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A B S T R A C T

Autistic children are more likely to experience challenges with emotion regulation, which affect 
their academic, social, and other developmental outcomes. Emerging manualized programs have 
begun to address this gap, including Regulating Together (RT), a group-based outpatient inter
vention that incorporates concurrent caregiver training. This qualitative study explored care
givers’ perceptions and experiences with the RT intervention. Semi-structured interviews were 
conducted with twelve caregivers of autistic children following program completion within a 
randomized controlled trial. Thematic analysis identified six overarching themes: (1) recognizing 
early signs and building child regulation skills, (2) caregivers’ experiences of program value, 
structure, and application, (3) caregivers’ growth as self-regulated learners and supportive 
coaches, (4) the power of communal learning and growth, (5) creating inclusive spaces through 
diverse voices, and (6) ecological barriers that impeded practice and participation. Caregivers 
described benefits of participating in RT and reported positive outcomes for both themselves and 
their children. Overall, the RT model shows nuanced dyadic child and caregiver learning and 
growth in addressing emotion dysregulation in autistic children and offers a potentially inclusive 
model for supporting families. Findings also signify how ecological challenges shaped partici
pation and implementation, highlighting the need for future manualized interventions to account 
for contextual factors in program design and delivery.
Trial registration: Trial registration took place through ClinicalTrials.gov (NCT05803369)

Emotion dysregulation (ED) refers to challenges in managing one’s emotional experience and expression in ways that are both 
flexible and contextually appropriate (Eisenberg & Spinrad, 2004). ED is recognized as a transdiagnostic element that contributes to 
various forms of developmental and psychiatric disabilities and is associated with behavioral and emotional difficulties (Thompson, 
2019). These difficulties often manifest as increased rates of anxiety, depression, aggression, self-injury, meltdowns, and irritability 
(Mazefsky et al., 2013; Pouw et al., 2013; Rieffe et al., 2011; Samson et al., 2015; Ting & Weiss, 2017; White et al., 2014).
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Autistic children demonstrate significantly higher rates of ED than peers in the general population (Conner et al., 2021), with more 
than 60% of young autistic individuals exhibiting dysregulated emotional behaviors (Lecavalier et al., 2006). Autistic individuals who 
experience ED face a significantly broader range of adverse outcomes compared to their peers without ED, including higher rates of 
multiple psychiatric diagnoses, greater reliance on psychotropic medications, increased hospitalizations, elevated suicidal ideation, 
school-based disciplinary actions, social isolation, and difficulties transitioning to college or employment (Cai et al., 2018; Conner 
et al., 2020; Goldsmith & Kelley, 2018; Mazefsky & White, 2014; Mazefsky et al., 2013; Nader-Grosbois & Mazzone, 2014; Samson 
et al., 2015). The presence of these co-occurring conditions can significantly reduce quality of life and contribute to poor functional, 
social, and academic outcomes (Cai et al., 2018; Mazefsky et al., 2013; Reyes et al., 2022; Scarpa & Reyes, 2011). Early intervention for 
ED in young autistic children is especially critical, as it can help prevent the development of more serious challenges later in life, such 
as co-occurring psychiatric diagnoses, self-injury, and hospitalizations (Leigh & Du, 2015; Righi et al., 2018; Siegel, 2018). To address 
these needs, recent research has contributed to a growing understanding of how autistic youth experience ED, reflecting ongoing 
progress in this area; however, efforts to effectively address their needs remain in development (Beck et al., 2020; McDonald et al., 
2024; de Pablo et al., 2023).

Promising approaches such as cognitive-behavioral therapy (CBT), mindfulness-based strategies, and dialectical behavior therapy 
(DBT), which have demonstrated efficacy outside of autism spectrum disorder (ASD), have also been effective in supporting emotion 
regulation in autistic individuals with appropriate modifications (Attwood, 2004; Beck et al., 2020; Conner & White, 2018; Sofronoff 
et al., 2007). Additionally, teaching emotion regulation skills are often incorporated as components of broader therapeutic or inter
vention programs (Beck, Conner et al., 2020; Beck, Greco et al., 2020). However, manualized interventions explicitly targeting ED in 
ASD are still emerging with several promising programs across various formats and age groups: Emotional Awareness and Skills 
Enhancement (EASE, ages 12–25; Conner et al., 2019) and EASE-Teams (ages 7–25; Beck et al., 2022) both individual therapy, the 
Stress and Anger Management Plan (STAMP; Factor et al., 2019) for ages 4–7 in group therapy, and Secret Agent Society: Operation 
Regulation (SAS:OR; Weiss et al., 2018) for ages 8–12 in individual therapy.

To address the substantial gap in accessible and effective interventions for ED among school-aged autistic youth (with an IQ of 65 or 
higher), Regulating Together (RT) was developed as an intensive, group-based outpatient program for autistic children aged 8–12 
(McKinney et al., 2025; Shaffer et al., 2019; Shaffer et al., 2022). The program engages autistic children and their caregivers, 
incorporating evidence-based approaches such as CBT, visual supports, reinforcement systems, scaffolding, and mindfulness- and 
acceptance-based strategies (Wong et al., 2015). The program’s group format is particularly valuable as it helps children normalize 
emotional challenges, enhances engagement and learning through peer interaction, and maximizes the use of available resources by 
serving multiple children at once (Gill et al., 2018). As such, the group-based RT format offers a promising approach to addressing the 
ongoing need for ED interventions developed for a broad range of autistic children, including those with mild intellectual disabilities, 
while also providing structural support for caregivers. Findings from earlier development stages support the intervention’s initial 
efficacy, feasibility, and acceptability with significantly reduced hospitalization rates 12 months post-intervention compared to 
pre-intervention levels (Shaffer et al., 2019; Shaffer et al., 2022).

