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[Start of transcript]

Interviewer: Great. We are recording. And I will be asking you questions about your perspective regarding 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 planned questions in my script, but I’ll be adapting them to follow our conversation, so they fit for your family. 

Interviewee: OK. 

Interviewer: And if there are any questions that you don’t want to answer, for whatever reason, perfectly fine. “I don’t know” is also a perfectly fine answer. And if there’s anything that comes up later in the interview that you forgot to say, feel free to say it: it doesn’t have to be a perfectly linear conversation. 

Interviewee: OK. 

Interviewer: Awesome. So, for the first question, could you please start off by telling me about your son’s sensory sensitivities and sensory interests?

Interviewee: He is very bothered by any, like, loose hanging threads. I mean, a sock a [1:00] shoe. And he will pull and pull and pull until he literally pulls out the entire hem on a shirt, unravel, like, the folded part of the socks. He pulled the cording off the bottom of his mattress. I mean, if you think about that, that was on, like, machine sewed, entire cording on his mattress. He will randomly … will see, like, a place on the carpet, where he just pulls out fibers. And then, of course, he pulls his hair. The latest—this is just in the last maybe week or two we noticed—we think he’s now popping his own zits, but … So yeah, this need to shred is pretty big. 

Interviewer: Do you know why, like, is he able to articulate why he needs to do those things?

Interviewee: No. I mean, I just don’t know, but, you know, you go up to his room and empty the trash can and there’s always like a T-shirt in there that’s … I mean, it’s in ribbons. Unravels it. We pulled it out one time and measured it. It was like, “It’s art.” He’s shredded just for a long time and, I guess, as long as it’s, like, T-shirts, I, you know, I just let him do it.

Interviewer: Yeah, absolutely.

Interviewee: I mean, better that than the carpet.

Interviewer: For sure. You mentioned pulling his hair: does he pull other body … like, head hair … does he pull other body hairs?

Interviewee: Yeah, we’ve caught him pulling his eyebrows. I think he might do his arms. Then, you know, he has a little chest hair, but not a whole lot. I mean, the other thing is he … I don’t know if it’s sensory but he is just big now on throwing stuff away.

Interviewer: What do you mean by that?

Interviewee: I mean, like, if I pour, like, this glass of water or if I, like, got up to go to the bathroom for five minutes and came back in here he would have, like, poured it out. Like, open a can of soda, pour it in there, you haven’t even finished it, and I go to look for it and it’s, “Oh, he’s poured it out.” If you don’t hold on to it … 

Interviewer: It’s gone. 

Interviewee: I don’t know. Even just, you know, like, I might open mail and leave it on the counter and we’ve had to dig through garbage because he’ll throw out mail that’s, you know … It’s not trash, it’s just I haven’t … 

Interviewer: … [4:00] dealt with it yet 

Interviewee: … dealt with it yet or whatever it is, or … Yes, I mean, you just have to be really vigilant now not leaving anything laying around because he seems to want to throw it out.

Interviewer: Got you. And does he have other sensory sensitivities or sensory interests, like maybe taste, smell, vision, sounds?

Interviewee: I mean, he does hum a little bit or … it’s not even humming. Like, you’ll hear him kind of singing. Yeah, I mean, he does that. He doesn’t do much with, like, spinning or anything like that.

Interviewer: And, like, taste is OK, no, like, specific likes or, like, no extreme likes or dislikes? 

Interviewee: Not really. I mean, I would say, you know, he eats well. There’s a few things, like, you know, he doesn’t like pickles or onions or mushrooms, but that’s kind of, you know … that would be standard, but … 

Interviewer: Yeah, we all have preferences. 

Interviewee: Yeah, I mean, like, stuff like that he’s OK with. You know, he wears pretty much whatever clothes, you know, he has in there. 

Interviewer: Will he, like, tear, like, tear those threads on clothes he’s wearing?

Interviewee: Oh, yeah. I mean, he’ll come home and hem’ll be out. Yeah, I mean, he just … I think he just destroys a lot of clothing. A lot. 

Interviewer: Sorry, go ahead.

Interviewee: I don’t think … like, his backpack, he hasn’t attacked that or his lunchbox. He’s had those for a couple years. So those have held up real well.

Interviewer: That’s great.

