aspirational, familial, social networks) of Black families of autistic youth and empowering them 

to navigate the diagnostic and treatment systems that they interact with (e.g., medical system, 

mental health system, school system, economic system) to mitigate parental stress, increase 

family resilience, and improve treatment quality is essential (Morgan & Stahmer, 2020).  

One method to increase cultural capital is to provide parent training programs. Embedded 

within these programs for caregivers of autistic youth should be lessons to increase the skills and 
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tools needed to provide quality care for their child, increase access to resources, and address 

behavioral concerns. Furthermore, professionals within these systems should garner the 

necessary tools and resources to better advocate for the families they serve. Work done to 

enhance collaboration between caregivers and professionals has already produced promising 

findings. Indeed, the Fostering Advocacy, Communication, Empowerment, and Supports 

(FACES) is a workshop conducted with parents, providers, and educators to increase 

partnerships, help families learn about autism resources in their community, and assess the needs 

of underserved families in the community (Pearson et al, 2020b). Similarly, Mind the Gap, a 

peer-mediated intervention for caregivers of autistic youth has been piloted with caregivers of 

autistic youth who live below the federal poverty line and includes modules on topics related to 

education about autism, navigating the service delivery system, stigma, challenging behaviors, 

anxiety and acceptance, living a healthy lifestyle, and working with providers (Iadarola et al., 

2020).  

Another important area for support lies within the Black community. Families within the 

sample discussed how stigma and family rejection of autism yielded increased stress and delayed 

their efforts to get help for their child. Garnering a supportive network of family members, peers, 

professionals, and community members (familial and social capital) to reduce caregiver stress. 

Partnerships with Black community centers or in institutions where autism stigma may be salient 

is an important next step. For instance, Johnson and Van Heck (2015) successfully piloted a 

training that provided Black church leaders within inner cities with knowledge about signs of 

autism and autism resources using culturally tailored materials. Additionally, increasing Black 

autistic visibility within the Black community to normalize concerns may be another avenue to 

increase awareness. For example, the Disney Channel (a television program for children and 
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families) recently aired an episode of The Proud Family: Louder and Prouder, where a Black 

family reacted to receiving an autism diagnosis (Essence Magazine, 2023). The episode provided 

an accurate reality of the internal experience of most Black families when receiving a diagnosis: 

denial, confusion, and eventually acceptance. More research is needed to address the 

implications and recommendations raised by the caregivers in this study to create programs, 

resources, and a system of care that is responsive to the needs and values of Black families of 

autistic youth.  

Conclusion 

 Ultimately, the purpose of this study was to amplify the voices and experiences of Black 

families with autistic youth. Black caregivers of autistic youth are still encountering a number of 

racial and practical barriers when seeking treatment and diagnostic services for their children. 

Despite increased autism awareness and acceptance, stigma is still an apparent barrier within the 

Black community. Furthermore, despite increased efforts across industries to practice cultural 

humility and provide equitable treatment after events of widespread anti-Black violence, covert 

and overt forms of anti-Black racism is still prevalent among the professional community 

providing services to Black autistic youth. These barriers negatively impact caregiver stress and 

may also impact caregiver perceived treatment quality (although caregivers largely liked 

treatments and thought they were effective in this sample). The narratives told by caregivers 

further elucidate the tumultuous experiences of Black caregivers as they seek diagnostic and 

treatment services for their children. An experience that may be worsened by family, 

professional, and systemic barriers, and can be improved by advocacy, acceptance, peer and 

community support, and increased knowledge. Black families of autistic youth call for increased 

compassion, support, training, and humility among professionals who serve autistic youth. 
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Table 1 

Demographic Information of Caregivers and their Children.   

