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Abstract

Parent-focused interventions have been designed to provide training and support to caregivers
who are essential in achieving positive outcomes for children with intellectual and developmental
disabilities (IDD). In 2020, significant crises, including the COVID-19 pandemic and continued
racial tensions, profoundly impacted the livelihood of children with IDD and their families.
Many ongoing efforts to address disparities among this population were halted temporarily

and required further adaptations. Researchers adapted interventions and support to address the
disparities impacting children with IDD and their families with limited guidance. We provide

a descriptive case analysis of four parent-focused interventions that responded to the global
crises to continue serving children with IDD and their families. The four distinct programs
were based on applied behavior analysis and naturalistic, developmental-behavioral paradigms
that were culturally adapted for families of young children with IDD from diverse cultural and
socioeconomic backgrounds. We present the qualitative reports on the challenges and benefits
that arose with adapting the four parent-focused interventions for telehealth implementation.
We focused specifically on adaptations made in recruitment and retention, instrumentation and
measurement, research staff training, and intervention delivery. We synthesize our experience
with challenges and solutions in adapting parent-focused interventions for racially/ethnically
and socioeconomically diverse children with IDD and their families. We conclude with
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recommendations for researchers and practitioners on methods for adapting parent-focused
interventions to address the significant health disparities that impact racially, ethnically, and
socioeconomically diverse children with IDD and their families.
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autism; COVID-19; intellectual disability; parent-focused interventions; practice; racial/ethnic
diversity

INTRODUCTION

In March 2020, the spread of COVID-19 across the world limited in-person activities based
on recommendations by the Centers for Disease Control and Prevention (US Department
of Health and Human Services, 2020). These recommendations halted in-person scientific
research and clinical services worldwide. With the closure of businesses and schools,
additional labor and socioeconomic crises ensued, with increased unemployment and
underemployment in the midst of growing racial tensions (Cheah et al., 2020; Ibrahimi

et al., 2020). For children with intellectual and developmental disabilities (IDD) and their
families, the shift to homeschooling or online delivery of health services and education,
and the loss of services and support, resulted in increased stress (Asbury et al., 2021). The
barrage of critical events in a short time intensified the inequalities affecting racial/ethnic
minority and low-resource communities (Padilla & Thomson, 2021; Suarez-Balcazar et al.,
2021). Researchers serving these communities were tasked with adapting programs and
modifying research protocols to continue vital work addressing inequalities and disparities.
Due to the unprecedented crises, little guidance was available to shape these adaptations
with even fewer resources.

A widely used intervention model for children with IDD is parent-focused interventions
(e.g., parent education, parent-mediated interventions; Rutherford et al., 2019) that empower
and teach parents to be change agents supporting and improving their child’s developmental
outcomes (Bearss, 2019). Most parent-focused interventions that target racially, ethnically,
and socioeconomically diverse communities are delivered through face-to-face formats,
increasing engagement, familiarity, and comfort between caregivers and providers. Parent-
focused interventions are effective as parents have invaluable knowledge about their child’s
development, have consistent access to their child, and implement parenting practices

across contexts and settings to generalize skills (Burrell & Borrego, 2012). To date,

an extensive body of research, as well as national and international policy initiatives,

has highlighted the utility, practicality, and efficiency of parent-focused interventions in
addressing the developmental and behavioral needs of children with IDD (National Research
Council, 2001; Shalev et al., 2019; World Health Organization, 2019). Parent-focused
interventions can address significant barriers that racially/ethnically and socioeconomically
diverse children with IDD encounter in receiving evidence-based treatments. This article
describes how parent-focused interventions were adapted in response to the global crises and
highlights how specific features of parent-focused interventions can address the disparities
experienced by children with IDD and their families.
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IMPACT OF THE COVID-19 PANDEMIC ON DIVERSE CHILDREN WITH IDD
AND THEIR FAMILIES

The COVID-19 pandemic significantly impacted children and families worldwide as
disruptions were observed across education, health, and other sectors (Kyeremateng et

al., 2022; UNESCO, 2022; Wilke et al., 2020). In the midst of the pandemic, specific
communities (e.g., racial/ethnic minority, disability, low-resource) experienced pronounced
challenges and barriers to access services while experiencing heightened risks for illness,
safety, prejudice, and discrimination (Cheah et al., 2020; D’souza et al., 2021; Egede &
Walker, 2020; Ibrahimi et al., 2020). For children with IDD, the COVID-19 pandemic
resulted in a significant loss of instruction and therapeutic services (Jesus et al., 2021;
UNESCO, 2022). The loss of instruction and therapeutic services were more pronounced
among children with IDD with greater support needs (e.g., self-contained class; Valicenti-
McDermott et al., 2022). The requirements for remote learning required parents and children
with IDD to connect with a device to an online platform to participate in synchronous
instruction or to access asynchronous content; however, this requirement placed significant
burdens on families who had little to no access to these devices. For example, Valicenti-
McDermott et al. (2022) found that foreign-born parents, parents with lower levels of
education, and parents who spoke limited English experienced greater challenges in setting
up remote learning for their children with IDD. Parents that were not able to set up remote
learning, either due to limited or lack of internet connectivity, lack of devices, or limited
cellular data plans, were at greater risk of losing therapeutic services for their children.
This cascade of challenges resulted in parents becoming responsible for their child’s daily
educational and therapeutic plans. Other studies have also found that caregivers of children
with IDD had higher levels of anxiety and depression at the onset of the COVID-19
pandemic, and these caregivers were more likely to have increased levels of anxiety and
depression 6 months later (lovino et al., 2021). The challenges experienced by caregivers
and children with IDD during the COVID-19 pandemic serve as a call for action for
researchers and providers to identify and evaluate adaptations for greater inclusion and
accessibility for racially/ethnically and socioeconomically diverse communities.

CULTURAL ADAPTATIONS OF PARENT-FOCUSED INTERVENTIONS

While there are systematic approaches to adapting evidence-based interventions for
culturally diverse communities, “expert reviews” (Xu et al., 2018), surface/deep structure
adaptations (Knight et al., 2009), or a broad scope of dimensions (Ecological Validity
Framework; Bernal et al., 1995), these approaches have not been necessarily applied to
contextual adaptation needs. The current crisis significantly altered family and public life

in a way that required parent interventionists to adjust. Culturally adapted intervention
programs are well equipped to respond to these challenges through their inherent flexibility.
Specific features of parent-focused interventions that may be integral to their success
include cultural adaptations to recruitment and retention methods and culturally responsive
measurements.
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Participant diversity in recruitment and retention

Recruitment and retention of racially/ethnically diverse populations is critical to ensure

the generalizability and impact of parent-focused interventions (Ceballos et al., 2020).
However, much of the existing intervention research does not adequately report demographic
information (e.g., race, ethnicity, disability category, family characteristics), and researchers
often recruit homogeneous, White majority samples (Pierce et al., 2014). By not including
diverse samples, researchers fail to capture intersectional identities (e.g., racial/ethnic
minority and autistic identity) that may impact the external validity of research findings
(Cascio et al., 2021; West et al., 2016). Despite specific recruitment strategies to

engage diverse communities in research (Zamora et al., 2016), widespread adoption

of these strategies remains limited. Recruitment of diverse populations to telehealth
research can be further complicated by relying on technology to identify and locate

racially, ethnically, and socioeconomically diverse participants. To include and retain
representative samples, researchers should consider the vital role of cultural adaptations

in all aspects of intervention research (i.e., intervention technique/delivery, recruitment
practices, and retention strategies). Specifically, for Latine families, informal interactions
and personal stories (i.e., personalismo) support connections with service providers, but
online communication may impact the quality of these interactions (Evans et al., 2007).