Although research on these interventions has grown substantially, designing and implementing effective interventions for autistic 
youth and their families can be complex, due to a variety of factors. First, autistic individuals exhibit a broad spectrum of variability in 
strengths and needs, with significantly diverse profiles in intellectual functioning, social interaction, communication, and behavior 
(Lord et al., 2022). This variability creates additional challenges in effectively addressing individuals’ diverse needs. Moreover, 
intervention and support priorities can evolve over time with developmental changes, requiring additional flexibility and ongoing 

Fig. 1. Central themes of Regulating Together.
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adjustment (Lai et al., 2020).
Generalizing learned skills across different environments such as home, schools, and community also presents a challenge. This 

challenge necessitates substantial practice with support, particularly in the different natural settings for skill maintenance from the 
outset of autism interventions (Neely et al., 2016). For example, ED difficulties often arise in social contexts requiring ongoing, 
real-time support and reinforcement beyond therapeutic settings.

However, complexity is added to implementation of interventions when they must be adapted to align with each family’s unique 
cultural context. A family's cultural background plays a significant role in shaping their understanding and acceptance of autism, which 
directly impacts how interventions are received, implemented, and sustained within their family and community. Cultural factors 
including community norms (e.g., social meaning of emotion and its expressions; Hareli et al., 2015), religious beliefs, and societal 
stigma (Burkett et al., 2017) contribute to the degree to which intervention efforts are successful (DuBay et al., 2018; Lee et al., 2025). 
In addition, family culture also often has to adapt in order for interventions to be incorporated successfully. This may require shifts in 
family schedules, habits, or routines (Carr & Lord, 2016). To increase the likelihood of meeting intervention goals, actively engaging 
caregivers in intervention efforts is a promising strategy Fig. 1.

A key strategy for addressing challenges in autism intervention is to include primary caregivers as active participants in inter
vention programs. Caregiver involvement is widely recognized as critical in children's mental health services (Nock & Ferriter, 2005). 
Substantial family support and involvement become even more important in the context of autism because autistic youth may have 
difficulty generalizing newly learned skills in different settings and benefit from repeated practice as well as sustained support. Given 
these challenges and the need for consistent support across environments, family involvement becomes essential to optimize outcomes 
and long-term success. Caregivers spend the most time with their children, which means they can play a critical role in promoting the 
generalization of skills across a wide range of natural environments by modeling, prompting, and reinforcing use of skills (Kang et al., 
2024). This is particularly important given the continuing shortage of specialized professionals (McBain et al., 2020), persistent autism 
service disparities and barriers (such as travel, cost, and time constraints), and unmet needs among marginalized communities (Burkett 
et al., 2015; McBain et al., 2020; Sapiets et al., 2021). When caregivers are engaged as active participants in intervention efforts, they 
become empowered and not only enhance their knowledge and skills (Amsbary et al., 2021; Baranek et al., 2015; Jurek et al., 2023; 
Kasari et al., 2010; Pajareya & Nopmaneejumruslers, 2012), but also develop confidence, reduce stress, and improve their overall 
mental well-being (Ge et al., 2022; MacKenzie & Eack, 2022; Manohar et al., 2019). The literature demonstrates that successful 
caregiver mediated interventions are best facilitated by strong collaborative relationships between the therapist and caregivers 
(Amsbary et al., 2021; Carr & Lord, 2016; De Korte et al., 2022; Jurek et al., 2023; Leadbitter et al., 2020; Ong et al., 2021). In 
caregiver-mediated interventions designed for autistic children, caregivers also reported a range of positive outcomes, such as 
enhanced advocacy and empowerment, stronger familial relationships, improved well-being for both parents and children, and greater 
understanding of ASD as key benefits (Amsbary et al., 2021; Carr & Lord, 2016; De Korte et al., 2022; Divan et al., 2015; Jurek et al., 
2023; Leadbitter et al., 2020; Ong et al., 2021). Within group-based interventions, caregivers valued the opportunity to connect with 
other caregivers and reported providing and receiving peer support as an important benefit (Jurek et al., 2023).

Despite the significance and benefits, engaging caregivers in interventions often presents real-world challenges. Caregivers report 
competing priorities such as other children, extracurricular activities, work, and commuting to the therapy site as barriers to 
participating in interventions (Amsbary et al., 2021; Carr & Lord, 2016; De Korte et al., 2022; Jurek et al., 2023; Leadbitter et al., 2020; 
Ong et al., 2021). Additional barriers to interventions can include cultural norms toward professionals as well as perceptions of 
neurodivergence, limited resources or access, and tensions between individualistic versus collectivist cultures (Divan et al., 2015; Ong 
et al., 2021).

