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Abstract 
 

  This work represents an unapologetic1 look at the experience of African-American2 

parents of children with autism3.  It is an attempt to “pull back the curtain” to better understand 

how parents perceive the diagnosis of autism and navigate culture and clinical spaces. My study 

is not at all about autism in the sense of the clinical definition or the child diagnosed with autism, 

but rather the continued effort of parents to traverse two conflicting experiences in the form of 

clinical culture and African-American culture.  The foundation for my thesis is laid out by 

parents’ use of collective Black English Vernacular in the form of phrases such as “doing the 

most.”  At first glance, these phrases seem to be inconspicuous.  However, when they are placed 

in the context of describing the perceptions of autism, they become acculturative proverbs.  

These proverbs do the work of acculturation by transferring the label “autism” from a place of 

White4 biomedical understanding to the African-American cultural space.  African-American 

parents move between these conflicting contexts often being forced to assimilate into various 

forms to enable biocitizenship and cultural citizenship.  The use of acculturative proverbs finds 

its place in the efforts of African-American parents to “emplot” their children into the narratives 

and scenarios that are culturally appropriate and provide them with better long-term outcomes. 

 

 

																																								 																					
1	Unapologetic	in	the	context	of	Black	English	Vernacular	is	used	to	convey	the	idea	that	the	
critical	analysis	is	done	with	integrity	and	will	not	compromise	based	upon	ideas	about	
race	and	ethnicity.		This	thesis	is	meant	to	make	people	uncomfortable	and	there	will	not	
be	any	apology	for	that	
2	For	the	purposes	of	this	thesis,	African-American	will	be	used	interchangeably	with	Black.			
3	Autism	can	also	be	referred	to	as	Autism	Spectrum	Disorder,	ASD,	and	spectrum.		
4	For	the	purposes	of	this	thesis,	White	will	be	used	interchangeable	with	Anglo.			
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Background 
	

 The impetus for this study comes from my personal experience as an African-American 

mother of a child with autism.  The research question began to take shape from my observations 

of clinical spaces while navigating my child’s extensive health care needs.  My family opted to 

take a very particular biomedical approach to therapeutic services for the care of my child.  We 

spent nearly 30 hours a week attending various clinically-based services such as speech, 

occupational therapy, and applied behavioral analysis.  In my observations of the clinical setting 

and the waiting room, we were almost always the only African-American family accessing 

services. The lack of African Americans in the clinical waiting rooms left me with several 

questions about why African-American families were not represented in the autism population at 

these clinics.   

 There were, and still are, several structural factors such as lack of an autism insurance 

mandate in our state.  The autism insurance coverage mandate finally became law in 2015, but 

only serves an estimated 1000 families of the estimated 6,000 children with an autism diagnosis 

(Stoddard 2015).  The mandate does not affect individual, small group, or self-funded insurance 

plans (Stoddard 2015).  So for example, the faculty, clinicians, and staff at the medical center 

that provides autism services, have a self-funded plan.  Thus those families are unable to access 

the autism services that they themselves provide.   

   Notably, the particular community where my research began is a military community that 

hosts one of the largest active duty populations in the country.   The military considers this 

particular base to offer a significant amount of autism services.   Families are evacuated from 

overseas locations upon receiving an autism diagnosis and placed here so that their child can 

access care.  Another consideration is that the military insurance or TriCare is referred to as the 
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standard bearer for autism insurance coverage. This means that there is a sizable group of 

African-American families that have insurance access to biomedical services for their children 

with autism.  Given that families have insurance access, I wondered what was stopping them 

from accessing biomedical services.  My initial feeling, based on my experience with our family, 

was that there is a cultural component to the perception of disability that created a different 

frame for these families leading them to make different health care choices.   

 Autism can be a difficult diagnosis for families as the services initially can be difficult to 

navigate.  You will hear parents say that they got the most support from “other autism families.”  

It is often the serendipitous experience of running into another autism parent who will provide 

information and resources that these families have been unable to access in their pediatric clinics.  

It was this very experience that led me to become an advocate for autism families in my local 

area and on our military base.   

 While working as an advocate, I found that clinics were especially apt to give my 

information to Black families that they felt “needed supports”.  I was also put in contact with 

families that the clinicians felt were non-compliant, a problematic term used to label parents that 

did not explicitly adhere to the clinicians medical advice.  As I began to engage with these 

parents, both military and civilian, I found that our stories were incredibly similar.  We were not 

“non-compliant,” just different in our understanding of disability.  These parents quickly grew to 

be friends that I also leaned on when I needed support in my parenting experience. It is this 

group of parents that have consented to be a part of my research.  It is their voices that I hope to 

clarify for the purposes of understanding the massive disparities in health care that are faced by 

African-American autism families.   
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Methods 
	

 Using a snowball sampling technique, I began my research by reaching out to the 

African-American families that were already in my personal circle. Many of the parents in this 

study have been a part of my own family’s autism experience and represent the community 

aspect that the shared intersectional experience of race, ethnicity, and disability can have. I also 

asked participants for referrals to other African-American parents.  From there I reached out to 

African-American psychologists, and clinicians who had worked with my son and knew my 

family.  These clinicians were given my IRB number along with a copy of the consent form.  

They graciously identified parents that would be appropriate for my study and passed along the 

consent and my contact information. It was my intention to snowball via people who had positive 

interactions with me and would be able to “vouch” for me as a safe person to speak with about 

autism.  Each parent was provided a copy of the consent form that also includes a small blurb 

about the study.  I spent time emailing and private messaging with parents answering their 

questions about my research before the interviews took place.   

 My research questions were outlined by the following categories: pregnancy and 

beginning of life up to age 1, pre-diagnostic experience, diagnostic experience, post diagnosis, 

family life and relationships, health care perceptions, mental health perceptions, perceptions of 

equality, the struggle, personal history and experience with autism or disability at large, and 

disability and the church.  These questions were based upon the current literature as well as my 

own personal perceptions and experiences as an African-American mother of a child with 

autism.  

  I also included in my interviews a word map to try and capture any similar language use 

or thoughts that parents might use to describe autism. The words included in the map as 
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examples were: autism, disability, special needs, and services.  Parents were then asked how they 

might describe the example words.  I asked the question as follows: “What three words or 

phrases come to mind when I say “disability?”  I used content analysis to try and identify any 

common themes and language used by the parents.  Interestingly, the word map did not yield any 

significant results.  Families were much more candid during the interview process.   

 Demographic information was taken to better identify the intersectional make up of my 

sample.  The interview questions can be viewed in their entirety in the appendix.  The interviews 

have been loosely scripted around the set of questions (appendix) and I have gone back to 

interview several of the parents multiple times in order to clarify meaning and to ask other 

questions that came up as I completed the analysis of the interviews.   

 Each interview was audio recorded and then transcribed and analyzed using content 

analysis to identify common themes and experiences as articulated by the parents in this study.   

Transcription and content analysis was done by hand as well as the use of a word processing 

program.  The data collected showed that the parents identified several common themes and 

experiences, such as similar views on raising a disabled child.  Language was another significant 

factor as parents used similar Black English Vernacular terms to describe their feelings and 

experiences.  The use of Black English to describe shared parenting experiences became the 

central focus of my thesis.  I use the frames of phenomenology and emplotment, tying those to 

the economic, political, and historical experiences that have shaped African-American culture.   

 To date I have interviewed 20 parents, equaling 17 total families and 2 autism clinicians.  

All participants in the study self-identified as African American.  The parents in the study range 

in age from the mid 20s to late 40s.  The education level represented includes two parents 

currently enrolled in bachelor’s programs to several Ph.Ds. The socio-economic level in the 
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group ranges from those who qualify for Medicaid and free and reduced lunch programs to 

upper-middle class.  While some of those in the sample do qualify for programs such as free and 

reduced lunch, which indicates a lower socio-economic level, there are no parents who are 

experiencing abject poverty.   

 I have spoken with 16 mothers and 4 fathers.  Of the participants there are 3 single 

parents and 17 members of two-parent heterosexual households.  As my own family is military, I 

have had access to numerous military families who have children on the autism spectrum.  

Several of the parents in this study are prior, current, or spouses of military members.  The 

military rankings included in this work range from Staff Sargent to Lt. Col and represent all of 

the branches of the Armed Forces.   

 All of the families in the study report having insurance, with coverage ranging from state 

and federal programs such as Medicaid/Medicare, private insurance, and TriCare (military 

insurance).  All parents, with the exception of one, report having insurance that covers autism 

services.  The one family that reported not having autism coverage recently moved across the 

country in search of better services and care, including insurance coverage. This is a topic that 

will be further discussed in this thesis, as the parents’ perception of access to autism care is 

different than the recommendations for care from the American Academy of Pediatrics (hereafter 

referenced as AAP).   

 The parents in this sample are located in various parts of the United States representing 

seven different states.  As the parents are not all located in my immediate area, several of the 

interviews were completed via Skype, Face Time, and phone.  Of the families that are located 

within a reasonable distance from my own location, I interviewed all but one in-person.  The 

interviews took place at locations suggested by the parents.  Most took place at local coffee 
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shops and restaurants with a few happening in informal formats such as “play dates” at the local 

park and swimming lessons with my children.  I did meet with some families in their homes as 

well as my own.  I have also attended clinical visits and diagnostic appointments with families. 

Some of the follow-up interviews took place while sitting in waiting rooms with parents as their 

children were admitted for biomedical treatment.     

 The parents in this study have children who are on the autism spectrum and range in age 

from two years old to twenty-four years old.  Parents identified children as having a diagnosis 

ranging from Asperger, Pervasive Developmental Disorder-Not Otherwise Specified (PDD-

NOS), and Autism Spectrum Disorder. Many of the families also reported dual diagnoses or 

misdiagnoses from the following: Feeding Disorders, Sensory Processing Disorder, Oppositional 

Defiant Disorder (ODD), Attention-Deficit Hyperactivity Disorder (ADHD), and Intermittent 

Explosive Disorder.   

 Within this sample there are five families that had multiple children who were identified 

as being on the autism spectrum. The parents reported that their children received varying forms 

of treatment including: speech, occupational therapy, feeding therapy, behavioral therapy, 

applied behavior analysis, out patient psychology, psychiatry services, medication, and special 

education services through the public school system.  Each parent reports that they believe their 

child is receiving the same services as their white peers. All of the families interpret access to 

services as being tied to parenting ability.  The military families also cite their insurance and 

military careers as reasons for why they have not experienced health care disparities based upon 

race. I will say more about these points below.   
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A Biomedical Discussion of Autism 
	

 Dr. Leo Kanner first introduced Autism Spectrum Disorder as a diagnostic category in 

the late 1940s.  Dr. Kanner was a “pioneer in the field of child psychiatry who headed the 

Behavior Clinic for Children at Johns Hopkins University in Baltimore”(Silverman 2013, 32).  

The diagnosis of autism has changed over the years.  However the standardization of autism 

occurred in the 2013 update of the Diagnostic and Statistical Manual 5 (DSM5).  This shift is 

most notable for uniting all of the previous autism labels such as Asperger Disorder, Pervasive 

Developmental Disorder-Not Otherwise Specified (PDD-NOS), Autistic Disorder, and 

Childhood Disintegrative Disorder under one diagnostic label of Autism Spectrum Disorder.  

Many of the children in my study received their diagnoses before 2013, so parents refer to the 

labeling before the DSM5 update.  

 A current definition of autism is as follows: “Autism and autism spectrum disorder 

(ASD) are both general terms for a group of complex disorders of brain development. These 

disorders are characterized, in varying degrees, by difficulties in social interaction, verbal and 

nonverbal communication and repetitive behaviors”(Autism Speaks, 2015).  The DSM5 

currently defines the diagnostic criteria for autism as being “Persistent deficits in social 

communication and social interaction across multiple contexts. Restricted, repetitive patterns of 

behavior, interests, or activities.  Symptoms must be present in the early developmental period 

(but may not become fully manifest until social demands exceed limited capacities, or may be 

masked by learned strategies in later life)” (Association 2013)5.  

 There are several therapeutic options for children with autism to help them build a skillset 

																																								 																					
5	This	is	not	a	complete	and	exhaustive	list	of	the	criteria,	please	see	the	DSM5	for	more	
information.		
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that allows them to function within broader society. The AAP lists the following therapeutic 

options: applied behavior analysis, occupational therapy, physical therapy, speech, and 

educational intervention in the form of evidence-based therapeutic care for children with 

disabilities.  These therapies are often referred to as “gold standards” of autism care (Myers and 

Johnson 2007, 1162–82).  The AAP also recommends that children diagnosed with autism access 

twenty-five or more hours of the aforementioned care.   