Variable  Total  

N=101 

Mean 

 

Range  

[Min, Max] 

SD 

 

  N (%)    

Location Rural 19 

(18.8%) 

- - - 

 Urban 

Suburban 

39 

(38.6%) 

43 

(42.6%) 

- 

- 

- 

- 

- 

- 

Child age, in years  99 9.19 [2, 20] 4.869 

Caregiver age, in years 100 39.65 [22, 64] 8.53 

Number of Children in House 101 2.21 [1, 6] 1.169 

Child gender   Female 24 

(23.8%)  

- - - 

   Male 77 

(76.2%) 

- - - 

Caregiver 

Race/Ethnicity 

 

 African  

 American 

 

69 

(68.3%) 

 

- 

 

- 

 

 

- 

 

  Multiracial 15 

(14.9%) 

- - - 

  Latinx 1 

(1.0%) 

- - - 

 African 6 

(5.9%) 

- - - 

 Caribbean 6 

(5.9%) 

- - - 



90 

 

 Other 7 

(6.9%) 

- - - 

Child 

Race/Ethnicity 

African American 68 

(67.3) 

- - - 

 Multiracial 30 

(29.7%) 

- - - 

 Latinx 1 

(1.0%) 

- - - 

 African 5 

(5.0%) 

- - - 

 Caribbean 2 

(2.0%) 

- - - 

 Other 2 

(2.0%) 

- - - 

Income <20,000 17 

(16.8%) 

- - - 

 21,000-35,000 15 

(14.9%) 

- - - 

 36,000-50,000 19 

(18.8%) 

- - - 

 51,000-65,000 9 

(8.9%) 

- - - 

 66,000-80,000 8 

(7.9%) 

- - - 

 81,000-100,000 13 

(12.9%) 

- - - 

 101,000-130,000 13 

(12.9%) 

- - - 

 131,000-160,000 2 

(2.0%) 

- - - 

 Over 161,000 5 

(5.0%) 

- - - 

Relationship 

Status 

Married 56 

(55.4%) 

- - - 
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 Divorced 11 

(10.9%)  

- - - 

 With Partner 12 

(11.9%) 

   

 Single 20 

(19.8%) 

   

Caregiver 

Gender 

Female 92 

(91.1%) 

- - - 

 Male 8 

(7.9%) 

- - - 

 Other 1 

(1.0%) 

- - - 

Caregiver 

Relationship 

Mother 91 

(90.1%) 

- - - 

 Father 7 

(6.9%) 

- - - 

 Grandparent 3 

(3.0%) 

- - - 

Education 

Level 

Some High School 2 

(2.0%) 

- - - 

 GED Diploma 6 

(5.9%) 

- - - 

 High School  19 

(18.8%) 

- - - 

 Trade or Vocational 11 

(10.9%) 

- - - 

 Associate degree 10 

(9.9%) 

- - - 

 Some College 18 

(17.8%) 

- - - 

 Four-Year Degree 10 

(9.9%) 

- - - 

 Some Graduate 

School 

5 

(5.0%) 

- - - 
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 Graduate/Professional 

Degree 

19 

(18.8%) 

- - - 
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                    **Correlation is significant at the <.001 level.  

                  *Correlation is significant at the <.05 level. 

 

 

  

 

 

Table 2 

 

Correlation Analysis of Barriers, Parental Stress, Treatment Effectiveness and Satisfaction   

 

Variable 1 2 3 4 5 

      

1. Parental Stress - -    

2. Racial Barriers  .388** -    

3. Practical Barriers  .560** .605** -   

4. Perceived Treatment Effectiveness -.215* -.217* -.378** -  

5. Perceived Treatment Satisfaction -.251* -.358* -.418** .624** - 
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Table 3 

 

Descriptive Statistics of Study Variables 

Variable 

N=101 

 Mean    

  

        SD          [Min, Max] 

    

Parental Stress       40.42                   12.23                 [19,63] 

Racial Barriers       65.29                   18.38                       [32,115] 

Practical Barriers       81.85                29.11               [44,165] 

Treatment Effectiveness      3.40           .584                 [2,4] 

Treatment Satisfaction      3.18                   .984                 [0,4] 
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Table 4  

 

Multiple Linear Regression Analysis of Parental Stress, Family Demographic Factors, and 

Practical Barriers to Treatment 

Variable      t    

  

   p             β  F             R2  R2 

     

1. Family Demographic Factors        .001              -    7.410          .133   .133 

    Caregiver Education Level      1.682    .096             .202             -               -    - 

    Family Income      1.700 .092            .204  -   -    - 

2. Practical Barriers and Covariates   -   <.001             -  23.429        .423 .290 

    Caregiver Education Level      1.968    .052            .193    -     -    - 

    Family Income      1.888    .062            .186    -          -    - 

    Practical Barriers       6.946   <.001           .539    -          -    - 
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Table 5 

 

Multiple Linear Regression Analysis of Parental Stress, Family Demographic Factors, and 

Racial Barriers to Treatment. 