Caregivers navigate practical challenges, but they are also uniquely positioned to help identify and implement innovative solutions. 
As key stakeholders in intervention delivery, caregivers can provide feedback based on their firsthand experience as both users and 
facilitators of the intervention. Thus, caregivers are poised to identify challenges, suggest potential solutions, and determine the 
acceptability of newly introduced interventions (Alicia et al., 2019). With growing recognition of the importance of community-based 
research grounded in real-world outcomes, stakeholder involvement has gained significant attention (Beck et al., 2022; Kang et al., 
2023; Maciver et al., 2021; O'Cathain et al., 2019; Walton et al., 2024). Despite continuous efforts in healthcare and interventions that 
have been demonstrated to be effective, there remains a persistent gap between the development of knowledge and its application in 
healthcare practice (Aarons et al., 2014; Committee on Quality of Health Care in America, 2001; Proctor et al., 2009). Within the 
autism community, research priorities identified by stakeholders tend to focus on applied research aimed at improving the real-life 
experiences of individuals (Roche et al., 2021). As previously noted, caregivers and clinicians often face significant challenges in 
implementing new treatments in real-world settings, frequently due to a mismatch between research-validated interventions and the 
characteristics of providers or service environments (Dingfelder & Mandell, 2011). Therefore, actively engaging caregivers as key 
stakeholders is essential in the process of designing and refining caregiver-assisted autism interventions that are both feasible and 
meaningful.

Our study aimed to capture the experiences and perspectives of caregivers involved in the implementation of Regulating Together 
(RT), a group-based, caregiver-assisted intervention for autistic youth who experience ED challenges. While we have previously 
gathered caregiver input iteratively throughout the development process of RT (Jones et al., 2022), this is the first time we are pre
senting an in-depth account of caregiver experiences in the context of a randomized controlled trial (RCT), to facilitate future im
provements of the program, through a deeper understanding of how this intervention is experienced, interpreted, and implemented. By 
examining caregivers’ shared lived experiences, we aimed to understand the perceived benefits and burdens of the intervention, 
generating insights to inform ongoing program optimization. By including qualitative interviews, we sought to examine aspects of the 
intervention that could not be fully understood through quantitative data alone, including the program aspects caregivers viewed as 
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most meaningful or useful. These findings will inform future refinement, implementation, and evaluation of the program. This effort 
was part of a larger study registered on ClinicalTrials.gov (NCT05803369), which aimed to evaluate both the short-term and long-term 
efficacy of the RT program on ED and related outcomes (McKinney et al., 2025).

1. Methods

1.1. Study design

The current study presents a thematic analysis (Braun & Clarke, 2006) of qualitative interviews conducted with participants after 
they completed the RT program, to gain a deeper understanding of caregiver experiences therein. The study aimed to explore care
givers’ perspectives, while identifying recurring patterns in families’ participation in RT, including perceived benefits, barriers to 
engagement and implementation, cultural fit, and suggestions for improvement. This approach allowed us to identify shared program 
aspects that were important across families and could inform future refinement and implementation of the program.

1.2. Study setting and procedures

This qualitative study was conducted alongside a larger randomized controlled trial (RCT) evaluating RT, an intensive outpatient 
group intervention designed to improve ED in autistic children ages 8–12 years old, to provide an in-depth understanding of partic
ipants’ experiences. The program was implemented at a children’s hospital medical center in a moderately large Midwestern city. The 
study received approval from the Cincinnati Children’s Hospital Medical Center (CCHMC) Institutional Review Board (IRB00000231). 
Informed consent and assent was obtained from caregivers and their children at the beginning of the larger study (McKinney et al., 
2025).

For the purposes of the clinical trial, all caregivers and children participated in five-weeks of bi-weekly RT intervention with 
caregiver and youth, in addition to a single-family session one-on-one with a group therapist. Sessions were conducted concurrently for 
children and caregivers. The manualized child curriculum focused on teaching CBT and mindfulness-based strategies, emphasizing 

Table 1 
Summary of participant characteristics.

Demographics n (%)

Caregiver Characteristics ​
Education ​
Some High School 0 (0%)
High School or GED 0 (0%)
Some College or Associate’s Degree 7 (58.3)
Bachelor’s Degree 2 (16.7)
Advanced Degree 3 (25.0%)
Household Income ​
Less than $20,000 1 (8.3%)
$20,001–40,000 2 (16.7%)
$40,001–60,000 2 (16.7%)
$60,001–90,000 1 (8.3%)
More than $90,000 6 (50.0%)
Family Structure ​
Single Caregiver 2 (16.7%)
Two Caregivers 10 (83.3%)
Sex ​
Female 10 (83.3%)
Male 2 (16.7%)
Age (M, SD) 41.93 (7.07)
31–40 5 (41.7%)
41–50 6 (50%)
51–60 1(8.3%)
Child Characteristics ​
EDI Reactivity Theta (M, SD) 0.21 (0.53)
IQ (M, SD) 98.17 (15.99)
Vineland Adaptive Behavior Composite (M, SD) 73.75 (7.71)
Race ​
White 6 (50%)
African American, Afro-Caribbean, or African 4 (33.3%)
More than One Race, or Other Race 2 (16.7%)
Ethnicity ​
Non-Hispanic 12 (100%)
Sex ​
Female 1 (8.3%)
Male 11 (91.7%)
Age (M, SD) 11.13 (1.38)
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repeated practice and skill reinforcement. Each session included a review of previously learned material, relaxation exercises, didactic 
instruction, interactive activities to strengthen learning, and homework assignments. The caregiver curriculum followed a similar 
structure but also incorporated parent management training strategies. At the conclusion of the five-week program, each family 
participated in an individualized virtual consultation with both the child and caregiver. This session focused on treatment planning 
and identifying strategies for maintaining and generalizing skills at home.

