E7: Disability Life Stories 
With authors Annemarie Vaccaro, Adam M. Moore, Ezekiel W. Kimball, and Emily Doffing (Co-authors Barbara Newman, Philip Newman, and Alexis Carlson did not participate in the episode).
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 in conversation with Emily “Em” Doffing, Ezekiel “Zeke” Kimball, Adam Moore, and Annemarie Vaccaro, a subset of the authors of Disability Life Stories: Unfiltered Voices on School, Family, Career, and Finding Purpose, recently published by Routledge. 
Annemarie Vaccaro is an Associate Dean for Research and Faculty Affairs in the Feinstein College of Education at the University of Rhode Island. Dr. Vaccaro was recently recognized by the AHEAD Research, Knowledge, and Practice Community for distinguished career contributions to postsecondary disability research. Adam Moore is an Associate Professor of Special Education and Program Coordinator of Special Education Graduate Programs at the University of Rhode Island. Zeke Kimball is Professor and Dean of the University of Maine Graduate School, and Em Doffing is the Coordinator for Disability Rights, Education, Activism, and Mentoring, or DREAM, a disability cultural center and national network of disabled college students. 
A warm welcome to the four of you. How are you?
Vaccaro: Great. Thanks for inviting us.
Berberi: Of course! Of course, it's my pleasure. I want to begin by congratulating you all and everybody who participated in Disability Life Stories. It's a really, really impactful study. Can you start by describing what you set out to do and why?
Vaccaro: Yeah, this project, I think, was prompted by a prior project I had worked on with Dr. Barbara Newman, who is also a co-author on this book. We were studying students' sense of belonging, and in that study, a subsample of students who happened to volunteer for the study—we opened it to any undergraduate students—identified as disabled. What they told us about their sense of belonging was nuanced and slightly different than what other students were talking about (students who didn’t identify as disabled) and we thought, there is a story here, and we want to know more.
We were really interested in purpose development because everybody has a purpose. That's a very broad question: What's your purpose in life? Who are you at your core? We recognize that lots of systems of oppression inform how we think about what our purpose is or should be, and what people tell us our purpose should be: what we can't do, what we shouldn't do, and maybe what we're not quite right for. We thought that ableism was going to play a really important role in how college students and young people thought about their sense of purpose, who they were at their core, and what they were meant to be and do in life.
Kimball: So, from my perspective, one of the really striking things that happens when you start with an interest in belonging and end up studying a sense of purpose is, you're essentially asking questions that require you to study both identity and environment. And in a lot of higher education research, the people who study identity don't really study environment, and the people who study environment don't really study identity. And so, the challenge is then telling a story about how people move through space and time. It's really challenging to focus on either identity or environment to the exclusion of the other. But a lot of the ways that we were thinking about student experience when we started this study were doing that either by design or somewhat accidentally. So we just started asking these questions, and really from a design perspective, just asking of a group of people who really had not been asked questions about their experiences as disabled persons navigating an ableist world. We got back so much data, and the data was about the entirety of their lives and experiences.
One of the things that I really love about working with Annemarie is she has a very real commitment that if someone has shared their story with her, she feels a sense of obligation to tell that story. I do too, but I think I actually learned it from working with her. Recognizing that we had ended up with all of these incredibly moving and powerful stories about all facets of disabled people's lives, we just kept telling those stories. We told those stories in a lot of different journal articles and book chapters, and before we knew it, we had told a fairly holistic story about what it was like to be a disabled college student in a field of research where there wasn't a ton of work being done at that time, at least not that thought about identity and environment the way that we were. We realized that we actually have all of this incredible information. What are we going to do with it next? That's where the idea of multiple follow-ups came from. And eventually, that's where the idea of the book came from.
Berberi: Yeah, thank you.
Vaccaro: I distinctly remember Adam saying to me, “I'm dying to know what happened with these students. Would you be interested in doing a third round?” This book wouldn't have been possible, and we wouldn't have gotten to see them ten years later, had he not volunteered for that during COVID. And then, Em joined us through a really unique project.
Doffing: Yeah, so I joined this project later on, and my role was really compiling the ten years’ worth of interviews. It was definitely over a thousand pages of interviews, single-spaced. It was just really amazing and such a privilege to read those stories. They shared vulnerability in so many different ways. Like our title says in the subtitle, it is “unfiltered.” It's as if you were sitting in the room with them while they were telling you their story from K-12 all the way through higher education.
Berberi: Everybody should read this book, which is something I'm going to say like, eight times in the next few minutes. For all the qualitative researchers out there, can you talk through the methodology chapter, basically?
