	



RJ Nealon:
You are tuning in to Season 8 of Inclusion Revolution Radio. I'm your host, RJ Nealon, coming to you from the studios of Podville Media, our podcast production host. Special Olympics athletes and efforts are fueled by supporters like you. Join us in building a more inclusive world by scanning the QR code or by visiting us online at specialolympics.org.
Today's episode is all about something very close to many of our hearts: what it's like to be a parent with a disability and what it's like to raise a child with a disability. We will talk about the hard parts, the rewarding parts, and what the future can look like when the world starts to see disability differently.
Our guest today is Dr. Kara Ayers. Kara is a professor at the University of Cincinnati and a researcher with the Disabled Parenting Project where she studies the lives of parents with disabilities. Kara lives with a disability herself, and she is a parent, which means she brings both personal and professional insight to this work. She cares deeply about self-advocacy, community inclusion, and using film to teach and inspire people with disabilities, their families, and the people who support them. She also works with policymakers to help make sure the voices of people with disabilities are heard. We are so excited to talk with Kara today about what it means to be a parent in the disability community, the challenges, the wins, and the hope for what is ahead. Welcome, Kara, to the Inclusion Revolution Radio.
Kara Ayers:
Thanks, RJ. I'm really happy to be here.
RJ Nealon:
Kara, can you tell us a little bit about your background?
Kara Ayers:
I have my PhD in clinical psychology, and so I'm really interested in the ways that people think about things and the ways that our society kind of works and doesn't work. So as I became more interested in researching parents with disabilities, I also wanted to do that alongside other parents with disabilities. So when I started with the Disabled Parenting Project, myself and a couple of colleagues, Drs. Robyn Powell and Erin Andrews, we created the Disabled Parenting Project. We actually created it a couple of years before I had my first child. And then I kind of embarked in the world of also being a disabled parent who studies and researches disabled parenting as well.
RJ Nealon:
Yeah. What does it feel like to live on both sides as somebody with a disability who is also a parent?
Kara Ayers:
I'm really grateful for the experience to both live the life of the kind of topic that I study and research because it teaches me things that I wouldn't expect. Right now I have three kids ages 9, 15, and 18. I think one of the recent kind of revelations that I've had is, there was so much pressure and questions when my husband and I embarked on parenting, we both have disabilities, that there was so much emphasis on baby care. How are you going to do this or that with the baby? I think that sometimes we forget that parenting teenagers is really complicated too.
So I've just had that kind of reflection in the last few years of, wow, we could really support parents of teenagers well. I'm not saying we should question them, whether they're competent or not, but just that I think we focus... When we talk about parenting, sometimes we sort of mostly think about those early years, and parenting is challenging and rewarding throughout. And that's something that I've definitely learned as both being a disabled parent and someone who studies it.
I've also learned a lot having the opportunity to parent kids with and without disabilities, because although I was a kid once and grew up with my disability, my son's experience with a disability is different. So always trying to live out my values, for example, self-determination and self-advocacy, it's sometimes easier to teach and talk about those things than it is to let your teenager make their own decisions when you're like, "I don't know about that one." So I'm grateful to be on both sides of these worlds. They do collide quite often though.
RJ Nealon:
How do you navigate your experiences when you were young living with a disability to now parenting your teenagers? How do you compare and contrast those?
Kara Ayers:
Well, I try to remember that I think part of the experience of being a teenager is that you don't necessarily think your parents know a lot. I had the excuse growing up that my parents didn't have disabilities. So in my head, I was kind of like, "Well, my mom doesn't know what she's talking about with that because she's not disabled like I am." So I try to remember what it's like to want to lead your own way, make your own decisions. Although my son can't exactly say that because his mom and dad do have disabilities like he does, he still has a right to chart his own course and make his own decisions. So I really try to keep that front of mind.
For my daughters without physical disabilities, I also understand that they're also impacted by disability as kids, and they have a brother with a disability. In our family, we don't see disability as a bad or a negative thing. It's sort of just part of who we are and part of our culture as a family. So I've definitely tried to instill that in all three of my kids, with and without disabilities.
RJ Nealon:
Through your research with the Disability Parenting Project, you hear from many parents with disabilities. What are some of the biggest challenges they face that most people don't know about?
