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[Start of transcript]
Interviewer: [laughs] Okay, we're recording. And I'll be asking you questions about your perspective about your child's transition to adulthood, in relation to his sensory sensitivities. And we'll be doing something called a semi-structured interview, which means I have my set of planned questions, but I'll be adapting them as we go to make sure they actually fit our conversation. 
Interviewee: Okay. 
Interviewer: Any questions? 
Interviewee: No. 
Interviewer: Okay, cool. And if there's any questions that you don't want to answer because they make you uncomfortable, it’s totally okay. 
Interviewee: Okay. 
Interviewer: Let's keep positive. And also, if there are things you think about after we've talked about something else, we can go backwards, this doesn't have to be totally linear. It's going to be hopefully informal and conversational. 
Interviewee: Okay. 
Interviewer: All right. So for the first question, could you please start off by telling me about your son's sensory sensitivities?
Interviewee: Well, I think it was clear, I think from the beginning that he had auditory sensitivities that loud didn't work for him. [phone rings] Oh, sorry, I will decline that. 
Interviewer: No, it's fine. 
Interviewee: And I think if there was a sensitivity about being around a lot of people, it was only because -- it was because of the noise that came with it. So I really think that he was kind of strictly auditory in his sensitivities. Gosh, music class was not great. It was kind of hard on him. School assemblies, not great. A lot of that, and I think that we also suspect that he has central auditory processing disorder. And so my guess is that struggling to understand language and then struggling to understand it in a loud environment was like, okay, I'm done, kind of. [laughs] As time has gone on, he seems to have developed a tolerance, I guess [03:00] maybe is the word. He was able to, in sixth grade participate in a concert where he played a recorder with the other kids in the end. 
Interviewer: That's great.
Interviewee: And I mean, you think about the high – you know, recorders are like [03:21 crosstalk]. So that was amazing. And he has come to enjoy assemblies when they're doing fun stuff and silly stuff and that kind of thing. So, I think that his sensitivity to just noise and loud overall has waned. But it's been replaced by this misophonia sort of reaction to very specific kinds of sounds. 
Interviewer: Yeah, could you talk about when that started to crop up, and when you started to notice the misophonia?
Interviewee: That's just been within this last year, and I would say maybe more so within the last six months. And it's hard to know if he's had it sort of all along, because has had up until just recently a real hard time sort of articulating what he's thinking and feeling and that sort of thing, but lately he's been able to say more about what's wrong. And when I ask him about his, because the ticks really start, like the full body kind of emotions and he'll say, “Your soft voice makes my ears hurt.” 
Interviewer: Your voice in particular? 
Interviewee: Yeah. And he then added Aiden, my daughter's voice to that. So then I wonder, oh gosh, great. He's got -- five out of his six teachers are female. [laughs] Yeah. 
Interviewer: Oh yeah. 
Interviewee: And my voice isn't necessarily on the higher pitch end, he doesn't have a problem with his father's voice [06:00] but I think it might be female voices, and maybe, I don't know. But he was able to articulate that my voice and his sister's voice are hard on him.
Interviewer: Yeah. And you can get mine generalized to other women?
Interviewee: I wonder and I actually did a sort of a quick little outreach to his female teachers [laughs] yesterday, asking if they had noticed any of his ticks because when he's stressed and his ears hurt, then he starts to tick. And most of them said, yes. Four out of five of them said yes. And they said that it seems like it happens more when he's stressed. And I just sort of agreed with that. I didn't [laughs] introduce the idea of misophonia because it's like, oh crap, now my voice irritates him. That make him even worse. [laughs]
Interviewer: Were you able to talk to his -- Oh, sorry, go ahead. 
Interviewee: No, go ahead. 
Interviewer: Were you able to talk to one of his remaining male teacher and see if that voice also causes a similar reaction?
Interviewee: I haven't, but I will. I'll reach out to him, and see what he says.
Interviewer: Going back to like, just the general loud noise aversion, is that to also like household voices or more like crowd-based noises. Like a vacuum?
Interviewee: No, he uses the vacuum. He doesn't mind it. He mowed the lawn, he doesn't mind it, but now he hated it when I mowed the lawn when he was a kid, when he was a toddler. I would get out on the riding lawnmower just to get a break and he hated it, but I don't know if that's because I was unavailable to him or if it was because it was loud. He did not like fireworks initially and that sort of thing. Ultimately we had him wearing ear protection but over time he stopped using it because he -- I mean, he still uses it because it's a good thing to do when you're mowing the lawn and using power tools with his dad, but he came to love fireworks, and he came to love other activities[09:00] that originally would have been just too loud or too rocking for him. 
Interviewer: Do you know what facilitated that change? 