Vaccaro: The first thing I would say is that this study wouldn't have been possible without a team. We are an incredible team of people who think very differently and approach the work, and the way we do qualitative research, differently. I hope that, even through our, kind of, similarities and differences, and agreements and disagreements, that this was a better study because of that. We took months to plan the beginning of the study. We talked about what we wanted to do and how we wanted to accomplish it. We started thinking about developing the interview questions, the protocol, and we went through—I don't know how many iterations, ten iterations—of the protocol.  And they (the interviews) were semi-structured. Once we started interviewing people and they were telling us stories that were unexpected or serendipitous, we changed questions and we added more questions. We really truly wanted this to be evolving. Once we started collecting data, we all took our turns, we all did interviews. We did some in person and some on Zoom at that point. 
But when we got to the analysis stage, I think people don't realize how much data you have. Our initial coding frame went through like 17 iterations. We kept going back to it and really thinking, “Is this the story? Are these the kind of patterns of things that people are telling us are important? Are we capturing the nuances, there?” So we did the traditional qualitative analysis at the outset. But when we got to the third interview and realized we wanted to write this book, we said, “We have to do something different. We can't use the same qualitative methodologies that cut people's stories into themes or categories.”
Moore: Back in 2013, when we started the study, we contacted various disability services offices and asked them to share our proposed study with folks who accessed disability services centers at different universities. And that was really powerful for me to see the response. There were 59 college students who participated in that first round of interview questions.
One of the things I learned in that process from Annemarie and Barbara Newman was that asking the participants to describe their disability, not in medicalized terms, not in educationally-defined terms, but how they describe their disability and how it impacts them. So these are the words participants used to describe their disability, which for me was really humbling and important.
Kimball: Across the entirety of the study, one of the core commitments that I think we worked hard to implement was the idea that it was our job to follow people’s stories where they went, right? Early on, we could have made the decision to say, “Well, we’re just going to stop.” But the reality is that anytime we're doing qualitative work with populations that have been minoritized or marginalized within higher education, there's also a bigger and more important purpose at play in the study itself: It's giving voice to experiences that folks have not had the opportunity to share. Just as Adam was talking about the way we asked about how people self-identified as disabled, we just kept giving time and space for those stories. So we didn't stop recruiting. I think had we known that we were going to interview 59 people and then we were going to follow up repeatedly over the course of a decade, we might have designed it a little bit differently from the outset. But the reality is that, not having done that, having approached it as something that we would work through iteratively and organically, allowed the study to not really be driven by our desire to publish in a particular journal, but rather by what our participants were telling us. Ultimately, the study looked really differently than it probably would have had we sat down and said, “Alright, let us design a decade-long study consisting of multiple data collections and involving many, many, many, many participants. And I think that's actually part of the strength of the study.
Berberi: It seems like such a wonderful process. Your operational definition of disability really did surprise me. It is not customary of research, and it settled in a really good place in my heart, but when I first read it, I met it with a little skepticism, I must say. But the way it blossomed over the course of ten years was really special.
Kimball: So I think the thing that not kind of pre-establishing definitions either for ourselves or asking our participants to pre-define their definition of a disability, right, to say that “I have a categorical disability identity,…” not doing that really allows us to think about disability as a process, right? And so many of them talked about how, at different points in time or at different places—like physical places in their lives—they felt more or less disabled. Many of our participants had multiple disability identities, and sometimes some of those identities were particularly salient while others were not, and vice versa. Having a storied definition rather than a set definition really allowed us to take those things into account. 
As a person who has identified as disabled for as long as I can remember, although not necessarily using those terms in that way, I had never really experienced or thought about what it meant to acquire a disability later in life. And in our study, we had many participants who experienced something disabling during their life course, and it changed the way that they thought about themselves. We had other participants in our study who had what might have been a disabling condition from birth but really only found out about it when they were 14, or 16, or 20 years old. They had a very different experience from others in the study. Being able to not just say, “Well, we’re going to treat everybody who has this particular diagnosis as though they were exactly the same,” when in fact, their experienced made the stories very different, is a major strength of this study from my perspective.
Moore: I remember, Tammy, a conversation we had when we were talking about the title of the book. I come from this perspective as a former special education teacher. I’m now a teacher-educator preparing special education teachers. When we talk about language and how we approach language around disability, we know the camps of sort of, like, person-first language versus identity-first language, and we really wrestled with that as a community of scholars—what to call this book? When we landed on Disability Life Stories, we were really trying to approach our work with language around the participant-chosen definition.