Variable          t          p           β   F            R2  R2 

     

1. Family Demographic Factors        .001              -    7.410          .133   .133 

    Caregiver Education Level      1.682    .096            .202             -               -    - 

    Family Income      1.700 .092            .204  -   -    - 

2. Racial Barriers and Covariates   -   <.001             -  10.250        .243 .110 

    Caregiver Education Level      1.645    .103            .185    -     -    - 

    Family Income      1.499    .137            .169    -          -    - 

    Racial Barriers       3.735   <.001           .335    -          -    - 
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Table 6 

 

Ordinal Regression Analysis of Family Demographic Factors, Racial and Practical Barriers 

to Treatment, and Treatment Effectiveness and Satisfaction. 
Domain (Predictor) B  SE   

  

  Exp(B)        p 95% CI of Exp (B)          Chi-Square 

     

1. Treatment Effectiveness                           .001              18.282 

    Caregiver Education Level    .238      .1163    1.268          .041       1.010-1.593  4.180 

    Family Income -.101      .1100 .903           .356     .728-1.121     .8530 

    Practical Barriers -.029       .0100 .972            .003        .954-.990  8.971 

    Racial Barriers                             2.77E-5      .0142 1.000          .998        .973-1.028  .000 

2. Treatment Satisfaction                      <.001

            

 22.287 

    Caregiver Education Level .155      .1100    1.168          .140        .950-1.434 2.176 

    Family Income -.098      .1040    .907            .344        .740-1.111  .896 

    Practical Barriers  -.020      .0085    .981            .021        .964-.997 5.351 

    Racial Barriers  -.026      .0135    .975            .058                                 .949-1.001 3.589 
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Notes. Caregivers utilized multiple treatment services so treatment frequencies do not add up to 

100. Applied Behavioral Analysis (ABA), Behavior Parent Training (BPT)

Table 7 

 

Frequencies of Caregiver Ratings of Treatment Effectiveness for Treatments (N = 

101). 

Treatment Name                        Tried it Child 

Improved 

Dramatically 

Child 

Improved   

Somewhat 

No Noticeable Effect Child 

Became 

Worse 

     

Speech and Language 86 (85.1%)   48 (55.8%)       30 (34.9%)                8 (9.3%)        0 (0%) 

Occupational Therapy     77 (76.2%)   31 (40.3%)      35 (45.5%)            11 (14.3%)        0 (0%) 

ABA  63 (62.4%)   25 (39.7%)  27 (42.9%)         10 (15.9%)          1 (1.6%) 

BPT 40 (39.6%)   7 (17.5%)   7 (67.5%)             6 (15.0%)        0 (0%) 

Physical Therapy                  33(32.7%)       12 (36.4%)  16 (48.5%)             5 (15.2%)        0 (0%) 

Talk Therapy                            7(7.9%) 2 (28.6%)         3 (42.9%)

            

            1 (14.3%)     1 (14.3%) 

Play Therapy                            2 (2.0%)  0 (0%)        1 (50.0%)             1 (50.0%)        0 (0%) 

Social Skills Training              4 (4.0%)    1 (25.0%)        3 (75.0%)             0 (0%)        0 (0%) 

Medication                               2 (2.0%)    1 (50.0%)        1 (50.0%)             0 (0%)        0 (0%) 

Feeding Therapy                      3 (3.0%)    1 (25.0%)        0 (0%)             2 (75.0%)        0 (0%) 

School Therapy                        5 (5.0%)    2 (40.0%)        2 (40.0%)             1 (20.0%)        0 (0%) 

Music Therapy                         3 (3.0%)    2 (66.7%)         0 (0%)             1 (33.3%)        0 (0%) 

Neurofeedback                          2 (2.0%) 0 (0%)        1 (50.0%)             0 (0%)     1 (50.0%) 
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Notes. Applied Behavioral Analysis (ABA), Behavior Parent Training (BPT

Table 8  

 

Frequencies of Caregiver Ratings of Treatment Satisfaction for Treatments (N = 101). 