When racially/ethnically diverse participants are recruited, additional considerations are
necessary for retention. A few commonly documented issues include decreased motivation
to participate due to perceived insufficient benefit; lack of resources to enable participation
(e.g., transportation, childcare vouchers, monetary incentives); and competing obligations
and stressors acting as barriers to prioritization of research participation (Carr et al., 2016;
Pellecchia et al., 2018).

Instrumentation and measurement

Many parent-focused interventions use validated and reliable screening and assessment
tools to characterize the children included in the study. These protocols often collect
developmental and medical history, assessment of child skills and abilities, and observations
of child behavior and social interaction (Prelock et al., 2003). However, many screening and
assessment tools have not been adequately adapted for racially/ethnically and linguistically
diverse children and families (Vanegas et al., 2016; Harrison et al., 2017). Many of these
tools require direct observation of the child and caregiver and the administration of specific
tasks or activities to elicit behaviors, language, and social skills. These procedures require
physical proximity between the clinician/researcher or the parent and the child to capture
and note the specific observations accurately.

Furthermore, when assessments are conducted remotely with children and families from
racially/ethnically and socioeconomically diverse backgrounds, researchers may often
assume that families will have the necessary materials or resources to complete the
assessment. This includes developmentally appropriate toys, books, webcams, and dedicated
spaces for play (Shah et al., 2019). Significant efforts are needed to incorporate culturally
responsive tools and procedures into screening and assessment practices. Adaptations and
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alternative methods are critical for evaluating specific behaviors to inform the outcomes of
parent-focused interventions.

The purpose of this article is to present a descriptive case analysis of four parent-focused
interventions addressing disparities impacting children with IDD and their families. We
provide an overview of each intervention and describe the implementation adaptations

and challenges in response to the global crises. We present lessons learned in adapting
parent-focused interventions and provide recommendations on clinical and research practice
to guide others who may need to adapt programs for challenging circumstances.

OVERVIEW OF PROGRAMS

In this next section, we briefly describe four parent-focused interventions. We describe
the populations and communities, implementation of the parent-focused interventions,
and delivery mechanisms. We then describe the adaptations made and outline challenges
experienced and how they were resolved.

The following interventions have been included in this manuscript as examples of
parent-focused interventions for young children with, and at-risk for, Autism Spectrum
Disorder (ASD) and developmental delays. A unique link between these programs is the
implementation timeframe in early 2020 (see Table 1 for detailed study characteristics).
While the COVID-19 pandemic-initiated shut-down varied between parent-focused
interventions, each intervention was in the early stages of implementation, (i.e., recruitment,
the start of the intervention, baseline), thus allowing for additional adaptations to occur
without compromising the integrity of the project.

Parents Taking Action Chinese was culturally adapted from Parents Taking Action (PTA;
Magafia et al., 2017), targeting Chinese immigrant families of children with ASD under 10
years of age to address the disparities faced by this population. We used single arm, pre-,
and post-design to evaluate the preliminary efficacy of PTA Chinese. Children with ASD
from Chinese families face multiple layers of barriers such as language barriers, lack of
culturally tailored intervention, and services (Chiang, 2014; Lo, 2008; Son et al., 2017).

To the best of our knowledge, P7TA Chinese is the first culturally tailored intervention
adapted with Chinese immigrant parents of children with ASD. In the intervention, parents
received a 10-week intervention on stress management, advocacy, child development,
autism, and naturalistic, developmental behavioral intervention (NDBI) strategies that
encourage communication and reduce problem behaviors (Schreibman et al., 2015). Parents
watched an hour-long pre-recorded video lecture each week and joined an hour-long online
group learning session and discussion. The pre-recorded lectures were delivered by a social
worker, two special education teachers, one father of an adult son with ASD, and two
behavioral therapists (i.e., a board-certified behavior analyst, a graduate student specializing
in applied behavior analysis). The online group learning sessions were led by four parent
peer advocates (Chinese mothers of youth with ASD) in groups of 5-9 participants via
zoom. The study was in its pilot phase during the COVID-19 pandemic with 28 families
from Chicago and New York.

J Policy Pract Intellect Disabil. Author manuscript; available in PMC 2022 August 01.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Vanegas et al.

Page 6

Padres de Nifios con Autismo Como Técnicos en el Anélisis Conductual (PACTO) or
Partnering with Parents of Children with Autism in Early Behavior Intervention used a
concurrent multiple probe design across parent and child dyads to assess Latine caregiver
fidelity of NDBI strategies and child social communication outcomes. Underserved Latine
children with autism are at risk for long-term disparities associated with prognosis (Casillas
et al., 2017), hence, customized early intervention is a grave concern for this population
that requires further investigation. The overarching goal of PACTO was to improve the
adoption and implementation of NDBIs for Latine caregivers with their young children
aged 2-5. PACTO incorporates an adapted version of PTA and parent synchronous and
asynchronous coaching (see Akemoglu et al., 2020) based on NDBI. PACTO has three
main components: (a) psychoeducational training (adapted from PTA); (b) 40 hours of
parent-adapted synchronous instruction in applied behavior analysis; and (c) and 3 months
of weekly synchronous coaching from a Spanish-speaking board-certified behavior analyst.
The total intervention duration was approximately 6 months.

Tick-Tock: Caregiver-mediated Intervention for Children on a Wait-list for an Autism
Diagnosis used a single-case, concurrent multiple baseline design to target autism
symptomatology and higher-order restrictive and repetitive behaviors and interests in
toddlers (21-35 months) waiting for an autism diagnostic appointment. Years can elapse
between parental suspicion of a developmental delay and a diagnostic assessment, ultimately
delaying access to medically necessary, autism-specific intervention, with even longer wait
times for families of color (Martinez et al., 2018). In this study, parents were coached

via telehealth to decrease interfering, inflexible behaviors during play using four evidence-
based applied behavior analytic strategies: modeling, prompting, differential reinforcement
of appropriate behaviors, and response interruption and redirection. Six mother—child dyads
were recruited from pediatrician offices and early intervention service districts in the United
States and were considered underserved, underresourced, or living in rural locations (see
Kunze et al., 2021).