Interviewee: The only thing that I can guess, I tended to take kind of an exposure approach with him where I would just a little bit at a time and I think that over time -- so things that worried him or scared him initially just by being consistently exposed to them, he became -- it was like no big deal. So, great example would be he was absolutely terrified of the dentist. So, and we had to start doing check-ups and stuff like that. So, I worked it out with the dentist and his front office staff. They were awesome. That we would just come in once a week. And the first thing we do is just sit in the waiting room for like five minutes and then go. And they'd give him a balloon and whatever, next time it would be sit in the waiting room and maybe walk down the part where all the chairs are and back out again, and we were off. And so over a period of time, then we added him sitting in the chair and they let him play with all the buttons and we added, and then the dentist came in and gave him a high five and left, and it just over time. And then finally the Dennis came in and just counted his teeth, and great job you're out, good job and every time he got a reward. And so ultimately it was nothing. He was able to do his regular check-ups, no big deal. So little bits like he hated water, wasn't good, which is interesting for kids on the spectrum. He was not -- didn't want to swim, none of that. So I don't know if that was a sensory problem?
Interviewer: It couldn't. Was it like he didn't like the touch feeling of water or he didn't want to -- do you know what about water?
Interviewee: I don't know. 
Interviewer: Yeah.
Interviewee: And I would just always take him to the pool when Aiden swam [12:00] and had her lessons, or friends of hers would have birthday parties, or his would have birthday parties and there'd be a pool or it'd be at a little beach or whatever. And one day he just took off his pants and went in. 
Interviewer: That's good. 
Interviewee: I never forced him to like do anything. I just kept putting him around the thing that bothered him. And ultimately, he did it in his own time, I guess, it' kind of how [12:35 crosstalk]
Interviewer: And that’s awesome.
Interviewee: -- maturity or if it was just, he was exposed to it enough that it didn't bother him anymore. Maybe it's both. Yeah. 
Interviewer: And so use that same process for crowds and noises as well.
Interviewee: Well, and yeah, early on every weekend we went somewhere, zoo, flight museum, you name it. And so he was always going somewhere where there were probably people, sometimes it was the beach where it was like really quiet and whatever. So I was always exposing him to new stuff. And he's always kind of in terms of transitions in early elementary school years, that was hard. But over time he became much more flexible and able to sort of manage that. And his -- and as long as it was something -- as long as we were doing something on the weekends that captured his interest, he was kind of all over it, and doing and he loves to travel, loves to go to new places. So, has never had a problem with being on planes. So I don't know.
Interviewer: Yeah, you just gave me a bunch of great segues for my next couple of questions, which is awesome. Thank you. So you talked a lot about exposure. So how else have you helped your son manage his sensitivities and how does he manage them as well?
Interviewee: I allow him probably more downtime than I would. An average kiddo. [laughs] 
Interviewer: Yeah. 
Interviewee: It's like he --[15:00] So ask the question again?
Interviewer: Basically, how does he manage and handle his sensitivities, or how do you help him manage and handle his sensitivities? Were there particular therapies or interventions that he used or benefited from?
Interviewee: Oh gosh, we did. Well, that's a whole another conversation, but we did years of speech and ABA and social skills groups. And I still don't know[laughs] how much he was helped by that. I do know that when we moved from Seattle to Oklahoma in 2015, so he was going into seventh grade. And I was having to sort of look at remaking [laughs] rebuilding his infrastructure. So new social skills groups, new speech therapists, new all of that. And he put his foot down and was like, I am so done with all of that and would not cooperate. And I just had to kind of listen to what he had to say, because and as much as I think he could benefit from it, I couldn't force it.
Interviewer: Yeah, absolutely. 
Interviewee: The other thing I think that he has a sensitivity to, he just really has tons of anxiety around being tested, assessed anything. Hates it, shuts down completely.
Interviewer: That makes sense for sure. Thinking about his like auditory sensitivities, and then misophonia, you talked a little bit about how it has waned the general sensitivity and kind of been increased replaced by the misophonia. Has it changed in other ways over time?
Interviewee: Yeah, I think going back to what I said about his -- just his where he couldn't handle stuff before, and then he could. I think it's just the ability over time to, he like builds up a -- I don't know, resistance to it, or it doesn't matter anymore. I'm not exactly sure what, why he got better at handling it [18:00] other than just being exposed to it over and over and over again. 
Interviewer: Yeah, absolutely. Do you think maybe these changes are related to any independence that he's gained over time? 
Interviewee: That's possible. Independence has been something that we've really focused on with him. When we see that he's ready or almost ready, gentle pushes and nudges to get out there. But I don't know, I'm not sure, I know if independence has had any impact on that.
Interviewer: No, that's fine. And you talked a bit about how some of his sensory sensitivities may cause stress for him. Would you say that they also cause or increase anxiety? 
Interviewee: Absolutely. 
Interviewer: Yeah. What does that look like for him? 
Interviewee: Well it definitely looks like ticks now. And he has always been kind of serious kid. Not. I've never felt like he's been real relaxed, like comfortable in his own skin. His face just always looks kind of like he's stressed. And the anxiety, I definitely feel like a large portion of that anxiety comes from his inability to understand the language that's going on. And so therefore what's going on around him, which causes him a great deal of concern. 
Interviewer: Yeah. Understandably so. 
