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Abstract

Anti-Black racism is a pervasive issue in the autism field that affects the autism service pathway, which ranges from
identification of concerns to ongoing service navigation. In this short report, we provide a working model of the autism
service pathway and highlight ways in which anti-Black racism affects all components of the pathway. We summarize the
literature that demonstrates the effects of racism within autism assessment, treatment, and quality of care. We end with
six recommendations for systemic change that clinicians can take: (1) including and amplifying Black autistic voices within
their organization, (2) continuously learning about and acknowledging the ways in which their discipline perpetuates anti-
Black racism, (3) recognizing that cultural humility is a lifelong process, (4) being mindful of the complex pathway that
families must navigate to receive autism services, particularly when working with Black individuals, and (5) advocating for
system-level changes within their organization and refining changes that are made.

Lay abstract

Black autistic people experience anti-Black racism when interacting with service systems and the clinicians in those
systems. In this article, we describe the various steps families take to get services and how anti-Black racism makes that
process even harder. We discuss research that shows the negative effects of anti-Black racism in autism assessment,
treatment, and quality of care. We then provide five recommendations that clinicians should follow to reduce anti-
Black racism in the autism field: (1) find Black autistic people and listen to their opinions about your organization, (2)
always keep learning about how your profession promotes anti-Black racism, (3) recognize that the process of a clinician
learning to be culturally humble takes time and is never “complete,” (4) pay attention to all of the steps that families
must take to receive autism services and how these steps are even harder for Black individuals, and (5) advocate for your
organization to make systems-level changes in their policies and procedures.
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Introduction We must borrow from anti-racist and feminist

] ) o approaches to healthcare to adequately meet the needs of
The current service system has failed Black individuals on . Black clients. For example, practitioners may look to

the autism spectrum and their families. As gatekeepers to the models such as the Critical Consciousness of Anti-Black

service system, clinicians have a responsibility to understand ~ p, o 10046 (CCABR; Mosley et al., 2021) to inform
how anti-Black racism influences access to quality assess- . f

ment, accurate and timely diagnosis, autism-related services,
and high-quality care for Black individuals on the autism
spectrum. The impact of anti-Black racism has significant
ramifications on the autism spectrum disorder (ASD) service
pathway. In order to illustrate how anti-Black racism is Michigan State University, USA
infused throughout the service system, we developed a .

. . . Corresponding author:
model AtO illustrate the autism service s.ystem pathw_ay’ Diondra Straiton, Michigan State University, 316 Physics Road, Rm 69F,
expanding upon the figure developed by Children’s Hospital East Lansing, Ml 48824, USA.
of Pennsylvania (Figure 1; adapted from Levy et al., 2015). Email: straiton@msu.edu

clinical practices with Black autistic individuals. CCABR
stems from both critical-ideological and Black feminist-
womanist approaches to provide Black and non-Black
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Figure |. Pathway to access and utilize autism services, including examples of anti-Black racism. Adapted from Levy et al. (2015).
Primary Care Clinical Pathway for Autism Screening and Referral, Children’s Hospital of Pennsylvania, https://www.chop.edu/clinical-

pathway/autism-screening-and-referral-clinical-pathway.

individuals with a framework for witnessing, processing,
and actively responding to anti-Black racism. While this
model was initially developed for Black individuals, it has
been recommended that practitioners utilize this model to
support Black clients in preventing and resisting racial
trauma, and to engage in assessment and treatment associ-
ated with racial trauma.

In addition, models such as CCABR highlight the
need for practitioners to approach clinical work with
cultural humility, a process of self-reflection that
includes examining one’s own beliefs and cultural iden-
tities and having curiosity and genuine regard for other
cultures (Foronda et al., 2016). Moreover, we must
respect intersectionality, a framework for understanding
the ways in which multiple social identities (e.g. race
and disability status) overlap (Crenshaw, 1989). The
intersectionality of being autistic and holding additional
marginalized identities uniquely impacts quality of life
and health outcomes for Black individuals on the spec-
trum (Bishop-Fitzpatrick & Kind, 2017). By utilizing
models such as CCABR, embracing a culturally humble
approach, and positioning intersectionality at the fore-
front of our clinical work, we may advance our efforts
to improve access to care for Black individuals on the
autism spectrum. This call to action challenges clini-
cians to serve Black families in a culturally humble
manner throughout each step of this service system
pathway.

