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Purpose: Neurodivergent children who are part of Indigenous communities in rural areas often have inequitable access to specialized services. Parent education and training programs can be used to help address these gaps in the service system. Yet few parent education and training programs exist for Indigenous parents of children with autism, including parents who identify as Diné (Navajo, meaning “The People”), the largest federated tribe in the United States. The Parents Taking Action (PTA) program is a parent education and training program delivered by community health workers that was originally developed for Latine parents of children with autism. The PTA program has been culturally adapted for other groups, and a growing evidence base exists supporting the program’s feasibility, acceptability, and efficacy. We, therefore, sought to adapt the PTA program for Diné parents.

Methods: This was a community-engaged case study on how the PTA program was adapted for Diné parents of children with autism. A community advisory board (CAB) comprised of 13 individuals including Diné parents of children with autism and professionals helped guide the adaptation process. We interviewed 15 Diné parents of a child with autism about their needs and preferences for the PTA program and used this information to adapt the PTA program. CAB workgroups used the Ecological Validity Framework to provide input on adaptations needed for the original PTA program materials. We also obtained input on the program’s adaptation from Diné communities and a PTA research collaborative.

Results: To incorporate the CAB’s collective feedback on the PTA program adaptation, we modified terminology, visuals, and narratives. From the parent interview findings, we reduced the number of lessons and enabled community health workers to deliver lessons remotely. We further integrated feedback from the CAB workgroups in the adaptation of specific lessons. We addressed feedback from the larger community by expanding our project’s catchment area and involving additional programs.

Conclusion: This case study demonstrates how an evidence-based, parent education and training program was adapted for Diné parents of children with autism. The adapted Diné PTA program is being piloted. We will continue to improve Diné PTA by using the pilot’s results and community input to inform future adaptations.
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1 Introduction

Indigenous children and their families, including those who identify as being of Diné descent (Navajo, meaning “The People”), have inequitable access to services for autism spectrum disorder (hereinafter referred to as autism; Sullivan, 2013; Travers and Krezmien, 2018). Autism is a lifelong neurodevelopmental condition characterized by issues with social communication and restricted and repetitive behaviors (American Psychiatric Association, 2013). Autism is increasingly identified before or around the time children begin primary school, with approximately 1 in 36 U.S. children presently estimated to have autism (Maenner et al., 2023). Although no formal epidemiologic assessments of autism prevalence and related services use have been conducted among Diné children, preliminary findings from the Navajo Birth Cohort Study—part of the National Institutes of Health Environmental Influences on Child Health Outcomes program—suggest that autism may be as or more prevalent among Diné children (Hunter et al., 2015; Rennie et al., 2023).

Families may have positive and negative experiences related to raising children with autism (Kearney and Griffin, 2001; Taunt and Hastings, 2002). On the positive side, parents or primary caregivers (hereinafter parents/guardians) may feel that their experience is a source of strength and family closeness, helps them to find purpose, and is an opportunity for hope and growth (Kayfitz et al., 2010; Beighton and Wills, 2017). Conversely, adverse financial and employment impacts are common for families of children with autism (Lavelle et al., 2014; Zuckerman et al., 2014) along with heightened parental stress (Schieve et al., 2011; Lindly et al., 2022), as well as unmet service needs (Lindly et al., 2016). Moreover, children with autism are likely to experience poor health outcomes relative to other children including lower quality of life (Kuhlthau et al., 2010), poorer school performance (Wei et al., 2011), lower wages earned as adults (Queirós et al., 2015), and reduced life expectancy (Guan and Li, 2017).

The rural nature of where many tribal nations are located often contributes to poor service access among Indigenous neurodivergent children, including those with autism (Sullivan, 2013; Bishop-Fitzpatrick and Kind, 2017; Travers and Krezmien, 2018; Aylward et al., 2021). The Navajo Nation, for example, is the largest federated tribe in terms of both its population size (~165,158 Diné individuals are estimated to live within the borders of the Navajo Nation) and its geographic size (~17 million acres or 25,000 square miles). The Navajo Nation is in the Southwestern United States, with borders spanning Arizona, New Mexico, and Utah (Figure 1). The Diné are historically nomadic with clusters of homes scattered throughout rural areas with towns of less than 10,000 individuals. In some areas, the population density is only six people per square mile. Many Diné families have low household incomes (e.g., the median household income in Navajo Nation is $25,827; Combrink, n.d.). A challenge for many Diné families, therefore, is limited access to specialists given the ruralness of the Navajo Nation, confounded by families’ limited financial resources, lack of access to public and individually owned transportation, and dirt roads that may be impassable during periods of heavy snow and rain. Many health professionals are in urban areas such as Phoenix, Arizona or Albuquerque, New Mexico that are considerable distances for Diné families to travel to from the Navajo Nation (Bennett et al., 2021). Thus, it is not uncommon for families to relocate closer to a city, change career paths, and/or acquire a second job to afford travel to and the cost of health-related services (DePape and Lindsay, 2015; Lindly et al., 2023).
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FIGURE 1
 Map of the Navajo nation with agency councils and certain border towns [adopted with permission from the Navajo Nation Land Department [Cartographer] (n.d.)]. This figure displays the location of the five Navajo nation agency councils in relationship to state boundaries, the Hopi reservation, and three large border towns such as Flagstaff, Arizona.


Historically, Diné parents of children with autism and other developmental disabilities have endured a very limited system of care, often having to place their child in a residential facility or provide at-home care for their child with little to no support (O'Neal et al., 1987). Although funding has increased for individuals with disabilities in the United States, including for those who have autism (Harvey et al., 2010), Diné parents of children with autism continue to experience barriers to accessing services such as long distances to service providers, limited internet connectivity for telehealth services, and competing priorities related to their education, employment, and other family members (Lindly et al., 2023). The intersection of ruralness, poverty, and sociocultural factors unique to Diné families likely affects their experiences raising children with autism.

The Diné Hózhó (harmony and balance) philosophy is one that transcends developmental disabilities in favor of an idea of interconnectedness and harmony (Kapp, 2011). The concepts inherent in the Hózhó Resilience Model (Figure 2; Kahn-John, 2016) have supplanted the need for specific disability language. Beyond descriptive terminology, there are presently no words in the Diné language for disabilities or specific conditions, such as autism (Frankland et al., 2004), which is to some extent aligned with the worldview of other Indigenous communities such as the Māori (Berryman and Woller, 2013; Tupou et al., 2023). For this reason and given preferences expressed by this project’s community advisory board members and this paper’s authors who identify as Diné, person first language is used when referring to children with autism. Nevertheless, we recognize that the use of identity first language (i.e., autistic children) is part of the neurodiversity movement and reflects that autism is a social identity and culture (Botha and Gillespie-Lynch, 2022). We further understand that identity first language may be preferred by members of the larger autistic community including other Indigenous populations such as the Māori (Tupou et al., 2023).