Interviewee: Yeah. 
Interviewer: And how does he manage that stress or anxiety? Do you know? 
Interviewee: Well, he tends to go somewhere by himself.
Interviewer: Where it's quiet presumably?
Interviewee: When he's not managing it. Well, [21:00] I mean, he cries, he ticks. He says no to things. And it's -- When he's stressed out, he goes outside and he'll just walk around and talk to himself, until he can calm down. Logan is happiest when he's outside.
Interviewer: Getting it's because it's a little bit quieter?
Interviewee: He's just always been -- he loves camping. Boy Scouts has been a God-sent for him. 
Interviewer: That's great. 
Interviewee: He'll camp in 20 degree below weather. He's fierce about it. He just loves it. So he's -- for him being out in nature and kayaking or hiking or whatever, he's building a fire, that's his -- yeah, that's his happy place.
Interviewer: Got you. And you talked about how his sensory sensitivities have changed over time. Has his anxiety to those sensory experiences also changed or is that remained pretty constant? 
Interviewee: It's worse right now. 
Interviewer: It's worse?
Interviewee: Yeah. 
Interviewer: How so?
Interviewee: Well, and it's hard to sort of unpack or sort of uncouple [laughs] how much of what he's feeling and experiencing is related to the whole pandemic. And having to go through online school, that's a huge change for him and he doesn't like it. Really was looking forward to, and I don't know how much of it he doesn't like, because he's having to hear my voice a lot more during the day. But his anxiety is at an all-time high rating.
Interviewer: Sorry to hear. Must be really hard.
Interviewee: It’s really hard for him, yeah. 
Interviewer: Yeah, absolutely. And then thinking to the future, what goals or hopes do you have for your son in regards to his sensory sensitivities? 
Interviewee: My goal for him [24:00] and my hopes for him are that we will find a way to help him manage them, so that he can manage them independently, understand maybe what his triggers are, and recognize it as anxiety, and be able to sort of advocate for himself needs help with it. 
Interviewer: You mentioned that he's been able to articulate more recently what his needs are. Can you talk a little bit about that? Because you just talked about advocating and those go hand in hand. 
Interviewee: Yeah, he -- Well, like I said, because of his processing speed or lack thereof, he struggles with language and therefore struggles with conversations.
Interviewer: Totally. 
Interviewee: And kind of the backing and forthing. One of the things that we talked to, so Logan never really made the shift and it's about fourth grade when this happens, where you're, instead of learning to read, you're reading to learn. So he could read fine for the most part, didn't understand a thing, right?
Interviewer: Yeah. 
Interviewee: So one of the things that we talked about because he's -- Oh, forgot. He loves to work out, loves to work out. And I think that's one of the ways that he works off some stress and anxiety.
Interviewer: It's a great [26:07 crosstalk]
Interviewee: Likes to be physically fit. And so, early in the year we were talking about his working out and he was talking about the different muscle groups and we got him a trainer just because it was something he loved and I thought, well, he could start engaging in some conversational skills with the trainer. 
Interviewer: Totally. 
Interviewee: And so that's helped. But we also talked about his brain being a muscle and that you kind of have to exercise your brain as well. And so he spent all of his pandemic time when the school shut down in March and throughout the summer [27:00] because we've stayed pretty close to home. Reading voraciously like two hours a day.
Interviewer: Good for him.
Interviewee: And doing puzzles, which he and I both loved. The other members of our family, not so much. [Interviewer laughs] But I noticed sort of late summer, because one of his favorite teachers also brought by some -- because he loves Astronomy, loves Earth Science, loves, just that's his thing. So she brought by some books, textbooks and that sort of thing. And one day he came down from his bedroom and he was telling me about Mercury, the planet. And so where did you learn that? And he said, “Oh, in the book Ms. Bowen gave me.” And I said, “Can you show me?” And so he went straight to the pages in the book, he read it and I thought we've made the leap, we finally made the leap. 
Interviewer: That's awesome.
Interviewee: So again, he's way behind in terms of his education, but he was able to kind of leap forward into learning how to read and that sort of thing. So along with that came his ability to have more conversation with me, I noticed that happening over the summer and it was during late in the summer, right before school started that he really started to articulate what he was feeling and the pain in his ears and the anxiety that he was having.
Interviewer: That's such a good skill to have. That's awesome that he's been able to develop it, especially during this really hard time.
Interviewee: Yeah. 
Interviewer: We're going to shift gears to our next chunk of questions. So as your son has grown up in aged a bit, how has his and your community reacted to his sensory sensitivities? 
Interviewee: Not sure how I can -- his community would be mostly his teachers?
Interviewer: Sure.
Interviewee: And his Boy Scout troop. I think the kids in his Boy Scout troop are -- they get that he's different but have, with encouragement from their leaders learn to be supportive rather than teasing him and that sort of thing. So that's good. 
Interviewer: Yeah, absolutely. 
Interviewee: His [30:00] teachers, some better than others at understanding what's going on. He's mostly mainstreamed, except for the language heavy classes like English and History.
