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Transcript
Berberi: Welcome to another episode of Full Speed Ahead, the quickest route from research to practice. My name is Tammy Berberi and I’m the Director of Research at the Association on Higher Education and Disability. Today I’m chatting with Drs. Amy Accardo, Bradley Cox, and Brett [Ranon] Nachman about their research on the experiences of autistic students in postsecondary education. 
Amy Accardo is a professor in the Wellness and Inclusive Services and Education, or WISE department at Rowan University. Bradley Cox is an associate professor of higher adult and lifelong learning, or HALE, at Michigan State University and founder of the nonprofit College Autism Network, or CAN. Brett Ranon Nachman is an assistant professor of higher education in the Education Foundations Organizations and Policy Department at the University of Pittsburgh. He’s the director of research for the College Autism Network and co-PI for Postsecondary Education Autistic Collegian’s Experience of Success, or PEACES, P-E-A-C-E-S. A warm welcome to the three of you. How are you today?
Cox: Doing all right. Thank you so much for having us.
Berberi: To start things off, can somebody explain neurodiversity to listeners?
Accardo: Sure, I’m happy to start. I guess simply put, neurodiversity is recognizing brain differences as natural human variation. It’s a fact, like biodiversity, and through a neurodiversity lens, we take on a strength perspective and the recognition that neurodivergence is valuable. I also think it’s important to distinguish between identifying as neurodivergent and receiving a disability label. A person may choose to identify as neurodivergent; it’s a cultural identity. And while many people who identify as neurodivergent do have disability diagnoses such as autism, anxiety, [and] dyslexia, not everyone who identifies as neurodivergent identifies as disabled and vice versa. It’s important for higher education communities because it’s a shift in understanding that we can both recruit, value neurodivergent students, neurodivergent faculty for their strengths, and also accommodate and support any disability-related needs or barriers.
Cox: Specifically, it has grown to be more inclusive of that broader range of neurodivergence to perhaps include ADHD. It’s learning disabilities…
Accardo: A lot of our university students who identify as neurodivergent express anxiety and depression. So, a lot of mental health.
Berberi: And within that, you all are particularly interested in the college experiences of autistic students. Why is this an emerging area of broader interest for college professionals?
Nachman: This is Brett speaking. So I think what we’ve seen is just a humongous influx in autistic students on our college campuses, largely because especially in the early 2000s, we saw a lot more folks getting formal diagnoses. In tandem with that we’ve also seen a huge rise of folks who are self-diagnosed. And this is a, I think a broader cultural shift where there’s greater valuing of self-diagnoses, where formal access to be diagnosed, in more “traditional” ways, it’s just inhibiting for a lot of folks. There’s also a lot of stigmatization among marginalized communities for obtaining a formal autism diagnosis. Colleges, universities are having to adapt to huge increases of students who present as autistic and/or neurodivergent. So how do we adapt to that? How do we serve this community where these settings were not designed to meet their learning needs, their ways of navigating, their desires for communicating, all these different considerations? So colleges are being very reactive. In tandem with this, we’re also seeing a huge rise of support programs to specifically serve autistic students, recognizing that it’s a holistic set of supports that can allow for autistic students—or really any students—to thrive.
Cox: And Brett mentioned the dramatic increase, and indeed we’re talking exponential growth in some ways. I’ve been a part of another study that looked at the actual raw numbers. And a decade or so ago, that number was estimated at like, 40,000; the recent estimate that we were able to come up with is that there are between 135,000 and 286,000 autistic undergraduate students in the U.S. And the thing that stands out to me is that so many of them are unseen or unknown and are not walking around carrying a sign that says, “Hi, I’m autistic.” They’re not even talking to their disability service provider at the university, and instead they’re just college students, right? And they are in the classroom, they are at our events, and a university or college needs to be responsive to those students’ interests and aspirations and needs because they can’t pull them aside. They can’t rely on a disability service office to be the only source of support for these students because the students are embedded throughout the academic and social experience of college.