The ASD Screening and Parent ENgagement (ASPEN) intervention program used a
randomized controlled trial to measure the efficacy of parent education combined with
parent coaching on improving child and parent outcomes. For racially/ethnically diverse
families of children with ASD or developmental delays with low resources, intervention
recommendations, and costs may not be feasible, practical, or sustainable given the required
investment of time, money, and effort (Pickard & Ingersoll, 2016). To address this issue,
the ASPEN intervention was adapted from PTA (Magafia et al., 2017) and Project IMPACT
(Ingersoll & Dvortcsak, 2010) to create a culturally informed intervention available in
English and Spanish and tailored for racially/ethnically diverse families in low-resource
households (e.g., public insurance, low-income, low education). In this ongoing study,
parents (7= 160) are recruited to receive parent education about stress, social support
networks, and child development, and receive coaching on NDBI strategies to influence
the child’s (age range = 18 months—6 years, 7= 160) communication, language, play
skills, and behavior. The ASPEN program is delivered by a graduate student clinician
(intervention and control group) and a peer leader (i.e., parent, sibling, or family member
of an individual with a disability; intervention group only) across 12 weekly sessions for
parents in the intervention group or 4 tri-weekly phone sessions for parents in the control
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group. Families were recruited from pediatric clinics, Head Start schools, and parent support
groups throughout Texas.

DESCRIPTION OF ADAPTATIONS, CHALLENGES, AND PROBLEM-SOLVING

Participant recruitment and retention

Traditional recruitment methods (e.g., disseminating flyers, community outreach) were no
longer feasible at the onset of the COVID-19 pandemic. We found recruitment challenging
as typical venues (i.e., parent support group meetings, resource fairs, conferences) were

no longer available, and connections developed previously had been through in-person
engagement. Before the COVID-19 pandemic, projects had slowly begun building an online
presence. More robust web pages and social media accounts (e.g., Facebook, Twitter,

and Instagram) were needed during the transition to virtual recruitment. Active online
recruitment strategies take time, as accounts require an active online presence (e.g., weekly
tips for families and webinars for parents) to assist with recruitment and facilitate online
engagement. Organizations, centers, agencies, and clinics that adhere to face-to-face support
may have a less established online presence, limiting the dissemination of recruitment
materials. In addition, knowledge and access to technology directly impacted outreach to
families with fewer resources.

In our mixed experiences, participant recruitment via social media groups varied. For
example, several groups and organizations had a vetting process for advertising on their
social media accounts (e.g., Facebook, Instagram, Twitter), while some groups with inactive
or low activity had limited reach. In other cases, recruitment was more accessible due to
existing social media groups and platforms with high activity (e.g., WhatsApp). Accessing
participants solely online had limitations, including dependence on established partnerships
or new partnerships with organizations with an active social media presence (e.g., holding
frequent webinars, presentations, group support via teleconferencing).

In other instances, online recruitment made reaching families outside of specific regions
more accessible. For example, PTA Chinese recruited families through a Chinese social
media platform from two metropolitan areas. Snowball sampling worked well on this
platform since it utilizes group chat rooms where parents can forward the flyer to specialized
group rooms for parents of children with autism. The ASPEN program expanded beyond the
central Texas region (i.e., Austin, San Marcos) to the entire state of Texas. This allowed for
researchers to reach and serve families in areas with low resources and decreased availability
of support systems.

Retention

Beyond recruitment, additional challenges surfaced with the retention of research
participants. Although several studies have previously outlined recommendations for
retaining minoritized communities (Zamora et al., 2016), the COVID-19 pandemic created
additional challenges yet to be investigated. Many uncertainties and constant fluctuations
with work, school, and therapy schedules made it difficult to plan for consistent sessions
and engagement with families. This led to cancelations and rescheduled sessions becoming

J Policy Pract Intellect Disabil. Author manuscript; available in PMC 2022 August 01.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Vanegas et al. Page 8

the norm, especially when families encountered challenges with childcare. Despite liberal
cancelation policies and flexibilities in the hours and days of participation, retention of
families continues to be a challenge in research. Specific to the COVID-19 pandemic,
families in underserved communities were at a greater risk of job loss, reduced childcare,
and limited community support (Padilla & Thomson, 2021). This resulted in a double
disadvantage for families in these communities; they were experiencing significant stressors
that called for support, however, these same stressors limited their availability to engage with
those supports.

Retention also became a factor in engagement with community organizations and support
groups. Successful initial contacts would result in the sharing of the recruitment materials
and engagement with families who were more immediately connected. However, due to the
sheer volume of content posted on social media and online platforms, continued sharing of
recruitment materials was necessary, thus requiring continued contact and collaboration with
the initial contacts.

Research staff training

The four distinct parent-focused interventions presented here faced initial challenges of
transitioning from in-person to online training methods. All four projects pivoted to either
synchronous or asynchronous formats of staff instruction. This required additional materials
than were previously included, such as supplementing in vivo modeling and instruction with
existing online modules or videos (e.g., Help is in your hands, Centers for Disease Control,
Autism Navigator, and Project IMPACT), using virtual breakout rooms for role-playing,
wireless headphones for synchronous coaching, and adopting best practices and tips on
navigating telehealth delivery (e.g., Council of Autism Service Providers, 2020). Further,
staff training was especially difficult for community health workers unfamiliar with software
and programs (e.g., PowerPoint, Word, and Zoom) and often required that the research

team assist with technology when working with families. When consulting the telehealth
ethics research literature around implementation, we found little instruction on coaching
interventionists for this specific modality. While telehealth-related ethics and guidelines

for practitioners were available (Pollard et al., 2017; Reed et al., 2000), how they were
adopted and implemented across disciplines varied based on policies mandated by specific
universities, professional organizations, and local jurisdictions.

Instrumentation and measurement

Data collection—Across all four projects, data collection was achieved using
teleconferencing—albeit with some challenges. Some exceptions included removing child
outcome measures that required administration by a trained professional (e.g., Mullen Scales
of Early Learning) and extensive measures that were not feasible via telehealth due to
resource and time constraints. Recent studies have demonstrated that it is possible to conduct
assessments with validity using parents as a proxy (Corona et al., 2021); however, when
these studies were launched, these methods were emerging and focused on efficacy rather
than effectiveness.

J Policy Pract Intellect Disabil. Author manuscript; available in PMC 2022 August 01.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Vanegas et al.

Intervention

Page 9

For self-report measures, screen-sharing capabilities allowed researchers to share questions
with participants and address items that required clarification. For direct observation
measures, teleconferencing tools facilitated data collection by automatically recording
sessions and uploading them to a secure cloud. However, obtaining consistency across
video observations was a challenge. Variability was due to limited optimal camera angles,
extraneous variables in natural settings (e.g., toys used for parent—child interactions, and
other family members in the background), and accidental muting of video recordings.

Validity of data—Collecting outcome data during unprecedented times can impact the
validity of self-report measures used across the four projects. The COVID-19 pandemic
has had a tremendous impact on the lives of families in ways we have yet to understand.
For that reason, some projects dropped less proximal measures and relied on direct-child
observation data. Less proximal measures, such as standardized testing, yield information
about clinically significant changes in participants’ behavior that were missed in these
adapted parent-focused interventions.

delivery

Most programs had been planned for in-person, one-to-one, or group implementation

within community organizations, homes, and university-based clinics. Refer to Table 1 for
summaries of these changes. Given the safety restrictions of the COVID-19 pandemic, all
programs were implemented via telehealth. Data were not collected on parents’ pre-COVID
experiences with telehealth. Yet, anecdotally, parents reported increased virtual intervention
and education for their child (e.g., early intervention services, asynchronous, or synchronous
schooling for another child in the household). Several procedural changes were made

given the intensity of intervention components (e.g., psychoeducation, parent coaching) and
increased overall virtual exposure. For example, programs had to reduce session duration
and break up the delivery of planned content to families. Interventions were delivered
through asynchronous and synchronous modalities. Technology challenges associated with
telehealth intervention research (e.g., unstable internet connection) echoed past literature
(Lerman et al., 2020). Some interventions had to provide specialized hardware and software
(e.g., Wi-Fi hotspots, recording devices, headphones, and tablets). The challenges of variable
participant knowledge and ease of technology use were addressed by providing additional
training and support.

