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Background

within their communities?

ack children with autism experience disparities in both diagnosis and treatment’
nis also iImpacts Black caregivers, who experience higher caregiver stress?
ack caregivers of children with ASD also express that there are gaps in both knowledge and acceptance of disabilities

 This lack of information and resources provided to Black communities can lead to tensions between families
regarding autism diagnoses and how to support individuals with autism in their families*

 Although recent literature has discussed lived experiences and perspectives of Black caregivers of autistic children%7,
the current study specifically examines messaging received from family members about their child’s diagnosis

« Examining family messaging surrounding autism diagnoses can inform strategies to develop culturally tailored
interventions to support Black caregivers and their children with autism

Methods

Data Collection

o 23 Black caregivers of children with autism participated in

qualitative interviews

Geographic Distribution of Participants (n=23)

o All participants identified as Black/African American (91% female,

9% male).

« One-third of participants lived in North Carolina (30.4%)
e 60-90 min interviews were conducted via phone or Zoom and

followed a semi-structured interview guide (developed with
stakeholder consultation) with four primary content areas:
family/community, opinions about research, reducing barriers in

research, and future directions in research

Sample Characteristics

Variable n (%)

Race and Ethnicity
Black or African American (non-Hispanic) 22 (95.7)
Black or African American (Hispanic) 1(4.3)

Marital Status
Married 4(17.4)
Divorced 6 (26.1)

Never Married 9 (39.1)
Member of an unmarried couple 4(17.4)

Income
Less than $10,000 2 (8.7)
$10,000-$29,999 7 (30.4)
$30,000-$59,999 11(47.8)
$60,000-$99,999 2 (8.7)

$150,000-$249,999 1 (4.3)

Data Analysis and Coding

Pl, Study Coordinator, and senior RA independently coded 3 initial
transcripts to develop a hybrid coding framework (i.e., a
combination of a-priori and data driven codes) using qualitative
coding software Dedoose
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Final codebook reviewed by study’s qualitative consultant and study’s
community consultant- for purposes of this study only participant
responses coded under “family views on autism” analyzed

\/ \/
Coders instructed to use this code “when participants describe the
opinions, experiences and beliefs of their family members about
autism spectrum disorder or having a family member with autism
spectrum disorder”
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Following higher-order themes developed by senior RA, Pl, and study’s
community consultant

Results
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DiscussIion

Example Excerpt Unsupportive family messaging

Lack of Understanding and Denial of Autism

“I'have a lot of aunties and uncles that didn’t finish high school and stuff. They
don’t really understand it. So when P'm around them and my son is doing
Lack of . . g .
derstandi certain stuff, they don’t understand. Like, ‘Oh, this is what people do with
undcrs Efn INg autism. Like,No, you need to whoop him. Like, no... I don’t.1don’t. He doesn’t
of autism understand. This is why he's doing that. So they don’t really understand.”

“We were in a car going somewhere and the girls were in the car as well and my
Lack of mother said uhm, she said something, it was a little disrespectful or whatever,
motivation to and I said, hey, if CHILD was, if she had sickle cell, you would, you would
understand research it.If she had some other kind of, like say disease or illness you would,
child with autism you would look it up. ... I said though, because she has autism.You've never
gone to aworkshop about autism.You've never gone.”

“All I have to say is, as a Black family with a son that’s autistic, it was a horrible
Blame of experience. Not just on a social level as far as like, outside of the home, as far as
challenging aspects | like school and stuff. But even within the family. For the longest time his
of child’s diagnosis on grandparents on both sides- they tried to blame his condition on me and my

the caregiver husband, you know, by sa?’/mgthat we wasn’t raising him right. Especially when
he would have a tantrum.

“I had a few family members like, ‘Ain’t nothing wrong with him. He's perfectly

Denial of child fine. They don't know what they talking about. They always trying to diagnose
having autism somebody kid with something”

entirel “...everybody's like,‘Ain't nothing wrong with him! He alright.’ No, 1 don't think
Y something's wrong with him, he just has a different way of learning and
accepting things. It's just different, not that something's wrong with him.”

Supportive Acceptance and Inclusion

Acceptance of child’s ["Somy family and my daughter, you know, they’re- they're very supportive and
diagnosis and | have to go to work and so forth. They're watching and everything but uh. Yeah,
. we got a ton of support from my immediate family and they understand the
willingness to serve as a situation. And some of the extended family also, they understand the
source of support situation, so they're all supporters.And accepting of him.”

Treatment of child as [“We don’t treat him, they don’t treat him any differently just because he has
any other child without Eytlsm because‘that s not how it works, in the re;al world., so.l-they don ttreat
im--they love him though. But we don’t treat him any differently, I treat him
d dev.elop.n.wental just as I would if he was a normal, functioning child.”
disability
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negatively impacts caregiver
well-being
Caregivers frequently reported
how this messaging impacts their
well-being by ending with
statements referencing their own
emotions, such as “that was tough”
or “nobody understood where | was
coming from.”

By centralizing equality in their
treatment of children with
autism, family members may
unintentionally impact equity

In an effort for inclusion and
acceptance, treating an autistic
child as “normal” may in effect be
denial through a different lens and
derogate from the need of
essential supports

Although negatively valenced
family messaging is prevalent,
caregivers also report inclusive
and understanding family
members that transcend passive
acceptance into actions that
improve the well-being of both
the caregiver and their child

Both caregivers and clinicians must
be aware of the family messaging
surrounding their child with autism
in order to provide effective
support
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