Interviewer: Got you. And was his community more or less accepting of him in his sensory needs when he was younger? 
Interviewee: Definitely. I really, I mean, and I think this is true of any kid with autism or any kid with sensory sensitivities. When they're kids, people's hearts go out to them, and it's, oh that's -- I mean, you get the occasional person in the store when a kid is having a meltdown going, you need to fix your kid, or you need to spank him or something like that. But for the most part, I think, I just remember just really succinctly the day we were on the playground and the looks on the parents' faces stopped being, “Oh, how sweet. Oh, how cute.” And they were more like, “What's going on with that kid.” And I thought, “Oh crap.” We've passed the, isn’t he sweet and cute and now he's weird.
Interviewer: That threshold. Do you know when that was, you said you remember that moment? 
Interviewee: Yeah, I want to say he was like seven, maybe eight.
Interviewer: He was pretty little.
Interviewee: About seven, yeah. Seven or eight, yeah.
Interviewer: That was really hard. 
Interviewee: Yeah. 
Interviewer: Thank you for sharing that. Have there been particular aspects of his community that are more or less accepting? You just talked about Boy Scouts and school? What about family or friends? 
Interviewee: Oh family, friends love him dearly, very accepting. No, he loves his family. Yeah, no issues there. And the friends that he had in Seattle because he went to day-care with them and then went to school with them and it was just Logan. But then when we came here and he's trying to make new friends. It's not been as easy. And we are members of the Autism Oklahoma Group. [33:00] But as you know, I mean, kids on the spectrum are so different. One from the other, and finding somebody that he feels like they match has been, yeah. He does tend to socialize and get along better with kids younger than himself. And then he does those that are his age. 
Interviewer: And then again, thinking to the future what are your hopes or worries about how his community will react to him and to his sensory needs? 
Interviewee: Well, especially with the shooting of this 13-year-old and you're very worried. And yeah, just really[laughs]he wants to be independent and he wants to live on his own and he sees a life for himself away from us. And I want that for him. Absolutely. I'm also terrified. My hope is that he will continue to progress in his language skills and his ability to manage his sort of other things, the comorbid conditions that go along with it, like anxiety, et cetera. And be able to advocate for himself. But yeah, there's a part of me, that's pretty worried. 
Interviewer: Yeah, and just like, what can you say a little bit more about what specifically you're worried about, if you want to? You don't have to; I know it must be very sensitive. 
Interviewee: Well, he doesn't present as neuro-typical. I mean… and so then you get… so people realize something's wrong. And how do they interpret that? And do they see him as a danger? I mean, I have a friend who both she and her husband were like six, three, six, four.
Interviewer: That's tall.
Interviewee: And [36:00] so their son who was on the spectrum is a freshman in high school and over six feet. And he's got more sensitivities and more issues, and I could see where people would see him looming and just get terrified of him. I'm sort of glad Logan is shorter, and hopefully he doesn't get much taller than he already is. And slender and doesn't present as this big hulking scary dude.
Interviewer: And that makes sense. Thank you for sharing that. We're going to shift a little bit again. So in the like transition to adulthood, where do you see your son?
Interviewee: Well, initially still living with us. I've entertained. So again, sort of this baby steps, kind of like the dentist, baby steps. So, whereas our daughter is going off to college, few States away.
Interviewer: You said few States away? 
Interviewee: Yeah, she's going to Arizona.
Interviewer: Nice.
Interviewee: I could see his steps out the door being much smaller. And he took one baby step, one big step actually, over the summer by getting his driver's license, right.
Interviewer: That's awesome. 
Interviewee: So then --
Interviewer: It's a big one. 
Interviewee: Yeah, that's a big one. And then so maybe he starts college and goes to like a community college or a technical college or something like that. Maybe then we find a home or living situation where he can have his own, like, they call them Casita's, in his own little apartment on the property or guest house kind of thing. And then maybe the next baby step is an apartment, a couple of miles away, or maybe the next just --
Interviewer: Yeah, I got you.
Interviewee: Yeah, and maybe living with his sister it's somewhere in that. I don't know. 
Interviewer: No. Absolutely. 
Interviewee: I mean, I don't [39:00] want her to feel an obligation, but --
Interviewer: Do you think she does? 
Interviewee: Yeah, it enters my mind. 
Interviewer: Do you think she does feel an obligation to take care of him that way or to help? 
Interviewee: Yeah.
Interviewer: Sorry? 
Interviewee: I think she does. Yes. 
Interviewer: And she's his big sister?
Interviewee: Yes. Only by 18 months though, so.
Interviewer: Yeah, not too much. 
Interviewee: They're a year behind each other in terms of school. 
Interviewer: Got you, yeah. In terms of independent skills, what is he able to do by himself? What does he need some more help with? What are you helping him get better at?
Interviewee: Well, so now that he has -- so executive functioning is a thing.
Interviewer: Totally. 