[image: Figure 2]

FIGURE 2
 The Hózhó resilience model [adopted with permission from Kahn-John (2016). This figure displays the three principles of the Hózhó resilience model including harmony, respect, and spirituality.


Moreover, Diné medicine is pluralistic and may involve the presence of traditional healers and special ceremonies as a complement to western or mainstream medicine (Van Sickle et al., 2003). The concept of K’é (kinship) is a fundamental principle in all aspects of tribal life. The kind of Native healing performed depends on what a healer determines the root of the condition to be. The traditional intervention process may involve diagnosticians, medicine people, and herbalists as practitioners in ceremonies (Vining, 2000). Those identified as ill may undergo these ceremonies to integrate the individual into full acceptance with the universe and the community allowing them to be cured (Kapp, 2011). At times, traditional beliefs may bring about guilt for families, especially parents, as disability may be perceived as the consequence of an action during pregnancy or at another time (Connors, 1992; Vining, 2000). These and other sociocultural factors (e.g., ruralness, poverty) likely interact to impede Diné parents’ access to autism services for their children.

Programs that utilize community-based social care models for Indigenous individuals with disabilities show promise for reducing pronounced and persistent health disparities (Puska et al., 2022). In the Navajo Nation, for example, the Individuals with Disabilities Education Act (IDEA) Part C Early Intervention program Growing in Beauty (GIB) provides services to Diné children with developmental disabilities and their families. GIB also provides service coordination to help children transition from early intervention to local education agencies who are responsible for special education and related services for preschool and older children with disabilities. GIB provides advocacy and training for families and delivers assessments and evaluations for at-risk children (Navajo Nation Department of Special Education and Rehabilitation Services, n.d.). However, Part C mandates that early intervention services such as those provided by GIB only be available for children who are younger than three-years-old. School-based services for children and adolescents with autism who are ages 3–21 years may be provided under the IDEA Part B but are mostly focused on the child’s goals as opposed to the family’s (Sarche et al., 2011). Part D of the IDEA governs the federal grants that are aimed toward enhancing school-based services for children with disabilities. This includes parent training and information centers which, along with the schools, are responsible for making sure families have the knowledge and skills to be active participants in the services their child receives at school (Banks and Miller, 2005). In Arizona, Raising Special Kids is the parent training and information center that serves the entire state; however, few families served identify as Indigenous (Raising Special Kids, 2021). This suggests there may be opportunity to improve access to training and education resources for Diné and other Indigenous families.

One of the programs that uses the community-based social care model with families of children with autism is the Parents Taking Action (PTA) program, which is a culturally informed psychoeducation program originally developed for Latine parents of children with autism (Magaña et al., 2017). A growing evidence base exists supporting the feasibility, acceptability, and efficacy (e.g., improved child social communication) of the PTA program for Latine parents of children with autism (Lopez et al., 2019; Magaña et al., 2019, 2020) and increasingly in other culturally and linguistically diverse groups such as Black and African American parents (Dababnah et al., 2022) and parents who identify as Chinese immigrants (Xu et al., 2023). PTA is typically delivered by promotoras de salud, or community health workers. The promotora de salud model is a community involved approach to health information delivery (Cupertino et al., 2013). Typically promotoras are community members who are taught to deliver health information on a specific topic. PTA promotora criteria is particularly unique in that PTA promotoras are other Latina mothers of children with autism. The shared culture as well as maternal understanding of parenting a child with autism has been identified as especially impactful to participant experience in PTA (Magaña et al., 2014). The PTA program originally included 14 lessons that were delivered by promotoras to parents (Table 1). In addition to the qualitative findings on the delivery mode of PTA, a randomized controlled trial found that Latine families had improved knowledge of autism, elevated self-efficacy of using evidence-based strategies and frequency of using the strategies and increases in family outcomes post intervention (Magaña et al., 2017, 2020; Lopez et al., 2019; Zeng et al., 2022).



TABLE 1 Original parents taking action lesson topics.
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Given the positive research findings and community reception of PTA, numerous researchers have adapted PTA for use with other Black, Indigenous, People of Color (BIPOC). Each adaptation has adhered to the Ecological Validity framework (Table 2) to guide decisions for cultural adaptations. Dababnah et al. (2022) adapted PTA for Black families of children with autism in Baltimore, Maryland. A community advisory board composed of mothers and grandmothers of Black children with autism, a self-advocate, service providers, and other key stakeholders in Baltimore steered the adaptation process. The changes made to PTA included the renaming of promotoras to parent leaders, reorganization of sessions, changing of story examples, photos, and video narrations to be about or include Black persons, updated video links, revision of the content to center child and family strengths and lean into the DSM-V criteria, and the inclusion of police information in the advocacy session. In another example, PTA was adapted to meet the needs of parents of children with autism in Bogotá, Colombia (Magaña et al., 2019). Magaña et al. (2019) found decolonization to be central in the adaptation process as they worked with families in Colombia. It was expected that families would not attend to the promotora model due to the high value placed on respeto, or respect for authority. Thus, the researchers included delivery by pre-professionals to compare the acceptability of authority delivered programming compared to peers and used terminology better aligned with the Colombian culture (Magaña et al., 2019). Xu et al. (2023) adapted PTA for Chinese immigrant families of children with autism. Based on focus group findings with the target population of parents and providers, PTA Chinese included changes to the training process of training promotoras, extended sessions, and delivery of PTA in groups rather than one-on-one. In addition, COVID-19 pandemic modifications were needed for PTA Chinese including program delivery to participants via telehealth.



TABLE 2 Ecological validity framework dimensions and definitions (adopted from Bernal et al., 1995).
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Overall, these past studies demonstrate the importance of intentionality, community engagement, and flexibility in the successful adaptation of PTA for use with other BIPOC communities. Few parent education and training programs, including PTA, however, currently exist for Indigenous families of children with autism including those who identify as Diné. Because the Diné and other Indigenous communities in rural areas of the U.S. frequently use community health workers (e.g., community health representatives) to deliver health education and training programs and given the robust cultural adaptation and evidence supporting PTA, we sought to adapt the PTA program for Diné families who have a child with autism. We did so using a community-engaged approach, which we describe as a case study on how the PTA program was adapted for Diné parents of children with autism.