Positionality and community
involvement

Both authors hold master’s degrees in psychology and
identify as cisgender heterosexual women of color pursu-
ing doctorate degrees in clinical psychology. The first
author, D.S., identifies as a multiracial Afro-Latina woman
(Dominican and White), and the second author, A.S., iden-
tifies as an immigrant Southeast Asian woman. As clinical
trainees, both authors provide assessment and psychother-
apy services to autistic individuals in a university-affili-
ated community clinic in the Midwest. This Short Report
was adapted from a presentation developed by both authors
that was provided to an audience of clinicians and research-
ers within an academic department at a public university.
There are no individuals in the department who have self-
disclosed that they identify as autistic; thus, to the best of
the authors’ knowledge, no autistic individuals were
involved in preparing and/or providing feedback on the
presentation that was then adapted for this Short Report.

Assessment and diagnostic
considerations

Anti-Black racism significantly impacts the assessment/diag-
nostic process for Black autistic people. There are high rates
of misdiagnosis for Black children on the spectrum. For
example, Black autistic children are 2.6 times more likely to
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be misdiagnosed than White autistic children, including being
more likely to receive a misdiagnosis of adjustment disorder
or conduct disorder (Mandell et al., 2007). However, despite
Common misconceptions regarding race and externalizing
behaviors, research illustrates that Black autistic children are
not more likely to have externalizing behaviors (e.g. aggres-
sion and hyperactivity) than White children on the spectrum
(Sell et al., 2012). Black children are also more likely to be
diagnosed when displaying clinical presentations of ASD that
require more substantial support; this may be due to limited
identification of those who require less support, highlighting
how racial stereotyping and anti-Black racism impacts accu-
rate diagnosis for this population (Jarquin et al., 2011). In
addition, research consistently shows delays in ASD diagno-
sis that can take between 1.5 and 3 years between age of con-
cern and age of diagnosis for Black children (Mandell et al.,
2002). Black caregivers report longer wait times and three
times the number of provider visits to receive a diagnosis
compared to their White counterparts, and Black children are
diagnosed with ASD later than White counterparts despite
similar clinical presentations at the time of assessment
(Constantino et al., 2020; Fombonne & Zuckerman, 2021).
Overall, research suggests that disparities in the ASD assess-
ment/diagnostic process may be largely attributed to anti-
Black racism in the form of misconceptions and racial
stereotypes, which then impede accurate assessment and
diagnosis for Black autistic children.

ASD providers often attribute delays in diagnosis to par-
ents’ lack of resources or motivation to seek services, while
many Black parents attribute diagnostic delays and misdi-
agnosis to providers’ racial biases (Burkett et al., 2017;
Dababnabh et al., 2018). Indeed, Black caregivers of autistic
children highlight their willingness and ability to prioritize
their child’s needs and advocate across multiple systems to
seek services for their child (Burkett et al., 2017; Lovelace
et al., 2018). Many Black families of children on the spec-
trum discuss taking necessary steps to protect their child
from harm in the healthcare system, taking action to ensure
their child receives the best healthcare possible, and facing
numerous barriers when seeking healthcare services for
their children, including racial discrimination such as dis-
missal by providers (Burkett et al., 2017; Dababnah et al.,
2018; Lovelace et al., 2018).

Importantly, many Black caregivers of autistic children
emphasize the provider—caregiver relationship, expressing
their belief that stronger relationships help parents feel their
child is protected in the healthcare setting (Burkett et al.,
2017). Furthermore, the process of shared decision-making
(e.g. parents and providers jointly making decisions related
to the assessment process) between parents and providers
can drive accurate ASD detection and diagnosis (Sheldrick
et al., 2019), highlighting the importance of increased col-
laboration between parents and providers. Overall, accurate
and timely assessment and diagnosis are critical for families
of autistic individuals, as early intervention is associated

with significant improvements and can significantly improve
short- and long-term outcomes. Therefore, addressing anti-
Black racism in the diagnostic process should be a priority
for ASD researchers and clinicians to meet the needs of
Black autistic individuals.

Access to healthcare services and
quality of care

For many autistic individuals, the ultimate goal of the diag-
nostic process is to provide access to healthcare services that
may improve their quality of life. As depicted in Figure 1,
experiences of racism earlier in the pathway have down-
stream effects on service access and utilization. Unfortunately,
anti-Black racism directly affects service access and quality
of care for Black individuals on the spectrum, and this can
occur across multiple systems of care (i.e. education, medi-
cal, and behavioral health). Given that ASD healthcare ser-
vices occur across numerous systems of care, Black
caregivers must navigate many groups of providers who
have limited training in cultural humility.