After the consultation, all caregivers were invited to complete a 30–40 min, virtual interview; these were conducted by either the 
caregiver- or child-group facilitator known to the family. The semi-structured interviews were facilitated by licensed psychologists or 
licensed clinical social workers with 2–15 years of clinical experience and training in qualitative inquiry. Virtual interviews were 
conducted with caregivers between November 2022 and May 2023, via a secure online videoconferencing platform and families were 
compensated for their time. All audio files were recorded and transcribed securely. Each participant was assigned a unique ID number 
for data management and analysis. All transcripts were de-identified, and any potentially identifying information was redacted. 
Qualitative data collection for this specific study was discontinued after the first two randomized groups of RT for the larger study, 
because the dataset was considered sufficiently in-depth, relevant, and information-rich to address the study's aims, guided by in
formation power approach (Malterud et al., 2016).

Data analyses were conducted by a non-autistic research team of White, Latino, and Asian women with master’s- or doctoral-level 
training in psychology, nursing, and social work, and 5–30 years of experience in autism diagnosis and intervention. A former 
caregiver who had previously participated in the RT program, who was not part of the current RCT, served as a family consultant, 
providing stakeholder feedback on the clarity, relevance, and practical resonance of the developing themes. Using an open-ended 
interview guide (see Supplemental Material, Table S2), we explored caregivers’ experiences with RT, including child and family 
participation, the cultural fit of RT, and suggestions for improving the intervention.

1.3. Participants

Participants were caregivers of children aged 8–12 years with a confirmed DSM-5 diagnosis of ASD, a Full-Scale IQ of 65 or higher, 
and clinically elevated ED (EDI-R ≥ 6; Mazefsky et al., 2018). Both the child and caregivers were required to be fluent in spoken 
English, and the child had to demonstrate functional communication skills, as indicated by Module 3 of the ADOS-2 to meet eligibility 
criteria. Participants were recruited through hospital-wide flyers, schools, and referrals from clinicians.

Caregiver participants completed demographic questionnaires including their gender, race or ethnicity, age, education, employ
ment, number of parents in the home, and income. Table 1 presents the characteristics of participants. The interview participants 
consisted of 12 caregivers of autistic children, primarily female (83.3%) and non-Hispanic. Most participants were between 41 and 50 
years old (50.0%), followed by 31–40 years old (41.7%), and 51–60 years old (8.3%). The majority of caregivers (58.3%) had 
completed some college or an associate degree, while 41.7% held a bachelor’s or advanced degree. Half of the caregivers reported 
annual household incomes above $90,000, and most families (83.3%) consisted of two caregivers. The children were predominantly 
male (91.7%) and non-Hispanic, with a mean age of 11.13 years (SD = 1.38). Half of the children were White, 33.3% were African 
American or Afro-Caribbean, and 16.7% identified as more than one or another race. The mean IQ was 98.17 (SD = 15.99), the 
Vineland Adaptive Behavior Composite averaged 73.75 (SD = 7.71), and the mean EDI Reactivity Theta score was 0.21 (SD = 0.53).

1.4. Data analysis

Individual interviews were audio recorded and transcribed verbatim. Interview transcripts were analyzed using thematic analysis 
with NVivo (QSR International, 2017), following Braun and Clarke (2006). Data analysis was conducted by SK, KB, SS, JR, and RS 
through multiple stages of data review, coding, and refinement. The team followed an iterative process of reviewing the data, 
generating initial codes, identifying and abstracting recurring patterns to develop overarching themes with subthemes across par
ticipants, and refining those themes through ongoing discussion, which involved consolidating thematic patterns and examining the 
salient concepts represented in each theme. The team read the transcripts to become familiar with the full dataset of 12 interview 
transcripts, and generated initial codes by identifying and naming meaningful excerpts of text. We compared codes within and across 
transcripts, then refined the codes, examined relationships among them, and identified recurring patterns of shared meaning across 
participants. Codes that shared meaning were grouped together to develop initial themes. These themes were then reviewed in relation 
to both the coded excerpts and the full transcripts and were further refined through ongoing team discussions. Final themes were 
reviewed and refined by SK, SS, JR, and RS to strengthen interpretive insight through analytic discussions.

2. Results

The analysis identified six main themes: (1) Recognizing Early Signs and Building Child Regulation Skills; (2) Program Value: The 
Empowerment of Actionable Tools and Shared Language; (3) Caregivers’ Growth as Self-Regulated Learners and Supportive Coaches; 
(4) The Power of Communal Learning and Growth; (5) Creating Inclusive Spaces Through Diverse Voices; and (6) Ecological Barriers 
Impeding Practice and Participation. The sixth theme included three subthemes, which were used to capture patterned meanings 
within the theme across participants’ accounts.
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2.1. Recognizing early signs and building child regulation skills

Caregivers emphasized the importance of their autistic children recognizing their emotional triggers and signs of escalation. After 
children began to recognize these early signs, learned tools, such as numerical rating systems, helped them communicate their 
emotional state more clearly. This was described as an essential foundation for skill building, because children first needed to identify 
their emotional state before other regulation strategies (e.g., relaxation strategies) could be applied. This allowed children to anticipate 
when they were becoming upset and to apply strategies earlier, rather than waiting until they were escalated. This process included 
learning to notice internal states and label emotions more clearly. Across accounts, caregivers highlighted children’s increasing ability 
to recognize their internal states, identify triggers, and articulate these moments as one of the most valuable outcomes. 