2 Methods

We employed a single case study design to describe how the PTA program was adapted for Diné parents of children with autism using a community-engaged approach (Yin, 2009). According to Yin (2009):


“The essence of a case study, the central tendency among all types of case study, is that it tries to illuminate a decision or set of decisions: why they were taken, how they were implemented, and with what result” (p.17).
 

Here, the case being studied was the community-engaged adaptation of the Parents Taking Action program for Diné parents of children with autism. Our two main sources of data for this case study were (1) the primary qualitative data gathered through semi-structured, in-depth interviews conducted with 15 Diné parents of one or more child(ren) with autism from June 2021 to June 2022, and (2) the input gathered from our community advisory board (CAB) members from 2021–2022 on how to adapt the PTA program materials for Diné families. Additionally, we obtained input on the adaptation process for this study in 2020 and 2021 from a PTA research collaborative led by Dr. Sandra Magaña and others who have developed and/or adapted the program for various cultural groups in the United States and internationally. This study was approved by the Northern Arizona University Institutional Review Board and the Navajo Nation Human Research Review Board. We also adhered to any local or organizational approval processes required to recruit individuals in various communities across the Navajo Nation. As part of these ethical review processes, we additionally obtained input on this larger Diné PTA pilot project from various government entities and organizations, such as the Navajo Nation Agency Councils.


2.1 Researcher positionality statement

Our interdisciplinary research team for this case study was comprised of four Diné individuals, including one individual who also identified as the parent of a child with autism and two individuals who identified as service providers working with children with autism and their family members in and around the Navajo Nation. Our research team additionally included one Latina individual, and two individuals who identified as neurodivergent. Several of our research team members also identified as being the sibling of an autistic individual, and as being the parent of young or adolescent aged children. The disciplinary backgrounds of our research team members span public health, speech and language pathology, special education, social work, psychology, biology, and child development. All research team members live or have previously lived in the Southwestern United States.



2.2 The Ecological Validity Framework

In alignment with the original PTA development for Latine families of children with developmental conditions and subsequent adaptations for autism and other cultural groups (Lopez et al., 2019; Magaña et al., 2019, 2020; Dababnah et al., 2022), we used the eight dimensions of the Ecological Validity Framework (Table 2) to guide our adaptation of the PTA program materials for Diné families of a child with autism (Bernal et al., 1995). The eight Ecological Validity Framework dimensions are as follows: language, persons, metaphors, content, concepts, goals, methods, and context. Table 2 provides a brief description of each dimension. Recent work on cultural adaptation by Lee et al. (2023) suggests that content, concepts, and metaphors may be combined into a single “content” dimension and the additional dimension “process” (i.e., the iterative and collaborative nature of cultural adaptation) may be useful to consider. However, for this study we maintained the original eight dimensions.



2.3 Interviews about PTA adaptation with Diné parents of children with autism

Because the interviews with Diné parents about the PTA program adaptations also covered their lived experiences accessing diagnostic and treatment services for their child’s autism as part of the larger Diné PTA pilot project, a detailed description of the interview methodology is provided elsewhere (Lindly et al., 2023). In summary, a purposive sample of 15 parents ages 18 years or older who self-identified as Diné and as having one or more child(ren) with autism age 2–12 years were recruited through multiple sources (e.g., CAB member referrals, Navajo Nation Head Start referrals, social media) in and around the Navajo Nation. After individuals expressed interest in participating, a brief eligibility screener was completed. Eligible individuals were then asked to provide verbal informed consent. Participants subsequently completed a brief, verbally-administered survey about their demographic characteristics and those of their child(ren) with autism followed by a semi-structured interview, both of which were conducted by a Diné study team member. If participants had more than one child with autism, they responded to the survey and interview questions about the youngest child with autism. The interview questions were used in previous Parents Taking Action adaptations conducted (i.e., Dababnah et al., 2021; Xu et al., 2023). The semi-structured interview guide including questions and probes was collaboratively adapted with input from the project’s CAB. Table 3 shows the interview questions and directed probes on preferences for the PTA adaptations, and Table 1 includes the lesson topics that were referenced during each interview. All interviews were audio recorded and transcribed verbatim. Each interview participant received a $30 gift card.



TABLE 3 Interview guide questions and directed probes on parents taking action program adaptations with magnitude coding summary.
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2.3.1 Interview participant characteristics

Ten interview participants lived in the Navajo Nation with regional representation as follows (see Figure 1 for a map of the Navajo Nation Agency Council regions): one participant from the Eastern Navajo Agency (Crownpoint), two participants from the Fort Defiance Navajo Agency, three participants from the Central (Chinle) Navajo Agency, and four participants from the Western Navajo Agency (Tuba City). In addition, five participants resided in border towns such as Page, Arizona or in Phoenix, Arizona. Almost all participants (n = 14, 93%) identified as female and the mother of the child with autism. The median age of the participants was 34.5 years. Only two participants (13.3%) indicated having good or excellent proficiency in speaking the Diné language, and none indicated having good or excellent proficiency writing in the Diné language. The remainder of participants indicated having poor or fair proficiency in speaking (n = 13; 86.7%) and in writing (n = 15) in the Diné language. Most participants were married or living with a partner (n = 10; 66.7%). Two participants (13.3%) indicated having their highest level of education attained as a bachelor’s or master’s degree, while four participants (26.7%) indicated having completed some college and nine participants (60%) indicated having earned a high school diploma. Nine participants (60%) were not employed, and seven participants (46.7%) had an annual household income of less than $25,000. Most participants indicated that their overall health status was good (n = 9, 60%) or excellent (n = 2, 13.3%), while the remainder of participants indicated they had fair (n = 3, 20%) or poor (n = 1, 6.7%) overall health status. Three participants (20%) had two children with autism, and the rest of participants (n = 12, 80%) had one child with autism. The median age of parents’ children with autism was 6 years. A plurality of children with autism were male (n = 12, 80%), and all were identified by parents as being Diné. Two children with autism (13.3%) were also identified as belonging to other tribes (i.e., Hopi or Sioux), and one child (6.7%) was also identified as Latino. Nine children (60%) were reported to have low versus moderate or high support needs, and six children (40%) we reported to require substantial support with activities of daily living.