 The prevalence of autism is thought to affect children of all races and ethnicities at an 

equal rate.  However, there are health care disparities which make the diagnosis of autism 

difficult for certain populations including African Americans.  There are a significant number of 

studies in public health and epidemiology that document health care disparities faced by African-

American autism families.  These include diagnoses that take place later than white peers and the 

misdiagnosis of African-American children with emotional disturbance disorders instead of 

autism (Mandell et al. 2009, Magaña et al. 2012, Burkett et al. 2015).   

Frameworks 
	

 In an effort to better understand the experience of the parents in this study, I use the 

theoretical framework of Intersectionality.  Per Mullings (1997) “It is important to make the 

point that race, class, and gender are not additive categories; rather, they are interlocking, 

interactive, and above all relational ones.  Hence their relationship has been described as 

‘multiplicative’ (King 198, 42) and of ‘simultaneity’ (Anderson and Collins 1995, ii) ”(Mullings 

1997, 6).  It is from this framework that I suggest that gender, race, ethnicity, education, and the 

additional multiplicative category of “autism parent” work in concert with one another to create a 

unique experience for the parents represented here.  In answer to Barnes’ (2016) critique on 
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Intersectionality as a framework which can only act as a tool to understand categories that create 

experience, but one which is unable to address “how the identities are acculturated” (Barnes 

2015, 43), I explore the acculturation of autism into the African-American culture by exploring 

the themes of community fables, proverbs, and emplotment.   

 Community takes many forms; people who live in a certain location could consider 

themselves a community.  People who share specific life experiences could also be considered a 

community.  In the framework of this study, I identify the community of African-American 

parents of children with autism within the context of a community that is created and maintained 

by shared experiences and understandings.  The parents represented in this study do not know 

each other, but do share similar intersectional makeup that has shaped the shared experience as 

outlined by their perceptions of raising a child with autism.    

 Given the intensity of the shared experience for the parents in the study, I would like to 

present an interpretation on the idea of “personal fables” as explained by Heinemann (2016) who 

draws on Murdoch (1998a).  “Personal fables, as Murdoch (1998a) observed, also offer ‘moral 

inspiration,’ and in telling the fables participants opened a window into their own understandings 

of the good and the bad, the right and the wrong, of how they got to where they now were” 

(Heinemann 2016, 39).  The parents within this study did not come from the same city, or state, 

but still had significantly similar experiences and articulated similar perceptions about autism. In 

this context, “personal fables” don’t stay personal but become “community fables.” Mattingly 

(2010) asserts “Swapping ‘horror stories’ takes on a political dimension, binding together 

families whose troubled experiences with health care emerge as a shared problem rather than an 

idiosyncratic experience” (110).  The structural violence that these parents face in biomedical 

settings has created a community fable that tells the story of the perils, struggles, and triumphs 
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that these parents experience.  As Mattingly (2010) states, the telling of “horror stories” (110) 

produces a “shared problem” (110). This idea takes another step, the shared problem is political, 

as Mattingly (2010) identifies.  It is racial and cultural in that Black parents are articulating these 

stories and shared problems.  It is their intersectional make up, being Black and encountering 

systemic racism that gives these fables their community binding and shared power.  It is here that 

we see the creation of community fables. Those fables do not exist without race, culture, and the 

interface with structural violence.   

  The African-American community is documented by public health scholars as suffering 

from some of the most pervasive health disparities in America (Myers and Johnson 2007, 1162–

82). The experiences of disparities are faced head-on by parents who attempt to navigate 

biomedical structures in an effort to help their special needs child.  The “personal fables” 

(Heinemann, 2016 and Murdoch, 1998), and ultimately community fables tell the story of how 

parents survived the navigation of two conflicting social structures, biomedicine and African-

American culture.  What becomes interesting is that the stories are so similar.  When families are 

telling the same story about the same experience, it is no longer personal but rather communal.  

The ethnographic data that follows will illustrate how these families maneuver through the 

“borderlands” (Mattingly and Gron, 2011) between culture and biomedicine.   

 In Black culture, the community fables, as used by the parents in this study, are often told 

in the dialect of Black English Vernacular.  The communal use of BEV by the parents 

represented in this study has emerged as a major theme.  Through the analysis of the data, 

several phrases and linguistic markers of community fables have emerged as common ways that 

parents are articulating the autism parenting experience.  I have termed these words “linguistic 

markers of community fables” and phrases as “proverbs.”  I draw upon the work of Smitherman 
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(2001) to define what a proverb is in the context of Black English Vernacular.  Smitherman 

(2001) who also draws upon Hymes, (1974) states, “Within the framework of sociolinguistic 

theory, proverbs can be categorized as speech acts (Hymes, 1974, p. 53) in that they are shaped 

by the specific sociocultural factors within a given speech community.” (Smitherman 2001, 231)  

Using the frame of “speech act” (Smitherman 2001, 231), I attribute the linguistic phrases that 

have been identified throughout the data as doing the work of acculturation.  It is the “specific 

sociocultural factors within a given community” (Smitherman 2001, 231), a community such as 

the group of African-American parents of children with autism that influence how proverbs and 

linguistic markers work.  The parents in this study use the proverbs and linguistic markers in a 

manner that helps them redefine the biomedical experience with autism and pulls that experience 

back into its culturally appropriate place.  In the context of the parents in this study, proverbs are 

used to acculturate the Anglo American biomedical label of autism.   

 In the case of the parents in my study, proverbs are not entire sentences that give 

meaning, but rather smaller phrases such as “doing the most” or linguistic markers in the form of 

words such as “struggle”.  It is the communal use of the words and phrases by the parents to 

describe similar situations and experiences that I believe qualifies these words/phrases as 

proverbs.  Though the phrases and words that I identify as proverbs are clearly linguistically 

different than the more traditional structure of a proverb, they still meet Smitherman’s 

qualifications.  Smitherman finds, “Taken as a whole, the community’s corpus of proverbs 

provides a mechanism for storing and disseminating the speech community’s attitudes, beliefs, 

values, philosophical assumptions, virtues and vices, and in general much of its worldview.  We 

shall here use the term proverbs to refer to figurative, epigrammatic statements that encompass 

widely accepted strategies for addressing recurring situations” (Smitherman 2001, 232).   
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 As families maneuver between and through these clashing cultural spaces, they must find 

ways to manage how they exist in each space.  Emplotment as described by Mattingly (1994) 

finds that the “actors” within these “plots” “act with a sense of ending, and because we care 

about that ending, we try to direct our actions and the actions of other relevant actors in ways 

that will bring the ending about”(123). These plots take place both in the biomedical space and in 

the space of culture and kinship.  It is important to note that from the perspective of this thesis 

and the parents represented in this study, that biomedicine and the clinical experience is foreign.  

It is understood as an Anglo-American construction of what health, medicine, and cure mean.   

 Autism the label, the process of diagnosis, and treating that disability all happen in a 

space that is culturally different from these parents.  When parents face the label of autism as 

defined by biomedicine, they must reckon with the structural violence that is also attached.  This 

means that African-American parents identify that autism as understood by Anglo Americans 

and biomedicine ties their children to the larger problems of structural racism such as 

joblessness, mass incarceration, and police brutality.  Given the bleak life trajectory that the 

biomedical understanding of autism places upon Black bodies, African-American parents emplot 

themselves and their children into more hopeful narratives.   

 I argue that there is a connection between the community fable, the transformative work 

of acculturation that is done by proverbs, and ultimately the family’s emplotment of themselves 

into a more hopeful narrative.  The community fable becomes the platform from which African-

American families reshape the biomedical experience and autism.  The use of language in the 

form of Black English Vernacular, which I identify as linguistic markers of community fables as 

well as proverbs, are the bridge of acculturation that allows parents to extract their children from 

the biomedical experience and “emplot” them into a more hopeful culturally appropriate 
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narrative.   

Sunday Dinner; the Acculturation of Autism 
	

 In my own life, almost every Sunday several of the African-American families in my 

community prepare and share dinner together.  This is a common cultural feature for African-

American families across the country.  The food, the people, the conversation, and the language 

all find themselves deeply rooted in our culture.  My family, and in particular my son a child 

with autism, participate in these dinners where autism, or my child labeled with autism, are 

seamlessly integrated back into the cultural whole.  It is from this space that I think about the 

acculturation of autism via emplotment, community fables, and the proverbs used by the parents 

in the study.   

 Proverbs are culturally specific words and phrases that when spoken bring knowing 

glances and implicitly understood meaning for those in the African-American culture.  These 

terms and phrases pull at the absurdity of White ideals of health and disability as well as the 

ever-present concern of structural violence, racism, and forms of marginalization African-

American parents of children with autism face. These same phrases that are used to convey 

cultural ideas and experiences at Sunday dinner have found their way into the conversations of 

the African-American parents in this study.  While phrases such as: “that nigga ain’t nothin” and 

“doing the most” seem relatively inconspicuous when spoken at Sunday dinner, they take on a 

significantly different role with use by the parents of autistic children.  They lose their 

inconspicuous nature and take on the work of acculturating autism into a linguistic form that can 

bridge the biomedical label and experience into a place of African-American culture.   

The parents use proverbs to express feelings about the autism parenting experience as it 



 
 

	 20	

specifically relates to being Black in America.  I argue that these proverbs identify how autism 

can be translated from a White biomedical diagnosis and experience back into the African- 

American culture in a way that allows parents to express themselves and identify their 

experience in a culturally significant manner. This use of language allows these families to 

incorporate a foreign biomedical experience into the framework of Sunday dinner.  These 

proverbs speak to the layered cultural meanings that identify a shared experience. Within the 

fabric of these layered meanings, is a combination of moral understanding, historical, political, 

economic, and cultural “ways of knowing.” 

 In the form of community fables, the experience of parenting autism is emploted back 

into African-American culture.  The parents and the child with autism are absorbed into the plot 

and the linguistic proverbs acculturate the autism to a point where it becomes something much 

less important and not the child’s/parents’ only identifier or as the parents state, “the same as 

every one else.”  The child once again becomes a part of the cultural fabric in the form of a 

brother, sister, cousin, niece, and nephew; treated as any other member of the family.  

In this study there is an identification of shared experience via proverbs that encompass layered 

meanings of understanding that are unique to African-American culture.  The analysis of the data 

further identifies proverbs as a means of creating “personal fables” (Heinemann 2016 and 

Murdoch 1998) that become community fables. From this place we are able to identify how 

African-American families are meeting their cultural needs and obligations, while 

simultaneously navigating the system of biomedicine that force families to treat their children’s 

health care needs outside of what is considered to be culturally appropriate.        

 The parents in the study identify that navigating biomedical services leaves them in 

spaces that exists between African-American culture and the culture of biomedical care.  The 
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mothers in the study especially identify how tough it can be to navigate between two conflicting 

social spaces that force them to code switch and wear different identities.  Rosa, an African-

American mother of two children with developmental disabilities speaks to the liminal spaces 

that these families are asked to navigate.  

 

Rosa: “I have two identities, I am a mom and that I have in common with other women.  But, I 

 am also a mom of a child with special needs and that just makes the experience 

 different.  I am not always comfortable being around families that don't have kids with 

 special needs.  They don't know how to respond.  I think there is discomfort.  Even with 

 my colleagues, I am not really close.  One of the women has a child around the same age 

 as mine, and she is always talking about how great her kid is doing, and it really hurts.” 

Stephanie: “So how do you deal with friendship, who are your friends now?”  

Rosa: “I think I self select a little bit (friends).  The people that I know that do have a child with 

 a disability, they are mostly white….(sigh)….and that’s fine…I am not a segregationist 

 or anything like that.  I miss Black people, I miss Black perspectives, and conversations 

 about what will impact our kids.  I really enjoy the White moms, but I miss Black 

 women.  I think the conversations would be different with Black women, and I yearn for 

 women of color.”   

 

 Rosa, a Ph.D. and disability scholar herself, parents two children with disabilities.  Her 

oldest child is a little girl with Down syndrome and her youngest child is a little boy who has 

very recently been diagnosed with autism.  Rosa does not immediately identify that being 

African American creates a different experience and a different set of needs that must be 
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addressed. In fact, she identifies experiences that are cross-cultural for parents of children with 

disabilities.  She identifies that the role of a mother of a child with disabilities separates her from 

the mothers of typically developing children.  Rosa speaks to how hurtful it is to hear other 

mothers speaking about how “normal” their children are and identifies that othering based upon 

her child’s disability is hurtful.   

    As our conversation moves from the discussion of motherhood and identity to the idea of 

friendship, she exposes the cultural yearning for “Black women”.  Rosa articulates that she is 

missing the conversations that would address the experience that is unique to us (Black women).  

In Rosa’s explanation of “missing Black people” and yearning for conversations that are “unique 

to us,” she exposes that the experience of disability via being African American is inherently 

experienced as it is framed by White culture.   