Interviewee: And he doesn’t … you know, like, we haven’t had him tear up any school books. He doesn’t even have books, really, but yeah, I mean, he doesn’t mess with anything like that.

Interviewer: How do you help him or how does he manage this desire to, like, tear apart threads?

Interviewee: I mean, some of it is just trying to keep him busy. You know, he just … I think he’s just bored. So he does it, so …

Interviewer: Yeah.

Interviewee: And he’s really willing to help. Like, I’ll tell him, you know, to take stuff upstairs or bring this down, you know, when he’s going to do any kind of chores or whatever. So anything that keeps him busy, I think keeps [7:00] him from doing that.

Interviewer: Yeah, definitely. You mentioned briefly, like, T-shirts are OK because it doesn’t … he doesn’t do it to the carpets. Do you kind of let him pick the things that are a little bit easier or, like, less damaging if he were to destroy them?

Interviewee: I mean, I think he even knows, like, what’s … which shirts are OK for him to shred. Although he did, like, a, literally a brand new Ralph Lauren polo shirt, T-shirt. So he had the polo, wore it, like, twice and then we found it shredded. But for the most part, you know, he gets, like, shirts from school and, I mean, we have hundreds of T-shirts, like, and if he wants to shred, we have, like, literally hundreds, you know, so if he wants to shed them, I really don’t … fine, he’ll shred them. You know, we’ve hidden the scissors because he will cut his own hair, just shredding. Like, if he … if it gets ... his bangs come down, you know, we’ll he see him cutting his hair. So we hide the scissors.

Interviewer: Do you do anything to help manage his, like, picking of his hair or his eyebrows?

Interviewee: Well, we tried CBD oil for that, actually. I can’t say that it worked or didn’t work, you know. I don’t even know if what we got … because, you know, it’s not, like, regulated, like. I don’t even know what was in the bottle. It could have been water, for all I know. I mean, the biggest thing when it was really bad is we actually had him wear, like, one of the big kipas in the school and that because they’re not allowed to wear hats, but I was like, “Oh, they can’t [inaudible at 9:04] wear that.”

Interviewer: That’s really smart.

Interviewee: Yeah, so it wasn’t … You know, we’re Jewish, but, you know, not whatever, CCL thing. But yeah, so he wore the kipa for, like, couple months to have that barrier there to keep him off his head.	Comment by Iona Italia: Perhaps Concerned Citizens’ League

Interviewer: And that … like, barriers help him?

Interviewee: Yeah, I mean, I felt like that helped. The other thing is we just took him to the barber and got him, you know, like, a number two, [inaudible at 9:41] cut, so he just couldn’t even get a grip on it. Because, you know, that was kind of how we dealt with the hair pulling.

Interviewer: And has he ever received specific interventions or therapies for his sensory habits, sensory sensitivities?

Interviewee: [10:00] I mean, he had a lot of OT as a child, like, a lot. You know, and we did, I mean, the platform swinging and the brushing and all that kind of stuff. He’s never had, like, a weighted blanket or whatever, because he’s always, you know, he’s always slept. He doesn’t have, you know, like, the lay on the floor kind of tantrum sort of stuff. I mean, the only thing he’s done with … I guess now when he gets upset, he decides to throw his iPhone. Somehow, that’s his latest. So he did … he smashed an iPhone.

Interviewer: Oh no. Do you think that OT helped with his … like, the pulling of the threads and the hair picking, like, the sensory things? 

Interviewee: Yeah. He didn’t have … I mean, he hasn’t had OT since that’s been going on. Yeah. He really hasn’t had OT in a while. 

Interviewer: Oh sorry. Go ahead.

Interviewee: I mean, I just think the biggest thing is, you know, keeping him busy.

Interviewer: Yeah, absolutely. For sure. 

Interviewee: You know, I mean, the best thing is just to get him out of the house, you know, because he used to be really involved with his baseball and track and, you know, going to the movies. Even just going to the mall … I mean, we would just be doing something. He would go to the grocery store, like, whatever. So I think it’s just when he doesn’t have anything to do, that’s when he starts going up there and doing it. 

Interviewer: Yeah, absolutely. You kind of alluded to this, but how have his sensory sensitivities changed over time?