2.3.2 Interview data analysis

We used a summative content analysis approach to analyze the interview data, whereby the intention was to identify and quantify certain words and phrases to help understand participant preferences for the PTA program and its adaptations for Diné families of children with autism (Hsieh and Shannon, 2005). In applying this approach, elemental and magnitude coding methods were used (Saldaña, 2015). For example, under the structural code “program content” the descriptive code “cultural adaptations for the program” was used to capture information provided by participants regarding their preferences for what types of cultural adaptations they would like to see made in the PTA program materials. Additionally, magnitude coding was used to quantify the number of participants who expressed that they thought cultural adaptations specific to Diné families should be made. Two study team members, including one who identifies as Diné, independently coded each transcript and then compared their coding to check for consistency, modify the coding scheme, and resolve differences in coding through discussion and reaching consensus. Coding results were also presented back to the CAB at one meeting and at several community presentations to obtain broader feedback. All qualitative data analysis was performed in QSR NVivo (QSR International Pty Ltd., 2020).




2.4. Community advisory board member formation

To initially establish our CAB, we asked several individuals who had agreed to be part of the CAB prior to this project being funded if they had recommendations of other individuals whom we should contact to join the CAB. These included individuals representing different community-based organizations and institutions serving Diné children with autism and their families. We additionally asked our initial CAB members to refer any Diné parents/guardians of children with autism whom they thought might be interested in serving on the CAB in a parent advisor capacity. In doing so, we created a flyer describing the parent advisor role. We circulated this flyer to community-based organizations serving Diné families on and around the Navajo Nation (e.g., the Growing in Beauty Early Intervention program, Navajo Head Start). Between April 2021 and January 2022, we were able to recruit four parent advisors to our CAB. We offered parent advisors serving on our CAB a stipend of $200 each. Our project’s CAB consisted of 13 individuals in total. From April 2021 to May 2022, we had 12 CAB meetings through video conference (i.e., Zoom) during which we primarily discussed the project’s community engagement, participant recruitment strategies, and the adaptation of the existing parent education and training materials for Diné parents. The CAB has continued to meet every other month since September 2022 to focus on the larger project’s implementation, evaluation, dissemination, and sustainability activities.



2.5 Community advisory board member input on PTA adaptation for Diné families

In terms of the CAB’s work to help adapt the PTA program materials for Diné families, three members of the research team sought overarching feedback from the full CAB during regular meetings on broader adaptations to the program such as the project’s logo and commonly used terminology throughout the program materials. This input was recorded in meeting notes taken by the project’s coordinator or another member of the research team. In addition, we sought to obtain more detailed feedback from the CAB on adaptations needed for the PTA manuals, which include lessons on the program’s content. To obtain this feedback, we distributed copies of PTA manuals including program visuals from the original PTA program and subsequent adaptations from its developers and collaborators to the CAB members. We then formed smaller workgroups of volunteers from our CAB that were composed of two to four individuals to review and provide feedback on the adaptations needed for one or two lessons at a time. The duration of each workgroup session was no longer than an hour. For each workgroup, we included at least one parent advisor; therefore, at least one member of the workgroup was of Diné descent. At times certain CAB members were specifically asked to join these workgroups if their area of expertise matched the lesson topic being reviewed. Each workgroup was provided with the lessons assigned and was briefed on the Ecological Validity Framework dimensions (Table 2). Workgroups were also provided with a set of questions (i.e., How can we improve the cultural relevance of the given lesson’s content?; What are your thoughts on the cultural appropriateness of the images and stories used for the given lesson?: Where should Diné words be incorporated?; and Should any other changes be made to the given lesson, so it is better received by Diné families?) and the Ecological Validity Framework dimensions and definitions to consider in providing input. Each workgroup was provided one to two weeks to review and provide feedback on the lesson(s) they were assigned prior to meeting with one or two members of the research team by video conference to discuss their feedback. The discussion of workgroup feedback was recorded and then integrated into the manual lessons by the research team members. The research team members then asked CAB members to review the adaptations made and modified the lesson materials further if CAB members indicated that additional adaptation was needed.




3 Results


3.1 Parent interview results on PTA adaptations

Results from the analysis of the interview data are summarized in Table 3. Additional information and exemplary quotations are provided to convey interview participants’ preferences more fully regarding PTA program adaptations for Diné families. We organize this information in terms of delivery preferences for the program and content adaptation preferences for the program.


3.1.1 Results on preferences for PTA delivery

Nine participants (60%) said that they would prefer the PTA program be delivered by another Diné parent of a child with autism because they would have similar lived experiences (e.g., living on the reservation, being in a rural area, living in poverty) and would, in turn, feel more comfortable working with that person. One participant elaborated on this by stating:


“[B]ecause if they’re on the rez as well, I kind of know their living situation, like how we do have to travel to go to the nearest Walmart. We’re not just right down the street. Or how we do experience that there’s not enough programs out on the reservation. Someone who lives somewhat my lifestyle, rather than somebody who’s a rich, wealthy person who can afford private specialists.”
 

Participants also commonly mentioned that it was important for the person delivering the PTA program to be a parent, and in some cases more specifically be the parent of a child with autism. Participants described this as making it easier to relate to the person delivering the program. One parent further explained this by stating, “Just as long as they have an autistic child and actually know what it’s like to raise a child with autism.” Most participants did not have a gender preference for the person delivering the program (Does not matter n = 11, 73.3%; Female: n = 3, 20%; Male: n = 1, 6.7%). Other characteristics that participants noted as important for the individual delivering the program were that they be respectful, friendly, and comfortable around the child with autism (n = 3), and that the person delivering the program be knowledgeable about autism (n = 1). When asked about their preference for whether the program be delivered individually (one to one), in a small group, or individually and in a small group, most participants said they would like a mix of individual and small group based delivery (n = 9, 60%). Participants who talked about having a preference for small group based delivery frequently noted that it would be more conducive for collaboration, brainstorming (“learning from others”), and social support. Whereas those participants with a preference for individual delivery said that it may be better for people who “do not really want to open up” or if scheduling a group is logistically challenging. One participant suggested that a sequential approach to mixing individual and small group-based delivery would be desirable as follows:


“I think [parents] would be more comfortable as individuals first and then as they come to trust and maybe feel more comfortable, then I think it could turn into a group, so that they know that they’re not the only family alone there with the child with autism.”
 