 Black culture is not without its own difficulties, and African-American parents of 

children with autism experience isolation within the African-American society.  This is again 

represented in the words of Rosa.  How is it that she is “missing Black women?”  This can be 

explained in the multiplicative effect of the intersectional experience.  Being an African-

American parent versus an African-American parent of a child with a disability differentiates 

how these families navigate the culture.  This difference in experience can force parents into 

finding friendship and support with in the larger autism community, which is overwhelmingly 

White.  Many of the families articulate that they also find support within their kinship structures 

rather than the African-American culture and community at large.  The parents cite that there is a 

stigma in the African-American community surrounding any condition that is seen as “mental 

health” or anything that can be termed as “retarded”.  Given the a-typical behavior and the 

prevalence of intellectual disability associated with autism, these families find that they and their 
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children are often subject to the stigma that exists within the African-American culture.   

 Early on in my child’s treatment we ran into the problem of acculturating my son’s 

diagnostic label of autism into a space where our Black family members could participate.  Our 

extended family had a difficult time understanding why we had allowed our child to be labeled 

by “those White doctors”.  Our family often stated, “he doesn’t look like he has autism”.  Much 

has been made of the “invisible disability” and for our extended family, the inability to “see” 

something wrong with Dell coupled with the cultural interpretation of behavior as a discipline 

issue made the autism diagnosis especially difficult.  It was not only the diagnostic label of 

autism that gave our family trouble, but also the clinical and therapeutic services that we had 

chosen for our child.   

 From the perception of our extended family, my husband and I had “othered” Dell by 

creating a situation where he would be treated differently than all of the other children within our 

kinship structure.  Mattingly (2014) describes a family’s experience that parallels my own as 

Delores (grandmother) pressures Sasha (granddaughter) into recognizing that she (Sasha) is 

treating her son differently than the rest of the children.  Per Mattingly (2014) Sasha states, “And 

when she, when she brought it to my attention, that’s when I began to deal with it.  And then 

once I dealt with it, it was just like, ‘I don’t care what anyone thinks.’ I just reassure my son, you 

know. ‘Don’t let anybody tell you different.  You know, you’re not different from anybody 

else’” (Mattingly 2014, 91).  The parallel in our experiences is in that there is a cultural norm 

that demands that we “treat the child the same as everyone else.”  

 To highlight the multiplicative effect of the intersectional makeup of these parents as it is 

experienced within the culture, I introduce you to Melissa. She is the VP of human resources at a 

large local company and has earned two graduate degrees in business related fields.  Her 
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daughter was diagnosed with Asperger’s syndrome at the age of 11 and is now in her second 

year of college. Melissa and I spent time talking about our shared experiences as African-

American autism parents.  We found ourselves discussing how we navigate through the “outside 

world” which includes more than ethnicities different from our own, but also African American’s 

that do not have children with autism.   

 

Melisa: “Girl, it’s just a struggle.  Life is always something, and it is such a struggle.  As far as 

 the autism and the outside world, they, even our own people (she rubs the skin on her 

 hand to indicate ‘Black people’), will never get it, and I am over explaining it to 

 everyone.  This is her, you like her or you don't.  So I don't include the outside world a 

 lot.  They are just not going to get it.  Either you accept her or you don’t.”  

 

 In Melissa’s words, she gives a clear intracultural example of the difference that exists in 

the experience of parenting a child with a disability.  She also uses a common linguistic marker; 

“struggle”, to help identify how she feels about parenting and navigating “the outside world.” 

The idea of “struggle” is so much more than the simple implication of something being difficult.  

It is layered with meaning that includes time and space (discussed in detail below). This 

particular proverb encapsulates several life events and experiences that have shaped what 

Melissa identifies as the “struggle.”   

 The intracultural experience is often difficult.  It is not just the disability itself that is 

stigmatized but also the form of biomedical treatment that bears the outcry of opposition from 

those within the African-American community.  Rosa gives us some insight into how the 

African-American community perceives the experience of being African American and seeking 
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biomedical treatment. She goes on to elaborate on her perceptions of why the African-American 

culture at large pushes back on disabilities that are related to mental health or produce non-

normative behavior.   

 

Rosa: “We as a people, I love us, but we will just keep us from living and surviving off of an 

 antiquated thought processes.  Some people would not want to see autism as a mental 

 health disability.  We believe that we can pray our way out of anything.  It’s what my 

 mom said after my after my daughter and my son, we will just pray about it.  If you have 

 mental health, you are an ‘other’…you need to be heavily prayed over.” 

 

 Rosa brings up several ideas to think about, such as her assertion that there is an 

“antiquated thought process” and her connection of that process to prayer by stating, “We 

believe that we can pray our way out of anything.”  There is a community fable in the common 

African-American idea that “We can pray our way out of anything.”  This is a moral 

understanding of illness, strife, and struggle in that God can take care of all of the bad things if 

only we “pray.”  There is a political, economic, and historical connection to the idea of “prayer.”  

African Americans have been subjected to so many oppressive experiences, such as slavery and 

segregation, and “prayer” was often the only way that we could emplot ourselves into a more 

hopeful narrative.  Rosa is connecting the “antiquated ideas” to the eco-political and historical 

experiences surrounding the idea of “prayer.”   

 Historically the African-American community has used prayer as a means of coping with 

institutional oppression such as slavery and segregation.  Even though slavery is no longer in 

place, African Americans still face a host of structurally violent experiences.  Prayer continues to 
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be a means of emplotment as African Americans are able to emplot themselves in to a space of 

hope via prayer and faith while facing a much bleaker reality.  Rosa questions this practice. In 

doing this, she places herself in a cultural “borderland” (Mattingly and Gron, 2011) where she 

must walk carefully between cultural norms and what is, in her view, a more progressive 

biomedical moralization of disability.   

  Both Rosa and Melissa identify that there is indeed a stigma attached to autism as well as 

other disabilities perceived as mental illness.  There is also a stigma attached to the parents that 

challenge the cultural norms by choosing to treat their children’s autism symptoms with 

biomedical treatments and therapy.  As the parents of African-American kids on the autism 

spectrum, these parents must find alternative ways to bring that experience back into the folds of 

what is culturally acceptable while still navigating the biomedical services that they feel their 

children need.   

 The parents in this study articulate that they are seeking out service, both biomedical and 

educational, to help their children with autism.  Every parent in the study spoke about the stigma 

within the African-American community surrounding the idea of mental health and the services 

that might treat such conditions.  Rosa gives a particularly poignant intracultural description of 

the stigma faced by those choosing to leave the cultural space and move into the “borderlands” 

(Mattingly and Gron, 2011) of being Black while receiving biomedical care.   

 

Rosa: “You know when I needed to go to therapy…my immediate family member described me 

 as ‘you always were whinny, goin’ and tellin’ everyone your business’.  So if you do go 

 out and try to access services, there is always an old adage or religious saying to counter 

 act that.  We have the resilience and the strength but there is some type of moral 
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 implication if you don't tow it alone.” 

 

 Rosa states that there is a moral implication of not “towing it alone.”   In Rosa’s case, the 

connection to “towing it alone” as a moral cultural standard can also be explained via the 

commonly used adage of “the strong Black woman.”  This adage can be likened to the use of the 

term “Sojourner Syndrome” as described by Mullings (2000).  Mullings (2000) defines 

Sojourner Syndrome “as aid to conceptualizing the multiplicative effects of race, class, and 

gender on health.” (Mullings and Wali 2012, 163). “Sojourner Syndrome” is the space where the 

“strong Black woman” intersects with healthcare.  This term is the indication of “strength” and 

moralization of “towing it alone” within the Black community and an application of those moral 

interpretations to the biomedical experience.  

  Sojourner Syndrome works well in the context of autism care and the gendered roles of 

childcare within the African-American culture.  Rosa is pointing out that the old adage of the 

“strong Black woman” is added to the stigma faced by the intersectional experience of being an 

African-American female and the mother of a disabled child.  The moralization of “towing it 

alone” makes the parenting of a child on the spectrum that much more difficult when seeking 

help or outside resources that are in direct conflict with identifying as a “strong Black woman.”  

Sojourner Syndrome helps explain how phrases like “the strong Black woman” place cultural 

constraints upon the choices of African-American mothers in particular.  

 The adage of the “strong Black woman” is also a proverb.  It is a linguistic example of 

the cultural pressure faced by these parents that forces them to confront the “borderland” 

(Mattingly and Gron, 2011) between biomedical care and cultural acceptance.  Barnes (2016) 

offers the concept of constrained choices: 
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“African-American women have operated in and through a cultural system that makes 

them only appear to face the same choices and decisions as their white counterparts.  

Black women must perform significantly more cultural work to be perceived as middle 

class by mainstream Americans, and they must simultaneously maintain meaningful 

connections to the Black community”  (Barnes 2016, p 13).   

These parents must decide if the social cost of providing their children with biomedical services 

outweighs the perceived benefit of those services. Conversely, these parents must also decide if 

there is any possible way that they can assimilate enough into White society to be able to access 

biomedical services in a manner that is equitable to their White peers.   

Struggle 
	

 Struggle a linguistic marker of community fables that parents referred to in explaining 

their autism experience.  Struggle in the context of the Sunday dinner is a word used to 

encapsulate a feeling of many problems weighing on one’s life.  African Americans understand 

the word struggle to mean something vastly different than their White peers.  Within African-

American culture the word struggle is layered in meaning that includes history and time rather 

than in the White context where it is specific to a situation such as “I am struggling in math 

class”.  In the context of BEV it is pronounced struuuugle, as in “girl, the struuuugle.” Mattingly 

(2014) expands on the idea of struggle: 

“Strength in all its many forms, is needed because the task of caring for and 

protecting oneself and one’s family demands struggle – or to borrow an old 

expression once used by formerly enslaved Black women – ‘straggling’. Miles 

states: ‘Straggle had an invented meaning – not just to stray as the dictionary 
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would have it, but to struggle, strive, and drag all at once’ This, in my translation, 

meant the constant work of valuing oneself and others, of persevering against the 

odds, of imagining a better future and making your way, steadily, toward it (2008: 

101-102)” (126). 

 Struggle is important in the African-American context of understanding the 

experience of parenting a child with autism.  The word “struggle” not only applies to the 

reality of parenting a child with autism, but also it encompasses all aspects of the 

African-American experience. It is not just that autism in and of itself is difficult to 

parent, but rather parenting autism is a part of the layered difficulties of work, finances, 

marriage, etc. The struggle is about life, all of it and all of the difficulty that life brings.  

Autism in Black culture is, simply put, not a struggle but rather just a part of the 

struuuuggle.   

 I met with Toni at a local coffee house.  We got to know each other, as both of our 

families are military, African-American, and parenting children on the spectrum.  As we sat and 

sipped our coffee, we worked our way through the interview at times laughing and at times 

intense with the feeling and expression of the struggle.   

 

Stephanie: “Toni, is your life different now? You know - after the diagnosis?         

 Does it feel different?”   

Toni: “You know what? It’s not different now.  It is what it has always been, a struggle. So the 

 autism, you know, this is what we got. This is who he is. This is what we are going to 

 work with.”  
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 Toni accepts her child’s autism and placement of it within the larger context of life or 

“the struggle.”  She is able to emplot her son into the narrative that includes him in the African- 

American culture and eliminates the “othering” that is felt by the label of autism when our 

families navigate White society. In the context of African-American culture, “struggle” is a 

moralized manner of speaking about difficult life experiences. It is connected to the old adage of 

the “strong Black woman,” in which we can “struggle” without end but still have the strength to 

handle all of the difficulties that life throws at us. What is also interesting about the word 

“struggle” is that when African-Americans use it in conversation, it does not have to be 

explained; the meaning of “struggle” is simply understood.  As you will find through out the 

ethnographic work, parents consistently use the word “struggle” to identify their experiences.  