Treatment Name              Tried it Very Satisfied Slightly 

Satisfied 

Neither Satisfied or 

Dissatisfied 

Slightly 

Dissatisfied 

Very 

Dissatisfied 

      

Speech and Language        86(85.1%)   49 (57.0%)     22 (25.6%)                7 (8.1%)     6 (7.0%)    2 (2.3%) 

Occupational Therapy      77 (76.2%)   35 (46.1%)    22 (28.9%)            12 (15.8%)     5 (6.6%)    2 (2.6%) 

ABA                                 63 (62.4%)   30 (47.6%)    18 (28.6%)          6 (9.5%)

    

    5 (7.9%)    4 (6.3%) 

BPT                                  40 (39.6%)   11 (27.5%)    21 (52.5%)             6 (15.0%)     2 (5.0%)    0 (0%) 

Physical Therapy               33(27.5%)        17 (51.5%)    10 (30.3%)             4 (12.1%)     1 (3.0%)    1 (3.0%) 

Talk Therapy                        8 (7.9%)  5 (62.5%)        0 (0%)                        2 (25.0%)   1 (12.5%)    0 (0%) 

Play Therapy                        2 (2.0%)  0 (0%)      1 (50.0%)             0 (0%)   1 (50.0%)    0 (0%) 

Social Skills Training           4 (4.0%)    2 (50.0%)      1 (25.0%)             0 (0%)     0 (0%)  1 (25.0%) 

Medication                            2 (2.0%)    1 (50.0%)      1 (50.0%)             0 (0%)     0 (0%)    0 (0%) 

Feeding Therapy                   3 (3.0%)    2 (66.7%)      0 (0%)             1 (33.3%)     0 (0%)    0 (0%) 

School Therapy                    5 (5.0%)    3 (60.0%)      2 (40.0%)             0 (0%)     0 (0%)    0 (0%) 

Music Therapy                     3 (3.0%)   3 (100%)      0 (0%)             0 (0%)     0 (0%)    0 (0%) 

Neurofeedback                     2 (2.0%)    1 (50.0%)      1 (50.0%)             0 (0%)     0 (0%)    0 (0%) 
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Table 9 

 

Wilcoxon Signed Rank Tests: Comparison of Treatment Effectiveness and Treatment 

Satisfaction   

Treatment Type (N) Asym. Sig (2-

tailed)     

             T    z 

    

Applied Behavioral Analysis (62) .164            122.5                 -1.392            

Speech Therapy (86) .055            205.5              -1.196         

Physical Therapy (33) .858         63.0  0.179  

Occupational Therapy (77) .094            249.5 -1.675                         

Behavioral Parent Training (40) .791             25.0 -0.265 
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Figure 1 Barriers, Facilitators, and Recommendations Experienced by Black Families of Autistic 

Youth 
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APPENDIX A 

Family Background Questionnaire 

 Response Options 

Caregiver Gender Male 

Female 

Other 

Prefer not to answer 

Relationship to 

Child 

Mother 

Father 

Grandparent 

Aunt 

Uncle 

Step mother 

Step father 

Foster parent or guardian 

Other 

Caregiver Age 0-99 years 

Caregiver 

Race/Origin  

Black-African American 

Black-Multiracial 

Black-African 

Black-Latinx 

Black-Caribbean 

Marital Status Single 

Cohabitating Partner 

Married 

Divorced 

Widowed 

Based on the 

pictures below, 

choose which 

geographical image 

best fits your 

location 

  

Urban 

Rural 

Suburban 
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Highest Level of 

Education  

Did not attend high school 

Some high school 

GED Diploma 

High school graduate 

Trade or vocational school (after high school) 

Associate Degree (two-year degree) 

Competed some college 

Baccalaureate  Degree (four-year degree) 

Some graduate school 

Graduate/professional degree (M.D., Ph.D., M.A/M.S., M.B.A., etc.) 