When asked how often the program lessons should be taught, nine participants (60%) said their preference would be for the lessons to be taught weekly for about an hour each. Participants explained that this frequency and duration would be helpful in terms of scheduling feasibility with their other responsibilities and their ability to easily recall the prior lesson’s material. All participants agreed that the lessons should be delivered virtually with one of these participants stating that both virtual and in-person program delivery would be preferred. Many participants mentioned that virtual delivery was safer due to the ongoing risks posed by the COVID-19 pandemic. Some participants noted that virtual delivery was more comfortable for them given their caregiving responsibilities and also due to the initial dynamic of not knowing and trusting the individual delivering the program.



3.1.2 Results on preferences for PTA content adaptations

Parents were shown a list of the original PTA lesson titles (Table 1) and were then asked questions regarding the sessions without knowledge of the lesson’s full content. In response to their review of the 14 original PTA lesson topics, 10 participants (66.7%) stated that the second lesson on “Understanding the Autism Spectrum and Your Child’s Needs” would be the most useful for Diné families. The rationale many participants provided for this centered around wanting a better understanding of autism for themselves and others. One participant elaborated on why they selected this lesson topic as being the most important by stating:


“It’s because most parents don’t really understand.

They’re just going with the flow, I guess.

They just get the diagnosis and they’re like,

‘Okay. So, I don’t really understand.

What am I supposed to do?

How am I supposed to handle this.

How am I supposed to bring it to my child’s family and friends? […]

But when they understand [autism] completely,

they’re able to help other people in the child’s life understand it better.”
 

Conversely, when asked what lesson they would find to be the least useful, eight participants stated that all the lessons would be useful, and three parents said that lesson 12 on “Challenging behavior is communication” would not be useful. One participant described how characterizing behavior as challenging would not necessarily help them in working with their child with autism. Rather, it would be more helpful to focus on understanding her son’s sensory sensitivity and activities or strategies that she can employ to help her son with this. Participants were also asked if any of the lessons should be combined. Most participants (n = 12, 80%) agreed that some of the lessons should be combined. Two participants agreed that lesson four on how to be an effective advocate and lesson five on advocacy in the school system should be combined. Additional topics that participants recommended the lessons cover included how to work with siblings of children with autism (n = 2, 13.3%), special diets for autism (n = 1, 6.7%), sign language (n = 1, 6.7%), and how to be with the child with autism in public (n = 2, 13.3%). Working with siblings was recommended as another topic to add, one participant explained this as follows:


“I have my older daughter. She's really bright, and I tell her, ‘My expectations for you are completely different than your brother, but I expect all of you to be able to take care of yourselves once you become adults. I expect you to have some type of living and some type of life.’ I said, ‘nobody is sitting in my house watching TV after they turn 18.’ So I think just maybe even some kind of support group, sometimes, I think, for siblings that have that way, maybe they’re taught what autism is, maybe more so towards them. I think that would be something to add.”
 

When asked if aspects of the Diné culture should be added to the program materials, most participants said that Diné examples (n = 10, 66.7%) and the Diné language (n = 11, 73.3%) should be included. Suggestions for Diné examples were to include Diné families making fry bread and gardening. A few parents pointed out that they were not fluent speakers of the Diné language, but that the Diné language should be part of this manual because there are grandparents, who most likely are fluent in the Diné language, which are raising children with autism. One participant elaborated on this by stating:


“…a lot of Native American grandparents are raising their grandchildren and I think that would be a really good option, not only because of that, but it would help them understand a little bit more, just because a lot of Navajos speak Navajo and it’s their first language. But for me, I’m 24. It’s my second language.”
 

Additionally, when asked about how much of the Diné language should be included in the manual one parent answered, “I would say about 10 percent to 15 percent.” Ultimately, the consensus was that all parents who answered this question shared that the Diné language should be included in some aspects of the program’s materials (i.e., program manuals, videos).




3.2 CAB input on PTA adaptations and adaptations made for Diné parents

Examples of adaptations made to the PTA program for Diné families based on input from the full CAB and/or input from the smaller workgroups are displayed by each dimension of the Ecological Validity Framework in Table 4. We expand on key input and decisions made by the full CAB regarding PTA adaptations, as well as on the input and decisions made by the smaller CAB workgroups about adaptations to the specific lessons that are part of the PTA program. The full CAB was provided with several opportunities to review and provide additional input on adaptations that were made based on input from the smaller CAB workgroups.



TABLE 4 Ecological validity framework dimensions and examples of adaptations made to the parents taking action program for Diné parents of children with autism.
[image: Table4]


3.2.1 Adaptations resulting from full CAB input

Key input and decisions made by the full CAB regarding adaptations for the PTA program materials were as follows: (1) to have an artist draw a culturally relevant picture to represent the Diné PTA project (Figure 3); (2) to use of the term family advisors for the community health workers delivering the program rather than promotoras or parent advisors in order to be more inclusive of caretakers that may not be the biological parents (e.g., grandparents, aunts, uncles, guardians) of children with autism; (3) to use Diné instead of Navajo to describe their people and language based on the tribe’s directive to maintain the use of their Native language; (4) to ensure that the amount of the manual translated into the Diné language (i.e., lesson titles and commonly recognized words) was based on how much of the Diné language families were likely to understand; and (5) to create new video recordings including a Diné narrator to supplement the written program manuals. A central reason CAB members stated for not including more Diné words is because the Diné language was traditionally an oral only language (McDonough, 2003). The lesson titles in the manual were translated by a Diné interpreter. The interpreter also translated some of the words used in narrative examples and the definition of autism. A primary care physician in an Indian Health Service clinic in the Navajo Nation initially provided a description of how they characterize autism in terms of its core symptoms to families. This description was then used by the interpreter and two CAB members fluent in Diné provided feedback on these translations. The interpreter incorporated this feedback as it was provided in revising the translations (Table 5).

[image: Figure 3]

FIGURE 3
 Diné parents taking action project image by Emajoy Rains. This figure shows the shadow art of a Diné family walking together during the sunset, which was developed for this project by the Diné artist Emajoy Rains.