Our projects all had to pivot quickly, and this made it difficult to ensure quality. We used
the best means possible to achieve some standard of quality. For example, PTA Chinese
converted content into animated sketches and used existing video models to introduce
concepts (e.g., autism characteristics, intervention strategies). An additional challenge with
asynchronous instruction was the limited capacity to assess parent feedback on engagement,
comprehension, and receptiveness to the content.

Components that required synchronous coaching also required substantial problem-solving.
Although synchronous, virtual parent coaching strategies have been demonstrated to be
effective (Unholz-Bowden et al., 2020), they are not without challenges (Lerman et al.,
2020). Intervention components were split into shorter sessions, requiring multiple sessions
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with families to increase the feasibility of synchronous instruction. This also created
scheduling challenges as families now needed to schedule sessions when other adults
were in the home to watch the other children who were not the focus of the intervention.
We experienced a high rate of cancelations due to the unprecedented challenges of the
pandemic (e.g., COVID-19 infections, childcare needs, and homeschooling). It sometimes
meant families participated during daily routines or while other children were in the home,
resulting in divided attention. To address these limitations, wireless headphones were sent
to families so that they could move around their homes freely, minimizing surrounding
distractions.

DISCUSSION

This article describes how four distinct parent-focused interventions, designed for
underserved communities, were adapted in response to the crises in the US. We outline
important components of culturally adapted interventions that are flexible to modifications
and present recommendations for researchers, clinicians, educators, and providers of
children with IDD and their families. Although these adaptations arose during the
COVID-19 pandemic, we acknowledge that these challenges are not new. The global
pandemic, financial instability, and the digital divide are challenges that underserved
families of children with IDD have faced even before the COVID-19 pandemic. These
challenges have become exacerbated within the context of a global pandemic and more
frequent states of emergency. Researchers, particularly those working with marginalized
populations, need to rethink the norms of community engagement, recruitment, and
retention. Although the strategies we describe in this article are not new, they may help
inform and improve the inclusivity and accessibility of services. For example, implementing
the strategies outlined in this article can build on principles of universal design to increase
accessibility for all, but especially for under-served communities of children with IDD
(Eisenbaum et al., 2022). Perhaps, the mere frequency of such events and their impacts
(Smith, 2020) should shape the planning of future intervention research with low-resource
and underserved families. How we problem-solve these challenges may inform future
parent-focused intervention research with diverse populations.

Our experiences in adapting parent-focused interventions highlighted the need for culturally
adapted and tailored recruitment, retention, and implementation approaches. These issues
have long been identified; however, widespread actions were limited before the COVID-19
pandemic (Lund & Gabrielli, 2021; Thompson & Nygren, 2020). In terms of recruitment
and retention of families, culturally tailored engagement efforts, and liberal cancelation
policies that are responsive to the needs and circumstances of families are critical. This
calls for immersing oneself in the community that researchers want to engage with and
creating relationships with key stakeholders. This is a focal point of community-based
participatory research frame-works (McDonald & Stack, 2016; Tyler & Werner, 2014)

and is vital for intervention research. Prior to the pandemic, many intervention studies

had strict attendance and participation policies that required families to fully commit to
intervention sessions, with few allowable cancelations or strict timelines for completing the
intervention (Carr & Lord, 2016). These policies may disproportionately impact families
from minoritized communities, thus impacting the representativeness of intervention
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research. Our experiences with training research staff highlight several considerations for
IDD intervention researchers. This includes identifying the skills necessary to make the
intervention content and delivery accessible to various levels of education, literacy, and
language and creating a training curriculum or plan for adult learners.

In the transition to a complete telehealth approach to parent-focused interventions, the
screening and assessment procedures were quickly modified to fit within the parameters of
virtual engagement. However, the field has not yet caught up with validated assessment
instruments for virtual implementation (cf., Telehealth Evaluation of Development for
Infants, Talbott et al., 2020). While there are several benefits to telehealth for intervention
delivery (e.g., decrease in travel (Child Mind Institute, n.d.)), this intervention mode is not
without difficulties. For example, parents report problems with internet access or building
trust during virtual meetings (Lerman et al., 2020; Tsami et al., 2019). Despite the increased
adoption of telehealth, barriers remain (e.g., implicit bias of clinicians, cost of services, and
rapport), and unsurprisingly, families who were underserved and underresourced continue to
experience challenges in accessing services (Anakwe et al., 2021; Valicenti-McDermott et
al., 2022).

Recommendations for research and clinical practice

The implementation experiences of parent-focused interventions during global crises have
further enhanced our understanding of the critical issues that children with IDD and

their families face. Based on our experience and lessons learned, we outline several
recommendations that can inform parent-focused interventions when delivered to culturally
diverse communities.

Community engagement is critical before, during, and after interventions—
Community engagement is a critical first step in working with culturally diverse children
with IDD and their families. This entails building and maintaining intentional relationships
with community organizations to build trust with the community. Building trust is essential
when working with racially/ethnically diverse communities to address disparities (Wieland
et al., 2021). By being present (even virtually), researchers and providers can convey to
organizations and families that they are committed to serving the community. Researchers
and providers must also recognize that these relationships take time and effort to accomplish
and do not end when the project or scope of work is complete. Community engagement
should be carried into the process of implementation.

Embrace flexibility throughout the process—In delivering parent-focused
interventions to families of children with IDD, researchers and providers should recognize
the importance of flexible practices. This requires purposeful planning that addresses
potential issues that may arise. Recruitment strategies may not work for the desired
communities, families may delay participation due to other responsibilities or commitments,
and families may not be able to complete all expected tasks, activities, assessments, or
follow-up appointments. Furthermore, upon implementation of parent-focused interventions,
researchers and providers may realize that certain procedures, tasks, or plans may not work
as expected. Continuous check-ins with families to ensure the feasibility of these practices
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are essential. Contingency plans that allow for flexibility in participation (e.g., allowing for
cancelations) while maintaining the integrity and rigor of the research or practice can help
ensure the success of the project.

Adopt a holistic approach to working with children and families—During the
COVID-19 pandemic, significant disruptions to the family system further contributed to
disparities. Researchers and providers must recognize that the child and family do not
function in isolation, but rather are embedded within complex interactional systems. Many
children and families in racially/ethnically and socioeconomically diverse communities face
pervasive, systemic issues that contribute to significant inequities in access to and receipt

of services. Researchers and providers have an ethical responsibility to acknowledge and
address the needs of children and families, especially when working with underserved
communities. This includes providing referrals and resources to services and supports in the
community or even incorporating case management within the scope of the project. This
may require researchers to step outside the boundaries of academic research to support the
communities that we work with. This is a necessity if our research and practice intends to
promote equitable access and improve outcomes for all.