Annual Family 

Income 

Less than $20,000 

$21,000-$35,000 

$36,000-$50,000 

$51,000-$65,000 

$66,000-$80,000 

$81,000-$100,000 

$101,000-$130,000 

$131,000-$160,000 

Over $161,000 

Total # of children 

in the household 

Range (>0) 

Child Gender Male 

Female 

Trans-male 

Trans-female 

Agender 

Nonbinary 

Gender fluid 

Intersex 

Child Race/Origin  Black-African American 

Black-Multiracial 
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Black-African 

Black-Latinx 

Black-Caribbean 

Child current age Range (0-20) 

Who first noticed 

symptoms of autism 

in your child? 

Pediatrician 

Child Psychiatrist 

Child Psychologist 

Pediatric Neurologist 

School professionals 

Me 

Another caregiver 

Family members or friends 

Other (Open-ended) 

Unsure 

How old was your 

child when a 

professional first 

suggested that 

your child might 

have autism 

Range (0-20) 

Who diagnosed 

your child with 

autism? 

Pediatrician 

Child Psychiatrist 

Child Psychologist 

Pediatric Neurologist 

Occupational Therapist 

Other (Open-ended) 

Child Age of 

Diagnoses 

Range (0-20) 

How old was your 

child when they first 

received any 

professional or 

educational services 

for autism? 

Range (0-20) 

  

 

 

      

 

 

 



105 

 

APPENDIX B 

 

Parent Version of the Barriers to Treatment Participation Scale– (BTPS) 

 

Below is a list of statements that some parents have about seeking psychological help, 

counseling, or advice for their child or adolescents. For each item, please check a box to indicate 

how much you agree with the statement.  

 Totally 

disagree 

Somewhat 

disagree 

 

Neutral 

Somewhat 

agree 

Totally 

agree 

I. Stressors and Obstacles That 

Compete With Treatment  

 

     

1. We do not have transportation (car, 

truck, taxi) to travel to treatment   

 

❑ ❑ ❑ ❑ ❑ 

2. My child is involved in other 

activities (sports, clubs, music lessons) 

that would make it hard to come to a 

session 

❑ ❑ ❑ ❑ ❑ 

3. Scheduling appointment times for 

treatment is difficult 
❑ ❑ ❑ ❑ ❑ 

4. Treatment conflicts with other 

activities in which I am involved 
❑ ❑ ❑ ❑ ❑ 

5. I experience too much stress in my 

life to participate in treatment 
❑ ❑ ❑ ❑ ❑ 

6. My personal health problems or 

illness stops me from getting treatment 

for him or her 

❑ ❑ ❑ ❑ ❑ 

7. My child’s health problems or 

illness stops me from getting treatment 

for him or her 

❑ ❑ ❑ ❑ ❑ 

8. Crises at home gets in the way ❑ ❑ ❑ ❑ ❑ 

9. Treatment adds more stress to my 

life 
❑ ❑ ❑ ❑ ❑ 

10. Bad weather prevents us from 

coming to treatment 
❑ ❑ ❑ ❑ ❑ 

11. My time is limited; I don’t have 

time for the assigned work 
❑ ❑ ❑ ❑ ❑ 

12. My child is never home long 

enough to do the homework assigned 
❑ ❑ ❑ ❑ ❑ 
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13. Family health problems or illness 