So him just being able to be more self-aware and then feeling when he's getting to those higher numbers [getting upset or 
escalated] and then also knowing what to do when he's getting to [lower] numbers —was the most helpful I think.

I feel like he's starting to learn his triggers, …which is a huge thing because if he recognizes his trigger, he can calm down earlier.

Building on this awareness of emotions, caregivers observed clear gains in children’s self-regulation skills. Children applied 
calming strategies such as deep breathing or relaxation exercises more independently and were able to assess problems proportionally. 
Children were able to recall and use ideas from the sessions at home and were noted to spontaneously reference and apply concepts 
outside of the sessions, suggesting transfer of some skills across environments. In addition, children demonstrated greater receptivity to 
being coached by parents to practice and utilize strategies learned in the group.

Beyond using strategies themselves, caregivers further noted that their autistic children showed excitement about learning new 
skills and demonstrated their understanding by modeling and teaching regulation strategies to others, including siblings, peers, and 
caregivers. These accounts suggest that children’s skill gains were evident not only in their use of new strategies, but also in their 
willingness to actively share and teach these skills to others. 

I think he has taken it in. He’s still processing what he’s learned… When I remind him of a strategy we can use, I find that he’s 
much more receptive to trying it.

He’s teaching his siblings, and he even talked about it to people at school.

2.2. Program value: the empowerment of actionable tools and shared language

Caregivers described the program as educational and empowering because it helped them better understand their children’s 
emotion regulation needs and provided practical strategies they could use in everyday situations. They found the materials and 
strategies both valuable and manageable, while also feeling confident and empowered to implement the program with their child. 
Given the limited resources for addressing ED in autism, caregivers viewed RT as a useful and accessible tool for understanding their 
child’s specific regulation needs and responding more effectively. 

Thank you for teaching us. You've opened our minds to more knowledge about our kids which is always helpful as we were 
trying to parent and help them become …the most successful they can be in life.

I’ve read a lot of books… it normally gets very technical and dry… but I feel like this is really distilled down into some simple 
principles that you can really apply to just everyday life.

Caregivers valued the shared emotional language introduced through the program, which helped them support and reinforce 
emotion regulation strategies at home. Using this common terminology, caregivers modeled how to rate emotions with tools such as 
the five-point scale and demonstrated relaxation strategies, prompting children to apply techniques such as breathing. Having this 
shared language appeared to strengthen caregiver coaching by helping children use and repeatedly reinforce these strategies. 

I think learning how and when to use those and not just waiting until there's a problem, say “breathe,” … like practice it so that it 
kind of becomes a reflex… I guess the vocabulary… the words to use the terminology for the strategies.

Caregivers also viewed the design and structure of the program as effective, appropriate, and manageable. Specifically, they valued 
the sequencing of the curriculum, with step-by-step scaffolding that made the material easier to understand, retain, and reinforce. The 
lessons built logically on one another, with each new concept reinforcing skills caregivers had previously learned. This sequential 
structure appeared to support caregiver learning by providing repetition and opportunities for continued review. 

I like that things built off of each other, like learning the scale first and then moving on to flexibility and then big problem, little 
problem. … I liked the flow of information because it was all building upon the things that came before it. So it’s in essence 
giving like even a refresher of what we’ve learned.

Caregivers described the interactive and application-focused approach as flexible and beneficial. The structure and content of the 
program allowed caregivers to discuss their experiences and consider how strategies could be adapted to their child’s specific chal
lenges. By making connections between course material and individual experiences, caregivers engaged in shared problem-solving and 
developed practical strategies for real-life situations. The collaborative and personalized nature of the program helped caregivers 
translate what they learned into strategies that supported their child’s skill development. 
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One of the things I really liked about Regulating Together is, we would talk about a topic and go around talking about what was 
difficult for our specific child. And how we could work on that and like what our plan was to manage it. So it wasn't just ‘I'm 
gonna teach you, take notes, go home and use this.’

2.3. Caregiver’s growth as self-regulated learners and supportive coaches

Caregivers shared their surprise and delight at their own growth and learning alongside their children, identifying themselves as co- 
learners and coaches. Caregivers realized the importance of their own emotion regulation during the process of learning how to 
support their child’s emotion regulation. Caregivers gained insights into their own triggers, and this awareness contributed to better 
preparedness for situations with their children. When their child’s emotions escalated quickly, caregivers recognized the need to calm 
themselves in order to respond effectively. Although the program was designed to teach strategies for their children, it appeared that 
many caregivers personally benefited by applying the same skills when managing their own emotions. 

I think the group helped me just as much as it helped [Child Name]. So if [Child Name]’s having a problem or if he’s quickly 
going from a 2 to a 3 up to a 5 anywhere in that area, if I calm myself, I can better handle the situation.

If he goes up to three or four or five [levels of emotions], it can trigger me, and then I have to regulate my emotions to be able to 
help him.