Kara Ayers:
Well, one of the first things that I share when I'm talking to groups that don't know a lot about disabled parents is I say, while I'm grateful to be here and share my story if it's of interest, most disabled parents do not look like me, a person in a wheelchair. Most disabled parents have a non-visible or a less visible disability. When we consider all of those parents, it's actually not a small number of people. About one in 10 kids have a parent with a disability. Think about a classroom. I mean, my kids have between 20 and 30 kids in their class. So two to three kids in that class have a parent with a disability. It's not as uncommon as we think, I think. That's one thing that I share.
I also share just the importance of remembering that families can look different ways. All of us work together. I don't know of anyone who doesn't get help from someone for something. If you have your trash picked up every week, you're getting help from our community, from our supports. I think sometimes the help that disabled parents need or the ways that disabled parents might kind of lead their families or facilitate their family might look a little bit different, but different isn't bad. That's what I think I would wish that more people would be open-minded to understand, that a disabled parent has the same hopes and dreams for their children as you do if you don't have a disability. How they get there and the ways that they navigate our world just may look a little different.
RJ Nealon:
When a parent or caretaker visits the Disabled Parenting Project's website, what resources would you recommend them explore first?
Kara Ayers:
Our Disabled Parenting Project is now folded under the National Center for Research on Parents with Disabilities, which is a cool opportunity because we're kind of under this larger umbrella. So now there's different resources there. I really love the webinars because people can tap into discussions, kind of like what we're having today. And I learn a lot from those. There's recent webinars around adoption and disability, how parents manage making their homes accessible for them, kind of the day-to-day life of living with a disability and being a parent.
A resource that I recently developed that I'm really excited about is with our pregnancy center. It's called the Accessible Pregnancy Action Plan. It's kind of a birth plan for a disabled person who's pregnant and expecting a baby to work through what kinds of supports and accommodations would you need to have a successful birth in those couple days in the hospital after you have your baby. So I hope people would check out that. It's called the APAP for short, Accessible Pregnancy Action Plan.
RJ Nealon:
Do you have any stories you can share of parents who found the Disabled Parenting Project and how their lives have changed after discovering this inclusive community?
Kara Ayers:
Sometimes these stories start with really heartbreaking situations. Unfortunately, many parents, especially those with intellectual disabilities, aren't given the opportunity to see how they can parent. Someone kind of intervenes and courts intervene sometimes, again, before anyone's even given a chance to parent, sometimes as early as at the hospital after the baby is born. So sometimes parents seek us out during those really heartbreaking times, and they want support in terms of like, "What are my rights? What should I be talking about to my lawyer, to my case managers?" So while it's really hard and difficult to even think about being separated from a baby at birth, there are other people that have had that experience. So they can share, "Here's what I did." It doesn't always have a happy ending, but you're not alone in walking through that process of hopefully reuniting with the child and the parent.
The more kind of bright moments in our Disabled Parenting Project I think are when people feel safe enough to share a challenge that they're having, and then the community kind of engages and says, "Hey, here's what I did, and here's what worked for me." So I'm thinking of experiences like where somebody says, "I'm really having a hard time with the car seat. Buckling this car seat that I bought is really hard with the way my hands work." So other parents have chimed in and said, "This car seat worked a little bit better for me. But if that doesn't work, there's this little gadget on Amazon that will help you do the buckle." So these are things that many disabled parents don't feel comfortable just asking in other forums because they worry that they'll be judged for whether they can even parent.
So I appreciate that our community kind of leaves space for both sides, really hard, tough stuff where people are, frankly, facing ableism around their opportunity to parent and have a family. And then also, the day-to-day things that many... People with disabilities are really creative and crafty because the world isn't made for us. And that just really can shine and showcase in parenting too because we bring those same skills.
RJ Nealon:
You mentioned not having a chance from the beginning and people stepping in to tell them how to parent. How do we as a society change that narrative?
Kara Ayers:
Oh, I think the two-word mantra that we hear a lot, I think maybe more in education spaces, is presume competence. We need to start with an understanding that in many cases, someone can adapt maybe to different challenges, but we need to start with an idea that people can be competent. Too often IQ, which is a test that a psychologist gives people, IQ is used to kind of guess how good a person will be at parenting, and research tells us that IQ doesn't really tell us much about parenting at all. So unfortunately, we need to get courts and policymakers to understand that IQ may be helpful for some things like related to school placement and that sort of thing. But for parenting, there's research that suggests that IQ doesn't help us if we were worried about something like neglect of a child or something like that. IQ just doesn't help us. So that should be off the table.