in our home stops me from getting 

treatment for my child 

❑ ❑ ❑ ❑ ❑ 

14. Getting a babysitter so I can come 

to treatment with my child is a problem 
❑ ❑ ❑ ❑ ❑ 

15. Parking at the treatment agency  

stops me from getting treatment for my 

child 

❑ ❑ ❑ ❑ ❑ 

16. Members of my family stop me 

from getting treatment for my child or 

they disagree with me about whether 

we should come to treatment at all 

❑ ❑ ❑ ❑ ❑ 

17. I am too tired after work to go to 

sessions 
❑ ❑ ❑ ❑ ❑ 

18. My job schedule is too hectic ❑ ❑ ❑ ❑ ❑ 

19. Treatment takes time away from 

spending time with my children 
❑ ❑ ❑ ❑ ❑ 

20. I have trouble with other children 

at home, which makes it hard to come 

to treatment 

❑ ❑ ❑ ❑ ❑ 

II. Treatment Demands and Issues       

21. My child refuses to go to the 

sessions 
❑ ❑ ❑ ❑ ❑ 

22. Treatment takes too long (too many 

weeks) 
❑ ❑ ❑ ❑ ❑ 

23. Treatment cost too much ❑ ❑ ❑ ❑ ❑ 

24. Billing is a big hassle ❑ ❑ ❑ ❑ ❑ 

25. Information we get from treatment 

(handouts, referral information) is 

confusing for me or my child 

❑ ❑ ❑ ❑ ❑ 

26. My child has trouble understanding 

treatment 
❑ ❑ ❑ ❑ ❑ 

27. Treatment is more work than I 

thought it would be 
❑ ❑ ❑ ❑ ❑ 

28. The atmosphere at the clinic makes 

appointments uncomfortable 
❑ ❑ ❑ ❑ ❑ 

29. I don’t have a say in my child’s 

treatment 
❑ ❑ ❑ ❑ ❑ 

30. The work assigned to me as part of 

this treatment is difficult 
❑ ❑ ❑ ❑ ❑ 

III. Perceived Irrelevance of Treatment  
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31. Treatment is not necessary ❑ ❑ ❑ ❑ ❑ 

32. Treatment is not what I expected ❑ ❑ ❑ ❑ ❑ 

33. I  lose interest in coming to 

sessions 
❑ ❑ ❑ ❑ ❑ 

34. Treatment becomes less important 

as it goes on 
❑ ❑ ❑ ❑ ❑ 

35. Treatment does not focus on my 

child’s life and problems. 
❑ ❑ ❑ ❑ ❑ 

36. Treatment “brings out” new or 

different problems in my child 
❑ ❑ ❑ ❑ ❑ 

37. My child’s behavior will improve 

on its own; treatment is not needed 
❑ ❑ ❑ ❑ ❑ 

38. Treatment does not work ❑ ❑ ❑ ❑ ❑ 

IV. Problematic Relationship With the 

Therapist  

     

39. I don’t have a good relationship 

with the therapist 
❑ ❑ ❑ ❑ ❑ 

40. I have to give too much personal 

information to the therapist 
❑ ❑ ❑ ❑ ❑ 

41. The therapist is not  confident that 

treatment will work 
❑ ❑ ❑ ❑ ❑ 

42. The therapist questions my ability 

to carry out treatment programs at 

home 

❑ ❑ ❑ ❑ ❑ 

43. The therapist does not support me 

or my efforts 
❑ ❑ ❑ ❑ ❑ 

44. The therapist does not call enough ❑ ❑ ❑ ❑ ❑ 
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     APPENDIX C 

 

Racial Barriers to Treatment Participation Scale 

 

THE STATEMENTS BELOW ARE INTENDED TO REPRESENT SOME SITUATIONS 

THAT MAY HAVE OCCURRED OVER THE COURSE OF OBTAINING TREATMENT 

SERVICES FOR YOUR CHILD. AS WELL AS SOME BELIEFS THAT SOME BLACK 

PARENTS MAY HAVE AS THEY SEEK SERVICES FOR THEIR CHILD. FOR EACH ITEM, 

PLEASE CHECK A BOX TO INDICATE HOW MUCH YOU AGREE WITH THE 

STATEMENT. 

 

 

Totally 

Disagree 

Somewhat 

Disagree 

Neutral Somewhat 

Agree 

Totally 

Agree 

I. Racial 

Microaggressions 

     

1. My provider avoided 

discussing or addressing racial 

issues in our session(s). 

     

2. My provider or therapist 

sometimes was insensitive about 

my cultural group when trying to 

understand or treat my concerns 

or issues (e.g., “You should 

disengage or separate from your 

family of origin if they are 

causing you problems.”). 

     

3. My provider or therapist 

seemed to deny having any 

cultural biases or stereotypes 

(e.g., “I’m not racist because 

some of my best friends 

are Black.”). 

     

4. My provider or therapist may 

have thought at times that I was 

overly sensitive about racial 

issues (e.g., “Don’t be too 

sensitive about the racial stuff. I 

didn’t mean anything 

bad/offensive.”). 