TABLE 5 Adaptation of the description of autism spectrum disorder for the Diné PTA program materials in the English and Diné Languages.
[image: Table5]



3.2.2 Adaptations resulting from the smaller CAB workgroups

Based on inputs from the CAB members, the fundamental elements of the program remained unchanged. Some adaptations were made to the story examples in the manual including the addition of Diné culture (i.e., significance of the baby’s first laugh, ceremonies and prayers, names of characters in stories, and pictures). For example, lesson one of the original PTA manual included a true story of Tom Iland and his life experiences as a person with autism. The workgroup assigned to this lesson agreed to adapt this story to one that was culturally relevant to Diné families. A fictional story about a young man with autism, Derek Yazzie, was created. The story started off explaining that Derek’s mother had a medicine man conduct a prayer for her and her baby. The prayer suggestion came from a few of the CAB members who shared that many of the Diné families they worked with in fact had prayers performed for themselves and their child(ren) with autism. Derek later received an automotive technology certificate at a tribal technical college and had a girlfriend named Megan Begay. The mention of a tribal technical college and the use of the common Diné surnames, Yazzie and Begay, bring aspects of the Navajo Nation into the story. The pictures in the manual were changed as much as possible to include Diné and/or Indigenous children/families which the CAB workgroups reviewed and approved. For example, some pictures that were purchased online for the manual included a girl in traditional regalia, a young man in front of a hogan (i.e., a traditional Diné home), and a father standing by his daughter who is on a horse with a red rock landscape behind them. Program images and visuals were reviewed by CAB members including one or more parent advisor (i.e., a Diné parent of a child with autism) to help ensure their cultural responsiveness. The adaptations also included information that the family advisors should note during their interactions with parents. For instance, in session one, the family advisor manual shares that some parents may see doing the Modified Checklist for Autism in Toddlers (M-CHAT) or other assessments as comparing children to one another, which is something that Diné families may not feel comfortable doing. One CAB workgroup also brought up that Diné parents may not feel comfortable rewarding their child with autism for good behavior with extrinsic rewards, therefore, a question was added in session nine to find out how parents felt about rewarding their child and discovering things they would feel comfortable doing with their child for a reward.





4 Discussion

The purpose of this case study was to describe how the PTA program was adapted for Diné parents who have a child with autism using a community-engaged approach. The adaptation of the PTA program was accomplished by integrating the perspectives of Diné parents of a child with autism and the CAB members on cultural relevance and appropriateness of manual contents – such as pictures and videos – as well as preferences for PTA delivery. We used the Ecological Validity Framework dimensions to guide this process (Bernal et al., 1995). This study’s findings may aid health professionals and policy makers in their efforts to help support families that have a child with autism in Diné and other Indigenous communities. In applying similar types of community-engaged, culturally responsive models of family-oriented education and training, progress toward equitable health outcomes for children may be better sustained and spread.


4.1 Preferences for PTA delivery

In our study, comfort and familiarity between parents and family advisors (i.e., the community health workers) were important and needed. The interview participants expressed the preference that another Diné parent with a child with autism and someone who has experienced living on the Navajo reservation deliver the program. Racial concordance is referred to when a patient and clinician share the same race or ethnicity and it is argued to facilitate trust and comfort between the patient and clinicians – which in our study was between two parents (Cooper et al., 2006). The family advisors (i.e., the community health workers) currently delivering the Diné PTA program have created a bond and a higher level of comfort to share their experiences and struggles with pilot participants, which may be common because of similarities they have with each other not only in terms of racial backgrounds and lifestyles but also in terms of difficulties they may experience with accessibility to resources due to the rural nature of the areas that they live in. Based on additional information shared during the part of the interview about the participants lived experiences, the parents shared that social support in the form of support groups was an area of need for Diné parents who have children with autism (Lindly et al., 2023).



4.2 Preferences for PTA content

One of the most useful lessons reported by the parents interviewed was the lesson in which parents could learn about autism and what behaviors autism often entails. The Diné culture, similar to other Indigenous cultures, does not have a word for disability; therefore, the lack of understanding of many different disabilities or impairments is not surprising (Weaver, 2015). Until the last 15 years, several medical terms and books have been published but not always accessible to the families. The description of autism in the Diné language provided in the adapted PTA manual may help to guide an understanding of what autism is for native Diné speakers. Many families do not understand the behaviors and characteristics of autism due to a non-racial concordance; many times non-natives are doctors who diagnose their child with autism. And so, many Diné parents may feel overwhelmed with the new information that was shared with them. After diagnosis, many Diné parents may want or need to communicate in their own Diné language to better understand autism or would rather hear from another parent’s perspective about autism. Relatedly, one Diné parent interviewed for this project shared that labeling behavior as challenging was not beneficial, because the focus was on the negative connotation of the word, challenging. Nevertheless, after reviewing the full content of this lesson, CAB members agreed that it may be helpful to maintain “challenging” as a term used to describe certain behaviors that would be beneficial for the family and child to work on. Additional work may, therefore, be warranted to ensure that the PTA materials include as culturally responsive as possible language and potentially additional translation in written or audio format. Findings from the parent interviews in this study parallel findings from recent qualitative research conducted with inclusive early childhood educators providing services to autistic Māori children in that the educators interviewed expressed a need for more training and resources reflective of the Māori worldview and language (Tupou et al., 2023). Earlier and related work has further highlighted how effective interventions for autistic Māori children are connected to the Māori worldview and by gathering and integrating the perspectives of Māori families (Berryman and Woller, 2013).



4.3 Adaptations made to PTA for Diné parents

Taking into account racial concordance, materials were culturally and linguistically adapted to help parents connect with the contents. To adapt the materials responsively, we involved the Diné parents who participated in interviews and the CAB to gather and consider changes to the materials. Based on inputs from these two groups, two lessons on autism advocacy at the family and school levels were combined and changes were made to pictures, videos and stories in the manual to include names and narratives from the community and Diné culture. In addition, one question for parents and one consideration for family advisors to note was added to lessons to be respectful to parents’ cultural views on rewarding children and comparison of their child with other same-aged children, respectively. To maintain fidelity to the original PTA program and given input from interview participants and CAB members, major content was not added or deleted in the adapted materials. In some cases, certain topics suggested by parents as being helpful to add to the PTA materials were already included in the full manuals that interview participants did not review (i.e., they reviewed the lesson titles), such as some information on interactions including play with siblings. We also added some resources such as the National Center for Complementary and Integrative Health’s Autism web page URL in the manual to provide additional information about the evidence base for special diets and other complementary health approaches for autism that parents may be interested in. In the future, we will endeavor to add more information on topics of interest suggested by parents who participate in our pilot of the initial adaptation of PTA for Diné families. For certain topics that participants recommended more information be added on, such as special diets, we will ensure that the information provided is based on the current evidence available related to the effects of special diets for children with autism.