Interviewee: But now that he has his driver's license, I'm sending him on little errands. So it's like all the things that we've done together all this time. And so grocery shopping, for example, I would take him grocery shopping. I'd have him do -- we do self-checkout, I'd have him scan everything, I'd have him bag everything, I'd have him use the card to pay for it. So that when he finally got his license, I was like, I need you to go to the store and get whatever. I need you to go to the pharmacy and get your meds, or I need you to -- can you, and so he lost -- this was a really interesting, it just happened yesterday. He lost his scout knife, his little pocket knife at the last campout. And so he said, “I need to buy another one before the camp out this weekend.” I said, “Oh, well, go to…” I’m sure they have a Mat Academy where we've gotten other stuff. And he said, “Well, can you go with me?” And I said, “Well, no, not today, we can -- maybe we'll go tomorrow after school, or you can go by yourself. You can go by yourself, right?”
Interviewer: Yeah.
Interviewee: “Oh no, I'm not…” And he didn't feel comfortable. Well, yesterday he was about half an hour late coming home from school and I was starting to stress, but I giving him the benefit of the doubt. Well, turns out he went off to Academy all by himself, found his way, bought the thing, came back. 
Interviewer: Yeah. That's awesome.
Interviewee: It's that kind of stuff where I'm trying to wean him off of me as being his caregiver, one step at a time.
Interviewer: Absolutely. I mean, it sounds like it's working now. [42:00]
Interviewee: Yeah. 
Interviewer: So you mentioned going grocery shopping. Can he cook for himself also? Does he need help with that? 
Interviewee: No, he can cook for himself. Has for years now. 
Interviewer: Awesome. That's fantastic. 
Interviewee: You can do his own laundry. He did for a Boy Scout camp. So he was doing laundry last night. 
Interviewer: Perfect. [laughs] What about like other daily hygiene tasks, like bathing, stuff like that? 
Interviewee: Yeah. He's fine. He's been doing that for. And he's now -- so he learned how to shave and he -- so because he's in ROTC, he also keeps his hair cut really short. That's another interesting sensitivity now that I mentioned it, he never liked having his hair cut as a kid. And I tried over time to get him to go and have his hair professionally cut, and we always end up back in the bathroom with the clippers. [laughs] So, he's now learned how to use the clippers to cut his own hair. 
Interviewer: Oh, so he does it himself now? 
Interviewee: Right.
Interviewer: Got you. Could you ever figure out what he didn't like about getting his haircut? 
Interviewee: I've never been able to get him to articulate it.
Interviewer: Got you. Thinking back to like levels of independence and like what he's able to do, is he able to manage money? You mentioned that you've been helping him like pay with a credit card when he goes places?
Interviewee: He's got his own debit card and he knows how much he has in his account. And he knows how much he has in his wallet in the way of cash. We have some work to do on the whole budget, financial management, balancing a check book, that kind of stuff. But yeah, one step at a time. [laughs] 
Interviewer: That's great. And then what about a job? Has he ever had a job? Does he want a job? 
Interviewee: He does want a job. He's never had a job. We've talked about like lawn mowing jobs and things like that. It's just not something that we've pursued yet, which I feel like I'm behind on that, but oh, God.
Interviewer: You're doing a lot.
Interviewee: It's a lot. Yeah.
Interviewer: You're doing a lot. And then you talked about how he wants to be independent. He wants to live on his own. Does he ever tell you what that looks like when he says that's what he wants? 
Interviewee: He doesn't get into too detail, but he just, he does talk about [45:00] when I have a wife, when I have kids, when I have my own house. So, and again, kids tend to think, okay, this is what I have now, or so then I'm going to be, I mean, my daughter even, the other, like when she says, “Well, when I get married.” I said, “Oh, you getting married?” [Interviewer laughs]
Interviewer: To whom?
Interviewee: And, she said. “Well, not now, obviously, but later on when I'm married.” And I said, “Well, it's not like you have to get married.” Just trying to challenge the notion that this sort of boiler plate approach to life, you could do whatever you want. 
Interviewer: Absolutely. That's great. You talked about Boy Scouts a little bit, and you talked about his friends from Seattle like that he grew up with, does he have a social life in this context? Does he manage a social life? 
Interviewee: No. 
Interviewer: No?
Interviewee: No. And that's one thing that I actually had to start, because he wanted to earn some money and so I was like, “Okay, well, you now what? If you text…” But we met a couple of kids bowling. So he, and the moms are great and the kids were -- enjoyed Logan and they both have some kind of disability as well. And so I said, “Well, okay, Logan, if you text Jaden and arrange a day and time when you can go over there and hang out and play video games, and drive over there by yourself with your GPS and drive back.” It's not far away. “I'll pay you.” [laughter]
Interviewer: Did it work?
Interviewee: So. Huh?
Interviewer: Did it work? [laughs] 
Interviewee: It did. 
Interviewer: It works, right?
Interviewee: Yeah. 
Interviewer: Do what you got to do. [laughs] 
Interviewee: And then he did it again and had a friend come here.
Interviewer: Nice.