     

5. My provider or therapist at 

times seemed to over-identify 

with my experiences related to my 

race (e.g., “As a gay person, I 

know just what it’s like to 

be discriminated against.”) 
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6. My provider or therapist at 

times seemed to have stereotypes 

about my racial group, even if he 

or she did not express them 

directly (e.g., “I know that Black 

people are very religious” 

and “Did you grow up in the inner 

city? or “You are so articulate.” ).  

 

     

7. My provider or therapist 

sometimes seemed unaware of the 

realities of race and racism (e.g., 

“When I look at you, I don’t see 

color.” Or “Everyone can succeed 

in this society, if they work hard 

enough.”). 

     

8. My provider or therapist at 

times may have either 

overestimated or underestimated 

my capabilities or strengths based 

on my racial group membership 

(e.g., “I’m sure you can cope with 

this problem as a strong Black 

woman” and “Black people are so 

cool.”). 

 

     

9. My provider or therapist 

sometimes minimized the 

importance of racial issues in our 

session(s) (e.g., “I’m not sure we 

need to focus on race  

to understand your child’s 

behavior). 

 

     

10. My provider or therapist may 

have offered help that was 

inappropriate or unneeded based 

on my racial group membership 

(e.g., “I don’t usually do this, but 

I can waive your fees if you can’t 

afford to pay for counseling.”) 

 

     

II. Family and 

Community Beliefs  

     

11. I know a lot about my child’s 

disorder.* 
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12. I know a lot about treatment 

services for my child’s disorder.* 

     

13. I believe my child’s behavior 

will improve on its own; 

treatment is not needed. 

     

14. I trust the health professionals 

providing the treatment services.* 

     

15. I trust the treatment services 

provided. * 

     

16. Members of my family or 

friends agree with me about 

whether we should come to 

treatment.* 

     

17. My family or friends blame 

me for child’s behavior problems. 

     

18. I believe faith plays a stronger 

role in my child’s well-being than 

treatment services. 

     

19. I fear my child faces risk of 

prejudice and discrimination. 

     

20. Treatment was worse than 

what I expected it to be.  

     

III. Treatment       

21. The treatment environment 

was inclusive of my race (e.g. 

People of color on their website, 

handouts, waiting room 

magazines, treatment materials).* 

     

22. I felt rushed, like I wasn’t 

getting enough treatment time or 

time to talk to my provider.  

     

23. It seemed like my provider 

was knowledgeable about the 

problems my child was facing. * 

     

24. I understood all the terms and 

language my child’s providers and 

therapists used.* 

     

25. I would prefer if my child’s 

provider was Black, like me.  

     

26. I have connections to other 

Black families going through the 

same thing. * 

     

27. I needed to educate myself; no 

community resources or 

educational resources were 

provided to me.  
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28. I was afraid or too shy to ask 

my child’s therapist or provider 

questions.  

     

29. My child was misdiagnosed 

previously.  

     

 

*items reverse coded 

 

 

  



112 

 

 APPENDIX D 

 

Parental Stress Scale 

 

 Strongly 

Disagree 

Disagree Undecided Agree Strongly 

Agree  

      

1. I am happy in my role as a 

parent.* 

 

     

2. There is little or nothing I wouldn't 

do for my child(ren) if it was 

necessary.* 

 

     

3. Caring for my child(ren) 

sometimes takes more time and 

energy than I have to give.  

 

     

4. I sometimes worry whether I am 

doing enough for my child(ren). 

 

     

5. I feel close to my child(ren). * 

 

     

6. I enjoy spending time with my 

child(ren). * 

 

     

7. My child(ren) is an important 

source of affection for me. * 

 

     

8. Having child(ren) gives me a more 

certain and optimistic view for the 

future.* 

     

9. The major source of stress in my 

life is my child(ren).  

 

     

10. Having child(ren) leaves little 

time and flexibility in my life.  

 

     

11. Having child(ren) has been a 

financial burden.  

 

     

12. It is difficult to balance different 

responsibilities because of my 

child(ren). 