4.4 Limitations and future directions

Our study is one of a kind research insofar as it involved Diné parents of children with autism. That is, there was little previous work to draw from in this study. Still, we sought our resources from other community-engaged PTA processes – via the PTA research collaborative to help guide this program’s adaptation. Parents who have a child with autism were included in the adaptation process by providing input during the interviews and participation in the advisory group; however, the parents were not questioned to find out if they themselves have autism. In addition, the CAB members were also not questioned about whether they have autism. Because of this, it is unknown if any of the parent interview participants or CAB member had autism. It is known that two members of the CAB identify as being neurodivergent. We recognize that the participation of one or more autistic adult(s), particularly those also identifying as Diné, in the adaptation process would have provided additional, useful perspective and may have strengthened the emphasis on autism acceptance in this study. It is, therefore, recommended that future efforts related to this initial work and other cultural adaptations of parent education and training programs focused on children with autism include the voices of neurodivergent and specifically autistic individuals.

Along these lines, it may be helpful to recognize that the PTA program has many elements that are acceptance oriented such as in the following lessons: 1 - Introduction and Understanding Child Development; 2 – Understanding the Autism Spectrum and Your Child’s Needs; 3 – Play Together, Learn Together; 4 – Creating Everyday Opportunities to Encourage Communication; and 12 – Building Social Support and Looking Ahead. These lessons specifically focus on autism acceptance by parents and community members more broadly (e.g., providing parents with acceptance oriented information and ways to respond to community members about their child’s autism). We also acknowledge that a limitation of this study was that its main purpose was to culturally adapt PTA for Diné families and hence autism acceptance – though important -- was not the central focus in terms of adaptation. Future projects using PTA and other parent education and training programs should consider making all the lessons more autism acceptance oriented. For example, rethinking the titles of Lesson 5 – Challenging Behavior is Communication and Lesson 6 – Responding Appropriately to Challenging Behaviors in terms of not qualifying behavior as being challenging (e.g., Behavior is Communication) and more explicitly recognizing that parents may not favorably view commonly used behavior oriented interventions (e.g., Applied Behavioral Analysis) for children with autism in terms of the intervention’s helpfulness for them and their child, as was shown by Tschida et al. (2021). It may additionally be beneficial to include a lesson more explicitly dedicated to autism acceptance and neurodiversity more broadly including the range of health-related and other experiences that autistic individuals may experience across the lifespan, while maintaining relevant cultural preferences and values expressed by families.

Due to our study’s timeline, our recruitment was affected by COVID-19; however, we were still able to recruit the largest sample of Diné parents of a child with autism for which published research exists. Recruitment may have also been affected by Diné parents not being exposed to recruitment information due to many living in the Navajo Nation the Navajo reservation with limited to no internet access. Despite these issues we were still able to recruit participants for our study, but the input provided by the interview participants was likely not representative of all Diné parents of a child with autism in and around the Navajo Nation. In adapting any evidence-based program for a unique ethnic group using a community engaged process, there are tensions in how to reconcile conflicting perspectives and how to best maintain the original program’s fidelity. We relied heavily on our CAB, various entities on and around the Navajo Nation, and the voices of Diné parents to help inform this adaptation process. We also attempted to use our CAB to help reconcile contrary feedback in adapting the program.

Because this was a qualitative study, the interview participant sample size was small and was not intended to be generalizable, though the sample size in this study was larger than samples in similar prior, related studies (Connors, 1992; Kapp, 2011; Najera, 2012). Rather, the intention of this study was to share information on the adaptation process of the PTA program for Diné families of children with autism to help inform future adaptations of this program and related service delivery and programming for this population. Indeed, research by Sullivan (2013) suggests that thematic saturation, meaning the inability to identify new themes, is often possible with data from six to 12 interviews. Subsequent phases of this work may consider engaging a larger number of individuals to the extent that is possible.



4.5 Conclusion

This study provides new knowledge on how an evidence-based parent education and training program was adapted to be culturally responsive for Diné parents who have a child with autism. We used primary data collected through interviews with Diné parents who have a child with autism, as well as input gathered from a CAB and smaller CAB workgroups to make program adaptations. We are presently piloting the adapted Diné PTA program. Information gathered will be used to inform Diné PTA program adaptations in the future.
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Framework dimension Adaptation examples

Language Alllesson titles were translated into the Diné language-

oth English and Diné versions of lesson titles were provided in the program

‘manuals. For example, the first lesson is titled Understanding Child development and was translated in the Diné language to Alchini

yazhi nosééligii binaal'tin.

Persons ‘The Community Advisory Board reached consensus that the program should be delivered by family advisors (Diné parents or
guardians that have a child with autism and were trained to deliver the program). Having the lived experience of raising a child with
autism and being Diné were noted as characteristics important to most interview participants, as well. Family advisors and

participants were given flexibility around how and when they meet to discuss the program lessons.

Metaphors “The story about a child with autism in lesson one about understanding child development was adapted to share how Derek Yazzics
(the childs) mother asked a medicine man to conduct a prayer for her and her baby because Derek did not talk for many months. This
type of traditional healing is often used by Diné familis that have a child with a disability.

Content In the first lesson, families were asked: “Do you remember your baby's first laugh?” The first laugh is considered a significant milestone
for Diné infants.

Concepts Community Advisory Board members and project staff including the projects interpreter consulted with other community members
and pediatric clinicians on Navajo Nation to develop a culturally relevant description of autism in both the English and Diné

languages. This description is provided in the program manuals as part of the preface and in lesson two on understanding autism.

Goals In lesson four on encouraging communication the family advisors ask parents the following questions: Is your child able to
understand what you are asking them? Do you think there are ways to communicate with your child that are more effective than others?
Which of these receptive communication skills would you like to work on?” This was not modified from the original Parents Taking
Action program based on feedback from the Community Advisory Board members that these questions are culturally responsive.

Methods In session nine on what works to address autism symptoms, questions were modified to reflect that some parents might not feel
comfortable rewarding their childs behavior. Parents were asked, “How do you feel about the idea of rewarding your child behavior?
What things would you feel comfortable doing with your child for a reward?” The manual also guides the family advisors that while this

does not always feel natural, this strategy often works well for both children with and without autism. If it does not feel natural ask the

parents what they would like to do differently and ask them what they do right now when their child does something that they like.