“This Nigga Ain’t Nothin” 
	

 Parents of children with disabilities encounter a moral dilemma created by the cultural 

stigma of disability as a condition of being “worth less” by the larger White culture. Mattingly 

(2017) writes about an African-American mother’s experience parenting a child with autism and 

her understanding of what autism is and how it affects her child.  The mother in the article states, 

“I didn’t raise him to become nothing” (Mattingly 2017, 15) to which Mattingly asks “what is 

this ‘nothing’ and why is it so contagious for the child in this family?” (Mattingly 2017, 4).  It is 

important to place the mother (Autumn) in Mattingly’s article into a cultural context, as she is an 

African-American woman raising an African-American male child with autism.  The idea of 

“becoming nothing” (Mattingly, 2017) relates to more than disability in this case.  “Becoming 

nothing” (Mattingly, 2017) is linked to the intersectional experience of being African American, 

male, and disabled.  
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 At the intersection of these categories, this child suffers an amplified version of stigma as 

he is subject to the cultural perception and expectations both in and outside of his ethnic 

background.  In this case, the idea of “becoming nothing” (Mattingly, 2017) is inextricably 

linked to the cultural importance of employment and avoiding pitfalls of “gangs” or “street life” 

as the mother in the article states (Mattingly 2017, 18).  This mother’s understanding of 

“becoming” is linked to her child’s ability to produce and live a life of “something” rather than 

“nothing,” avoiding the stereotypes and life consequences that are often associated with African 

Americans, African-American males, and the disabled.  Not only are the mother’s impressions of 

“becoming” linked to employment, but also in African-American culture, gainful employment 

versus gang and street life is a question of life or death. Mattingly (2017) points out that 

“Autumn faces the tasks of discerning not simply what is but what can be different.  Such 

discernment is crucial in deciding what she may act upon.  This is an ethical mode of 

discernment” (Mattingly 2017, 20).  Autumn’s moral dilemma in raising her child is not only 

tied to disability and employment in capitalist society as a sign of “worth,” but also to 

employment for Black males as being an important delineation between those that get to live and 

those that end up in the penal system or dead.   

 The choices that are faced by parents are not only moral and phenomenological in nature, 

but rooted in the historic, political, and economic experiences of the African-American people.  

Consider Mattingly’s (2017) phenomenological investigation into the life of Autumn and her 

child on the spectrum.  The proverb “becoming nothing” highlighted in Mattingly (2017) 

identifies how this mother is able to simultaneously communicate the political and economic 

fears for her child while pulling his biomedical diagnosis into a space where it is culturally 

understood.  The mother in this article speaks to the idea of “becoming nothing” (Mattingly, 
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2017).  Mattingly (2017) asserts, “As a lived experience, it becomes linked to other epidemics 

and life conditions, emerging as the ominous category ‘becoming nothing’”(1). The proverb, 

“becoming nothing” (Mattingly, 2017), indeed is more than a literal translation but rather a 

phrase that is layered with meaning pulling from stereotypes and historically oppressive 

experiences that have plagued the African-American community.   

 I would like to further the idea of the parent’s use of proverbs to describe the experience 

of parenting autism by tying it to the African-American community in a larger sense.   The 

proverb, “becoming nothing” (Mattingly, 2017), connects shared experiences in the form of 

community fables in both the cultural sense and in the incorporation of autism.   These parents 

acculturate the diagnostic label of autism by using the linguistic proverb “becoming nothing” 

(Mattingly, 2017), thereby identifying a process in which Autumn is connecting her child to the 

community fables about black males and structural violence.  It is important to look at Autumn’s 

connection of her child with autism to the cultural community fable as autism becomes a 

multiplier adding to her responsibility in raising a child with so many intersectional identifiers.  

The reimagining of the label autism via the use of culturally appropriate language allows the 

emplotment of the family and child into a narrative with better outcomes.    

 The phrase “becoming nothing” (Mattingly, 2017) is not unique to Autumn. A variation 

of “becoming nothing” (Mattingly, 2017) as used in conversation in African-American spaces, 

such as Sunday dinner, is more generally heard as “that nigger ain’t nothin’.” While the phrase is 

not totally gender specific, African-American women use it to reference African-American men 

who exhibit certain morally and culturally unacceptable markers, such as adultery, 

unemployment, drugs, prison, lack of education, and so forth.  The phenomenological framing of 

parent’s choices and experience captures the process of moral decision making via the use of 
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emplotment.  The use of proverbs such as “becoming nothing” (Mattingly, 2017) cannot be 

untied from the historical, political, and economic experience of being African American in 

America.   

 As I referenced above, the phrase “becoming nothing” (Mattingly, 2017) is layered with 

the meaning that has been shaped by a community fable.   The fable includes the shared 

experience that is distinctly linked to the way that African-American men experience life and 

structural violence in this country (United States).  It features the pitfalls of the oft-cited 

stereotypes that link to the lack of equal access to education, jobs, and equitable treatment under 

the law.  The phrase also captures the stigma placed upon the African-American community and 

the very real consequences that have resulted.  It speaks to the way that stigma works in that 

those being stigmatized, in this case the African-American community, wear the stigma in their 

psyche and representation of themselves.   

  Phrases such as “that nigga ain’t nothin’” speak to a community fable that envelopes the 

shared experience of oppression and also signifies a verbal expression of experiential cultural 

understanding. As Smitherman (2001) finds, “Proverb users must know when, why, to whom, 

and for what purpose a proverb should be used.”(Smitherman 2001, 231) As such, I would like to 

place the phrase into the context of the intersectional experience of being an African-American 

autism parent.  Given that the phrase “that nigga ain’t nothin’” is gendered and conveys the very 

real concerns faced by Black mothers in regard to their Black male child, it seems appropriate 

that “becoming nothing” (Mattingly, 2017) is used to describe Autumn’s fears for her Black, 

male, autistic child.   

 Autism is often spoken about in gendered ways as it disproportionally affects males, four 

times as often as females (“Facts About ASDs” 2017) .  The multiplicative effect of being 



 
 

	 34	

autistic, African American, and male places these children and their parents in a precarious 

position when considering future outcomes.  The parents in this study spoke openly about their 

fears for their children’s futures, including safety and employment.  

 Bell is a mother of two children, and they live in “Tornado Alley”.  Her little boy, a child 

diagnosed with autism, is 6 years old and in kindergarten.  I met with Bell via the Facebook 

messenger app.  We talked for a couple of hours, Bell in her living room hundreds of miles away 

from me, in my office.  In our shared experience as African-American mothers of children with 

autism, Bell told me of her fears for her son and his safety.   

 

Bell: “Are you going to focus any of the research on fears and safety?  We are worried   

 about his safety.  It is like Blackness is another disability.  I practice with my son all  

 the time (6 year old male). I have him throw his hands up in the air, just so he might  

 know what to do if the police stop him.”   

 

 Bell’s concerns and efforts to teach her young black, male, autistic child the skills to cope 

with police pinpoint the very aspect that make the phrases “that nigger ain’t nothin’” and 

Autumn’s “becoming nothing” (Mattingly, 2017) proverbs that link to a culturally shared 

understanding and community fable.  Bell links the idea of “Blackness” to disability in that the 

very color of her child’s skin places him in danger.  It is again a signal that parents see disability 

as an intersectional multiplier in terms of the pitfalls that they face in raising an African-

American child who is also disabled.  In the context of police brutality, Bell must reckon with 

the fact that typically developing Black men are unable to escape death.  How is her Black, male, 

autistic child supposed to navigate that type of structural violence?  As Bell tries to explore the 
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way to a better outcome, she emplots herself and her child into a narrative where she is teaching 

him how to avoid police brutality. Bell’s story indicates that emplotment is shaped by the shared 

African-American experience, or community fable, that is rooted in historical experiences based 

in pervasive injustice.   

 Similar to Autumn, but half a continent away, Bell is expressing the same sentiments and 

worries about her child. Even going so far as to say “It is like his Blackness is another 

disability,” once again signifies the multiplicative effect of her child’s intersectional experience. 

The use of proverbs translates the shared experience across the cultural “borderlands” (Mattingly 

and Gron, 2011) of being African American while parenting a child with autism.  The 

phenomenological understanding of this phrase is rooted in life experience and meaning that has 

been created by the historical experience of oppression, structural violence, and racism.   

 

“Just Like Everybody Else” 
	

 Erevelles (2011) illustrates the importance of understanding disability in the United 

States from a historical, social, and political context. Erevelles states “impairment is not just 

biological/natural, it is also produced in a historical, social, and economic context, where the 

very embodiment of blackness and disability ‘bears in person the marks of a cultural text whose 

inside has been turned outside” (N. Erevelles 2016, 41).  Using a historical context, Erevelles 

(2011) links disability back to the violence experienced during the American slave trade.  

Erevelles (2011) asserts, “there is a becoming in disability that was experienced by slaves.  It is 

the physical violence as well as the structural violence in colonialism and the slave trade that 

create a new sense of disability for bodies that are not up to the standard of ableism as defined by 
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European colonialism” (42).  Linking disability to the historical experience of the slave trade is 

necessary to be able to understand the current views that are held by African Americans.  

 Without exception the parents in my study emphasized the way that they raised their 

child on the spectrum was to treat them “just like everybody else.”  Again, the perception of 

treating the child on the autism spectrum the same as their siblings and peers speaks to the 

acculturation of autism and the person with the label as a member of the larger African-

American community.  Several of the parents referenced older generations within their families 

and how disabled kin where treated.  These family fables have become community fables in their 

culturally shared experience.  These fables are also what help inform the modern parenting 

expectations faced by African-American autism parents.  

  Hattie and Hal are the parents of a young man, aged ten, who is diagnosed as having 

autism.  Our conversations took place during our children’s swimming lessons, on play dates, 

over Face Time, and in the comfort of their kitchen.  Both Hattie and Hal come from deep 

Southern roots where they keep strong ties to kin and culture.  Hattie has a graduate degree and 

works in biomedicine as a registered dietician, and her spouse is working at the highest levels of 

the U.S. military. He also possesses two graduate degrees as well as an impressive military 

career with rank to match.    

 Hattie, in particular, has been able to assimilate herself into the biomedical sphere in her 

work as a registered dietician as well as in her medical care choices in treating her son’s autism.  

Hattie is a master at bringing together the two conflicting worlds of African-American culture 

and biomedicine.  As she navigates the biomedical services (ABA, OT, PT, Speech and Special 

education), she is still able to frame her worldview for raising her son in the experience of having 

grown up with kin that she identifies as “always been different.”  Hattie tells me the story of her 
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cousin Tom: 

 

Hattie: “Tom would come to the store (her daddy’s fish market) every Saturday.  He would have 

 his money, and there was a store down the street. He would do some shoppin’, do his 

 thing.  Come back, eat lunch, and then say, ‘Alright Uncle, (Hattie’s dad) I am going 

 back down the street.’  We made sure he understood his money; he wasn't the best, but he 

 could do it.  My daddy would say, ‘Now, how much money you got, 20?  If you go down 

 that street, you better come back with ten dollars.’  He (Tom) had a girlfriend, my daddy 

 would coach him (Tom), ‘Now go and walk with your girlfriend, but don’t spend all your 

 money on her.’  These are things my daddy would teach any young man.  He (Tom) was 

 really independent.”   

Stephanie: “Did you know growing up that Tom was different, or did you learn that as an  

  adult?”  

Hattie: “We just grew up with him, so we knew he was different.   He (Tom) didn’t have a label 

 or anything; we just knew he was ‘slow.’ His momma would make sure he was 

 independent and say things like ‘Tom, I am gonna drop you and then pick you up at 

 5,’and if my daddy was going to take him home, Tom would say ‘Uncle, what time you 

 going to close up the market?’  My daddy would give him a time and tell him, ‘You need 

 to be back to help.’  Even today, Tom is still stuck to his routine, and he is around 53.”  

Stephanie: “Hattie, I know that you have said that Tom had some type of intellectual disability, 

 but do you think that if he were a child today that he would be labeled with autism?” 

Hattie: “Yes, in hindsight, Tom seems to have some autism, his routine. Tom is always about his 

 routine and you can’t upset that…he will fuss about it for the rest of the week.  You 
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 know,  when my daddy got sick, they had to bring Tom to the house to see my daddy 

 because he wasn't at the market and that broke his routine.  Even when Tom’s parents 

 passed, his brother had to learn that it was important to bring Tom to the market every 

 Saturday.  Somebody in the family always took him to the fish market.  Now Tom had a 

 cell phone and would call to find out what was going down…you know calling ‘Uncle, 

 you gonna have the fish market open?’  He was very independent in the aspect that I 

 would call ‘life’ and I learned that from her (Hattie’s Aunt, Tom’s mother).  She (Hattie 

 aunt) always had them (Tom and his brother) dressed to the nine’s.  She always felt like 

 he (Tom) needed to make the best impression because ‘I don't want people to treat 

 him…’ so she always made sure Tom’s clean6.  He (Tom) understood to press your shirt 

 and press your pants, you wear a belt, and you don't walk around saggin’.  That just didn't 

 go down in our family.  Even with the haircut, you keep your hair clean; we have instilled 

 that in our son, too.   