Interviewee: I mean, it used to be the only thing he would want you to do is … and he … like, he wanted to cut the tags out of, like, clothes. So he’d bring it downstairs and say, “Cut.” You know, I don’t even know that he does that now, but it’s something about just the least little bit of thread hanging down. Destroy it. And I think he even … he’ll do it, like, if he has a hangnail, he’ll pull that [crosstalk at 12:46] and, of course … 

Interviewer: Sorry. 

Interviewee: … it’ll bleed.

Interviewer: Yeah. Has he always not liked those loose threads?

Interviewee: [13:00] I don’t know about when he was, you know, like, in elementary school. Only for the last, like, seven years, at least, I would say.

Interviewer: Got you. And this change, this stuff that kind of cropped up about seven years ago or so,  do you think that’s related to any independence that he’s gained over time?

Interviewee: Yeah. I mean, he definitely is more, you know, assertive with … You know, he … I mean, if he decides he wants to watch a show, he’s going to, you know, come in there and say whatever, like, “You’d better get up. Go to your room and watch because I’m watching Disney right now.” So he definitely … yeah, I mean, he sort of expects everybody to, you know, do what he wants. You know, he wants a snack, someone’s going to go get him a snack or, you know, anything like that.

Interviewer: Is that related … do you think that relates to any of his, like, the picking of the loose threads, like, his sensitivities? 

Interviewee: I don’t know if he’s just saying that he doesn’t, you know, he doesn’t like it or if it’s just his way of … I mean, I know throwing the phone is definitely because, you know, he didn’t get something he wanted. Or even if you … you know, like, I’ll try to … he’ll just get mad. Like, I’ll try to go and fix the collar on his shirt or his buttons, something and, you know, he’s like, “No,” and then he pulls out the phone and he chucks it. It’s just his response now, you know. If you do something that upsets him, he’s going to pull out the phone and throw it.

Interviewer: Got you. If he’s not able to, like, pick out loose threads or, like, loose thread-like things, does that cause or increase anxiety for him?

Interviewee: I mean, I think the other … You know, you’ll see him sometimes … he’ll, like, do a clinching, like, one of these. So then … that’s what he does when he’s anxious. 

Interviewer: He clenches his hands?  

Interviewee: It’s all … I mean, he puts them up and close to his face and his … just everything is like, “Ah!”

Interviewer: Got you.

Interviewee: Yeah, he’s ... so that doesn’t [16:00] happen too often, but I think that’s just when he’s frustrated.

Interviewer: Yeah. And that … will that happen if you prevent him from, like, pulling at some threads or something?

Interviewee: It’s not even so much that, it’s just, you know … whatever, the cable is not … we can’t get the right streaming or whatever. You know, he can’t … like, for whatever reason, Disney+ is not coming up. And I was, like, “Watch, you know, Hulu,” “No,” and he’s, like, screaming and just … So anytime there’s frustration, he does one of those.

Interviewer: Got you. And how does he manage or handle that frustration or anxiety?

Interviewee: He … I mean, I’d say he’s definitely gotten more volatile. Just, you know. He didn’t used to scream and that. I mean, he will holler now. You know, you can’t get it to work and yeah, I mean, it used to be he’d be OK with it. I’d just tell him, you know, “It will,” you know, “give it 10 minutes, it will work. We’ll try again.” But, yeah, he’s just pretty insistent on it.

Interviewer: And in all of this, like, volatility: how has his anxiety changed over time, if at all?

Interviewee: I mean, I don’t know if some of it’s a function of because his brother’s away at college. So I think that’s been hard for him because, you know, they were close. 

Interviewer: They’re twins, right? 

Interviewee: Yes. And, you know, he, like, wants to do everything his brother does and sort of models, you know … I mean, even sitting at the dinner table, you know, Kyle will, you know, sit like this, and then you see Dean do it. And then Kyle notices him copying him, so then he starts, you know, doing stuff on purpose. So I mean, I think that’s sort of just thrown him off a little. And even just knowing … because he feels like, “OK, if Kyle’s doing it, it’s OK, so I’ll do it.” And now he doesn’t have that model of, you know, should I do this, should I not do this? It’s kind of tough for him.

Interviewer: Yeah, I can imagine that. And then, thinking a little bit more broadly: what goals or hopes do you have for your son in regards to his sensory sensitivities?