Caregivers also shared that the program increased their knowledge, competency, and responsiveness to their children’s needs. 
Through learning alongside their children, caregivers became more aware of their child emotion regulation difficulties and behavior, 
learned the strategies being taught, and developed skills to apply in daily life. Rather than remaining observers, caregivers became 
active participants and co-learners, which increased their confidence in providing informed coaching. 

I could… completely coach him through… [The therapist said,] ‘You're gonna learn exactly what your kids are learning.’ And I 
thought that was really very informative. I really liked that part of it.

These accounts suggest that caregivers valued the program for supporting their own growth alongside their children’s, including 
increased self-awareness, strengthened use of emotion regulation strategies, and enhanced confidence in supporting their child’s 
emotion regulation.

2.4. The power of communal learning and growth

Caregivers identified the communal learning format as a powerful vessel for community-building and learning through connection, 
for both adults and children. Children benefited from the group setting, showing increased engagement and positive involvement in 
the program. The group format created an enriched learning environment in which children could learn through structured practice 
with peers. The group setting also created a social environment in which children could engage with peers and practice skills in ways 
that may not have been possible in an individual setting. 

I liked the group setting for her…she took in a lot more than she would have in an individual setting.

Caregivers described the group as a supportive relational space in which shared experience fostered both emotional validation and 
peer learning. In the group setting, caregivers described feeling supported and connected through shared experiences with other 
parents who faced similar challenges, serving to reduce feelings of isolation as caregivers navigated similar challenges. Caregivers 
described how the group fostered emotional relief by helping them recognize that they were not alone in their struggles, validating 
their experiences while creating a safe space for open disclosure. Within this safe environment, openness to others’ experiences and 
willingness to be vulnerable seemed to strengthen trust, empathy, and mutual understanding. 

It was helpful to have that built-in, to know you're not alone. This is your life. It's not easy, but you're not alone.

Like everyone was, you know, pretty open and honest and vulnerable. And I think that helps, you know, having that because you 
feel like you are in a safe space. And no one's gonna judge you because our kids do the same thing.

Although educational content and facilitator guidance supported learning, caregivers emphasized that peer interactions also played 
an important role in their learning. Caregivers learned together by sharing personal experiences, exchanging information, and dis
cussing their challenges. These discussions helped them make sense of their situations collectively, compare strategies used by others, 
and develop a deeper understanding of the content through learning from others’ lived experiences. Alongside the emotional safety, 
participants also described practical peer exchange, with one caregiver noting that “Everybody gave each other recommendations and 
supported each other.” These accounts show that the group functioned as a space of shared understanding in which caregivers felt both 
emotionally validated and received practical support from others with similar lived experience. The group environment appeared to 
naturally evolve into a community of mutual support, empathy, and understanding where caregiver felt safe to share, connect, and 
learn from one another. Collectively, these findings suggest that the group format offered additional value for both children and 
caregivers, supporting learning while fostering connection, shared experience, and mutual support.
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2.5. Creating inclusive spaces through diverse voices

Participants viewed the program as inclusive and respectful of diverse perspectives. They described the diversity of both partici
pants and facilitators as playing an important role in establishing an inclusive environment in which families felt respected and 
connected. Caregivers noted the diverse composition of the group and appreciated the group’s efforts to promote inclusivity and 
acceptance. Participants appreciated that the group included individuals from varied racial, cultural, and family backgrounds, which 
contributed meaningfully to their overall experience. The group comprised mothers, fathers, grandparents, and other primary or 
secondary caregivers who differed in family structures, religious beliefs, and levels of familiarity with autism. This diversity in both the 
facilitators and the participants enriched discussions, allowed participants to learn from others’ perspectives, and promoted under
standing and empathy among families navigating similar challenges within different family contexts. Diversity within the group was 
meaningful for all families because it enriched discussion and broadened perspectives, while racial representation appeared especially 
important for families of color by enhancing comfort, connection, and a sense of recognition. 

I was happy to see that there was another person of color and also someone with a daughter, since girls and also black males are 
the least likely to be given the right diagnosis of autism. It's kind of like what happened with us.

I think it was very respectful. You mentioned families of any shape, size, or makeup, you were there to support everybody, 
which I think is wonderful.

Participants further emphasized the importance of the facilitator’s role in maintaining inclusivity. Facilitators were described as 
maintaining a clear structure for learning while keeping the group environment accessible and comfortable. Facilitator’s genuine 
understanding of their experiences appeared to foster a sense of psychological safety, which made caregivers more willing to share 
openly. In this way, the facilitator’s inclusive and nonjudgmental approach was perceived as key to creating an environment where 
everyone, regardless of background or family structure, felt respected and supported. These experiences suggest that diversity in group 
makeup, by itself, did not make the group feel inclusive. Instead, facilitators played an important role in creating an environment 
where participants felt seen, safe, and included. 

The leader really got it. You could tell she understood what we were going through. It made it easier to open up.

2.6. Ecological barriers impeding practice and participation

Caregivers identified a number of barriers to participation and full immersion in the program, including family routines, cultural 
beliefs, and intersystem mismatches, which affected participation, engagement and application of new skills. Thus, they suggested 
several alterations that could help address these barriers.