 Tom went to the fair like all the other kids, bible school, line for 

school…everybody get in line.  So there was no difference, but we might have to show 

him instead of just tell him, but because he rolled with everyone, just like you gonna get 

in the car, you gonna go, too.  You got to the store and the kids got money for lollipops, 

he did too, he was sent off like all the other kids.  So, when my son came, my daddy said, 

‘You make sure he knows how to read and how to count the money, and he will be just 

fine.’  The mentality is you just keep pushing because that is how we do, you just keep 

																																								 																					
6	The	use	of	the	word	“clean”	in	the	context	of	BEV	means	more	than	simply	showered.		Or	
“clean	clothes”.		It	means,	looking	nice,	not	only	clean	in	the	sense	of	cleanly,	but	also,	in	the	
sense	of	“really	nice	clothes”,	hair	cut	or	“lined	up”,	nice	shoes,	pants	and	shirt	ironed	or	
“pressed”.		It	is	also	important;	especially	in	southern	Black	culture	that	your	pants	and	
shirt	be	“pressed”	with	a	“crease”	that	runs	the	length	of	the	legs	and	arms.			



 
 

	 39	

pushing and it will happen.”  

Stephanie: “Hattie, is this how you have raised your son?”   

 

Hattie: “Yes! Because this little boy CAN, and I want him to be independent!!”   

 

 Audra is the mother of twin boys both on the spectrum.  Her little boys, as she states, are 

“non-verbal” but “understand every word coming out of my mouth.”  Audra also tells a family 

fable about her relative from an older generation and how disability was treated.   

 

Audra: “I feel really good about the direction that we are moving, they (the twins) understand 

 every word coming out of my mouth.  So, let me stop acting like they can't 

 understand, they are autistic but they are normal.  There is some quirk in the wiring, but it 

 does not make them incapable of doing things for themselves.  I am working on getting 

 them to do chores, and I will have to walk with them many times, but they are 

 capable.  You  know, my mother has eleven siblings…I would really have to ask my 

 mom, but her brother.  We didn't really talk about it or discuss it that much.  The boys 

 were all raised out on the farm.  My grandmother put them out in the field.  They worked, 

 he didn't have an option and now he lives on his own and holds down a job.  He didn't 

 have the opportunity to be treated differently, and I think that it really helped.”   

 

 Both Audra and Hattie tell personal or family fables that coalesce into community fables 

enabling them to frame for themselves how they will parent their children with a disability in a 

way that meets the moral standard of “tow it alone.” I again propose that the moral and 
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phenomenological understanding of equality is tied to the historical experience of the African-

American people. Erevelles (2011) finds that: 

“Clearly the association of race with disability has been extremely detrimental to people 

of color in the United States, not just in education, but in society at large. In fact, 

historically, associations of race with disability has also been used to justify the brutality 

of slavery, colonialism, neocolonialism, and the continued exploitation of people of color 

in contemporary times (Baynton, 2005; Erevelles, 2002; Gould, 1981; Ladson-Billings & 

Tate IV, 1995)” (Erevelles 2011, p. 102-103).  

 These historical experiences have traveled and taken shape in the present in the form of 

unusually high numbers of African-American males being diagnosed with emotional disturbance 

disorders or mental retardation and thus being segregated into special education classrooms.  The 

data on special education finds that a significant number of black males taught in special 

education end up unemployed or in prison, thus special education has been termed as “the 

pipeline to prison.”   

 Audra and Hattie’s community fable speaks to the shared experience of being Black in 

America.  We, collectively as African-American autism parents, share the experience of 

understanding how Black bodies are treated and labeled as “other” and ultimately worth less.  

The historical mistreatment of African-American bodies as only having worth if they are capable 

of physical labor has helped to shape the way that we assign worth to bodies today.  Analyzing 

Audra’s story in particular, it is easy to imagine that her Uncle was raised working in the field.  It 

is a remnant left over from the time of slavery. I use Sojourner Truth’s famous speech “Ain’ I A 

Woman” to give this idea context, 

 “Dat man ober dar say dat womin needs to be helped into carriages, and lifted 
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ober ditches, and to hab de best place everywhar.  Nobody eber helps me into 

carriage, or ober mud-puddles, or gibs me any best place!  And a’n’t I a woman?  

Look at me! Look at my arm! I have ploughed, and planted, and gathered into 

barns, and no man could head me! And a’n’t I a woman? I could work as much 

and eat as much as a man – when I could get it – and bear de lash as well! And 

a’n’t, I a woman?  I have borne thirteen children, and seen ‘em mos’ all sold off 

to slavery, and when I cried out with my mother’s grief, none but Jesus heard me! 

And a’n’t I a woman?” (Truth 2017, 1423).   

In the same way that Sojourner Truth worked in the fields similar to any man, neither gender nor 

disability was given a pass.  Black bodies were not identified as anything more than chattel to be 

used for labor; empathy for Black disabled bodies was non-existent. If a mother wanted to save 

the life of her child, she would make sure that her child was working in the field “just like 

everyone else.”  There is a historical precedent, in the form of slavery, for the behavior of 

making sure no one “sticks out” or has to be treated differently: it was a matter of life or death.  

That historical experience still lingers in our culture today in the form of treating the child with 

autism “just like everybody else.”  

  The parents in my study, when asked to describe their child, without exception 

emphasized that their child was indeed “smart.”  Even my own child, who I admit would have 

the label of intellectual disability should I allow the school or clinic to test him, is described by 

my spouse and I as having an “educational deficit.”  My spouse and I are acutely aware of the 

stigma that is placed upon a child with the label of intellectual disability (formerly mental 

retardation). In our view, the label of intellectual disability and its multiplicative effect on our 

child’s already marginalized existence is simply too much of a burden to bear.  As one of the 
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parents in the study explained, “Once you get that label (Intellectual Disability), the bar hits the 

ground, people just lower their expectations.”  Not only did the parents describe their children as 

“smart,” but they also stated that they did not believe that their child was “disabled.”   

 Frances and I met right before she left on another extended deployment to the war and 

would leave her child with autism in the care of his father, her sister, therapists, and school staff.  

She more than others has to depend upon the community relationships both inside and outside of 

the culture to help her raise her son.  Her little boy, who is now five, is just starting to use 

spontaneous words and small phrases to indicate his wants and needs.  Frances has worked 

tirelessly to facilitate the biomedical needs of her son in the form of ABA (Applied Behavior 

Analysis) therapy, feeding therapy, OT, PT, speech and special education.  She describes her 

child during our chat at the coffee shop near our homes:  

 

Frances: “I don't think he is disabled…he takes in more than us.   Hell, we might be 

 disabled.  He is abled differently; he doesn't know how to respond to us and we don’t 

 know how to respond to him.  He understands everything you tell him…go turn the 

 lights off. He will do it. Like any other kid, he might not respond or want to do something 

 like if I tell him to go get his shoes…but let that boy want to go outside, he will go and 

 get his shoes quick.  

  

 When asked about their child’s ability or intelligence, the parents described it as the 

capacity to “know what is going on” or “they know what I am saying.”  In the perception of 

these parents, ability and intelligence are not at all tied to the biomedical testing that might 

actually diagnose their child with an intellectual disability.  There is a distinct cultural 
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interpretation of what identifies as “intelligence” or makes someone “smart.”  As represented by 

Toni: 

 

Toni: He knows stuff, because when he wants to not do something, he doesn't. I know it’s 

 there… 

 Both Toni and Frances underscore that there is a difference in how African-American 

culture describes and understands intelligence.  It is not tied to the diagnosis of autism in the 

biomedical sense.  These parents do not identify lack of speech or speech ability, educational 

deficit, inability to break routine, or any other medically defined autism symptoms as a means 

for measuring their children’s intelligence.  In fact it is tied to the ability to work, to follow 

directions, and to understand what they are being told to do.  These parents also identify that 

intelligence is rooted in the ability to tell right from wrong and the ability to do what one wants.  

As Frances aptly illustrates when talking about her child, “but let that boy want to go outside, he 

will go and get his shoes quick.”  

 While there are only four fathers represented in this sample, the way that they speak 

about their child with autism represents the children as children.  Not labeled children, but “the 

same as anybody else.”  The fathers in this study spoke about their children’s ability in a way 

that did not indicate “disability.”  My own spouse, a jet mechanic in the US Air force when 

asked about how he viewed our son’s autism told me the following; 

 

Wendell: “It’s like the jet…sometimes the jet flies fine, and sometimes it lands and something is 

 wrong.  We look at the books, figure out how to fix it and then send it back up to fly 

 again.  We know that it might break, but we just fix the problem and keep sending it back 
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 up to fly.  That’s how I see Dell sometimes something goes wrong. He needs help.  I use 

 the system knowledge, fix the problem, and like my jet I send him back up to fly again.” 

 

Hal, another father in the group describes his parenting experience:   

 

Hal: “This autism is a much longer-range project than I initially saw it.  So we have to bring him 

 back to speed, cut the deficit and get him closer to even.  There is still a decent amount 

 of gap.  So when I look at his counterparts, I try to look at him in comparison.  We have 

 made some great strides, but next to his peers…we need to.  From a physical ability, he 

 can hang with them.  He understands the games and throwing the ball, riding the bike 

 now, so some of those physical capabilities, he is totally up to speed, and it’s more the 

 interest.  He is more interested in the Disney shows. His peers are interested in Disney 

 tween or Captain America.  He will watch those, but his real love and interest is those 

 younger shows.” 

 

Marcus, when asked about his son states 

 

 Marcus: “When he falls, and fall he does…I just pick him back up and dust him off.  I tell  

  him ‘son, you need to try again’.  His mother worries, I don’t do that.  I just pick  

  him back up, and dust him off.”   

 

 The parents do not dispute that their child has been diagnosed with autism or that autism 

is considered by the larger White society as a disability.  But, when asked to talk about their 
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child, these parents see them differently.  They see them in terms of being a child that has 

struggles.  Those struggles are simply apart of life, “the same as any other child.”  

“Doing the Most” 
	

 White, middle class, heterosexual, two parent autism families are the standard that 

biopower structures such as biomedicine and public health use to measure the disability 

experience.  African-American parents of children with autism are acutely aware of the 

difference in behavior that their White peers display when confronted with raising a child with a 

disability.  This particular issue came up several times throughout the interview process.  Many 

of the parents in the study talked about their autism friends as being mostly or all White.  To 

better understand how the parents interpreted their own behavior versus that of their White peers 

in relation to parenting a child with autism, I included a questions specific to this matter:   

 

Stephanie: “Do you feel like you parent or handle the stress of parenting a child with autism  

 differently than your white peers?”   

Rosa : “You know on some level, the White women that I am connected to, there is a small 

 group on Facebook and a lot of them are educated.  They are hyper vigilant about 

 information.  I am also a part of an African-American group for Down’s syndrome 

 parents.  It is nice, but all they do is share pictures, the dynamic is different.  So in respect 

 to White families, and I am an academic, they share their research.  However, as much as 

 I know that these women love their children, they are just hyper vigilant about 

 supplementing and I think they are "doin’ the most"…and I get it but and I understand, 

 but I do find…like I have one friend that worries herself sick everyday trying to figure 
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 out what new thing to add to her regimen.  Not that I don't have those concerns, I do, 

 sometimes they keep me up at night. But I don't have time to do this.  And the component 

 of the disability is also what makes them (the children) who they are.  Do I want to make 

 things easier for them (Rosa’s children)…yes, but I don't think I am going to find a magic 

 potion to make that happen is where my mind is.  I think that part of it is spiritual and I 

 think that Black people are just more laid back.  This is new for them (Rosa’s white 

 peers) …struggle and strife is a different territory, but it's not for us.  I think there is a 

 strong cultural component to resilience…and your life story.  They have not had those 

 struggles or difficulties - it’s different.  It is historically different.  Some of these women 

 are highly, highly privileged and still don't recognize it despite the fact that they get 

 confronted with you know the part of them that is going to be oppressed.  I don't think 

 they can take the dichotomy of part of them being oppressed as well as privileged and 

 that is difficult for them to grasp.  Whereas I am privileged but I also know 

 oppression.  When I sit with my White girlfriends, it is always about a cure, 

 always.  They do everything, the oils, diets…cure!” 

 

In response to the same question as posed to Rosa above, Bell has a similar reaction.   

 

Stephanie: “Do you feel like you parent or handle the stress of parenting a child with autism  

 differently than your white peers?” 

Bell: “Absolutely, as a woman of color in general we are put in more stressful situation and are 

 more proactive than reactive, we have better reactions.  We are much more prepared to 

 handle stressful situation like a melt down. I am not just going to sit there and let that 
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 happen, I am going to handle that.  My child can be an ass, so I am not going to coddle 

 him.  I basis this on the other moms that I see… one mom at my sons school, she gets so 

 upset and loud on Face Book, she is hateful and immature and things like that.   For me, I 

 just feel like we, women of color are built to handle this.  People of color are 

 stereotypically seen as being loud and brash but in my opinion we are just built better, 

 you know mentally prepared to handle the stress better.  We absorb a lot of this 

 stuff.  Historically African-American women have always cared for children; we have 

 always cared for everyone’s children.  Its like if you got more, just bring it on because I 

 can handle it.”   