Limitations and future directions

A few limitations to this qualitative case study are worth noting. Although the interventions
were focused on under-served and under-resourced communities in the US, general parallels
(e.g., the importance of community engagement) may be drawn with similar communities

in high-income countries and in low-and-middle-income countries. Researchers and
practitioners working with under-resourced families in other countries should take these
recommendations with caution. In addition, the case study consisted of a convenience
sample of researchers that are part of an informal collaborative research group focused

on serving racially/ethnically and socioeconomically diverse communities of children with
IDD. Although the present authors represent four regions of the US (i.e., Pacific Northwest,
Midwest, East Coast, and the South), the experiences of researchers conducting parent-
focused research in other parts of the country and larger projects are not represented here.
Future case studies may sample from a broader range of the US population and minoritized
groups not represented herein. Additional studies will be needed to identify and characterize
how the COVID-19 pandemic has affected children with IDD and their families (e.g.,
language and communication development, parent—child interactions, and peer interactions),
many effects that may not yet be realized. Furthermore, service providers and researchers
should incorporate mechanisms for feedback (e.g., surveys, evaluations, and comments)
from children with IDD and their caregivers to determine if changes made during the
COVID-19 pandemic have been effective and responsive to their needs, as this can support
the continuation of effective engagement methods.

CONCLUSIONS

We highlight several considerations that can have significant, long-term impacts on the
cultural responsiveness of parent-focused interventions and research with children with IDD
and their families from diverse racial/ethnic and socioeconomic backgrounds. To broaden
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the scope of practice and address the research-to-practice pipeline issues, we must continue
to study the factors that lead to the successful dissemination and implementation of parent-
focused interventions for racially, ethnically, and socioeconomically diverse children with
IDD and their families.

ACKNOWLEDGMENTS

Sandra B. Vanegas received funding from the Texas State University Research Enhancement Program Grant, the
Autism Science Foundation Pivot Grant, and from the National Institute on Disability, Independent Living, and
Rehabilitation Research (NIDILRR grant number 90IFST0004). Ana D. Duefias was funded by Lehigh University
Faculty Innovation Grant. Megan Kunze was partially supported by the Project Heightened Excellence in Autism
Research and Training (HEART) OSEP Leadership Grant No. H325D150082 and by University of Oregon College
of Education Dissertation Funding. Yue Xu received funding from the Albert Schweitzer Fellows for Life Seed
Grant, The Autism Program (TAP) of Illinois, and funds from the University of Illinois at Chicago Dean’s

Scholar Fellowship, Chancellor’s Graduate Research Award, Disability, and Human Development Page-EL. MD
Scholarship on Neurological Disabilities, and the Carlos Drazen Scholarship on Disability and Race.

Funding information

Albert Schweitzer Fellows for Life Seed Grant; Autism Science Foundation Pivot Grant; Lehigh University
Faculty Innovation Grant; National Institute on Disability, Independent Living, and Rehabilitation Research, Grant/
Award Number: 901FST0004; Project Heightened Excellence in Autism Research and Training (HEART) OSEP
Leadership Grant, Grant/Award Number: H325D150082; Texas State University Research Enhancement Program
Grant; The Autism Program (TAP) of Illinois; University of Illinois at Chicago Chancellor’s Graduate Research
Award; University of Illinois at Chicago Dean’s Scholar Fellowship; University of Illinois at Chicago Disability
and Human Development Carlos Drazen Scholarship on Disability and Race; University of Illinois at Chicago
Disability and Human Development Page-EL. MD Scholarship on Neurological Disabilities; University of Oregon
College of Education Dissertation Funding

REFERENCES

Akemoglu Y, Muharib R, & Meadan H (2020). A systematic and quality review of parent-implemented
language and communication interventions conducted via telepractice. Journal of Behavioral
Education, 29(2), 282-316.

Anakwe A, Majee W, Noel-London K, Zachary |, & BeLue R (2021). Sink or swim: Virtual life
challenges among African American families during COVID-19 lockdown. International Journal
of Environmental Research and Public Health, 18(8), 4290. 10.3390/ijerph18084290 [PubMed:
33919524]

Asbury K, Fox L, Deniz E, Code A, & Toseeb U (2021). How is COVID-19 affecting the mental health
of children with special educational needs and disabilities and their families? Journal of Autism and
Developmental Disorders, 51(5), 1772-1780. 10.1007/s10803-020-04577-2 [PubMed: 32737668]

Bearss K (2019). History and theoretical foundations of parent training. In Parent training for autism
spectrum disorder: Improving quality of life for children and their families (pp. 11-37). American
Psychological Association.

Bernal G, Bonilla J, & Bellido C (1995). Ecological validity and cultural sensitivity for outcome
research: Issues for the cultural adaptation and development of psychosocial treatments with
Hispanics. Journal of Abnormal Child Psychology, 23(1), 67-82. 10.1007/BF01447045 [PubMed:
7759675]

Burrell TL, & Borrego J (2012). Parents’ involvement in ASD treatment: What is their role? Cognitive
and Behavioral Practice, 19, 423-432. 10.1016/j.cbpra.2011.04.003

Carr T, & Lord C (2016). A pilot study promoting participation of families with limited resources
in early autism intervention. Research in Autism Spectrum Disorders, 25, 87-96. 10.1016/
j.rasd.2016.02.003

Carr T, Shih W, Lawton K, Lord C, King B, & Kasari C (2016). The relationship between
treatment attendance, adherence, and outcome in a caregiver-mediated intervention for low-
resourced families of young children with autism spectrum disorder. Autism, 20(6), 643-652.
10.1177/1362361315598634 [PubMed: 26290524]

J Policy Pract Intellect Disabil. Author manuscript; available in PMC 2022 August 01.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Vanegas et al.

Page 14

Cascio MA, Weiss JA, & Racine E (2021). Making autism research inclusive by attending to
intersectionality: A review of the research ethics literature. Review Journal of Autism and
Developmental Disorders, 8(1), 22-36. 10.1007/s40489-020-00204-z

Casillas N, Vigil DC, & Wang HT (2017). Latino and non-Latino White parents’ experiences raising

their child with ASD: An exploratory study. The Qualitative Report, 22, 2173-2195.

Ceballos PL, Barcenas Jaimez G, & Bratton SC (2020). Considerations for play therapy research with
Latino populations. International Journal of Play Therapy, 29(4), 213-222. 10.1037/pla0000122

Cheah CSL, Wang C, Ren H, Zong X, Cho HS, & Xue X (2020). COVID-19 racism and mental
health in Chinese American families. Pediatrics, 146(5), €2020021816. 10.1542/peds.2020-021816
[PubMed: 32873719]

Chiang HM (2014). A parent education program for parents of Chinese American children with autism
spectrum disorders (ASDS): A pilot study. Focus on Autism and Other Developmental Disabilities,
29(2), 88-94. 10.1177/1088357613504990

Child Mind Institute (n.d.). Telehealth for Kids. Retrieved from https://childmind.org/article/telehealth-
for-kidsl/.