Another piece of this, I think, is that inclusion. When we include people with disabilities in our community, we're all alongside each other in creating these care and support networks, which benefits everybody, whether you have a disability or not. So anything we can do to continue to make the progress that we have and not go backwards in inclusion, whether it be inclusion in schools, inclusion in our communities down the line, all of that benefits disabled parents.
RJ Nealon:
You also work with policymakers so they hear the voices of people with disabilities. What do you think leaders and decision makers still need to learn about parents of people with disabilities and parents themselves with disabilities?
Kara Ayers:
Well, I think, again, in some ways, that inclusion piece, we need to make sure that we're still upholding our values of making sure that places are accessible and inclusive. But people are still shocked to learn that many of the laws on our books are quite outdated.
It was just a couple of years ago in Ohio, the state that I'm from, that we were able to update our Ohio code. Previously it stated that a child could be removed from a parent based on the parent's disability alone. So just the fact that the parent had a disability, not that the parent had been shown that they couldn't take care of the child or just merely having a disability. So I think policymakers are pretty shocked to learn that we still have some very outdated law on the books, and we need to work to update that to our current understanding of a society that certainly people with disabilities can contribute to every facet of our world, including leading families.
So there's really not an area of policy that doesn't touch disabled parenting. A way that I think about it sometimes is, parenting with a disability is like a magnifying glass. So if housing is challenging for people with disabilities, it's even more challenging for parents with disabilities, because many of the accessible housing options, for example, don't consider if you have two or three kids especially. Same with transportation. It puts a magnifying glass on that. Transportation is challenging for people with disabilities. When you become a parent, it can be even more challenging because a lot of the accessible public transportation options, for example, don't know how to handle it if you now have a stroller or a car seat. They just don't have answers for how that works.
So I think, yes, it magnifies challenges, but a magnifying glass also can start a fire and be a source of light if you have the sunlight through the magnifying glass. So it also magnifies joys and the positive aspects of our disability community, but there's no part of disability policy that doesn't touch parenting.
RJ Nealon:
If a parent with a disability is listening right now and feeling alone or the world was not built for them, what advice would you give them?
Kara Ayers:
I would encourage them that for me, I have found it so powerful to connect with other parents with disabilities. Maybe what surprised me in the beginning was that I didn't necessarily always need to connect with parents who have my exact same disability. That's been nice too. I have some incredible lifelong friends that share my disability type, but I've also learned so much from mothers who are blind or deaf or who have an intellectual disability.
Many of us have more shared experiences than we realize, because when it comes down to it and we talk about what is the absolute hardest part of being a disabled parent, for me and for many of the folks in our network, it's not the day-to-day challenge with our specific disability, it's that we've kind of faced this judgment from society and sometimes discrimination and just these systems that are not inclusive of us. So we all share that in common. So I would encourage a parent with a disability who's feeling that way to reach out and connect to networks and to definitely know that they're not alone. There are many more parents with disabilities than we know, in part because it can be scary to identify and kind of raise your hand and say, "Yep, I'm a parent with a disability." So many people don't identify in any way as that because it's scary.
RJ Nealon:
Do you think the way people see disability is starting to change?
Kara Ayers:
I think so. I think we've made some incredible progress, and we're having these deeper discussions about what still needs to be done. I think what keeps me up at night is making sure that we don't go backwards, making sure that we are still promoting the reality that disabled people have a place at every table and every space, and that includes leading families and raising children. So I do think we're making progress. I just want to make sure that we keep going in that direction.
RJ Nealon:
What do you hope the future looks like for parents with disabilities? And what needs to happen to get there?
Kara Ayers:
I hope the future looks like more people being comfortable to own their identity as parents with disabilities, and that would require kind of a shifting of the scales to where people could expect just basic protection of their rights as non-disabled parents experience. I think it's interesting to me that in our United States culture society, there's quite a lot of freedom afforded to parents in general for how... Our society sort of has a lot of ideas around that parents have a lot of freedom to choose how they parent and what happens in their home. You don't see that same freedom extended to parents with disabilities. So I would hope that we would see more people with disabilities want to become parents too because they would realize that they can become parents. I've encountered many people who just haven't thought about that as a possibility for their life because they've not known anybody else who's done it with a disability or they've been strongly discouraged from people around them.