Stephanie: “do you feel that autism is the most stressful thing in your life?” 

Bell: “NO!”   

 Rosa and Bell both identify in clear terms that they perceive their White peers engaging 

with autism in a manner that is different from African-American cultural norms.  Rosa identifies 

White privilege and the White parents first contact with “othering” via their child’s disability as 

a factor in the difference in behavior.  Rosa’s identification of her White peers, as being new to 

stigma and marginalization as a factor for why they pursue a “cure” is intriguing.  She labels this 

with the proverb “doing the most” in that these women are doing everything possible to cure 

their child, even to the point of making themselves sick.  Rapp and Ginsburg (2012) give an apt 

description of what it is like to be a White parent of a child with a disability.  They state the 

following about their own experience; 

“ Looking back we now understand that many if not most disabled 

children were institutionalized, medicalized, and often hidden from 

public view.  Their stunning absence from public space left us 
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particularly unprepared for the unanticipated roles – and a 

remarkably changed universe – that we stepped into as adults when 

we both became parents of children with disabilities.  Lacking 

models in our own intergenerational experience for managing the 

intimacy of family life ‘with a difference,’ we found ourselves 

reinventing the cultural assumptions and temporalities of the taken 

for granted world of kinship.” (Rapp and Ginsburg 2013, 164) 

Rapp and Ginsburg (2013) go on to name their experience a “new kinship imaginary” 

(Rapp and Ginsburg 2013, 164).  Given Rosa and Bell’s response, Rapp and Ginsburg’s 

(2013) “new kinship imaginary” (164) is in direct conflict with the African-American 

experience of parenting a child with a disability.   

            Bell and Rosa both link the historical oppression and experience of African American’s 

to their current understanding and engagement with disability.  Where Rapp and Ginsburg (2013) 

find that they do not have models of disability in their intergenerational experience (164), Bell 

very clearly identifies the historical precedence of disability in African-American life.  Bell tells 

us of the historical work of African-American women taking care of children in our own kinship 

group as well as in the homes of White families in the position of slave and servant.  Rosa and 

Bell also both allude to the historical experiences of oppression and struggle as leading to 

African Americans being “better built” for the experience of raising a child with a disability.   

Clinical Spaces 
	

 Kleinman (1968) says that “medicine deals with two kinds of reality, ‘scientific’ and 

‘ordinary’: or put differently, it is both a biophysical and human science” (85).  Though 
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Kleinman (1968) speaks about “medical” in broad terms including illness, his ideas can be 

applied to disability as well.  Biomedical structures such as biomedicine and public health look at 

disability from the worldview of the White, Western World. Kleinman (1973) goes on to talk 

about the idea of efficacy as also being “socially constructed” (87).  This particular assertion is 

remarkable when considered alongside the public health data that asserts that African 

American’s face significant health disparities.  If, as Kleinman states, “efficacy is culturally 

constructed” (Kleinman 1973, 85), why would we believe that African Americans, or anyone 

that is culturally different from the dominant White culture, would engage in health care 

practices as moralized by biopower structures?  The cultural construction of efficacy should 

indicate the cultural construction of disability as well.  

 Instrumental rationality is a theme that is associated with functionality as discussed by 

Shuttleworth and Kasnitz (2005).  The authors quote Castoriadias (1987) “modern rationality 

increasingly focuses on functional efficiency” (Castoriadias in Shuttleworth and Kasnitz 2005, 

2). In the case of the clinical setting and African-American parents of autistic children, the 

physician’s instrumental focus on cure is not in line with the parent's cultural interpretation of 

disability.  Within the context of African-American culture, the cure is not the intended outcome, 

equality is.  Shuttleworth and Kasnitz (2005) state, “Depending on the particular impairment and 

its associated cultural meanings in society, the person may be easily integrated and assume a 

valued social role” (Shuttleworth and Kasnitz 2005, 3).  Erevelles (2011) and her framing of 

disability within the context of slavery, when juxtaposed with African-American ideals of 

equitable treatment, combine to create a space where parents find equality rather than “cure” to 

be the perfect outcome for their children.   

 During my time collecting ethnographic data, I was simultaneously interning at a local 
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hospital that has a disability specific clinic.  Throughout my observations I witnessed first hand 

how African-American parents navigated the clinical experience.  I also observed how clinical 

staff spoke about and treated African-American families within those clinical spaces.  The 

clinical narrative as stated by DelVecchio Good (2007) gives insight into the often complicated 

relationships between clinician and patient as the simultaneously navigate the biomedical 

experience.  DelVecchio Good (2007) defines the clinical narrative as follows, “clinical narrative 

is the dynamics of clinical interactions between oncologist and their patients over time through 

arduous and often lengthy therapeutic journeys” (DelVecchio Good 2007, 275).  The clinical 

narrative can be used to further analyze how clinical staff interact with patents even in short term 

capacities.  It is also important to include that the clinical narrative, especially when combined 

with White clinicians and Black patients, must include the discussion of stigma and bias, 

something that DelVecchio Good (2007) did not include in her use of the clinical narrative.  I 

present to you the following situation as told to me by an African-American intern as an example 

of the intersection of clinical narrative, race, and biomedicine.   

  

Julie: “Girl!!!!...I can’t, I just can’t.  I mean I was sitting in this meeting with several of   

 our faculty including one of the directors.  We were supposed to be rewriting the   

 grant and I can’t.  I just can’t.  I mean seriously.  Girl!.  So we get to the    

 conversation about diversity.  I am talking about possibly including money for a   

 diversity position, or training, you know. And everyone is real quiet.  No one says  

 anything about diversity.  But I promise you…when we start talking about   

 families and family supports.  The director says ‘I would rather send Black   
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 families to Kipling Clinic7 instead of teaching Whitey how to treat minorities’.” 

  

 The faculty members in the meeting outlined in Julie’s observation are also clinical staff; 

they are in fact the clinicians of my own child, a black male autistic child.  Julie gives us a 

glimpse into what White clinicians say behind closed doors when confronting the idea of treating 

minority populations.  It is at best an inconvenience to have to serve populations that differ from 

the norm, thus the discussion of sending that population to another clinic ensues.  What is also 

interesting is that the clinicians in this meeting do not discuss the fact that the clinic they would 

send Black families to does not provide any services that are disability specific.  When the 

leaders of the medical facility show clinical bias and openly advocate for Black families to be 

sent off campus to a facility that does not provide the necessary medical services, we have to 

question if that bias is insidious enough to permeate the larger clinical space.   

 Clinical bias is the problemization of ethnicity and culture within the biomedical sphere.  

Language tied to ethnicity was a significant factor in the tenor of the clinician’s engagement and 

outcome of appointments with African-American families.  If a family used Black English 

Vernacular or was perceived by the clinical staff as displaying stereotypical black behavior, the 

tone of the appointment would change drastically.  In the same way that Smitherman (1999) 

defines the debate about White English versus Black English Vernacular in the educational 

system as a means marginalizing Black children due to the educational bias embodied by White 

educators, BEV has a similar effect in the clinical setting.  Smitherman (1999) finds, “The 

																																								 																					
7	Kipling	clinic	is	a	small	medical	facility	located	in	what	is	commonly	referred	to	as	the	
“Black	part	of	town”.		It	is	known	for	providing	care	to	socio-economically	disadvantaged	
black	families.		They	provide	a	host	of	services	including	general	practitioners	and	some	
counseling	support.		They	however	do	not	provide	disability	specific	services	and	certainly	
not	the	level	of	services	that	a	University	Disability	Center	would	provide.			
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appropriate choice [BEV or WE] having everything to do with American political reality, which 

is usually ignored, and nothing to do with the educational process, which is usually claimed” 

(Smitherman 2001, 57).   I assert that this holds true for the patient’s choice to use BEV versus 

WE in clinical encounters.  A Black parent must make a choice, if they are bi-dialectal, to use the 

WE dialect in an effort to navigate services.  If families neglect to use WE and use BEV, the 

consequences as demonstrated bellow, can be catastrophic.   

 I would like to make the point here that the use of BEV by a family does not create a 

situation where the clinician cannot understand the wants and needs of the family and their child.  

Rather, the use of BEV is interpreted by the clinician using stereotypes that reimagine the 

meaning of words.  Using my own observations, a Black parent used the word “whoopin” in a 

conversation with a clinician when asked about how she disciplines her child.  The clinician 

immediately began questioning the mother about “how” she was whooping her child.  The 

clinician asked the mother questions such as if she used objects to hit the kid, and how often she 

was hitting her child.   The clinician was visibly alarmed and labeled the mother as “unfit” 

pondering out loud if they (clinical team) should be contacting child protective services.   In 

another instance on the same day, a White child stated, “When Mom is mad, she uses a shoe to 

spank me.”  The same clinician termed the parent as “emotionally unavailable.”  In direct 

contrast to the Black parent, there was no follow up discussion about the White parent being 

unfit, and no inclination to call child protective services.   

 What was the difference in these words, “spanking” and “whoopin’,” other than the race 

of the person saying them and the dialect used?  It is obvious that the clinician understood that a 

child was being hit for disciplinary purposes, but only one parent was being scrutinized for their 

actions.  The Black parent is being stereotyped and stigmatized for their use of BEV based upon 
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a clinicians clinical bias and reimagining of the word “whoopin.” 

 To further the ideas of Smitherman (1999), “ Language plays a dominant role in the 

formation of ideology, consciousness, behavior and social relations; thus contemporary political 

and social theory must address the role of language in social change”(94). The use of BEV in the 

context of African-American culture and parenting a child with autism, is the use of language for 

social change at the level of the local moral world.   Autumn’s use of the proverb “becoming 

nothing” is a change that might not be at a macro level, it is however, the changing of an abjectly 

White labeling system for health care, into the Black cultural space.  As with BEV at large, this 

use of language for the means of acculturation must be discussed as Smitherman (1999) states, 

“language plays a dominant role in the formation of ideology, consciousness, behavior and social 

relations”(94).  BEV performs acculturative work in regard to how African-American parents 

understand and engage with autism.  In the same manner that Smitherman is speaking about the 

appropriation of Black linguistic traditions by Black Women, we must advance this idea to the 

clinical setting and biomedical experience where Black families must acculturate the biomedical 

terms and experiences.  As Smitherman (1999) so aptly states, “ It is the only way to make sure 

we ain’ talking in ways peculiar to our people’s minds” (267).   

 If language is one of the defining factors in how Black families are treated in clinical 

spaces, then is there a space where African Americans can linguistically assimilate into White 

culture to be able to achieve equitable treatment? If there is an assimilative access point, where is 

that line?  How are families supposed to know when or where their cultural behavior and 

language will be misinterpreted? So with this in mind, is there a point of assimilation that can be 

reached by people of color to allow them to emplot themselves into biomedical narratives that 

have better outcomes?  
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The Acceptable Negro; Assimilation, Intersectionality, and 
Acculturation 

	

 In an effort to further understand assimilation, I refer to Mullings’s (1997) definition of 

intersectionality.  Mullings states, “It is important to make the point that race, class, and gender 

are not additive categories; rather, they are interlocking, interactive, and above all relational 

ones.  Hence their relationship has been described as ‘multiplicative’ (King 1988, 42), and 

regarding ‘the articulation of multiple oppressions” (Mullings 2014, 6).  Intersectionality is 

important to the conversation of assimilation as it helps to identify the worldview that an 

individual might posses.  An individual that is LGBTQIA, Black, and disabled will have a 

different way of experiencing and understanding disability.  Assimilation becomes necessary 

when a person who deviates from the norm of being White and cisgendered has to navigate 

biomedical services.  Biomedicine has its roots in White culture’s interpretation of health, body, 

and health care.  To best be able to access health care as set out by biomedicine, assimilation is 

non-negotiable in order to gain access to biocitizenship.   

 Barnes (2016) challenges the concept of intersectionality asserting that intersectionality 

does not include the process of acculturation (17).  When this is applied to biomedicine and race, 

Barnes is correct in posing this question.  How do we speak to the way that an experience is 

acculturated?  Disability is understood differently in nearly every culture on earth. The 

biomedical experience that many with disabilities come to confront is applied cross-culturally, 

meaning that people who are not apart of the dominant White culture have to acculturate that 

experience back into their lives.  To better speak to the experience of acculturation I point back 

to Mattingly (1994) and her notion of emplotment.  She states, “We hope for certain endings; 

others we dread.  We act in order to bring certain endings about, to realize certain futures, and to 
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avoid others” (Mattingly 1994, 131).  The ends that are achieved by non-White disabled citizens 

and their loved ones can be referenced in the context of Autumn and her statement about 

“becoming nothing” (Mattingly, 2017).  That proverb wraps into it the perceived poor outcomes 

that relate directly to oppression suffered at the hands of the White culture.  Autumn emplots 

herself and her child into a more hopeful narrative to change the outcome of “becoming nothing” 

(Mattingly, 2017).  The ability to emplot oneself is also the ability to acculturate the medical or 

diagnostic label back into the cultural space where parents perceive possibility and hope in the 

eventual outcome.   