Corona LL, Weitlauf AS, Hine J, Berman A, Miceli A, Nicholson A, Stone C, Broderick N, Francis
S, Judrez AP, Vehorn A, Wagner L, & Warren Z (2021). Parent perceptions of caregiver-mediated
telemedicine tools for assessing autism risk in toddlers. Journal of Autism and Developmental
Disorders, 51, 476-486. 10.1007/s10803-020-04554-9 [PubMed: 32488583]

Council of Autism Service Providers. (2020). Practice parameters for telehealth-implementation of
applied behavior analysis: Continuity of care during COVID-19 pandemic. Council of Autism
Service Providers.

D’souza J, Biswas A, Gada P, Mangroliya J, & Natarajan M (2021). Barriers leading to increased
disability in neurologically challenged populations during COVID-19 pandemic: A scoping
review. Disability and Rehabilitation. 10.1080/09638288.2021.1986747

Egede LE, & Walker RJ (2020). Structural racism, social risk factors, and COVID-19—A dangerous
convergence for black Americans. The New England Journal of Medicine, 383, e77. 10.1056/
NEJMp2023616 [PubMed: 32706952]

Eisenbaum E, Womack R, Dahl K, Sheppard-Jones K, Singleton P, Moseley E, & Espinosa Bard C
(2022). Serving clients with developmental disabilities in clinical practice: Utilizing a universal
design framework. Social Work in Mental Health, 1-14. 10.1080/15332985.2021.2023935

Evans BC, Coon DW, & Crogan NL (2007). Personalismo and breaking barriers: Accessing Hispanic
populations for clinical services and research. Geriatric Nursing (New York, N.Y.), 28(5), 289-
296. 10.1016/j.gerinurse.2007.08.008

Harrison AJ, Long KA, Tommet DC, & Jones RN (2017). Examining the role of race, ethnicity,
and gender on social and behavioral ratings within the autism diagnostic observation schedule.
Journal of Autism and Developmental Disorders, 47(9), 2770-2782. 10.1007/s10803-017-3176-3
[PubMed: 28597187]

Ibrahimi S, Yusuf KK, Dongarwar D, Maiyegun SO, lkedionwu C, & Salihu HM (2020). COVID-19
devastation of African American families: Impact on mental health and the consequence of
systemic racism. International Journal of MCH and AIDS, 9(3), 390-393. 10.21106/ijma.408
[PubMed: 33014626]

Ingersoll B, & Dvortcsak A (2010). Teaching social communication to children with autism: A
practitioner’s guide to parent training and a manual for parents. In Teaching social communication
to children with autism. The Guilford Press.

lovino EA, Caemmerer J, & Chafouleas SM (2021). Psychological distress and burden among family
caregivers of children with and without developmental disabilities six months into the COVID-19
pandemic. Research in Developmental Disabilities, 114, 103983. 10.1016/j.ridd.2021.103983
[PubMed: 33964709]

Jesus TS, Bhattacharjya S, Papadimitriou C, Bogdanova Y, Bentley J, Arango-Lasprilla JC,
Kamalakannan S, & The Refugee Empowerment Task Force. (2021). International networking
Group of the American Congress of rehabilitation medicine. International Journal of
Environmental Research and Public Health, 18, 6178. 10.3390/ijerph18126178 [PubMed:
34200979]

J Policy Pract Intellect Disabil. Author manuscript; available in PMC 2022 August 01.


https://childmind.org/article/telehealth-for-kids/
https://childmind.org/article/telehealth-for-kids/

1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Vanegas et al.

Page 15

Knight GP, Roosa MW, & Umafia-Taylor AJ (2009). Studying ethnic minority and economically
disadvantaged populations: Methodological challenges and best practices. American Psychological
Association.

Kunze MG, Machalicek W, Wei Q, & St. Joseph S (2021). Coaching via telehealth: Caregiver-
mediated interventions for young children on the waitlist for an autism diagnosis using single-case
design. Journal of Clinical Medicine, 10, 1654. 10.3390/jcm10081654 [PubMed: 33924440]

Kyeremateng R, Oguda L, Asemota O, & International Society for Social Pediatrics and Child Health
(ISSOP) COVID-19 Working Group. (2022). COVID-19 pandemic: Health inequities in children
and youth. Archives of Disease in Childhood, 107, 297-299. 10.1136/archdischild-2020-320170
[PubMed: 33574027]

Lerman DC, O’Brien MJ, Neely L, Call NA, Tsami L, Schieltz KM, Berg WK, Graber J, Huang
P, Kopelman T, & Cooper-Brown LJ (2020). Remote coaching of caregivers via telehealth:
Challenges and potential solutions. Journal of Behavioral Education, 29(2), 195-221. 10.1007/
510864-020-09378-2

Lo L (2008). Chinese families’ level of participation and experiences in IEP meetings.

Preventing School Failure: Alternative Education for Children and Youth, 53(1), 21-27. 10.3200/
PSFL.53.1.21-27

Lund EM, & Gabrielli J (2021). The role of pediatric psychologists in mitigating disability-specific
barriers among youth during the COVID-19 pandemic. Clinical Practice in Pediatric Psychology,
9(1), 12-23. 10.1037/cpp0000387

Magafia S, Lopez K, & Machalicek W (2017). Parents taking action: A psycho-educational
intervention for Latino parents of children with autism Spectrum disorder. Family Process, 56(1),
59-74.10.1111/famp.12169 [PubMed: 26269291]

Martinez M, Thomas KC, Williams CS, Christian R, Crais E, Pretzel R, & Hooper SR (2018). Family
experiences with the diagnosis of autism spectrum disorder: System barriers and facilitators of
efficient diagnosis. Journal of Autism and Developmental Disorders, 48(7), 2368-2378. 10.1007/
510803-018-3493-1 [PubMed: 29453706]

McDonald KE, & Stack E (2016). You say you want a revolution: An empirical study of community-
based participatory research with people with developmental disabilities. Disability and Health
Journal, 9, 201-207. 10.1016/j.dhj0.2015.12.006 [PubMed: 26838472]

National Research Council (2001). Lord In C.&McGee JP (Eds.), Educating children with autism. The
National Academies Press. 10.17226/10017

Padilla C, & Thomson D (2021). More than one in four Latino and black households
with children are experiencing three or more hardships during COVID-19. Child Trends.
Retrieved from. https://www.childtrends.org/publications/more-than-one-in-four-latino-and-black-
households-with-children-are-experiencing-three-or-more-hardships-during-covid-19

Pellecchia M, Nuske HJ, Straiton D, McGhee Hassrick E, Gulsrud A, ladarola S, Vejnoska SF, Bullen
B, Haine-Schlagel R, Kasari C, Mandell DS, Smith T, & Stahmer AC (2018). Strategies to engage
underrepresented parents in child intervention services: A review of effectiveness and co-occurring
use. Journal of Child and Family Studies, 27(10), 3141-3154. 10.1007/s10826-018-1144-y