Interviewee: I mean, I guess ideally, I wish that he could, you know, vocalize, you know: what do you need, what’s wrong, what’s bothering you? You know, so if there was something that we could fix, I mean, I would fix it. I don’t want … you know, I don’t want him to feel like that because that would be, like, kind of sad. [19:00] And I don’t know if that’s different … like, I don’t know if that’s sort of … I don’t know. Like, the people that cut, like, I don’t know if it’s equivalent to that. Because I don’t think it is, but I mean, I don’t know. Is it, like … because you’d think pulling your hair, like, might hurt, so I don’t know. Does he … is it, like, is it because the hair’s bothering him, is it absent minded, does he want to feel the pain? Like, I don’t know what’s driving it exactly. 

Interviewer: That makes sense. Thank you for sharing that. We’re going to move on to our next chunk of questions. As your son has grown up and aged a bit, how has his and your community reacted to his sensory sensitivities?

Interviewee: I mean, the best thing about Dean is he loves being in the community. He is … I mean, 99% of the time successful. I mean, he’s gone to rock concerts. You know, sometimes it’s … I mean, there are a few that we’ve, like, left with him just because it’s really loud, but, you know, for the most part, he … Yeah, I mean, we take him anywhere. I mean, he’s gone to restaurants, you know, restaurants where the bill’s $400, kind of places, you know, and he is, you know, very well behaved. I think only one time did somebody get angry at a movie theater and I think they didn’t … I think after the fact, he realized there’s something the matter with this kid and he actually apologized.

Interviewer: That’s good.

Interviewee: Yeah. And I mean, the other thing is, you know, like, I’m not taking him … it’s not really at night. I mean, we’re at the earliest matinee and we’re sitting in the balcony. Like, you know, the dude could have gone downstairs and gotten to see or, you know, whatever … but yeah and that only happened once. But no, I mean, he’s been to hundreds of movies. We go to, like, plays that the high school puts on, we go to all of those. I mean, sometimes he’s antsy and he’ll be, you know, like, “Almost over, almost over?” He’s had enough. No, I mean, he does extremely well. I mean, he’s travelled to Europe twice.

Interviewer: Yeah, that’s wonderful. And is the community generally accepting of, like, his sensory behaviors, like, the pulling of the threads?

Interviewee: [22:00] Yeah, I mean, you know, he’s not destroyed any, like, school property or anything, so it hasn’t been a real problem.

Interviewer: What about like, shredding, his, like, shirts: does he do that, like, in class or, like, more in public spaces?

Interviewee: I don’t think … I mean, I really think it’s just, he’s up in his room and he does it. Literally, I’ll catch him on the sofa pulling, you know, and he knows that he’s caught and he’ll stop. But yeah, a lot of it is just when he’s up in his room.

Interviewer: So it’s, like, more of, like, a private behavior, it sounds like.

Interviewee: Yeah. 

Interviewer: Got you. Thank you. Would you say the community has … is, like … Sorry, would you say the community was more or less accommodating when he was younger or about the same?

Interviewee: Yeah, it’s hard to say because, I mean, we moved here and I mean, I think everyone in Atlanta, like, knew about Dean and we moved here … people didn’t necessarily know. But, yeah, I mean, I don’t think we’ve had a lot of issues. 

Interviewer: For sure. When did you move? How old was Dean?

Interviewee: Let’s see. 

Interviewer: Approximately.

Interviewee: Let’s see … he was eight.

Interviewer: Eight?

Interviewee: Seven, something like that. 

Interviewer: OK. So, like, a child. This may not be so relevant—it seems like everyone’s been pretty accepting and accommodating, but were there specific spaces or places that were more or less accommodating or accepting?

Interviewee: Orange County Public Schools was the least accepting.

Interviewer: Oh, no. How so?

Interviewee: Oh my god. Like, his elementary school, they were, like, rebuilding it while he was there. So they … when it was done, I guess they had a dedication and, like, the superintendent, school board, everybody was there. And so the kids with autism, like, instead of sitting in, like, the chairs that they had, they had them, like, over there, like, at the picnic tables. So I mean, I … you know, I was irate. I was really mad. I mean, [25:00] I have written so many letters to them about stuff like that. They’re extremely unaccommodating to the point of, like, ADA violations. [inaudible at 25:16]

Interviewer: That’s so good. I’m so sorry you experienced that. 