 The use of Black English Vernacular has historically been stigmatized by White 

Americans.  Per Smitherman (2001) “the ‘critical’ nature of this line of inquiry into language 

demands that one go beyond the immediacy of the linguistic text to consider matters of socio-

political and economic subordination and language, the perpetuation of inequality through 

language, and the historical backdrop against which these linguistic power-plays are enacted” 

(7).  This situation is particularly problematic for Black parents as they must decide when, 

where, and how to use their dialect.  It is important because the dialect in the space of the clinic 

is stereotyped and has unwanted consequences.  However, the use of the dialect within the space 

of African-American culture does the acculturative work necessary to bring the biomedical 

experience into a culturally appropriate place.   

 Rosa is an exceptionally interesting parent given her research, education, and 

participation in this study.  She, as stated above, is a disability scholar and faculty at a major 

university.  My conversations with her would often go well beyond the scope of being a Black 

autism parent.   Her scholarly interests allowed us to enter into spaces where we would discuss 

the process and systems that surround the experience of parenting an African-American child on 
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the spectrum.  During this particular conversation, Rosa and I were discussing a recent 

observation of mine.  This observation was of my own child as he was used as a model to teach 

medical and psychology graduate students how to administer the Autism Diagnostic Schedule8 

(ADOS).   

 

Stephanie: “Girl, you have to hear this.  So at seminar this week, they were teaching how to  

  administer the ADOS.  The kid that was supposed to show canceled so they  

  (faculty) called and had me bring Dell (my son).  I mean, that’s fine, I don’t mind, 

  but they tried to kick me out because ‘parents shouldn’t be in the room.’  I mean  

  seriously, I am apart of the cohort, so I refused to leave.   

Rosa:  I can’t even believe they tried that… 

Stephanie:  Well, it gets better…every time Dell used BEV or had a stereotypically Black  

  behavior; they (clinicians) stated ‘that behavior is so odd, it’s simply not   

  something a neuro typical child would do.’   So they ding him for it and score the  

  behavior as being autistic.   

Rosa:  Sigh, I wish I could say I was surprised.   

Stephanie: That is not even the most interesting part…the clinician in an effort to build a bond  

  with Dell starts using stereotypical black phrases and behaviors.  Seriously, he  

  asks Dell ‘what is your favorite subject?’ and Dell says ‘music, we get to dance in 
																																								 																					
8	The	Autism	Diagnostic	Schedule	or	ADOS,	is	one	of	the	tools	used	to	help	diagnose	autism.		
It	is	a	test	where	a	clinician	engages	with	the	patient	in	a	series	of	questions	or	tasks.		The	
test	has	several	different	levels	and	the	levels	can	be	administered	based	upon	a	
child’s	age	or	verbal	capability.		In	this	particular	passage,	we	are	discussing	the	
administration	of	an	ADOSIII.			
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  music.’  Now the clinician, I can’t even stop laughing because this is so   

  ridiculous. He (the clinician), a fifty-something White man looks at my Son and  

  says (in ‘moc’ BEV as he mimics dancing) ‘Dell, you know what? I LOVE hip- 

  hop, Imma dancer, Imma hip-hop dancer, I’m good, drop the mic Dell, drop the  

  mic.’ 

 

Rosa: I can’t.  Isn’t Dell into that square dance right now?   

Stephanie: “Yep.  Sure is.  I hate that damn song, Alabama Gal (The name of the song Dell  

  enjoys  square dancing to).  But seriously, Girl.  You know it took everything I  

  had not to laugh out loud.  I mean I don’t even get it…is this White privilege in  

  real time?  Like how do these people act like this WHILE I am in the   

  room?  Do they not notice me sitting right there?  They (White clinicians) use  

  blackness as a tool and throw it back at us.”  

Rosa: “Yes, they (White clinicians) do.  I was filling out a Sensory Processing Disorder 

 questionnaire for my daughter.  So they ask ‘does she (my daughter) cry when she gets 

 her hair combed?’ I didn’t even answer, but they pressed me and I had to tell them, ‘it’s 

 cultural’.  They (clinical staff) looked so skeptical. Like I don’t know what I am talking 

 about with my own culture. So I tried to explain to them ‘Black people have ‘kinky’ hair, 

 it is how we grow up, all of us scream and cry when our mothers do our hair’.”   

 

Stephanie: “I don’t know how to process all of this.  You know, what is going on with these  

  diagnostic tools, I just don’t know about the ADOS and the subjective nature of  
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  these tools in general.  I mean either there are problems with the tool, problems  

  with the clinician or both…that disparity doesn’t come from nowhere.”  

 

Rosa: “They (White clinicians) are not going to accept that there are problems with the tools 

 (various diagnostic tools such as ADOS).  This is my whole issue with evidence-based 

 practices.  It is always based on White people and what they believe is evidence” 

Stephanie: “Yes, it is always based on their terms.”   

Rosa: “So how do they diagnosis?  I mean how could they handle people of color, or when our 

 linguistic differences come in? Because if we use BEV, we are seen as ‘not as valid’” 

Stephanie: “Girl! Yes, I know.” 

Rosa: “It’s not… That testing is simply not going to be as successful. And they will not accept 

 that, they can’t accept that.  They (White clinicians) say ‘it’s a science’, so, you know, 

 it can’t be wrong.  The problem that I have, with the education that I have… we always 

 have to be the  acceptable Negro.  They (White Americans) don’t invite the mom that is 

 a ‘hair dresser’ but they invite me.  You know, we can’t be us, when we get invited in to 

 their world; they use us because they have deemed us the ‘acceptable Negro.’  We have 

 to be the acceptable Negro, WHY DO WE ALWAYS HAVE TO BE THE 

 ACCEPTABLE NEGRO?  It is so disappointing.” 

 

 Admittedly this was the first time I had heard the phrase, “acceptable Negro” but 

immediately I knew what she meant.  Acceptable Negro encapsulates and speaks to the minefield 
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of stereotypes that African-American parents must traverse to be able to gain access to the 

biocitizenship necessary to provide care for their children.  The idea of the acceptable Negro and 

its definition lay in its very form.  What does “acceptable” mean in this context? My 

understanding of it is being behaviorally pleasing to the Anglo-American clinicians who must 

find us “acceptable” enough to let us in through the gate and provide us with biocitizenship. And 

“Negro”, a more gentrified term than “nigger” nods to the idea that we are still a lesser class and 

a lesser people as seen by White society.  Placed together, it is a term that means we are going to 

pass through the gates even though we might be a lower life form resulting in a lesser form of 

biocitizenship.  The use of this term by a parent to describe what it is like to travel through 

clinical spaces speaks volumes about the personal fable that has ultimately become a community 

fable.  These families are acutely aware of the self-determined moral superiority of biomedicine 

and how it treats Black bodies and especially Black bodies that are not deemed as an “acceptable 

Negro”.   

 Using the passage above, Rosa and I both note how the “acceptable Negro” can deny or 

give access to African-American people.  Using Dell’s experience with the ADOS, he was 

unable to behave in a manner that the White clinician felt symbolized “neuro typical behavior.”  

Dell’s inability to meet the standards of White ideals on what constitutes “neuro typical 

behavior” increased his score on the ADOS.  For a child like my son, an increase in the ADOS 

score would not change his diagnosis. However, if stereotypes are used to rate the behavior of a 

“higher functioning” child, the changes in the scoring may lead to a misdiagnosis.  It is also very 

compelling that the clinician felt that Black culturally specific behavior was appropriate when he 

(White clinician), used stereotyped Black behaviors and language. In the case of Dell’s clinician, 

we must question why White people can wear our culture but penalize us for simply being who 
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we culturally are?   

  Using Rosa’s example of having to explain cultural norms to White clinical staff, we can 

see that assimilation is indeed a messy process.  Rosa, by taking her child to the clinic is 

attempting to assimilate into the biomedical culture.  Even in her effort to assimilate, she must 

still explain her cultural norms to a skeptical White clinical staff.  We must consider that 

assimilation is entirely based upon White terms.  We as African Americans must become 

culturally white. However, when we are placed in spaces where we must explain our cultural 

norms, it is up to White people to vet how truthful they feel those norms are.  

 When families face the task of becoming the “acceptable Negro”, they also face the task 

of obtaining an equitable version of biocitizenship.  Again referencing public health data, 

African-American families are less likely to be given access to the same treatments and services 

for their disabled children when compared to their White peers (Mandell et al. 2009, Magaña et 

al. 2012, Burkett et al. 2015).  Even if the African-American family is able to achieve an 

appropriate diagnosis for their child, they must still work towards accessing the same treatment 

options as White parents.  During the ethnographic interviewing process I provided the families 

with the following questions:  

 

Stephanie : Do you believe that your child with autism has been given the same   

  opportunities/services/access to medical care as children of other races? 

 

 Every single family in the study answered that they believed that their child had or is 

currently receiving the same services as their White counterparts.  They categorically deny that 

they or their child has ever faced the issue of race in relation to accessing biomedical services.  
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Public health data does not align with the parent’s feelings.  In fact, public health data shows that 

these parents are wrong (Mandell et al. 2009, Magaña et al. 2012, Burkett et al. 2015).  My own 

data shows that the majority of parents in this study, even though they are overwhelmingly well 

educated and posses access to care, are not getting the same “gold standard” services as their 

White peers.  By “gold standard” services, I am using the services that have been identified by 

the American Academy of Pediatrics as being best practice.  These services include; Applied 

Behavioral Analysis, Occupational Therapy, Physical Therapy, Speech, Social Skills groups and 

school intervention.  Of the families that I interviewed only 5 out of 17 families are getting or 

have accessed all of the services outlined above.  

 Why is it that parents feel like they are getting the same services at the same rate as their 

White peers?  It turns out that it has nothing to do with perception of racial inequality within the 

biomedical system, but rather how a parent perceives himself or herself. The parents in this study 

often referenced the idea of being the “pushy parent.”  When I asked if parents felt that they 

received the same services for their children as White peers, they answered as follows:  

 

Bell: “Yeah I would say so, but we are pushy about things, but you know right now we are 

 pushing to get speech twice a week.  Yeah, you know our kind (African American), 

 especially me with my son you know I’m pushy.  We are pushy, so yeah, he gets what he 

 needs. Yes, because we have been pushy we have been able to get equal access.” 

 

Mellisa:  “ I think so. I would say yes, we live in a small city and I also will just not take ‘no’ for  
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  an answer.  But other families who don't have a spokesperson like me; they will  

  not get  what they need.  You can network and we are always referring each other  

  to doctors and  services.” 

 

Frances: “My sister, she has these kids with these diagnoses, you know insanely smart, but let  

 him get mad.  You know like that o-d, o-d-d? Obsit- obstinate defiant disorder, well she 

 has seen everything.  You know she is good at pushing. She gets what her kids need. But 

 I would say we as military get stuff, but my sister…people see us as rude if we ask for  

 what our kids need.  You know she just doesn’t care about that she just gets them what 

 they need.” 

 

 These parents clearly reference that getting access to services is a “fight” and they will 

have to be “pushy” to “get what my child needs”.  There again, is the community fable in the 

shared experience and story of being “pushy” in an effort to obtain necessary services.  It is 

interesting that these parents tie their ability to access services for their child to their ability to 

parent.  Melissa states, “other families who don’t have a spokesperson like me; they will not get 

what they need”.  Of the three families above only one’s child is receiving ABA, all three have 

access to special education and two families are receiving speech and OT via the school system. 

None of them are receiving the suite of “gold standard” services at the level recommended by the 

AAP.  The point here is that these families erroneously believe that access to services is tied to 

parenting ability or “being pushy”.  The reality is that African-American families simply do not 

get access to the same health care options as their White peers due to the clinical bias displayed 

by physicians and clinicians in the biomedical sphere.   
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Conclusion 
	

 The question of power in the context of disability is important, especially in the form of 

Foucault’s theoretical concept, biopower.  Biopower as stated by Dew (2012) “from Foucauldian 

perspective there has been an increasing emphasis on the biological process of the body.  Bodies 

are understood, and therefore managed, in terms of what is known about their biological 

composition and physiology” (54) biopower and biomedicine are power structures historically 

rooted in White cultural ideas of what medicine is and how it should affect the body.  

 Biomedicine underscored by the creation of large-scale organizations like public health 

and the World Health Organization are particularly compelling in categorizing and defining 

groups of people. Biopower is used to determine what is medically “normal” for bodies and then 

given the power to decide how we must proceed in treating or “curing” those seen as abnormal.  