Accardo: With the increasing numbers of autistic college students, the field has really been shifting from asking how autistic students can adapt to college to really thinking about how colleges can change to support autistic students’ success, their belonging, their identity, their participation. Let’s learn from our autistic college students. How do they define success? What does success look like and what do we prioritize? And I see a shift now to really thinking about belonging. You asked about this emerging area of research. I think part of why it continues to evolve and continues to emerge is it has research-to-practice implications, right? And I think all of us, we take what we learn in research, we bring it back to practice at the university. We listen to the students, we investigate what we’re hearing, you know, we ask what’s actually making an impact, and we continue that. Universities are really uniquely positioned to both address individual experiences and institutional culture.
Berberi: Yeah, I appreciate that. When I was teaching—I taught for 22 years at a college in west central Minnesota—what I noticed over several years is that young people are so much better at belonging, at inclusivity than systems. For me, students always led the way, led me to what I was supposed to be learning about the college environment.
Accardo: Right.
Berberi: My next question is about your article, Brett and Brad, “Finding Other People Whose Minds Work Similarly to Mine.”
Cox: I love that you brought up other students because people played a big role in supporting students and their success in college. So, more often than not, that involved friends of some sort. It could also include faculty, it could also include families. But friends played a really big role and that’s where the title comes from, “Finding other people whose minds work [Similarly to] mine.” Finding that space or that peer group where an autistic student could be themselves and fully themselves, without having to worry so much about how it was coming across, didn’t have to engage in the sort of masking behavior that is so prominent among autistic folks in social or academic settings. The one thing I’ll note though, about the people, is that there was incredible variability. So, while people were often the source of support and facilitating success for autistic students, there was not a consistency with which that happened. There were students who were very much struggling to find that peer group. There were students who had families who, actually, they reported as having a negative impact on their college experience. Same thing with the Disability Service Office or Accommodations Accessibility Office. So while that had the great potential to be helpful, it also showed a somewhat distressing ability to do harm or get in the way of student success. So it’s not just about providing options or support to students, but it’s about making sure we’re doing it in an effective way: the fact that it’s there doesn’t necessarily mean it’s working. We have to be constantly revisiting how we are delivering those outreach or connections or support services so that we are confident they will lead to the outcomes our students want.
Berberi: Brett, would you mind describing that study? Just the methodology and the [Likert] scale that you used was so fascinating to me.
Nachman: Yeah, absolutely. The PEACES study is a national, mixed methods and longitudinal one where we’ve gathered insights from autistic students—undergraduate students in particular—across the United States over recent years. And the particular paper comes from the first two years of the four-year study. We learn from hundreds of students, some of whom engaged over multiple years of the study. This is survey data in particular, and we asked a number of questions about what defines, contributes to, and supports their success: trying to account for a holistic picture of what autistic college student success is, where we’re not offering presupposed definitions of what it is, right? Which is often the case, right? Colleges say, “You’re successful” if you graduate; if you stay in college; if you get good grades. We know that for many students that is part of their understanding, even if those are externally imposed. But it’s also, as Brad articulated, connected back to the relationships that they cultivate and the people who help them. I think about your work too, Amy, over the years, focusing so much on accommodations and support services and the mixed efficacy of them, depending on to what extent those are being implemented, if they’re appropriate for students. And we also see that in our data too, in terms of the value of disability service offices. And again, it’s contingent on the relationship students have with them. There are so many different factors. And I think the divisive nature of so many relationships is particularly illuminating, where it allows us to really deconstruct the almost sometimes binary view that we have, that every person or every support or everything is good and useful if it’s in the student’s life. That’s not always the case. So I think we really aim to interrupt that and show that it’s the collective set of factors in a student’s experience that can allow them to be successful. It’s not just one thing, although as we see, particularly with friendships, which I love honing in on, are among the most fundamental features of students feeling successful.
Cox: I don’t think, Brett, that you shared exactly how many students were part of that study, but we had something like 430, shall we say, in the first one, and then 500 or so in the second one. So we’re talking about mass numbers of students on a scale that we don’t usually get with autistic college students. But on top of that, it wasn’t just those Likert scales, right? We conducted interviews with 50 of those students, plus or minus some. So we were able to kind of corroborate across quantitative and qualitative, which gives us a real degree of confidence in those findings.