Context Lesson 10 on stress and depression was adapted to share specific information about the unique obstacles that may be faced by Diné
families with children who have autism. For example, needing to drive long distances to reach the child school and having elders

nearby with chronic health conditions who also require care.

This table shows how the dimensions of the ecological val

ty framework corresponded to cultural adaptations made in the Parents Taking Action program for Diné families.
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Interview questions and directed probes Magnitude coding of responses
Question 1 (Who is delivering the program): Would you prefer that another | No=1

Diné parent of achild with autism deliver this program to you? Yes=9

Probe la: Why or why not? Does not matter =5

Probe Lb: Would you prefer that the person delivering the program be male | Male=1

or female? Female=3
Does not matter=11

Probe 1c: What are other characte

tics of the person delivering the Other parents, someone who understands parents, or another parent of a child with

program that would make you comfortable participating in the program? autism=6
Hasa similar lifestyle =
Is respectful, comfortable, and/or friendly =3

Is knowledgeable about autism =1

No other characteristics mentione

Question 2 (Mode of program delivery): What would be an appropriate Individual family =3

format of delivery for Navajo families—individual family, group of families,

Group of families

or mixed?

Mixed=9

Question 3 (Content of program): What, if any; of these topics do you think Al lesson topics=2
would be most useful?
Probe 3a: Why?

Lesson 2 on understanding autism and the child’s needs=10
Lesson 5 on advocacy in the school system=1
Lesson 6 on talking about autism and social support =1
Lesson 9 on play=1
Lesson 12 on challenging behavior is communication =2
Lesson 14 on looking ahead = 1
Probe 3b: Which topics would you not find useful? Alllesson topics are useful =8
Lesson 6 on talking about autism and social support=1
Lesson § on strategies for working with child = 1
Lesson 11 on helping child make friends and interact with others =2
Lesson 12 on challenging behavior is communication =3
Lesson 13 on making challenging behaviors less likely and responding =1
Probe 3¢: What other topics do you think would be useful to caring for your |~ None mentioned =6
child with autism or other developmental issues? Working with siblings of children with autism =2

Support systems and groups for families =2

Diets for children with autism =1
Sign language=1
How to work with children in public=1

Probe 3d: Would you like any of these lessons combined? No=3

Lessons 4 &5 on how to be an effective advocate & advocacy in the school system =2
Probe 3e: Some of the lesson examples are very American or Latino (e.g. Yes=10
‘making tacos together), should we change those to be Navajo? Réep aoiie exaiiplesias i and adét cihars =1
No input provided =4
Probe 3f: How much of the Navajo/Diné language would be helpful to Would like Navajo/Diné language to be included =11

include in the lessons? Would like audio recordings/videos to be in the Navajo/Diné language =

Include both English and Navajo/Diné languag

Maybe include the Navajo/Diné languag

Noinput provided =1

Question 4 (Timing): Each Parents taking action lesson takes about an hour.  Weekly=9
Probe 4a: How often would you prefer to have lessons (e, weekly; tice Per | Fyery other wek=2

week, every other week
eek, every other week) Twice per week=2

Everyday=1
Noinput provided =1
Probe 4b: Is there a time of the day or week that would work best for youto  Morning=7
receive the lessons? AReiooass
Evening=4
Weekdays=10
Weekends =2
Question 5 (Where/setting): Parents taking action is typically deliveredin  Virtual delivery preferred =14

your home or through video conferencing, since the COVID-19 pandemic. 1y person and virtual delivery preferred=1

Which would you prefer? Probe 5: Why o why not?

Probe 5b: What other settings would you prefer? Office o conference room =2
Outdoors, community; or school =4
In person or at home =4
Telephone=2
None=2

This table shows all the parent interview questions and directed probes along with a magnitude coding summary.
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ism description in English

Autism description in Diné Bizaad

Autism Spectrum Disorder (ASD) i a diagnosis used to describe 2 categories of issues, usually
present before the age of 3. When a child displays diffcultis in both of those categories, we
refer ot as autism,

1) Difficulty with typical social communication: This can impact the way in which
individuals interact with others, communicate,behave, and leam (1anguage, converstion,
eye contact or making friends).

2) Repetitve behaviors or sensory issues: People with Autism often engage in repeitive
activites, do not like changes o ther environment or daily routines, and wsual
responses to sensory experiences (things ke lining up toys rather than playing with
them, examining objects from unusual angles, self-stimulatory behaviors, sensory averse:
or secking behaviors)

This tabl displays the adaptation of the description of autism forthe Diné PTA program material in the English and the Diné languages according t

social communication and behavior.

Autism Spectrum Disorder béé azee ifni nidaahaas kas
béchozin. Alchi

égo naaki al'sa” ivéego
yazhi 6466 4" bi'nahi'i bil honcesz (P 44HIgI" bééhoziid. D na’ haasig

binaaji, Autism’ béé wooj.

Diné lah yiich'j yaat'igo bi'naan’laah: Akondi dii binaaji diné lah yiich'
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Dimension Definition

Language ‘The language in which the intervention is developed, available, and delivered.
Persons ‘The patient and provider characteristics and their dynamic that makes up the therapy relationship.
Metaphors Symbols and concepts shared by the target population.

Content Cultural knowledge including values, costumes, and traditions.

Concepts Treatment concepts consonant with culture and context.

Goals ‘The goals of treatment are culturally appropriate and developed jointly by the client and therapist.
Methods ‘The procedures for achieving treatment goals.

Context Impact of context on participants (e.g., acculturative stress) and multiple contexts during the intervention.

This table displays each of the eight ecological validity framework dimensions along with a brief definition of each.
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Lesson number and title

1. Introduction and learning about our children
Understanding the autism spectrum and your childs needs
‘What works to address the symptoms of autism?

How to be an effective advocate

Advocacy in the school system

Talking about autism to others and social support
Reducing stress and signs of depression

Overview of strategies for working with your child

Play together,learn together

1

Creating everyday opportunities to encourage communication

Helping your child make friends and interact with others
12. Challenging behavior is communication

1

Making challenging behaviors less likely and responding appropriately
14. Looking ahead

This table shows the ties of the 14 original parents taking action program lessons. These
itles were shown to parent participants during the interview component of this study.
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