Berberi: I think maybe it’s something different, but in my own life as a disabled person disabled from birth, serendipity was really important. I feel like that happened for a lot of the participants. I wondered whether you wanted to say a little more about that.
Doffing: When I think about serendipity, not only my own experiences as a disabled writer but for the participants, each of them experienced ableism. Each of them had a positive influence in their life, whether it was a mentor, a faculty, staff, but also family, friends, their peers. But then also, they all showed that they are not a monolith. For example, I remember one participant misspelled “dyslexic” and then said, “I mean dyslexic,” just to make it more personable from the very start. That's how they introduced their disability: with joy as well as grief. Disability makes life not predictable, whether it’s through impairments or ableism. All of them had to navigate ableist institutions, whether it’s higher education, or the medical field, or just societal pressures, assumptions, and stereotypes. I think about serendipity too, because each of their diagnoses played a role in their life. It helped make their decision-making play not only on things that they’re not well-suited for, but especially the things that their disability gives them strength for, that give lived expertise, and lived experience, and just this different perspective that having a disability, and being part of diversity, shares with society in general.
Moore: This idea that participants shared with us, which surprised me as a researcher: the impact that the interviews had on them as individuals. During some of the first interviews, we were talking to undergraduate students—some graduate students—about what it was like to transition to college. Sometimes we had a first-year student who was a part of that interview and who was just, sort of, getting their feet wet in, you know, in the college experience. And then to follow up in the second and third interviews, and for folks to actually reflect upon how the conversations that they had with us impacted not only what their majors were in college, but their career choices, their interactions with families going forward, and friends, and thinking about their own sense of belonging and sense of self. 
I remember one particular participant in which that really resonated was Mercedes. Mercedes, when we first interviewed her, talked about how she couldn't be a doctor. She talked about these limitations that she had sort of internalized herself around ableist messages that she received as a person living with a learning disability and memory issues. In the third interview, she reflected upon the fact that she was in her final semester of earning a doctorate in occupational therapy. Verbalizing that in the interview really stuck with her and really was something that she thought back a lot about on her journey through college and then through graduate school. And I thought that was a really powerful thing for me to learn as a researcher. And it also just shows the intimate nature of getting to know these individuals over a ten-year period was really special and really humbling. 
Berberi: Why is this an important book for everyone to read? Why should we be starting a book club with this book?
Kimball: Well, I love that question. I think one of the ways that we sometimes describe development, like human development generally, is that we're all on trajectories that lead to us becoming more complex and fully-realized people. Very much in keeping with that, we all have ideas about disability, and those are always changing. One of the really lovely things about this book is that it makes transparent the evolution of some of that thinking for the participants in that study. It can help us to understand the way in which our own thinking about disability might have changed over time. And I think that’s an intrinsic good in a world where we're all either disabled or have the potential to be disabled, right? It’s an identity that we can acquire, or that even if we already have a disability identity, our disability identity can change over time. And so, fundamentally, as human beings, we kind of owe it to ourselves to have an understanding of what disability is and how we think about that has changed. 
I would also kind of make the argument that one of the things that this book does very clearly is it shows how little changes in a person's life that are often the result of a caring person, how these little changes can lead to big effects. So Adam shared a moment ago about how us just asking a question had a ripple effect that changed someone's life in a meaningful way. Every one of our participants told a story about someone who had the opportunity to not care and who chose to care. Some of our participants talked about these long-term relationships with people who, you know, by virtue of who they were in the world, they were parents, they were teachers, someone like that. They were, kind of, in a position where they were supposed to care, even if there's not always enough care in all of those relationships. And others of our participants told stories about these, kind of, minor or seemingly minor interactions that just had a huge ripple effect. 
And I guess I want to flip that around too and point out that every one of our participants also told a story about a time that someone actively did not care and hurt them or harmed them in ways that fundamentally altered their trajectories for the worse. I think coming away from the book with a clear sense that each and every day we make a choice, and we make a choice about showing that we care, or showing that we don't, can resituate some of what we do. It does remind you that everything that we do matters. That's part of the reason that we ended the book with advice from our participants. They were really clear about what they were looking for from people in the world and they were really clear about the circumstances under which they weren't getting it. That's kind of I think the starting point for why everybody might consider reading this book
Berberi: Yeah. Thank you. Thank you. I just want to say that you just made me, Zeke, you're all just making me sort of write my own chapter about the people in my life who said the right thing or showed up at the right time. You know, like just the people who let me be me at a critical moment. You know, it really it lands in a good place. It really does. So as you just alluded to, Zeke, the book is really built for teaching and for book clubs. There are a lot of features like unfiltered advice and reflection questions at the end of every story. Can you just say a little bit about why you did that and how you hope readers will you will use those questions? 