2.6.1. Timing barriers to participation and engagement
Caregivers described several timing-related challenges that affected their ability to attend and engage in the intensive evening 

sessions. Multiple caregivers reported scheduling difficulties such as having to leave work early, pick kids up from school, or feeling 
rushed. Furthermore, school activities, family events, and competing responsibilities further complicated the logistical challenges with 
participation. Their participation was influenced not only by motivation, but also by the practical demands of daily family life. Some 
caregivers suggested that offering the program on weekends or including virtual options could improve accessibility. Children were 
often tired or resistant after a long school day, particularly when medication had worn off. One caregiver explained that her child 
exerted significant effort to regulate himself at school, which required substantial internal energy and left him exhausted by the time he 
returned home, making it difficult to bring him to the evening sessions. 

It’s hard for him to keep it together at school, and it requires so much energy. When I pick him up, he’s just wiped out. And I 
think sometimes we would see resistance where he’s like, ‘I don’t want to go to group,’ and a lot of it’s because he was just tired.

Timing, I think it was like right at spring break or right after, but you know it’s the end of the school year and tons of things are 
going on.

2.6.2. Barriers from cultural perceptions or preconceived biases toward autism intervention
Caregivers shared that cultural stigma and historical mistrust of medical systems created additional barriers. Caregivers reported 

challenges related to autism awareness within their own communities. Within some communities, autism was viewed as a problem to 
be “fixed,” as a topic not to be discussed, or a condition that would “improve” naturally without intervention. These appeared to delay 
seeking services and impede openness to participation. In particular, African American caregivers explained that they face additional 
burdens when advocating for their autistic children to prevent them from being perceived as defiant or dangerous. As one caregiver 
stated, “[They’re] quick to label him a problem.” These accounts suggest that cultural stigma, mistrust of medical systems, and racial 
biases make sustained engagement in treatment more difficult. 

There aren’t as many Black families that would go through the whole thing. It comes from a culture of ‘you don’t talk about that 
type of stuff,’ or you just say they’re a little special and don’t get treatment for it.
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I have to advocate for him so hard, because if not, they're gonna be quick to label, label him a problem, and that's what I don't 
want and that's just the thing that inevitable, when it comes to Black boys. So that's another thing when it comes to the whole 
culture aspect of this whole situation with the dysregulation.

2.6.3. Cross-system collaboration for consistent support in school settings
Participants emphasized the importance of strengthening collaboration between educational and medical systems to enhance 

support for autistic children and promote greater consistency in responses to ED. Because children did not always receive rein
forcement of the skills introduced in the program within school settings, caregivers emphasized the importance of stronger partner
ships between hospitals and schools. The greater collaboration could facilitate the exchange of professional expertise and promote 
more effective interdisciplinary collaboration among professionals. Caregivers suggested the need for universal emotion regulation 
curriculum in schools, designed to foster understanding and inclusion among all students, rather than solely for their children. Several 
participants noted that increasing awareness of available programs, such as those addressing emotion dysregulation, would facilitate 
more timely support and intervention. Poor coordination across systems contributed to inconsistent support across settings, which in 
turn limited children’s ability to learn and generalize the skills learned in the intervention. 

It would be good if it was part of their [school] curriculum… not just for autistic kids but for all children to understand 
emotional regulation.

There’s a disconnect between the schools and the medical professions with autism. If they worked more together, I don’t think 
we’d have so many problems at school.

3. Discussion

This study presents caregiver experiences with RT, an ED intervention for autistic children. The active involvement of caregivers in 
interventions for children with autism has gained growing recognition and research attention (Conrad et al., 2021; National Autism 
Center, 2015; Nevill et al., 2018; Parsons et al., 2017). As caregivers play an essential role in RT, it is important to understand their 
experiences, especially as it becomes a more widely adopted program. The findings indicated that caregivers and children who 
participated in RT not only developed new skills through the curriculum but also reported positive changes in their communication, 
interactions, and the child’s emotion regulation. The program’s emphasis on a structured, inclusive, and group-based learning 
environment enhanced opportunities for peer learning and social connection for both children and the caregiver. In addition, care
givers were provided with tools to model, reinforce, and facilitate skill generalization, which supported children’s ongoing skill 
development and practice, thereby increasing the ecological authenticity of the program within the family context.

The RT program required intensive caregiver involvement, engaging caregivers in active co-learning alongside their children at an 
intensity comparable to that of the child participants. Thus, caregivers learned the same vocabulary, strategies, and tools that children 
were taught, which is often less emphasized in many other therapeutic models. Our findings suggest that this parallel learning may 
contribute to ecological validity and support the generalization of skills, as caregivers reported opportunities to model, reinforce, and 
extend these strategies in everyday home and community settings while children simultaneously learn from professionals. We believe 
that this approach may have helped caregivers to notice subtle yet meaningful changes and developmental progress in their children, 
which, in turn, appeared to encourage caregivers to provide more consistent coaching and reinforcement of the targeted skills.