Interviewee: Yeah. They’re bad actors, I mean, really bad.

Interviewer: That’s a shame. You would hope school would be the place that would be the most accommodating.

Interviewee: No, and just things … I mean, like, Dean can’t, like, blow a whistle. So they’re supposed to, in music, play the recorder. And I’m like, “He can’t blow.” So the music teacher said, “Well, he can just hold it and pretend.” So I mean … you know, that, of course, went up the chain and then it came back down and, you know, they just heard that, “No, that wasn’t going to work. Sorry.” But, I mean … and these are the things that, like, I’m aware of. And there’s another one … like, the whole second grade goes to the ballet and I didn’t get a permission slip. So I’m, like, wondering, like, what are they doing … And I think the teacher, like, called me and said, “Well, Dean didn’t want to go to the ballet.” And I’m like, “Well, we happened to be there last week and were sitting in, you know, whatever, the, like, expensive seats were, hundred dollar seats.” So I was like, “Yes, I think he would like to go for free.”

Interviewer: Yeah, absolutely.

Interviewee: But yeah, I mean, people make assumptions that he can’t do it when, you know, he’s been to, you know, an expensive $100 seat ballet. Yeah. So I … there was so much of that at the school, like, so much and I’m sure there’s stuff that goes on that I don’t even know about. 

Interviewer: Yeah. I’m sorry to hear that. Were there other, like, parts of the community that had been more or less accommodating or accepting?

Interviewee: Oh my God. The religious school: disaster, nightmare. And, what’s even more embarrassing is, like, the director is, like, getting a PhD in special education or something or another.

Interviewer: That’s a shame.

Interviewee: I mean, that was … yeah, that was just terrible. Terrible. And, you know, one maid for the bar mitzvah, like, clueless, they did nothing. So I mean, I, like, pulled together the whole thing myself. But yeah, I mean, just no … I mean, no awareness, and not even, [28:00] like, any willingness to sort of, I don’t know, bend the rules or just … I mean, I finally just … I just said, “We’re doing this and you’re going to agree to it and whatever.” 

Interviewer: Yeah. [inaudible at 28:20] for you for doing that, though.

Interviewee: Yeah. But, you know, I mean, everybody acts like, that’s such a big deal. I hated it. I hated every second of it, hated, I mean, the whole thing. I was like, “Make this over,” because I just was … I was just done with these people, all of them.

Interviewer: Understandable. Thank you for sharing that. I’m sorry those were negative experiences for you. Thinking again, a little bit more broadly: what hopes or worries do you have for how his community will continue to react in the future regarding his sensory sensitivities?

Interviewee: I mean, I guess … you know, I don’t know what kind of work he’s going to have, but I’m afraid, you know, 90% of what they’re going to want him to do is the stuff no one else wants to do, like clean up messes and, you know, he’s not big on … like, he doesn’t want his hands dirty, he doesn’t want to be dirty, you know, so. I mean, I worry about that because I don’t think … it’s not a question of … yeah, no one wants to clean toilets or nobody wants to clean up vomit or whatever. But I think for him it’s, like, sort of heightened that he just really can’t tolerate it.

Interviewer: Because he doesn’t like the messes, he doesn’t like the smells or?

Interviewee: Yeah, he just … I mean he doesn’t like things out of place. He doesn’t like, you know, mess and, you know, he doesn’t like, you know … he doesn’t want the dog fur … I mean, if there’s a dog hair, he doesn’t want that on his clothing. He doesn’t like anything like that. 

Interviewer: That makes sense. Thank you. We’re going to move on to another chunk of questions. In the, like, transition to adulthood, where do you see your son?

Interviewee: I mean, I guess, like, for a lot of people, you know, they turn 18 and things change because it’s, like, “Oh, let’s go on SSI and get guardianship and [31:00] whatever,” but we’re not doing any of that. So it’s kind of a precarious position to be in, I guess, but, you know, it’s just, I guess, at least for the moment, that’s what we’re going with. You know, I mean, I would love for him to have a job and a job, like, with benefits, which means you have to work, you know, a decent amount of hours, but I think jobs that they, when they say like, “Oh, you’re employed,” it’s … The biggest job they give people is rolling silverware three hours a day or something. You know, I mean, it’s something, but … I don’t know. I mean, they just … they don’t … I mean, that’s my biggest concern and, I mean, the agencies … it’s frightening. It’s just really frightening, so. 