Berberi: Yeah, yeah, thank you. That’s important. That’s just a huge amount of coding and analysis. So kudos. Amy, can you talk about the process of founding a neurodiversity center on your campus?
Accardo: Sure, absolutely. At Rowan University, we have been fortunate to have strong leadership around neurodiversity and autism, and historically we have been well positioned supporting our autistic college students through our Accessibility Services Office. This wasn’t to replace any of that, it became our natural next step. And I’ll go back to some of what both Brad and Brett have shared. We have students on campus who are really proud of their autistic identity: they’re strong social justice advocates, they go to the accommodations office. Then we have just as many students who self-diagnose and don’t come to the office, and we also have a large number of students who, we find, are doing everything they can to avoid their disability label: they do not disclose, they do not receive accommodations. And they haven’t been supported toward positive identity or disability-related identity development. And they’ve also shared stigma, bias, some of their experiences either in K-12 schooling or the community have, you know, led to more negative feelings of self. So, you know, as a university, the question is like, why do we need a center, right? Access alone doesn’t create belonging. We started to really ask the question: who are we supporting and how can we widen that support? We really feel strongly that students shouldn’t have to disclose a disability to find people who understand them. And all students should feel valued, right? And a cultural center really provides that opportunity for belonging and pride more than mere access. 
I can share a few tips in terms of actually launching a Center. I guess the first tip would really be about your goals, right? We spent a considerable amount of time really understanding what was happening at our university. We launched a neurodiversity task force. This was a passionate, neurodiverse group, neurotypical and neurodivergent faculty, staff, students. We conducted online—we called it our Scorecard Survey on campus—to see what people felt was working, you know, and what wasn’t working. And we also took time to reach out to other institutions. We were among the first to launch a center for Neurodiversity, but there are many other initiatives, like wonderful colleges with so much expertise, like Landmark, for example, and they were so kind, they helped us, and talked about what they have happening, and that helped us identify our own goals and aims. We really had two clear aims, and our first was to situate neurodiversity in our university initiatives. We found disability and neurodiversity were really being left out of conversation. So that was one of our primary aims. And a second one was to value and prioritize neurodiversity culture. When I started as [the Center’s] inaugural director, I would say those aims were super helpful to me because it also helped guide what to say, “yes” and “no” to at the university, right? Because once you launch a center, you’re going to get inundated, and you need to know what your focus is so that you can maintain that focus. Two more things are coming to mind: resources and professional development. My second tip would be you need to be creative about your resources because if you wait to launch a cultural center when you have all of your resources in line, it’ll never happen, right? You will never have the perfect funding, the perfect amount of resources. But space is non-negotiable. Space sort of equates with belonging, so you need some kind of space. It doesn’t have to be large, but some kind of space for students to get together in the Center. And then my third tip is really to recognize that you’re going to need the team that helped launch the Center to support educating the larger community. And what we really prioritize through professional development is that understanding—again, that you can recruit and value autistic students, autistic faculty as well, and also provide supports and accommodations. And you know, our Center continues to evolve, and we continue to learn and really let our students do much of the guidance in how it’s evolving.
Cox: Amy, I was just going to ask how much does a Center’s mission extend beyond just serving the students who are “part of a program” or directly connected with that Center. Is part of that mission broader to reach a campus wide community?
Accardo: Our mission really has three parts, right? Our mission is to provide programming, research, [and] community engagement to value and prioritize neurodiversity culture. We have a lot of faculty members who are conducting research and disseminating that in different spaces. And it doesn’t always directly impact the students on campus. We also try to, you know, work within the community in different ways. So, you know, one example of that is all the work we do, in terms of having partnerships for employment for many of our students, right, once they graduate. You know, it’s those, sort of, guardrails of what you’re going to focus on. And our students are the priority, but then we’re trying to also just help support the understanding that neurodivergence is valuable and, you know, that belonging is important.