Trends in service utilization demonstrate additional dis-
parities for children of color beyond those seen in the diag-
nostic process. Overall, Black and Latinx/Hispanic
families, families of lower-income backgrounds, and fami-
lies in rural areas utilize less services and are delayed in
accessing services (Smith et al., 2020). Black and Latinx/
Hispanic children are also less likely to access specialty
services (e.g. neuropsychiatric testing) and more likely to
have difficulty accessing acute care compared to White
autistic children (Smith et al., 2020). Black autistic chil-
dren are also less likely to see gastroenterologists, nutri-
tionists, neurologists, psychiatrists, and psychologists
(Smith et al., 2020). These disparities are worse when
families of color are multiply marginalized due to being
from lower-income backgrounds; Medicaid-enrolled chil-
dren of Black, Asian, and Native American/Pacific Islander
backgrounds receive fewer outpatient, autism-related ser-
vices (e.g. outpatient psychotherapy, wraparound services)
compared to White children (Bilaver et al., 2021). These
disparities add additional barriers to an already compli-
cated pathway to healthcare services.

Just as Black families must interact with a racist service
system that perpetuates diagnostic and service disparities,
they also experience poor quality of care once they actu-
ally access services. Black caregivers experience racist
interactions with clinicians when receiving healthcare ser-
vices (Jones et al., 2020). Black families report lower qual-
ity of autism-related care which they attribute to dismissal
of parent concerns due to racial bias from clinicians
(Stahmer et al., 2019). Black families also report less
access to quality healthcare (e.g. access to a doctor who
listens carefully to concerns; Bishop-Fitzpatrick & Kind,
2017). A recent systematic review demonstrated that autis-
tic individuals from Black and Hispanic/Latinx
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backgrounds and those from low-income backgrounds
report lower quality of care compared to White autistic
individuals; these families also report that their providers
lack knowledge and sensitivity regarding their culture
(Smith et al., 2020). Autistic individuals note that the lack
of cultural humility of autism clinicians is a major chal-
lenge to accessing and utilizing services for Black autistic
people that contributes to disparities in quality of care
(Jones et al., 2020). These disparities result in sub-optimal
care and quality of life for these families.

Recommendations for systematic
change

Clinicians who service individuals on the autism spectrum
have a duty to educate themselves about the intersection of
anti-Black racism and autism services. We must learn
about anti-Black racism, pursue adequate training in cul-
tural humility, and speak out when we see racism perpetu-
ated in our organizations. Many clinicians wonder about
concrete actions that they can take to address this perva-
sive problem. Here, we provide recommendations for
training and clinical practice:

1. Include and amplify Black autistic voices within
your organization. Identify Black autistic individu-
als to serve on an advisory committee to improve
your organization’s quality of care for Black autis-
tic people (e.g. receive feedback on policies). To
promote organizational change, advisory board
members should meet with organization leaders
and clinicians. Advisory board members should be
adequately compensated for their labor; this is par-
ticularly important when recognizing that expecta-
tions of free labor from Black autistic individuals
perpetuate the exploitation of Black labor that has
continued in the United States since slavery.

2. Continuously learn about and acknowledge the
ways in which your discipline perpetuates anti-
Black racism—both in the past and in the present
moment. Pre-service training programs and clini-
cal supervisors have a responsibility to understand
discipline-specific anti-Black racism history. This
knowledge should be considered in competency
evaluations for trainees and should also be
addressed in continuing education programming.
Systematic change to address anti-Black racism
cannot occur without this training.

3. Recognize that cultural humility is a lifelong pro-
cess and take actionable steps each year toward
increasing your own cultural humility. A central
tenet of cultural humility is that it does not focus on
competence or confidence, but rather recognizes
that with increased exposure to other cultures, one
realizes how much they do not know about others.
Thus, this process is never “complete.” There is no

“magic number” of workshops or evaluations that
one can complete to become anti-racist. However,
we can further our journey in becoming anti-racist
clinicians through continuously reflecting on and
challenging racist actions from ourselves and col-
leagues, actively listening to Black autistic individu-
als and their families, and using our power and
privilege to affect change. We have compiled a num-
ber of materials related to cultural humility, implicit
bias, and anti-Black racism as an initial set of
resources for clinicians (Appendix 1). We also rec-
ommend inviting and compensating Black autistic
individuals and Black clinicians for in-service train-
ing and professional development opportunities.
When working with Black autistic individuals, be
mindful of the complex pathway that families must
navigate to access and utilize clinical services
(Figure 1). Ask questions at intake regarding previ-
ous experiences with the service system(s) earlier in
the pathway. Explicitly name experiences of anti-
Black racism when you hear them. Provide con-
crete steps for navigating the healthcare service
systems that follow later in the pathway and/or
occur concurrently with your services. Do not
assume that families already have this information.
Encourage your colleagues to discuss this pathway
with their clients as well. Explicitly ask about expe-
riences of racism and help clients to name oppres-
sive systems at work. Encourage your colleagues to
discuss this pathway with their clients as well.
Clinicians may also refer to resources provided in
Appendix 1, as a number of these materials may be
helpful to share directly with families (e.g. YouTube
videos about Autism in Black Families).