Interviewer: Yeah. I can imagine that.

Interviewee: You know, that part is going to be a problem.

Interviewer: Thank you. Could you describe a little bit about, like, what stage of independence he’s in, like, things that he still needs some support with, versus things that he’s able to do by himself?

Interviewee: I mean, he dresses himself. Hello. [doorbell rings at 32:50]

Interviewee: No worries.

Interviewee: [to someone off camera at 32:58] OK. All right. [To the interviewer at 33:04] Yeah, he dresses himself. He can fix his lunchbox himself. I mean, sometimes he, like … he doesn’t initiate a lot of stuff. Like it’s almost like he’s waiting for permission. Like, he will come stand outside my door. And I’m like, “What do you need?” and then I realize oh, I was like, you know, “Are you ready to do your lunch?” And then I’ll, you know, turn around and go in the kitchen. I’ll go in there and it’s, like, you know, he wants me to sort of be there to show him it’s OK, but, you know, he totally is capable of doing it.

Interviewer: [crosstalk at 33:47] Sorry, go ahead.

Interviewee: Let’s see … 

Interviewer: I have some prompts if it helps. 

Interviewee: OK. 

Interviewer: What about, like, daily living skills? You mentioned dressing [34:00] himself—what about, like, daily hygiene and things like that?

Interviewee: I mean, we usually supervise the teeth brushing because he just doesn’t get in the back, so he’s getting cavities and he needs help with flossing just because he’s got a sensory thing. I’ll go back to that. He’s got the wire, the inner wire from this … But yeah, Dean tolerated … he had braces. He did better than his brother. Only one, like, wire break … yeah, he did fabulous with that.

Interviewer: That’s wonderful.

Interviewee: I will say, he got his wisdom teeth out. They packed it with the cotton and he did not want that cotton in his cheeks at all. And then, you know, then there’s blood everywhere. No, but I mean, he … all things considered, I mean, he came through like a champ.

Interviewer: Good for him. That’s wonderful,

Interviewee: And he’s like, “Hot. Hot,” [? difficult to decipher at 35:15] but, you know … and he was … oof, God, he was ufta. But you know, he did it and he did great. And I mean, he does great at the dentist. Like, he’s not at all afraid, you know, even, like, getting his flu shot. I mean, you know, he’ll scrunch his face up, but I mean, he, you know, takes it like a man. You know, he was not happy about the IV, like he jerked his arm away. So I, you know, went over there with them and, you know, he settled down and they were … you know, they could do it. But yeah, so anyways, what’s the … back to the prompt?

Interviewer: No worries, just, like, talking about kind of levels of independence. So … [crosstalk at 36:09]

Interviewee: Hygiene, daily hygiene. You know, I mean, he can shower himself. You know, my husband a lot of times will shower with him, just to supervise, you know. Same with, like, I guess … The thing with the bathroom is we literally have to tell him to go poop. I don’t know if that’s a sensory thing or what that is, but, I mean, he just won’t go. Like, you know, “Go,” and then he’ll … whatever. He will, but … so I don’t know what … yeah, I’m not sure what’s behind that exactly. You know, I mean, it was a problem for a long [37:00] time, but he’s pretty good about it now.

Interviewer: That’s great. What about … [cross at 37:06] Oh, sorry.

Interviewee: He can wipe but again, you know, like, he waits on somebody to knock on the door and say, “Are you done?” and then, you know, he’ll wipe, you know, and he … I mean, he knows, like, he looks to see is it clean? He wipes until the paper’s clean, kind of thing. So he, you know, it’s like he knows what to do but it’s … he kind of wants that reassurance that I’m doing it right.

Interviewer: Absolutely. And what about helping, like, with daily chores and things like that?