Dew (2012) states “Normalization, in other words, can be regarded as an attempt to standardize 

bodies- to make them all the same.  By making bodies all the same, and creating a particular self-

awareness of the body amongst individuals, people potentially become more compliant and 

manageable” (Dew 2012, 54).  Biopower has spread from the West’s dominant Anglo culture to 

being used as a moral compass for health cross-culturally. African-American parents of disabled 

children face a multiplicative version of “othering” in that they are subject to cultural 

assimilation as well as the push to “cure” their autistic child.  Anything outside of that norm 

faces the stigma and persecution of not assimilating into the moral/normal standards as defined 

by biopower structures.   
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 Biocitizenship is an important consideration within the structure of biopower, 

biomedicine, and disability.  Per Petryna and Follis (2015) “Given questions ranging from which 

bodies will be included to which populations will be protected and what kinds of knowledge and 

documents must be leveraged, citizenship is an always historically specific act of boundary 

making with the ‘not-yet’ or ‘less-than’ citizens standing in the shadow of the term” (403).   

Where this parallels the African-American experience of parenting a disabled child is that 

biocitizenship must still be biologically achieved, but also includes the additional hurdle of 

cultural assimilation.  

 Citizenship takes numerous forms, for example, if someone does not achieve 

biocitizenship, do they become the “anti-citizen?” Rhodes (2010) drawing upon Rose, “uses the 

term ‘anti-citizen’ to describe how we represent those whose conduct is ‘thought to arise from a 

diminution of self-control, reasonableness, maturity, and judgment” (Rose as quoted in Rhodes 

193).  The anti-citizen is an apt description for the way that biomedicine treats people with 

mental health and developmental disability as well as intellectual disability.  It is especially 

poignant when used in conjunction with the intersectional experience of being African 

American, and disabled.  Take into consideration that the public health data finds Black children 

are twice as likely as their white peers to be miss, under, or not diagnosed with autism, but rather 

with emotional disturbance disorders (Durkin et al. 2010, 4).  Consider how Black bodies, Black 

language, and Black behavior are stigmatized.  When stigma is combined with the culture and 

disability, Black bodies can hardly do more than become the “anti-citizen.”     

 If biocitizenship is attainable, what is the cost?  In Blum (2011), a mother named Rosa 

talks about her child’s diagnosis of ADHD.  Rosa’s family moves from the inner city to a local 

suburb in search of better schools and more opportunity for their family.  Upon the enrollment 
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into the suburb school, Rosa’s son is identified as having ADHD.  In the article, Rosa explains 

that her son had done just fine in the urban schools and had not been identified as having special 

needs.  What is interesting is Rosa’s understanding and explanations of the school’s diagnosis of 

her child.  The school recognized her child as being “rowdy, loud, overly social, and disruptive” 

(Blum 2011) to which Rosa replies that these behaviors are normal.  They are a cultural norm for 

Rosa and her ethnic group.  Rosa does eventually note that when comparing her child’s behavior 

to White children, she sees a difference indicating that White children display quieter and calmer 

behaviors.  Rosa eventually relents to the school’s assessment of her child as Blum (2011) states, 

“relenting had been her only viable option.  She explained that had she continued to reject 

putting Frank on stimulants, she would have risked his education” (Blum 2011, 949).   

 Blum (2011) represents an example of how biocitizenship is obtained and the 

repercussions of gaining or being denied access.  Rosa’s family is given the opportunity to get 

access to biocitizenship, but there is a price to pay.  For Rosa, she must leave behind her cultural 

understanding of children and behavior to access biocitizenship.  In her view, the refusal to 

assimilate into the larger culture’s definition of disability would prohibit her child from receiving 

his education. Blum’s (2011) Rosa and Mattingly’s (2017) Autumn have to consider risk 

differently than their White peers.  They must conceptualize their children, racism, stigma, bias, 

and how those experiences might influence their outcomes.   In this case, as with most, 

biocitizenship is an access point to much-needed services.  However, to be able to obtain 

citizenship, there is a forced assimilation that must occur.  

 Both Rosa and Autumn engage in “personal fables” (Heinemann, 2016 and Murdoch, 

1998) to help them choose to emplot themselves into a more hopeful narrative. “Personal fables,” 

notes Heinemann drawing upon Murdoch (1998a), “also offer ‘moral inspiration,’ and in telling 
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the fables participants opened a window into their own understandings of the good and the bad, 

the right and the wrong, of how they got to where they now were” (39). 

  Health care disparities as faced by African-American families are underscored by the 

idea of the “pushy parent.” The “pushy parent” is a form of emplotment where parents place 

themselves into a narrative that allows them to feel like they are in control of their children’s 

health care and outcomes.  The unfortunate reality is that there is a parallel narrative to the 

“pushy parent.” The counter narrative is the reality of structural racism and clinical bias that 

African Americans fall prey to, leaving them in a space where they are still unable to gain 

equitable access to biocitizenship.  While these families emplot themselves in to more hopeful 

space, those hopeful spaces do not indicate that they will not experience disparities in health 

care.    

 These parents continual emplotment of themselves and acculturative work indicates that 

African Americans are willing to try and navigate the biomedical landscape.  While they may 

understand disability differently in that the parents “treat them (child with autism) the same as 

everyone else, ” these families are still willing to try medical services outside of their cultural 

norms.  It is clearly work to acculturate the biomedical definition of autism back into the space of 

African-American culture, but the families have found a way to make that work.  Given all of 

this, the next logical step is to further study clinical bias, clinical narrative, and clinical 

linguistics in the form of Black English Vernacular.  

 The problem with disparities does not lie in the cultural understanding of disability, but 

rather the difficulty of assimilating and being the “acceptable Negro” in an effort to gain 

biocitizenship.  These families have figured out how to incorporate biomedical experiences, 

disability, culture, and the emplotment of themselves into a cultured version of the “good life.”  
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Biomedicine must start asking itself questions about clinical bias and narrative in an effort to 

provide equitable services to ALL autism families.   

  So why does any of this matter?  African-American parents that have a child with autism 

must navigate clinical spaces to try and access care for their children.  As Public Health data 

shows us, African-American children are twice as likely as their White peers to be late, miss, or 

undiagnosed. They are also significantly less likely to get access to the same therapeutic options 

as their White peers (Mandell et al. 2009, Magaña et al. 2012, Burkett et al. 2015). The analysis 

of ethnographic data is an effort to better understand the quantitative data from disciplines such 

as public health that outline the disparities faced by African-American families.  What is the 

health care disparity really representative of?   

 The parents in my study are continuously faced with a large biopower system that is 

steeped in a history of marginalization, stigmatization, and continuous discrimination of people 

based upon ideas surrounding race, culture, language, gender, and disability.  It is a consolidation 

of power that reinforces stereotypes via biomedical ideas on what is normative health, cure, and 

behavior within the health care experience.  Black families must meet an exacting standard, pass 

the test, and become the “acceptable Negro” in an effort to gain access to health care and 

services for their children.  Not only is the ability to traverse the “borderlands” (Mattingly and 

Gron, 2011) of biomedicine important to health care access, but also to the welfare of the parent 

and child as non-compliance can have life altering consequences such as being reported to child 

protective services. 

        At the beginning of this study, I hypothesized that our cultural norms and understanding of 

disability within the African-American community simply meant that we had different ideas 

about health care and that was a significant contributing factor to the documented health care 
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disparities.  The ethnographic data gathered from the parents does in fact show that there is a 

clear difference in the way that African American’s understand and engage with disability and 

autism.  The cultural understanding of disability, however, does not impact the parent’s want for 

therapeutic and medical services for their children.  In fact, when the parents are faced with push 

back from the larger African-American culture, they are finding ways of acculturating the 

diagnostic label of autism.  These families are using Black English Vernacular and reimagining 

the way that words and phrases (proverbs) are used to describe the experience of parenting a 

child with autism.  These families are also emploting themselves and their children in to more 

hopeful narratives.  They remove the stigma and structural violence that is attached to the idea of 

autism in the context of White society and Black bodies by emploting themselves into Black 

culture where their child can be “treated the same as everybody else.” 
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Appendix 
	

Interview Questions  
Pregnancy and Beginning of life  

1. Can you please describe to me your pregnancy and birth of your child?  Please note 
anything out of the norm such as a pre mature birth.  	

2. How was your child’s first year of life?  Did you note anything different in his/her 
development?  	

Pre Diagnosis 
3. When did you first notice that something was different about your child.  	

a. Did you notice something or was it someone else?  	
a. Doctor, Daycare provider, grand parent, family, friend, etc.  	

4. At this point in time, what was your definition of autism?  	
5. Had you had any prior experience or contact with disabled individuals prior to that of your 

child?  	
6. What or who lead you to getting a diagnosis?  	
7. Where your family and friends supportive of you seeking help for your child?  	

a. What was their perception of your child and exploration of autism diagnosis?  	
Diagnostic Experience  

8. Can you please explain the diagnostic process?	
a. Insurance	
b. Ease of access to the diagnostician.  	

9.    How did your family and friends respond to the diagnosis and ultimate labeling of  your 
child as autistic?  	

Post Diagnosis.  
10. Post diagnostic process, where you offered information about therapeutic options?  	

a. Where you given the “next steps”	
b. How did you chose or not chose what to do with your child’s autism and why?  	
c. Where you happy with your services?  	

a. Why or why not?  	
11. Post diagnosis, what is your current definition of autism?  	
12. Has your family/friend support system changed?  	
13. Did family/friends give you advice on medical care?  	
14. Did they agree with the medical/educational services that you chose for your child?  	

Family	Life	and	Relationships.			
15. Please tell me about your support system.  	

a. Is life different now that you have a child with special needs?	
b. Is there a change in the community involvement? 	

  
  
  

Health Care Perceptions:   
16. Do you believe that your child with autism has been given the same 

opportunities/services/access to medical care as children of other races?  	
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a. What medical/educational services would your like for your child with autism to 
have?  	

17. What about health care service in general? Do you feel like you and your family have the 
same access to health care as your white peers?  	
a. What medical services do you believe people should have access to?  	

		
Mental	Health	Perceptions.		

18. Perceptions	about	mental	health		
a. Families	categorize	and	describe	autism	as	a	mental	health	disorder,	so	you	feel	

that	there	is	a	Stigma	attached	to	that?		
b. Can	you	tell	me	about	mental	health?		
c. Do	you	feel	like	there	is	a	stigma	attached	to	mental	health	issues?	
d. What	types	of	health	care/biomedical	services	to	you	believe	that	someone	should	

access	for	mental	health	support?		
e. Is	this	the	same	of	different	from	autism?			

		
Perceptions	of	Equality		

19. Do	you	feel	that	you	treat	your	child	with	autism	differently	than	his	or	her	siblings?			
a. Why	do	you	treat	your	child	with	autism	like	all	of	the	other	children?			
b. Why	do	you	NOT	treat	your	child	with	autism	like	all	of	the	other	children?		

		
The	STRAGGLE	

20. Do	you	feel	like	autism	is	the	most	stressful	thing	in	your	life?		
a. What	is	the	most	stressful	thing	in	your	life?			
b. Do	you	feel	like	you	handle	the	stress	of	autism	better	than	your	white	peers?			

• Please	explain		
		

Personal	Autism/disability	history	within	the	family/community	
 Can	you	tell	me	about	any	older	family	members	(extended	included)	that	have	been	
identified	to	have	had	a	disability?			

• What	was	it	like	for	them?		
 Have	you	ever	heard	the	older	generations	in	your	family	speak	about	disability?			
 How	do	you	think	disability	is	perceived	by	African	Americans?			

• Autism	specifically		
		
Disability	and	the	church		

 Can	you	tell	me	about	your	experience	with	disability	and	the	church?			
• Has	it	been	supportive	of	you	and	your	child?		

 How	do	you	find	solace	in	your	religion?		
 Does	Christianity,	your	pastor/clergy	or	the	bible	have	anything	in	particular	to	say	
about	the	disabled?			
		
		
Anything	that	I	didn't	ask	that	you	would	like	to	add?		
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Anything	that	you	would	prefer	that	I	do	not	add	to	the	data?			
		
Word Map:   
Autism:  
Disability:		
Special	Needs	:			
Services:		
		
		
		
Demographic Information: 
 Parents current age: 	
 Age at child’s birth: 	
 Parents education level achieved: 	
 Marital status:	
 Military Service rank: 	
 Religious Affiliation:	
 Parent’s race: 	
 Parent’s ethnicity: 	
 Insurance: Yes/No: 	
 Autism coverage via health care:  	
 Childs current age: 	
 Age at diagnosis: 	
 Child’s gender: 	
 Childs diagnostic label:	
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