Interviewee: To play video games and swim, and stuff like that. And I thought, “Okay, I've got the flow going.” But the minute I wasn't willing to pay him for [laughs] he stopped doing it.
Interviewer: He had the incentive. 
Interviewee: [inaudible 00:47:57] [48:00] So some of the things that, where I'm trying to teach him to be independent, have required an incentive to get him to do it. Other things not as much.
Interviewer: Got you. That's kind of funny. [laughs] Thinking about all these things that you're helping him do, do you think he'll be able to achieve more independence?
Interviewee: I think so, yeah. I've always felt like he was probably three, maybe even four years behind in terms of maturity. So, I do think that he will -- It's just going to take him longer.
Interviewer: Yeah, and that's okay. 
Interviewee: Yeah.
Interviewer: What do you think will help him move into adulthood and to be able to achieve more independence?
Interviewee: Language.
Interviewer: Yeah.
Interviewee: I've said this all along with his special ed teachers, with anybody who will listen, if we can figure out how to help him understand and process language, he will do better in school. He will have a social life. I mean, language is his key barrier. 
Interviewer: Yeah, absolutely. That makes total sense. Do you think there are particular interventions or services that will help him with language to be able to help him with the rest of the things that he's trying to achieve? 
Interviewee: I've searched and searched. I've searched the world over. There's I mean, there are people that say, there's this notion that a certain kind of hearing aid can help with central auditory processing and issues and misophonia that there's neurofeedback that, that could help and there's -- And I just I -- my friends will tell you, she's, if you want to know something, ask her because she researches everything. I'm at my wit's end because I don't know how to help him further. And I don't know if it's just, I have to give him time or, but I just feel so strongly that his [51:00] language skills are the biggest barrier by far, to his being able to advance further.
Interviewer: No, absolutely. Thank you. That makes sense. Now putting these two things together, his sensory sensitivities and his transition to adulthood, how do they intersect for him? 
Interviewee: Again, I do think that having the auditory issues is going to impede his progress into adulthood, as it has throughout his life this far. And that he's having to work so much harder than the average kid to get to that level of independence and that adulthood. 
Interviewer: You said impede. Could you say a little bit, what do you mean by impede?
Interviewee: Well, I feel like his sensitivities could get in the way of him having the kind of job that he wants. He really loves Astronomy, he loves -- I mean, he actually he's taking anti-anxiety meds. And one of the things that he's wanted to do for a while is learn how to fly. So I just took him for a discovery flight, just with a flight instructor who's been teaching for 40 years and he did sit in the pilot seat, but the instructor of course has full control of the plane, the whole bit. So, I have video of him flying a plane.
Interviewer: That's awesome.
Interviewee:  But he won't be able to pursue that, getting that license because of the medications he's on, because of his hearing disability.
Interviewer: I see what you mean. That makes sense. Thank you. You kind of answered this in not so many words. But it's part of my questions. Do you see his sensitivities as an obstacle, a vehicle? Neither, or a bit of both towards his independence school? 
Interviewee: Obstacle. 
Interviewer: Yeah. And about like challenge, his ability to do things that he wants to do? [54:00]
Interviewee: Say it again?
Interviewer: I just was clarifying. So like in that they'll challenge his ability to do the things that he wants to do, like the pilot license. 
Interviewee: Yes. 
Interviewer: And then more specifically what do you anticipate as being challenging for him as he does gain more independence in regards to his sensitivities?
Interviewee: Well, I don't know if this is what you're looking for, but I see his sensitive. I mean, what if he ends up with a boss that has a voice that drives him nuts?
Interviewer: Yeah. 
Interviewee: Or college professor or, I mean, I don't know.
Interviewer: Yeah, for real. 
Interviewee: I don't know how to -- 
Interviewer: There was some unavoidable people in people's lives. [laughs] 
Interviewee: Right. And I don't know where this whole misophonia and everything else is just, it's one more kind of obstacle to get over and I don't know what it's going to --
Interviewer: No, that sounds great. 
Interviewee: It doesn't bode well for him being able to do things like go to college, hold down a job, live on his own, have a relationship, have friends. Yeah, I'm very worried about it right now.
Interviewer: Yeah, totally, I mean, you can't remove voices from people. That's right. People are everywhere. 
Interviewee: Right. 
Interviewer: Do you think there are particular services or interventions that could help him?
Interviewee: Possibly, I've been on the computer for probably the last 48 hours, doing exactly that kind of research to try to figure out the best way to help him. Unfortunately, one of the obstacles in our case is the availability of expertise in the state of Oklahoma. Coming from Seattle, as you might imagine.
Interviewer: Oh yeah. [laughs] 
Interviewee: We could pick and choose.
Interviewer: And there a lot of autism research in Seattle in particular.
Interviewee: Right. And he was… I think I mentioned that he was diagnosed at the [inaudible 56:48] Autism Center.
Interviewer: You went right on the corner from there. [laughs] 
Interviewee: So [57:00] I feel like where he lives, is an obstacle to finding help for him.