Pickard KE, & Ingersoll BR (2016). Quality versus quantity: The role of socioeconomic status on
parent-reported service knowledge, service use, unmet service needs, and barriers to service use.
Autism, 20, 106-115. 10.1177/1362361315569745 [PubMed: 25948601]

Pierce NP, O’Reilly MF, Sorrells AM, Fragale CL, White PJ, Aguilar JM, & Cole HA (2014).
Ethnicity reporting practices for empirical research in three autism-related journals. Journal of
Autism and Developmental Disorders, 44(7), 1507-1519. 10.1007/510803-014-2041-x [PubMed:
24488183]

Pollard JS, Karimi KA, & Ficcaglia MB (2017). Ethical considerations in the design and
implementation of a telehealth service delivery model. Behavior Analysis: Research and Practice,
17(4), 298-311. 10.1037/bar0000053

Prelock PA, Beatson J, Bitner B, Broder C, & Ducker A (2003). Interdisciplinary assessment of young
children with autism spectrum disorder. Language, Speech, and Hearing Services in Schools,
34(3), 194-202. 10.1044/0161-1461-2003/016 [PubMed: 27764321]

J Policy Pract Intellect Disabil. Author manuscript; available in PMC 2022 August 01.


https://www.childtrends.org/publications/more-than-one-in-four-latino-and-black-households-with-children-are-experiencing-three-or-more-hardships-during-covid-19
https://www.childtrends.org/publications/more-than-one-in-four-latino-and-black-households-with-children-are-experiencing-three-or-more-hardships-during-covid-19

1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Vanegas et al. Page 16

Reed GM, McLaughlin CJ, & Milholland K (2000). Ten interdisciplinary principles for professional
practice in telehealth: Implications for psychology. Professional Psychology: Research and
Practice, 31(2), 170-178. 10.1037/0735-7028.31.2.170

Rogers S, & Stahmer A (2021). Help is in your hands. Retrieved from https://helpisinyourhands.org/.

Rutherford M, Singh-Roy A, Rush R, McCartney D, O’Hare A, & Forsyth K (2019). Parent
focused interventions for older children or adults with ASD and parent wellbeing outcomes:
A systematic review with meta-analysis. Research in Autism Spectrum Disorders, 68, 101450.
10.1016/j.rasd.2019.101450

Schreibman L, Dawson G, Stahmer AC, Landa R, Rogers SJ, McGee GG, Kasari C, Ingersoll
B, Kaiser AP, Bruinsma Y, McNerney E, Wetherby A, & Halladay A (2015). Naturalistic
developmental behavioral interventions: Empirically validated treatments for autism spectrum
disorder. Journal of Autism and Developmental Disorders, 45(8), 2411-2428. 10.1007/
510803-015-2407-8 [PubMed: 25737021]

Shah R, Gustafson E, & Atkins M (2019). Parental attitudes and beliefs surrounding play among
predominantly low-income urban families: A qualitative study. Journal of Developmental and
Behavioral Pediatrics, 40(8), 606—612. 10.1097/DBP.0000000000000708 [PubMed: 31335583]

Shalev RA, Lavine C, & Di Martino A (2019). A systematic review of the role of parent
characteristics in parent-mediated interventions for children with autism spectrum disorder.
Journal of Developmental and Physical Disabilities, 32(1), 1-20. 10.1007/s10882-018-9641-x

Smith AB (2020). U.S. billion-dollar weather and climate disasters, 1980-present (NCEI accession
0209268). NOAA National Centers for Environmental Information. 10.25921/stkw-7w73

Son E, Parish SL, & Igdalsky L (2017). Disparities in health care quality among Asian children with
special health care needs. Health and Social Work, 42(2), 95-102. 10.1093/hsw/hIx004 [PubMed:
28340082]

Suarez-Balcazar Y, Mirza M, Errisuriz VL, Zeng W, Brown JP, Vanegas S, Heydarian N, Parra-
Medina D, Morales P, Torres H, & Magana S (2021). Impact of COVID-19 on the mental
health and well-being of Latinx caregivers of children with intellectual and developmental
disabilities. International Journal of Environmental Research and Public Health, 18, 7971.
10.3390/ijerph18157971 [PubMed: 34360263]

Talbott MR, Dufek S, Zwaigenbaum L, Bryson S, Brian J, Smith IM, & Rogers SJ (2020). Preliminary
feasibility of the TEDI: A novel parent-administered telehealth assessment for autism spectrum
disorder symptoms in the first year of life. Journal of Autism and Developmental Disorders, 50(9),
3432-3439. 10.1007/s10803-019-04314-4 [PubMed: 31776881]

Thompson JR, & Nygren MA (2020). COVID-19 and the field of intellectual and developmental
disabilities: Where have we been? Where are we? Where do we go? Intellectual and
Developmental Disabilities, 58(4), 257-261. 10.1352/1934-9556-58.4.257 [PubMed: 32750709]

Tsami L, Lerman D, & Toper-Korkmaz O (2019). Effectiveness and acceptability of parent training
via telehealth among families around the world. Journal of Applied Behavior Analysis, 52(4),
1113-1129. 10.1002/jaba.645 [PubMed: 31565804]

Tyler CV, & Werner JJ (2014). Community-engagement strategies of the developmental disabilities
practice-based research network (DD-PBRN). Journal of the American Board of Family Medicine,
27, 831-838. 10.3122/jabfm.2014.06.140022 [PubMed: 25381081]

U.S. Department of Health and Human Services. (2020). Notification of
enforcement discretion for telehealth remote communications during the COVID-19
nationwide public health emergency. U.S. Department of Health and Human
Services Retrieved from. https://www.hhs.gov/hipaa/forprofessionals/special-topics/emergency-
preparedness/notificationenforcement-discretion-telehealth/index.html

UNESCO. (2022). COVID-19 impact on education. UNESCO. Retrieved from. https://en.unesco.org/
covidl9/educationresponse

Unholz-Bowden E, McComas JJ, McMaster KL, Girtler SN, Kolb RL, & Shipchandler A (2020).
Caregiver training via telehealth on behavioral procedures: A systematic review. Journal of
Behavioral Education, 29(2), 246-281. 10.1007/s10864-020-09381-7

Valicenti-McDermott M, O’Neil M, Morales-Lara A, Seijo R, Fried T, & Shulman L (2022).

Remote learning experience for children with developmental disabilities during COVID-19

J Policy Pract Intellect Disabil. Author manuscript; available in PMC 2022 August 01.


https://helpisinyourhands.org/
https://www.hhs.gov/hipaa/forprofessionals/special-topics/emergency-preparedness/notificationenforcement-discretion-telehealth/index.html
https://www.hhs.gov/hipaa/forprofessionals/special-topics/emergency-preparedness/notificationenforcement-discretion-telehealth/index.html
https://en.unesco.org/covid19/educationresponse
https://en.unesco.org/covid19/educationresponse

1duosnuepy Joyiny 1duosnuely Joyiny 1duosnuey Joyiny

1duosnuep Joyiny

Vanegas et al.