The group format in RT fostered social belonging and engagement among autistic children and caregivers. Autistic children 
frequently experience social marginalization (Locke et al., 2010), while their caregivers often face social isolation and loneliness 
(Sipowicz et al., 2022; Vasileiou et al., 2017). Discussions about neurodevelopmental differences are often discouraged or suppressed 
(Serchuk et al., 2021), which can delay access to interventions and foster feelings of isolation among families. Although the program 
was not primarily designed as a support group, the caregiver group provided a collaborative space for shared problem-solving, 
enabling participants to learn from one another through exchanging ideas and experiences. Feeling understood by other caregivers 
provided them with greater social support (Jurek et al., 2023), which enhanced their engagement in the program. This supportive 
environment encouraged them to try new strategies with renewed optimism for positive change, while acknowledging that meaningful 
progress requires sustained effort over time. The literature consistently shows that social support and effective coping skills can 
enhance resilience of caregivers of children with developmental disabilities (Iacob et al., 2020).

Caregivers also highlighted the value of the group-based format for their children, as interaction with same-aged peers with similar 
lived experiences fostered greater engagement and skill acquisition. Caregivers noted progress in their children’s learning that had not 
been evident in previous individual therapy settings, suggesting the potential benefits of structured, autism-specific group in
terventions that incorporate opportunities for social learning where many emotion regulation challenges occur.

In terms of skills, families reported that they observed the greatest improvements in emotion identification over the five weeks 
(Morie et al., 2022). Caregivers noted that their children became increasingly able to recognize their triggers and early signs of difficult 
emotions, which they described as one of the most valuable outcomes. One notable observation from caregiver reports was that as 
children learned to recognize, express, and regulate their emotions, children began to apply these skills to the people around them first 
(i.e., sibling or caregivers). Children frequently attempted to teach or comment on others’ emotional regulation, which appeared to be 
a meaningful component of their own skill development process. Children sometimes appeared overly directive or instructive, often 
discussing emotion regulation strategies or trying to instruct others on their use even when they may not have fully used the skill for 
themselves. This behavior was consistently observed across families, and we believe it represents an important developmental stage in 
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the process of strengthening emotion regulation skills for autistic children.
Caregivers valued the group’s inclusivity and diversity, noting that differences in culture, religion, demographics, and perspectives 

on autism contributed to more meaningful and enriched discussions. For example, one cultural barrier that emerged from African 
American participants was concern for their boys being ‘labeled’ a threat. Due to systemic racial bias, autistic African American/Black 
children (especially boys), are disproportionately disciplined or pathologized for their behaviors, often without a full understanding of 
cultural norms within their communities (Pham & Charles, 2023). Caregivers also noted the facilitators’ acknowledgment of different 
engagement styles and their nonjudgmental recognition of cultural variations in how families interpret autism, which fostered an 
inclusive, respectful environment. These findings highlight the importance of culturally responsive facilitation and understanding 
family contexts in program design, aligning with prior research (Lee et al., 2025).

Caregivers identified several layers of ecological barriers (Bronfenbrenner, 1979) that affected participation and implementation, 
such as child fatigue, complex family dynamics and structures, family-school communications, and varied cultural expectations that 
impeded consistent engagement. This indicates a need for more flexible delivery options with additional accommodations and support 
for certain families (Carr & Lord, 2016). Caregivers reported ongoing systemic barriers in navigating, finding, and accessing appro
priate programs, as well as difficulties with intersystem collaboration (e.g., between schools and hospitals). These issues are consistent 
with previous research highlighting persistent gaps in care coordination across systems (Babalola et al., 2024; Barry et al., 2020). 
Future manualized interventions for school aged children should consider developing resources that are easily accessible to both 
caregivers and school professionals, such as videos, visual materials, and implementation guides, for promoting broader skill gener
alization (Kang et al., 2025).

The RT model demonstrates nuanced, dyadic learning and growth between children and caregivers as they work to address emotion 
dysregulation in autistic children. Ecological challenges also shaped participation and implementation, highlighting the need for 
future manualized interventions to account for contextual factors in program design and delivery. Although these findings are specific 
to the RT program, many of the themes and sub-themes have broader implications for clinicians and service providers aiming to 
enhance caregiver engagement and sustain commitment in interventions for young autistic children. Professionals should remain 
attentive to structural barriers and the importance of facilitating groups in inclusive, culturally responsive ways. Reported barriers 
included logistical and ecological factors, not feasibility or understanding of program content. These findings highlight that successful 
intervention design and implementation in autism must attend to both program content as well as alignment with caregiver’s daily 
realities, acknowledging the practical challenges families may encounter and thus making necessary accommodations available. 
Because few interventions currently target ED in autistic children and applicable resources remain limited in other contexts, caregivers 
appreciated the opportunity to participate despite the program’s intensive and time-demanding nature. Given the complexity of 
developing emotion regulation skills, caregivers recognized the need for continued effort and remained committed to implementing 
strategies beyond the program.

4. Limitations and future directions

Although there are no fixed sample size requirements for qualitative interview studies, our sample may be viewed as modest. 
Nevertheless, we believe the data generated sufficient information power (Malterud et al., 2016) and demonstrated sufficient thematic 
repetition to address the study aims. Our next study will focus on a more diverse participant sample, including families from a range of 
cultural backgrounds, racial and ethnic groups, socioeconomic contexts, and family structures. Because interviews were conducted 
immediately after the RT program ended, it remains unclear how caregivers’ experiences may change over time, particularly once 
regular program support is no longer available. Future follow-up interviews would help to better understand additional challenges that 
may emerge over time. Only caregivers were interviewed, not the children themselves, which limits direct insight into children’s 
perspectives and offers an opportunity for future research (Pickard et al., 2022).
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