Interviewer: Yeah, that makes sense. Other than location, do you think there are gaps in the available services and interventions for kids like Logan?
Interviewee: I do, because I think that -- Well, I just think we've spent a lot of time, when Logan was diagnosed is when things really started to heat up and people were saying, wait a minute, what's going on? There's just this, the word epidemic wasn't used until a few years after Logan was diagnosed, but it was kind of like, what's happening with our kids? What's happening with our kids? And that has continued to this day and I haven't felt. And I was so involved in that and just trying to get him what I felt he needed and that sort of thing that I -- when I tend to look, I mean, that was my job when I was project manager. I was always like looking forward and trying to figure out risk and all of that. And so it was always looking a year or so down the line, and it hasn't been -- I really haven't had that luxury with him. And I look at adulthood for him now, and we've just spent so much time as a nation, trying to get our arms around what the heck is happening with our kids, that are being diagnosed with autism that I feel like there's not much at all out there for adults with autism. Now, it's interesting that more and more universities are creating programs for people with ID and DD. And a woman here, when I first moved here, I met a woman who was just beginning to advocate for, and raise funds for creating that kind of a program here in Oklahoma, because we were like one of the last two States that didn't have one. 
Interviewer: Oh, really?
Interviewee: And so this is all through the Think College Program. [1:00:00] She raised enough money to get a program started at Northeastern State here in Oklahoma. And then OU, University of Oklahoma started one this year. OSU was going to start one next year, but now with the pandemic and everything, it's kind of like --
Interviewer: That's a story. [laughs] 
Interviewee: The thing that -- so those kinds of programs I think can definitely help.
Interviewer: Totally.
Interviewee: Young adults make the move into living independently and at least that's the promise. I mean, I look at the programs and some are better than others obviously. The thing that sort of bothers me is that -- So Logan has a normal IQ, it's up there. And he wants a Degree in Astronomy or whatever else, he wants a job in that field. But for Logan, there’s the stress of taking an ACT or an SAT?
Interviewer: Yeah.
Interviewee: Yeah. So, he won't be able to start at a four year unless he were -- so he would need to do community college, which is fine. 
Interviewer: Totally. 
Interviewee: And then transfer over.
Interviewer: Do you think could be okay if you didn't have to take those tests or do you think he needs to practice at a community college just to take college exams? 
Interviewee: I think he needs to practice.  I think he could benefit from a program like the Thing College Programs. He also wants a degree. So there needs to be -- it needs to be a program where they allow both like the --
Interviewer: Got you.
Interviewee: Maybe he starts by auditing courses, but then he's able to then take them and get credit for them while the program needs to allow that. And a lot of colleges are saying, “Well, in order for them to get credit, they have to have taken the ACT, and have it admitted to the college, just like any other student.” 
Interviewer: Sure. 
Interviewee: Others like University of Iowa, their think college program allows the students to take for credit. Unfortunately, [laughs] the two programs that are like that [1:03:00] I mean, it would be perfect for Logan. The two programs that are for ID and DD in our State don't allow it. And one of them is -- Oh no, one does, but it's really far away. He's not ready to go that far away. It's like four hours away. And they don't have the kind of curriculum that he's interested in. They specialize in ophthalmology and other sciences, but not what he's interested in. So the one that's closer, like 45 minutes away doesn't allow for credit. 
Interviewer: So he needs like this perfect combination of getting credit and his interest and location, and that seems like it’s a quality.
Interviewee: Exactly. And the other thing is that he's in Junior ROTC in high school and probably not surprisingly like Boy Scouts. He loves the structure of ROTC. Well, they're not allowed to participate in the college ROTC program. So I do feel like there's a lot of restrictions put in their way because they're different learners. A lot of obstacles just because he's capable, and I know eventually he'll, be able to get a degree of some kind, but there are so many obstacles in his way because he's not neuro-typical and it just breaks my heart.
Interviewer: Yeah, absolutely. That sounds really hard. Because he sounds like he does have so much abilities, that it's a shame that there are these walls, they don't really need to be there. 
Interviewee: Right. 
Interviewer: Thank you for sharing that. Thinking a bit more broadly, how have Logan's sensory sensitivities impacted your goals, hopes and expectations for him as he does navigate adulthood?
Interviewee: Didn't I answer that? I thought I answered that.
Interviewer: You answered some -- you answered how they intersect; I'm asking how they've impacted your goals. But if you feel like you've answered that, that's okay too. [laughs] 
Interviewee: Well, my goals for him totally went out the window when he got his diagnosis at the age of three. And they've had to flex and morph over time just as I see as he grows and I see what he can and can't do. [1:06:00] I guess my approach when it comes to Logan is to hear kind of what his goals are? What he wants to accomplish? And then I try to get him as close to those, help him get as close to those as I can. So like if he wants to be an astronaut, okay, well you have to learn how to fly. 
Interviewer: Yeah. 
Interviewee: Right, okay. Well, so I got him as close as I could. And that's not to say that at some point in his life, he won't be able to learn how to fly, maybe he will, but I've gotten him as close as I can for now. 