As anti-Black racism is systemic, advocate for sys-
tem-level changes to address it within your organi-
zation and continue to re-assess and refine changes
that have already been made. These system-level
changes will vary by discipline. Some examples
include screening for developmental concerns at
preschool well-child visits rather than discontinuing
at the 24-month visit since many Black autistic chil-
dren are not identified until preschool or school age
(Zuckerman et al., 2021), using group parent train-
ing models to address the needs of families on long
waitlists (Straiton et al., 2021) and auditing lan-
guage on Individualized Education Programs (IEPs)
for Black students to identify and correct anti-Black
language. Another critical systems-level change is
to increase the number of Black clinicians in your
organization and monitor your progress annually, at
minimum. This likely will help to address health
disparities for Black autistic people (Jones &
Mandell, 2020) and can be addressed through
focused recruitment. Families of autistic individuals
of racial and ethnic minority backgrounds feel that
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cultural and linguistic matching with providers
enhances family—clinician relationships and helps
families feel comfortable and understood (Stahmer
et al., 2019); thus, increasing the Black clinician
workforce at your organization will also likely result
in greater client satisfaction and engagement with
services.

Conclusion and moving forward

While the current state of autism services for Black families
is poor, clinicians can help to address this throughout the
pathway to services. We hope that this call to action will
help make the autism service landscape a less racist space.
We have the opportunity to promote systematic change in
our own organizations. Moreover, we have the ethical
imperative to actively listen and respond to calls from the
Black autistic community regarding all forms of racial
harm, from racial microaggressions to acts of clinical mis-
conduct due to racism. Clinicians should use the recommen-
dations above to proactively address anti-Black racism.
However, we must also actively confront and address inci-
dences of racial harm that have occurred and continue to
occur in our own disciplines and organizations. We must
leverage our power (e.g. authority) and considerable privi-
lege as clinicians (e.g. White privilege, class privilege, and
educational privilege) to uplift the personhood and dignity
of Black autistic folk who deserve quality care.
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Online training for clinicians:

1. Black Disability Studies (free or for continuing
education credits): https://www.mitrainingcenter.
org/courses/wbdsc0419noce

2. Racism as a Public Health Crisis: https://www.
mitrainingcenter.org/courses/opp1a0620ce? ga=
2.97972703.1952282224.1622087888-16758
86675.1621360300

3. Countering Implicit Bias https://www.mitraining-
center.org/courses/ibubal220noce? ga=2.
61135340.1952282224.1622087888-1675886675.
1621360300

4. Cultural Humility https://ready.web.unc.edu/sec-
tion-1-foundations/module-8/

5.  Documentary on cultural humility (30 min) https://
www.youtube.com/watch?v=SaSHLbS 1 V4w&t
=482s&ab_channel=VivianChavez
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6. Free courses/toolkits on cultural humility: https://

registrations.publichealthpractice.org/Training/
Detail/211

Media sources:

1.

Autism in Black Families YouTube videos: https://
youtube.com/playlist?list=PLXehS00uRKcgbly
gvZ-kb8sJou3GpNfMY

Normal with Autism podcast, Autism in Black:
https://www.podbean.com/media/share/pb-kbvgp-
e2467a?utm_campaign=u_share ep&utm
medium=dlink&utm_source=u_share

Normal with Autism, The Catina Way: https://
www.podbean.com/media/share/pb-z7nhh-ebc
8e0?utm_campaign=u_share ep&utm medium=
dlink&utm_source=u_share

Autistic Self Advocacy Network: https://autisti-
cadvocacy.org/

(a) This website is run by a disability rights group
of autistic advocates who work to empower
autistic people and organize for systems
change. Resources include recommended
books, policy reports, toolkits for autistic peo-
ple, and some clinical resources for providers
(e.g. sexual health toolkits).

Evaluation and goal setting tools:

1.

Cultural competence Self-Evaluation Checklist:
http://www.coloradoedinitiative.org/wp-content/
uploads/2015/10/cultural-competence-self-assess-
ment-checklist.pdf

Cultural Humility Reflective Journal: https://
ready.web.unc.edu/wp-content/uploads/
sites/16627/2019/05/Project-READY-Journal 5 15.
pdf
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