Cox: And I love that you brought it into the workforce as well.
Accardo: Yeah.
Cox: Because—and I think, Brett, your paper really speaks to that, but the idea of college success for these students isn’t just getting a degree, getting grades, finding and maintaining employment during and after college.
Accardo: Absolutely and I think we have learned the same thing, right? It’s about academic success, and of course we want all of our graduates to get their degrees, but it’s also about being employed; having that, you know, meaningful degree, meaningful employment at the end; and also, you know, for our students to graduate feeling confident and good about who they are and good about who they are going out, you know, into the world is important as well.
Berberi: I wonder whether any of you have evidence that all of this kind of affirming research focus is making a difference.
Nachman: I think anecdotally we can go back to the interviews that we’ve conducted over the years. Many autistic students just appreciate having the space to talk about their stories and to feel a sense of validation that their experiences matter and that they have something to offer. I think what’s so hard for so many programs and centers and spaces is capacity and resources. To always have that data on hand, to know the efficacy of the services and supports and the resources…That’s useful, but not all spaces have the ability to gather that. Ultimately, it’s also translating that knowledge to administrators and other figures who carry even further influence in expanding efforts, right? To be able to hire another staff member; to be able to bring more students into the fold.
Accardo: Yeah, I guess, thinking about what evidence is, right? It’s not necessarily just numerical evidence. I’m going to go back to that research to practice loop I was talking about previously. The autistic students are guiding what we do and, you know, often as researchers they’re shifting the questions for us. I think I had briefly mentioned anxiety and depression before. I had no plan or idea to set out thinking about anxiety and mental health. But that was what kept emerging from my success data, right? Asking about what’s working for students. That’s the data, right? Them telling us what’s working. And they would repeatedly bring up requests for even more mental health supports. So then colleagues and I did a study. We looked at National Survey of Children’s Health data, and we found that youth up to age 17—so they’re the students coming to colleges with autism and anxiety—have ten times the anxiety and depression co-occurring as their non-autistic and non-ADHD peers. So that’s important. We happen to have wonderful counseling services. But let’s make sure that we do. And what we found, anecdotally—and this was from outside of our university—is autistic students sharing that, if they would go to get counseling support and it was known they were autistic, they’d be sent to the Accommodations Office. So right there that’s problematic. Autistic neurodivergent students should receive the same support for anxiety that anyone would receive. They’re separate, right? Co-occurring. The kind of nuanced changes and shifts in data from research to practice, I think, are just some of why more and more autistic students are coming to college. Of course, with the caveat that every single person is different. You know, it would be great if we just had one set of what to do and one blueprint that would help everyone. We really don’t have that.
Cox: It is incredibly hard to collect data at the scale and of the type that would be necessary to really, you know, prove that intervention X or service Y or Program Z is generating any particular type of outcome. It’s incredibly hard to find these students. It’s a lot to ask them to participate in research when, historically, research on autistic folks has not been particularly supportive.
Berberi: Affirming. Yeah.
Cox: Yes, there we go. We’ll go that route. I like that language. And as Brett mentioned, these initiatives are already spread somewhat thin. They’re incredibly diverse in what they offer, who the students are, etc. There’s no real way to capture the students who are self-identified or even those with a formal diagnosis who are simply not engaging in traditional academic accommodations through a Disability Service Office or Accessibility Office. My suspicion, frankly, is that there is a lot more local data than the rest of us are able to access or understand. Every program, however much time they have to put towards it, they have to collect data with and about their students to demonstrate some efficacy, to demonstrate some value to the institution that’s supporting them. So I suspect that there are little pockets of evidence. The trouble is that they’re not public, they’re not aggregate, and I frankly don’t know of a mechanism through which we could genuinely do that at scale.
Berberi: It sounds like you all have developed really good feedback loops with students. What are some of the other ways that you involve autistic people in your research and projects?