Moore: We talked a lot about, sort of, as practitioners, just really wanting to make sure that teachers are prepared to include all students, to support all students, to challenge ableist attitudes….So when we started talking about the design of these features in the book, we talked about, “How can we make this a little easier for a teacher educator; for a person who is preparing someone to work with students at the college level; for parents; for a person themselves with a disability who picks up our book, to dig a little deeper and think a little further about the stories that we shared?” We spent a lot of time really thinking about, what are the themes that really resonate from each person's story, to sort of curate questions that folks, the reader, can identify with. For instance, when we were thinking about Landers, who is in the book, some of the themes that came out in his story over the three time periods of interviews were things around perseverance and adaptation and success. He talked a lot about that, about what it was like for him to do well on the Dean’s List. We crafted questions that really ask folks to think about how they relate to this universal story. I think one of the things that this book, you know, why this book is for everyone is that when you were talking, Tammy, about your own experiences and the stories you could write about who supported you, who didn't support you, that cuts across all of humanity, whether you have a disability or identify with a disability or not. And I think that that is what we tried to accomplish with the reflection questions as a way to sort of connect with the stories that are in the book. Those two features—I'm really proud that we tried to add those into the book in a way to deepen folks’ understanding, 
Doffing: And I want to jump in that being anti-ableist is everyone's responsibility, that disability touches on everyone's life because you know someone with a disability whether you know it or not. And I also think about how not only does the damage or the harm that was experienced need to be explained or talked about and understood, but also the joy and the pride that comes with being disabled shows. And I love that each of the participants are different in that spectrum and in that kaleidoscope of experiences and especially how they evolve over time. So because there's multiple participants, you can compare and contrast their stories and really show the diversity within the disability community.
Berberi: It's so true. Everyone should read the book because, you know, if you've met one disabled person, you've met one disabled person. Each of us understands ourselves differently. To close this conversation, I want to talk about how you changed. How did the study change your own thinking about disability, your own relationships to disability and disabled people? 
Doffing: I think I can speak for all of us when I say that it transformed us. It transformed us as a team but also individually. Basically, there's a lesson and one of them is teach us with support, with encouragement. One of the persons said—I think it was Titus actually—said, ‘You know, don't read off the damn screen for 50 minutes!” Make class interactive, make it something that people look forward to, make it—use multiple medias. 
Another participant also talked about how to believe in disabled students: to see every student for their potential and to know that disabled people can do hard things. We do hard things on a daily basis. And with the right support and encouragement and accommodations, hard things can be accessible and can be possible. Because higher education is challenging for any student. So really get creative. Creativity is interwoven in being disabled. You have to be adaptable and you have to think about how to do something in multiple different ways. So for example, in my class, instead of taking one exam, they (students) can choose to make a zine with the course concepts and to really demonstrate their knowledge in an embodied and creative art-based way.
Moore: This journey was really personal for me. As a person who taught students with disabilities, as a special education teacher, there's so much harm that's done in the education system. Educators have so much power, and while I would argue that most teachers go into the profession with good intentions, sometimes the impact that they have is really harmful. And I think that the participants in this story taught me that it's so important to ensure that teachers, educators in the world understand that: they are having an impact on an individual, a human. So for me it's thinking about what is sometimes forgotten in teacher education. We jump right away into teacher education about “strategies to support,” right? Quote unquote. And we don't talk about the fact that this person has a lived experience that starts sometimes very young, and how disability is sort of put upon them or defined by others. I think it's so important for us to challenge those notions. This process also helped me understand my own disability as a person who didn't access services K-12 and my kind of mindset of thinking about disability from a very K-12 teacher perspective of, I didn't have an IEP or a 504 plan in high school, so how could I have a disability? It's been a journey for me to understand that actually I do, and I have been living with a disability most of my adult life. I don't think that I would have gone through that journey without the experiences from the participants who were gracious enough to be a part of this book.
Berberi: This has been just such a unique and wonderful conversation! Today I've been chatting with Annemarie Vaccaro, Adam Moore, Zeke Kimball, and Em Doffing about their new book, Disability Life Stories: Unfiltered Voices on School, Family, Career, and Finding Purpose, published by Routledge this year. This really is a book that everyone should read and teach or adopt for your book club if that’s what you do. 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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