Interviewer: Absolutely.
Interviewee: And so now we're moving on to something else. I've had to learn to let go and give him a little bit more of the driver's seat, and then figure out how to just, like I said, get him as close as I can.
Interviewer: Yeah. You said that your goals have kind of morphed and changed over time, especially when he got his diagnosis, were these changes related to his sensory sensitivities or related to kind of just who he is and who he who he became?
Interviewee: The whole package. And again, I think more than anything, I was focused on his language skills. 
Interviewer: Totally. Awesome, thank you. So now, I'm moving into our last chunk of questions, we're almost done. They might be slightly repetitive, so my apologies, if you feel like they are. [laughs] So as a caregiver, as a mom, as a parent of someone with ASD, but also some sensory sensitivities, what does transitioning to adulthood mean to you?
Interviewee: Continuing education, increasing independence. Transitioning to adulthood? Meeting his goals. [1:09:00] Being supportive, I guess. 
Interviewer: Yeah, absolutely. Has this perspective changed over time?
Interviewee: At a macro level, no. [laughter]
Interviewer: Yeah. Micro level though?
Interviewee: Absolutely. [laughs] 
Interviewer: How so? [laughs] 
Interviewee: Again, continuing education, or what does that look like? Steps towards independence. What does that look like? I just have to take it one day at a time, and let him sort of guide me.
Interviewer: Oh sure. And what do you see happening in his future?
Interviewee: That's a tough one. There's a difference between what I see and what I hope.
Interviewer: Yeah. 
Interviewee: I guess I see; I don't know. That's a hard one. [laughs] That's the one that's getting me.
Interviewer: Yeah, I'm sorry. Are you okay?
Interviewee: I hope for happiness. I hope for independence. I hope for safety. 
Interviewer: Yeah.
Interviewee: Yeah.
Interviewer: Yeah, thank you. Are you okay? 
Interviewee: Yeah. 
Interviewer: Okay. I have one last question so then we can--
Interviewee: Okay.
Interviewer: Thank you. So you talked about how this transition means like continuing education, it means independence, it means like meeting goals, it means being supportive. And you said this kind of change at a micro level, but not a macro level. This micro, but not macro level difference and change. [1:12:00] Is that related to his sensory sensitivities?
Interviewee: Yes, but not only.
Interviewer: Okay. Can you talk more about that?
Interviewee: Well, again, it's the language, the language barrier. 
Interviewer: Got you. So that's actually all I have. Would you like to add anything else to anything that we talked about?
Interviewee: No. I think that covers it.
Interviewer: Okay, thank you. I appreciate you taking the time and I know these aren't easiest questions, so thank you for being vulnerable and for sharing your thoughts and experiences.
Interviewee: Yeah, no, I appreciate it. And those three others?
Interviewer: Yeah. 
Interviewee: You'll send those?
Interviewer: Yeah, I'll send it right after. I have a meeting at one. So, I'll try to send them in between, if not, right after my meeting, I'll send them off to you.
Interviewee: Sounds good. Thank you.
Interviewer: Yeah, sorry, one more tiny thing. So you mentioned the reports, I'll send you the reports also, but you talked about, you felt like you haven't done enough with his job. I learned about a resource a couple weeks ago, so I'll send it to you and maybe that can be helpful. 
Interviewee: Oh, awesome, yeah. 
Interviewer: Yeah, it's a free workshop. It's an England, but it's virtual. So now maybe you can attend. [laughs]
Interviewee: Oh, good. Okay. 
Interviewer: Yeah. So I'll send that over to you. Do you know anyone else by any chance who might want to participate or join?
Interviewee: In the job thing?
Interviewer: Oh, no. I'm sorry in the study, but yeah, you can share the job thing to anyone. [laughs] 
Interviewee: Oh. Do I know anybody else? I thought you had everybody you needed.
Interviewer: We're getting close. [laughs] We're getting real close, but we still have a couple more slots to fill.
Interviewee: What's the age range again, I forget? 
Interviewer: It's 16 to just under 26. It's okay if you don't. 
Interviewee: I’ll have to think about it. 
Interviewer: Okay, yeah. [1:14:04 crosstalk]
Interviewee: Did it go out on our Autism, Oklahoma website?
Interviewer: Probably. There's probably how you found out about us. 
Interviewee: Yeah. I think that's --
Interviewer: Talk to a lot of people online to see if they would share. [laughs] 
Interviewee: I have to think about that. 
Interviewer: No. No worries if you don't. If you think of someone, feel free to send them our way. And if not, that's okay too. 
Interviewee: Okay.
Interviewer:  Awesome. So I'll send you those links, and as soon as they're done, I will send you a gift card as a big thank you for all of your time, all of your effort and for sharing all of this information with us. 
Interviewee: Awesome. Thank you. 
Interviewer: Thank you so much. Have a great rest of your day. 
Interviewee: Thank you.
Interviewer: Bye. 
[End of transcript]
