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Abstract

Autism is a developmental disability that exists across racial, ethnic, linguistic, and socioeconomic
boundaries. Unfortunately, the lived experiences of autistic individuals and their families as supported by
evidence in the existing literature suggest that culturally and linguistically diverse families’ engagement in
healthcare and education face a multitude of challenges, particularly during high-stakes meetings and
healthcare appointments (e.g., Individualized Education Plan meetings, patient visits, and diagnostic results
interpretation meetings). These challenges prevent culturally and linguistically diverse autistic individuals
from accessing adequate care. In this paper, we propose solutions to be adopted by healthcare and education
systems to address those challenges. First, we urge providers to address the systemic problems that
commonly occur during meetings. Second, we propose service providers adopt a cultural and linguistic
‘match’ process. We recommend asking families about their specific language preferences and ensuring the
selection of translators who speak the family’s preferred language and dialect. Employing these
transformations will require education and healthcare systems to allocate more resources for translation
services to enhance the training and recruitment of interpreters and ensure that interpreter-family pairs are
provided time for consultation prior to high-stakes meetings. Ultimately, these adaptations to the service
provision environment would produce opportunities for translators to act as cultural liaisons and, with time,
become trusted partners for families.
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Keywords: access to healthcare and health outcomes of vulnerable populations, culturally and linguistically diverse,
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Editorial

Autism is a developmental disability that exists across racial, ethnic, linguistic, and socioeconomic
boundaries. In the United States, one in five children are from culturally and linguistically diverse (CLD)
backgrounds, meaning they have a caregiver who speaks one of the 350 non-English languages used
nationally, and up to 10% of these caregivers speak limited English [1]. Non-English-speaking status
increases the risk of poor access to quality medical care and intervention services within healthcare and
education systems, lower rates of insurance coverage, reduced utilization of preventive services, delayed
autism diagnosis, and fewer intervention service hours [2-8]. The consequences of inadequate health care for
autistic CLD individuals are disparate rates of preventable diagnoses (e.g., mental health, sleep difficulties,
and digestive problems), as well as higher long-term health care costs, higher rates of hospitalization, lower
quality of life, and shorter life-expectancy when compared to children with autism whose families are
primarily English speaking [9-12].

There are laws such as the Patient Protection and Affordable Care Act (ACA) that prohibit the discrimination
of patients by medical professionals [13]. Laws like these are designed to promote family engagement in
healthcare and education. A multitude of challenges during high-stakes meetings and appointments (e.g.,
Individualized Education Plan meetings, patient visits, diagnostic results interpretation meetings) prevent
autistic CLD children from accessing adequate care. These meetings are intended to provide a space to
inform caregivers of special considerations to promote children’s well-being, set goals for their academic
success or health, and address parents’ concerns. For CLD families, these goals can be especially difficult to
achieve. Providers may inaccurately identify the family’s preferred language or dialect, may misunderstand
non-verbal communication, or use unfamiliar terminology that trained interpreters are unprepared to
describe [14]. This miscommunication results in strained relationships, loss of vital information, and poor
understanding of a child’s coordinated care plan [3,15,16]. Parents may be unfamiliar with their rights within
the complex systems and may feel uncomfortable asking questions due to inherent power dynamics. For
example, there may be cultural differences in the degree of deference to medical professionals in a
specialized setting such as a medical clinic. Educational materials may not be available in the family’s
preferred language or may not match their level of health literacy [9,17]. Cultural differences in beliefs
regarding autism and child developmental milestones can deter parents from collaborating with service
providers, and providers may not take sufficient time to understand the needs of a family or adapt their
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strategies to the family's strengths and preferences [9]. This can lead to caregivers feeling undervalued and
unheard, which can be a precursor for the discontinuation of services or poor adherence to interventions
[18]. This discrepancy between patients’ and service professionals’ identities engenders tension in service
provision with the patients who may need it most.

To address these challenges experienced by CLD children, we propose two complementary solutions for
school-based and healthcare service providers. First, providers must address the systemic problems that
commonly occur during meetings. This includes asking families about their specific language preferences
and ensuring the selection of translators who speak the family’s preferred language and dialect in advance of
the scheduled meeting [14]. Despite extensive training, interpreters might not be familiar with the
vocabulary related to special education and neurodevelopmental disabilities often used by providers [3].
Interpreters should be provided a glossary of terms to aid them in appropriately describing complex jargon.
Interpreters should also communicate with providers about nuances in non-verbal communication and
cultural norms to facilitate respectful interactions. Interpreters should act as a voice, not as a filter for
communication. This means they should translate the professional’s statements word for word. Therefore, in
preparation for work with autistic populations, interpreters should be made aware of characteristics of
autism (e.g., expressive and receptive language differences, and changes in vocal intonation). In preparation
for working with individual families, interpreters should be aware of whether these characteristics of autism
overlap with cultural norms (e.g., eye contact). We urge interpreters to hold both aspects of the individual
they are translating for in mind, and we encourage interpreters to directly translate for the individual rather
than provide corrections to their language. Finally, providers should make every effort to provide written
summaries of meetings in the family’s preferred language within a reasonable timeframe.

Second, a cultural and linguistic ‘match’ process should happen at the beginning of the referral process. We
argue that building rapport between the interpreter and the patient's family under low-stakes conditions
would establish familiarity and, thus, increase trust between the patient and interpreter. This would require
service providers to coordinate a time and space for the translator and family to meet before provider
appointments. During the meeting, translators should inquire about the family’s treatment priorities and
concerns, further encouraging caregivers to reflect on their own goals and prepare to discuss their needs
with providers. Establishing a familiar relationship can facilitate parents feeling seen and cared for, an
aspect often missing from these meetings [2,4].

Employing this practice will require education and healthcare systems to allocate more resources for
translation services to enhance the training and recruitment of interpreters and ensure that interpreter-
family pairs are provided time for consultation prior to high-stakes meetings. Once assigned, these pairs
should remain consistent to maximize positive relationships and outcomes while minimizing power
imbalances. Given that many minority families respond positively to peer relationships, healthcare and
education systems should consider hiring and training local community members [7]. It can be challenging
for providers and educators to maintain consistency between meetings, with staff often attending only a
portion of the meeting to accommodate scheduling. A consistent translator can offer stability, especially
during contentious meetings. Both healthcare and education systems should consider how to responsibly
leverage this relationship while ensuring that families receive appropriate guidance and expertise.

The consequences of inadequate CLD for autistic individuals include higher rates of hospitalization, lower
quality of life, and shorter life expectancy compared to their English-speaking counterparts [9-12]. Given the
variety of co-occurring mental and physical health conditions associated with autism and considering the
risks that CLD autistic individuals experience within healthcare and education systems, it is essential that
we accommodate healthcare systems to protect this population from harm [2-8]. Ultimately, adaptations to
the service provision environment, such as the proposed adaptations described in this editorial, would
provide opportunities for translators to build rapport with families. While these solutions may require direct
monitoring and active flexibility to implement, improving the quality of translation services for CLD
families is critical to fostering a collaborative, supportive, and respectful environment for families and is
necessary to improve the quality of services provided in healthcare and education settings.
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