Interviewee: Some things he … you know, he knows it’s his job and he will just do it. Like, he unloads the silverware basket, you know. So that’s his job and he always does that. You know, if you tell him to do something, like, bring down your dirty clothes, he will do it, otherwise, so … I mean, he will not do it on his own. I mean, there will be a mountain. He’ll be out of socks and going, like, into the dryer or going down to the laundry room and finding dirty socks, rather than bringing down the laundry to be washed. Yeah, I mean, if you tell him to do it, he will and, I guess, if he maybe had one of those, like, you know, the chore board or something where it’s written down, maybe that would help him follow it. But yeah, there’s just not a lot that he initiates. So you tell him, you know, “Bring your laundry down.” After it’s clean, I mean, he will put it away himself, but, you know, he won’t go in the laundry room and, like, take the clean stuff off the rack and whatever he needs till I, you know, bring it out of there. It’s like he knows, like, “Oh, I don’t go in the laundry room.”

Interviewer: How is he with money: does he, like, understand money at some levels of money management?

Interviewee: You know, a little bit. We’re maybe at Chick fil-A and he wants an ice cream. I mean, I will give him, you know, the money and tell him, “Go ask them for an ice cream.” He was really good with … it’s the snack bar, like, the Little League fields. He would want something and I guess one time they didn’t understand what he wanted. So he just, like, went around into the snack bar and got what he wanted and gave them the money. Like, they just can’t … [40:00] they can’t always understand what he’s saying. And sometimes he had wanted one thing, and he came back with two things, which was OK, because there was a water and a Skittles of mine that he wanted the water, too. So I mean, I do try to give them opportunities to do that kind of stuff. But sometimes it’s sad because, like, he wanted, I think he wanted an ice cream at Costco. I guess he said, like, “Ice cream cup” and they just heard “Cup” and they thought he wanted soda, so they gave him a cup for the soda.

Interviewer: Oh, yeah.

Interviewee: So yeah, it just … it’s so hard for him because he talks, like, a little bit, a little. And he doesn’t always … like, what he says isn’t always, you know, what they understand or what they expect to hear. They just heard “cup,” and they’re like, “Here. Here’s your cup.” 

Interviewer: Yep, absolutely. [43:00] Does he ever express interest in his own way of wanting a job or, like, wanting to have some more independence?

Interviewee: I think he … yeah, he would like having a job. Like, school, they went off campus for work last year and they worked at a hospital in the cafe there. And I think he was extremely happy doing that. It was something … like, he was in charge of getting the colander, washing the bunches of grapes and then counting out grapes to go in the little Dixie cups to go on the patient trays. So he really liked that a lot. This year they’re working at Publix, but I just … I don’t think it’s very good.

Interviewer: What’s Publix?

Interviewee: Oh, Publix grocery store. That’s our main grocery store. It’s an environment, you know … he’s been in this store at least a thousand times because it’s, you know, one of our neighborhood stores, and they have him working in the flower shop. I think they’re supposed to blow up balloons or tie the ribbons or … I don’t know what they do. But that’s the whole point is, they don’t sell enough. Unless it’s Mother’s Day, they’re not selling balloons. So there’s … I don’t know that he’s really actually doing anything day to day. I guess there’s a lot of kind of standing around, whereas you know, the hospital was like, every day, you have to make a lunch tray for, you know, hundreds of patients.

Interviewer: Yes, absolutely.

Interviewee: But yeah, they probably will never be allowed back at the hospital.

Interviewer: Unfortunately. Does he ever express interest in wanting to, like, live outside of the home, your home?

Interviewee: I think he’s, you know, a little bit interested just because, you know, his brother just moved to a dorm and he had to help move him. So yeah, I mean, I think that … you know, I don’t know that he would want to live alone, but, you know, he wouldn’t mind. And he has actually, I mean, he’s gone to sleepaway camp three times. Yeah. So it’s … I mean, he has done that. He does really well there. I mean, I think they love him because he, you know, he doesn’t fuss a lot. You know, he eats, if they go to bed, he goes to bed. You know, you don’t get a lot of pushback with Dean. He’s done … yeah he did really well in those environments.

Interviewer: That’s wonderful. Through, like, Little League or through his school, does he have friends, like, a social life?

Interviewee: He … yeah, no, he doesn’t go to no birthday party. I mean, the only birthdays he went to was his own or, like, our friends’ friends or something. Yeah, he … you know, anything that he does is more, you know, through an organization or, you know, just with us. I think once—once—in eighteen years, a kid, like, actually invited him over, well, you know, and we went, he did do that. Yeah, he, you know, he doesn’t have friends in that sense but he’ll go anywhere. I mean, he’s gone to, like—what do they have?—like, respite or something at the church and yeah, he’s gone tons of times. He goes to camp, some sort of camp every year, I mean, always—except for this year.