I'm never encouraging people to become parents who don't want to become parents. That would be a bad idea because it's a big job. But I just want there to be more opportunities for people with disabilities across the board, and parenting is one of those. When you ask people off the street, whether they have disabilities or not, what's the most meaningful part of your life? Many, many people say, "My family, being a parent, my children are..." So for people with disabilities, I want our community to have that same opportunity if they choose to lead a family.
RJ Nealon:
Kara, what does inclusion mean to you?
Kara Ayers:
Inclusion to me means the opportunity to live, work, and play in my community alongside both people with and without disabilities.
RJ Nealon:
Thank you, Dr. Kara.
Kara Ayers:
Thank you, RJ. This was great.
RJ Nealon:
After hearing from Dr. Kara Ayers about the broader experiences of parents with disabilities, we're excited to continue this conversation by hearing directly from a Special Olympics athlete who is about to step in the parenthood himself. Our second guest today is Joey Barnett, a longtime Special Olympics athlete from Leesburg, Virginia, who has been part of the Special Olympics community since 2008. Joey is a multi-sport athlete and leader on every team he's been a part of, including the Loudoun Lancers who recently won gold at the state basketball championships for the fifth year in a row.
Off the court, Joey works at Giant where he prides himself on great customer service. He loves staying active, cooking, and spending time outdoors. Most exciting of all, Joey is getting ready to welcome his daughter, Haley Rose, later this spring. Today, he's joining us to share what it's like to prepare for parenthood as a person with a disability.
Can you start by telling us a little bit about yourself and what being a part of the Special Olympics community has meant to you over the years?
Joey Barnett:
Well, my name is Joey, and I love to play basketball. I love to cook. And then when I heard about Special Olympics from friends when I was in high school, they told me about it, and then since then, it's just like, I saw when I stepped in, the Loudoun team needed a leader. Since then, I just took it on, and then just helped the guys that wanted to be pushed, and I pushed them. Since then, I just kept it going.
RJ Nealon:
What was the very first feeling that came to mind when you found out you were going to be a dad?
Joey Barnett:
Well, I'm going to say excitement, excitement because I wouldn't be here without the community of Special Olympics. There's a lot of people in there that go above and beyond for the athletes. When I say that, they got a life at their home. They stop what they're doing to help out somebody that needs help. That right there, I knew for sure. And then it was joy, and I knew I can count on Special Olympics to... If I'm sad, I can count on them. They can get me back to where I need to be.
RJ Nealon:
What are you most excited about when you think about becoming a dad?
Joey Barnett:
I really want to show my daughter that sometimes some people need help, some people that really, really, really need, like for example, Special Olympics. There might be somebody that's in a wheelchair. It's just sometimes you got to stop what you're doing, help them, and then get back with what you're doing. I want to start early so she can see that what I'm doing can translate. So when she gets older, she can be in Special Olympics or be a volunteer or a coach.
RJ Nealon:
What do you hope people better understand about adults with disabilities becoming parents?
Joey Barnett:
You got to use your resources, some resources like Special Olympics. There's a lot of people on Special Olympics that you can talk to. You've got to talk to the right people and just be connected with Special Olympics. That's going to make your journey and this ride with my daughter good.
RJ Nealon:
If a parent with a disability is listening right now and feeling alone or feeling like the world was not built for them, what advice would you give them?
Joey Barnett:
Just keep talking to your teammates, your friends. When I say your friends, I got friends that's in other part of the Virginia State. I talk to them because I know they got kids, so I talk to them and then I just ask them. And then just tell them to give them their honest opinion, and I'll go with it, and then ask my coaches, just ask my Special Olympics coaches.
RJ Nealon:
Kara, this is a conversation that so many parents, educators, and community members need to hear. Your work helps us better understand the realities, challenges, and possibilities for parents with disabilities, and we're so grateful you shared your insight with us today.
Now having heard the broader perspective, we're thankful to also hear from Joey, whose personal journey as an expecting parent brings these ideas to life in a powerful and meaningful way.
If you've enjoyed today's episode, be sure to subscribe to Inclusion Revolution Radio, and follow us on Instagram, Facebook, and LinkedIn, @SpecialOlympics. We'll see you next time for more incredible stories that celebrate community empowerment and inclusion.
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