Page 17

pandemic in an ethnically diverse community. Journal of Child Neurology, 37, 50-55.
10.1177/08830738211040296 [PubMed: 34628963]

Vanegas SB, Magafia S, Morales M, & McNamara E (2016). Clinical validity of the ADI-R in a
US-based Latino population. Journal of Autism and Developmental Disorders, 46(5), 1623-1635.
10.1007/s10803-015-2690-4 [PubMed: 26742934]

West EA, Travers JC, Kemper TD, Liberty LM, Cote DL, McCollow MM, & Stansberry Brusnahan
LL (2016). Racial and ethnic diversity of participants in research supporting evidence-based
practices for learners with autism spectrum disorder. Journal of Special Education, 50(3), 151-163.
10.1177/0022466916632495

Wieland ML, Njeru JW, Alahdab F, Doubeni CA, & Sia IG (2021). Community-engaged approaches
for minority recruitment into clinical research: A scoping review of the literature. Mayo Clinic
Proceedings, 96(3), 733-743. 10.1016/j.mayocp.2020.03.028 [PubMed: 33004216]

Wilke NG, Howard AH, & Pop D (2020). Data-informed recommendations for services providers
working with vulnerable children and families during the COVID-19 pandemic. Child Abuse and
Neglect, 110, 104642. 10.1016/j.chiabu.2020.104642 [PubMed: 32753231]

World Health Organization. (2019). Questions and answers about autism spectrum disorders (ASD).
WHO Retrieved from. https://www.who.int/features/qa/85/en/

Xu'Y, Yang J, Yao J, Chen J, Zhuang X, Wang W, Zhang X, & Lee GT (2018). A pilot study of a
culturally adapted early intervention for young children with autism spectrum disorders in China.
Journal of Early Intervention, 40(1), 52-68. 10.1177/1053815117748408

Zamora |, Williams ME, Higareda M, Wheeler BY, & Levitt P (2016). Recruitment and retention of
minority children for autism research. Journal of Autism and Developmental Disorders, 46(2),
698-703. 10.1007/s10803-015-2603-6 [PubMed: 26404703]

J Policy Pract Intellect Disabil. Author manuscript; available in PMC 2022 August 01.


https://www.who.int/features/qa/85/en/

Page 18

Vanegas et al.

‘lenpiAipul
[ENpIAID 2

.%Eomv

*(SNOUOIYIUASE ‘S ‘SNOUOIYIUAS ‘S) YI[eays|al [enlIA ‘I A ‘|[e9/22usiajuod auoyd ‘yd ‘abueyd ou ‘QN ‘uosiad ui 4] ‘:dnosb uonusasaiul ‘yui ‘dnoib j013u0d ‘JUD :SUOIIRINBIGOY

10edwi QIAOD 40 awn Je pajuswsajdwi aseyd Apnis = aseyd {0z0z YoselN Ajerewixoidde = QIAOD e ‘AIAOD 381048q = aid :aseydaulodswil QIAOD dI0N

ON

ss9004d uoireldepe aAlRIaN
ue ybnoJy) Yoeqpasy ,slapjoysxels
AqQ pawIoful $324N0Sa1 pUe [enuUBA

3411 Jo Aujenb uo 1oedwi pue ‘ainsodxa
‘ssans 6T-AIAQD U0 ainseaw-isod
leuonippe ‘Ajiwrey Jad suoissas dn-axew
SnoLIeA Y Bulinpayas pazijenpiaipu|

SUOIUBAJIBIUI PazijenpIAIpU|
(T20z “Jswyess 7 s1sboy)

paidepe AlaAljap (BuIyor0d SNOUOIYIUAS
|enuIA ylim uolednpaoydAsd paoejday

30eqPa?3) Jaployaxels
UNM apew suoneldepe [enuejy

dnouf snooy 031 suonsanb
UOISSaS [enMIA Pappe ‘ssanls 6T-AIAOD
Uo aInseaw-1sod/-aid jeuonippy

>0BQPa3) Jap|oysyels
UnM apew suoneldepe [enuejy

jueuod anbiun

ON

Sy9am ZT

syuow 9

syjuow

ON

Syjuow 9
BBM 0T S, LA
palWIIUN SV, LA

Syaam QT

awi uedoilred

ON

(3ud) sxeam ¢ A1ana y
T :Qu1) deam Jad Y 2-G'T

uiw
0£-0Z @ oam Jad T

ulw 05 @ dam Jad T

ulw 0 @ dam Jad T

ulw Gy @ dam Jad g

ut:s .m._.> SV ,w._.>

Yz @ oam Jad T
Yibue| uossas

ayels aunug

81e1s T 4O [euoiBoy

EINENY
pappY salels 7 03 puedx3

S9)els ¢

suolrejuasaid
wooz ‘sdnoif
BIP3W [e120S pappy

SISI|-MEM O1UIJD

paseq-AjsIaAiun :salouabe
Aunwwo) jeuoibay

sdnouf eipaw |e100s
pappe ‘a1els T peppy
aress T Jo uoibay

apow
JUOITE30| JUBW}IN 100y

()
ON :(ur) g

(3uo) g4d “Qun) gd!

abueyo
wuopeld LA

g4d (sv's) A
(S) LA
dl

(SV'S) (p 1A

pdl

apow ABAIRQ

UONUBAIBIUL
AUBWIINIOA)
‘dINOD WV

dINOD-31d

aullaseq
‘dINOD WV

dINOD-3id

WaWIININeY
‘dINOD WV

dINOD-3id

uoneydepe
‘dINOD WV

dINOD-31d

aseyd
Yim Juiodewi |

(N3dSV) wawabefNI
Jualed pue Bulusslaos ASy

AI0L-4ILL

(0L10vd)
|en)onpuo sisifeuy |8 us
S021U99 | OWOD owsnNy

U092 SOUIN ap Saiped

asauIyD
:uonay Buixe] swsied

aureu Apnis

olwapued 6T-AIAOD 8yl J0 18sU0 ay) Js)e apew suoneidepe pue qIAQD-24d suonuaAsul pasnoog-1ualed ayl JO sonsiIgdeRYD

Author Manuscript

T31avl

Author Manuscript

Author Manuscript

Author Manuscript

J Policy Pract Intellect Disabil. Author manuscript; available in PMC 2022 August 01.



	Abstract
	INTRODUCTION
	IMPACT OF THE COVID-19 PANDEMIC ON DIVERSE CHILDREN WITH IDD AND THEIR FAMILIES
	CULTURAL ADAPTATIONS OF PARENT-FOCUSED INTERVENTIONS
	Participant diversity in recruitment and retention
	Instrumentation and measurement

	OVERVIEW OF PROGRAMS
	DESCRIPTION OF ADAPTATIONS, CHALLENGES, AND PROBLEM-SOLVING
	Participant recruitment and retention
	Retention
	Research staff training
	Instrumentation and measurement
	Data collection
	Validity of data

	Intervention delivery

	DISCUSSION
	Recommendations for research and clinical practice
	Community engagement is critical before, during, and after interventions
	Embrace flexibility throughout the process
	Adopt a holistic approach to working with children and families

	Limitations and future directions

	CONCLUSIONS
	References
	TABLE 1