Nachman: I think for us and the PEACES study, one thing we were really mindful of from the onset is: before we implemented any of our study instruments, we piloted them. With our surveys, with our interviews and other tools, seeing how autistic students or recent graduates responded to them, what was clear, what could require clarification, what topics were we potentially omitting? And having an autistic advisory board allowed us to also gather that perspective from different folks on our research team. Several of us are autistic and/or neurodivergent. Brad and I have unique, direct lived experiences related to autism, but by no means are those comprehensive, and that’s where communicating with folks whose experiences are different allowed for trying to really offer a more refined and thoughtful picture of it all. So we often engage in a lot of reflexivity about how our own biases and identities show up and how we frame things. One of the things you learn is iteration and constantly making changes and through the involvement of other folks on our project who have different connections to autism, whether lived or areas of study, or family members—whatever the case may be—that has allowed for us to make thoughtful changes over time. Not that we always get things right, but we’re certainly trying to approach it with a degree of intentionality.
Accardo: Sure, and similar to what Brett shared, we have autistic students on our advisory board for our Center for Neurodiversity; we also have our student neurodiversity club, which they run themselves and they identify what they want to do. We also have a neurodivergent faculty and staff affinity group on campus. And I want to highlight that because I think it’s just so wonderful for our students to see postings and see leadership of faculty and staff that identify as neurodivergent. And we have our students serve as mentors for one another. They also participate on panels through the Accessibility Services office. [Student panelists are] paid whenever possible because we do want to recognize that their lived experience is a form of expertise. Our ultimate goal through research to be as participatory as we can.
Cox: We want to be responsive to what they want us to know rather than just us imposing our interests and foci on them. Frankly, that’s happened way too much in an educational space for these students. From K-12 onward through higher education, somebody else is setting their goals, literally in an IEP meeting, right? 
Accardo: Right. 
Cox: That they may participate, but really, the school and maybe the parents are setting that goal. In higher education, they matter not necessarily because of the belonging, but because they are a student group who may or may not persist or graduate or get employment within three months afterwards—whatever the metric is. And so an awful long time has been spent with them having to subjugate their own interests or ideas to that of institutions that are working with them or the researchers who are studying them. So we really try very hard to let the students’ interests, aspirations, goals, what matters to them really drive the types of things that we are asking about and hoping to learn about through our research.
Berberi: So for listeners and families and young people who might be unfamiliar, can you talk about College Autism Network? What does it offer people who get involved?
Cox: The College Autism Network, or CAN is how we call it, is an organization I founded in 2016 with that explicit research-to-practice mission. Frankly, too many academics write too many articles that sit on too many shelves and are read by the same 10, 20, 50 people that maybe three years later are going to think about a program that maybe three years later gets approved, funded, and started. And that delay, particularly for this population when the numbers were growing so quickly, that kind of delay was really going to do a disservice to the students we were directly trying to help. And we tried to integrate the threefold mission of research, advocacy, and training into the organization that would take what we were learning in research, learning in real world experiences on campuses and in those classrooms, and then bring that to people who are in a position to make the on-the-ground change. Brett has retained that involvement for a good long time and on the research side of it in particular.
Nachman: One of the pillars of CAN has been our annual College Autism Summit, which has been a space for gathering three to four hundred individuals from around the country. And sometimes we bring in folks outside the United States. These are your self-advocates, faculty, researchers, disability service office staff, students, employers. So many different folks bring a variety of different connections to autism and higher education. [There are] plenary sessions, breakout sessions, posters, networking opportunities, so many spaces for folks to connect and learn from one another. I think by the time this episode airs we will have wrapped up our 10th summit. And then on the research front we have monthly research webinars where we showcase both new and emergent scholarship from graduate students to long established scholars from all over the world. A lot of them are cataloged on our YouTube channel. We can’t do it all, but we certainly want to be a hub and space for folks to engage in that connection.
Berberi: This has been a really great conversation. Today I’ve been chatting with Dr. Brett Ranon Nachman, Brad Cox, and Amy Accardo about their research on perspectives of autistic college students. Thanks for tuning in to this episode of Full Speed Ahead, the quickest route from research to practice. Catch you next time.
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