     

13. The behaviour of my child(ren) is 

often embarrassing or stressful to me.  
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14. If I had it to do over again, I 

might decide not to have child(ren). 

     

15. I feel overwhelmed by the 

responsibility of being a parent. 

 

     

16. Having child(ren) has meant 

having too few choices and too little 

control over my life. 

 

     

17. I am satisfied as a parent.* 

 

     

18. I find my child(ren) enjoyable.*      
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 APPENDIX E 

 

Treatment Effectiveness Ratings 

 

 

Overall Treatment 

Effectiveness 

 Child 

improved 

dramatically 

Child 

improved 

somewhat 

No 

noticeable 

effect 

Child 

became 

worse 

How would you rate your child’s 

overall improvement for the 

treatment services you have 

used? 

     

Service Utilization Tried 

it 

Child 

improved 

dramatically 

Child 

improved 

somewhat 

No 

noticeable 

effect 

Child 

became 

worse 

Applied Behavioral Analysis 

(ABA) 
❑     

Occupational Therapy ❑     

Physical Therapy ❑     

Behavioral Parent Training ❑     

Speech and Language Therapy ❑     

Other ❑     

*Open ended branched question 

for services selected: How long 

were you using this service (in 

months)?  
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 APPENDIX F 

Treatment Satisfaction Ratings 

Overall Treatment 

Satisfaction 

Very 

Satisfied 

Slightly 

Satisfied 

Neither 

Satisfied or 

Dissatisfied  

Slightly 

Dissatisfied 

Very 

Dissatisfied 

d 

Are you happy with the 

overall treatment services 

received by your child? 

❑ ❑ ❑ ❑ ❑ 

Service Utilization: Are 

you happy with the 

treatment received by 

your child at…. 

      

Applied Behavioral 

Analysis (ABA) 
❑ ❑ ❑ ❑ ❑ 

Occupational Therapy ❑ ❑ ❑ ❑ ❑ 

Physical Therapy ❑ ❑ ❑ ❑ ❑ 

Behavioral Parent 

Training 
❑ ❑ ❑ ❑ ❑ 

Speech and Language 

Therapy 
❑ ❑ ❑ ❑ ❑ 

Other (Open ended)  ❑ ❑ ❑ ❑ ❑ 
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     APPENDIX G 

Semi-Structured Interview Questions 

1. INTRODUCTION TO STUDY 

2. Tell me about the concerns you were trying to address with the treatment services you 

sought for your child with ASD. 

3. Please tell me about your experiences with obtaining an initial diagnosis of ASD. 

 (Probes): 

o How long did it take to receive a diagnosis?  

o How old was your child when they were diagnosed? 

o Number of visits/providers 

o Was your child ever diagnosed with something else prior to receiving an autism 

diagnosis? 

o Perceived knowledge of providers 

o Your knowledge of ASD and how it influenced your interactions with professionals 

o Perceived cultural responsiveness 

o How did your family and friends respond to his/her diagnosis? 

o How did you respond to his/her initial diagnosis? 

 

4. Please tell me about your experiences with accessing treatment services for your child. 

 (Probes): 

o How long did it take to access services?  

o What services has your child had so far? 

o Were the providers receptive to your needs and concerns? 

o What services have been the most and least helpful and why? 

o What challenges have you encountered while trying to get services? Why do you think 

you encountered those obstacles? 

o How have the obstacles you have encountered influence your stress levels and well-

being? 

o Perceived cultural responsiveness? 

o Do you feel like you have adequate support? ( e.g. from providers, family, friends, 

community) 

5. What have your experiences been like as the parent of a child with ASD? 

 (Probes): 

o How has the pandemic affected your experience receiving treatment services or caring 

for your child with ASD?  

o Do you believe that being Black has had an effect on your experience, and if so how? 

o How has having a Black child with ASD affected your interactions with law 

enforcement? 

o Do you think there are any types of services or supports missing for Black families 

that have children with ASD? What type and how would they be beneficial? 

6. What recommendations do you have for providers, educators, or other professionals to 

better serve the needs for Black families of children with ASD?  

o Is there anything you wish you had more of or less of during the process? 
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7. Is there anything else you would like to add? 
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