Interviewer: Well, you know, it’s unique. Do you think he’ll be able to achieve more independence in the future?

Interviewee: I don’t know how much … you know, like, I don’t see him living alone. You know, I mean, they have … Florida’s … one thing that they are doing pretty well is building, like, disability communities where they’re, you know … there’s some degree of supervision in-built with, like, the roads go behind the [46:00] home, so the sidewalk’s in front, there’s no cars really, so you can walk. It’s, like, safe for them to walk to the community center. I mean, they’re actually … they’re pretty well done, from what I’ve seen. Super expensive. So maybe he could do something like that. But, yeah, I mean, yeah, money wise, I mean, you know, like, if I handed him a credit card and said, you know, “Go to Target and buy some, you know, some stuff,” he could. Like, he actually … I mean, we actually did that. He had some sort of evaluation and, you know, I gave him, like, $40 and a shopping list and he, you know, went to the store and was able to get everything on the list. So, you know, yeah, I mean, he can do that, like, he … as long as you put it in terms of, you know … but he knows, like, you know, he doesn’t know 2% milk, he knows ‘green milk’ because the calf’s green. You know, whatever. So yeah, I mean, he can do things like that.

Interviewer: Is there anything that you think will help him move into adulthood a little bit more?

Interviewee: I mean, really, like, I mean, more … I mean, that kind of an experience, like, that was the first time anybody had sort of done anything like that and it was really eye-opening of what he could do and what he couldn’t do and how he did it. So yeah, I mean, the school just has him, like, on the computer, doing these money exercises and worksheets and that doesn’t transfer really well. I mean, he has to actually, you know, go to the store, do it, you know, experience that.

Interviewer: Yeah.

Interviewee: I mean, some of it’s, you know ... he usually can do things, it’s just, you know, he needs repetition, he needs some supervision. Yeah, you know, he can do some things. 

Interviewer: Do you think there is …? Oh, sorry.  

Interviewee: No, that’s fine.

Interviewer: Are there any services or interventions that you think could help him with these experiential opportunities?

Interviewee: I feel like there’s sort of, like, a gap of … you know, I mean, they have, like, vocational training, but that’s for people that, [49:00] you know, can talk and are just … I don’t know, I mean, just maybe have more awareness than he does, you know, so … I mean, most of what’s out there is just not sort of geared for him. I mean, like, he supposed to do a career camp and, you know, part of it was, like, doing a resume. And I’m like, “Well, gee, Dean doesn’t particularly read. He doesn’t write,” you know. I mean, he’s just not going to be able to put together a resume. He might be able to tell you when his birthday is and his address, but in terms of laying that out, like, no.

Interviewer: Yeah, that makes sense. Thank you. 

Interviewee: But yeah. I mean, a lot of things, like, if they said, “Go on Amazon and,” you know, “buy XYZ,” he probably could do it.

Interviewer: That’s awesome. And now, putting these two things together—his sensory sensitivities and his transition to adulthood—how do they intersect for your son?

Interviewee: I mean, I think the good news for him is, you know, he … like, most stuff doesn’t bother him, like, you know, he could take a subway. I mean, there are no subways in Florida, but, you know, I mean, he’s been on subways. He’s, you know, able to tolerate, you know, even the crowds or if he has to stand or, you know, just … I mean, you know, so he can do all that. He’s fine with that. So that would be great. But the problem is, at least here, you know, he doesn’t have access to transit. So that … I mean, that’s a very limiting factor in his independence and what he could do and where he could go. You know, the nice thing is, they’re building, like, a new grocery store that will be walkable from our house, at least if we stay here, you know, so he might … I mean, he might have more opportunities to, you know, have that sort of independence. 

Interviewer: Do you see his, like, his desire to pull threads intersecting with his independence at all?

Interviewee: I guess. I mean, I think it would be hard for him to live alone just because, I mean, he might start shredding the sofa and just everything under the sun.

Interviewer: Do you …? Oh, sorry. Go ahead.

Interviewee: [52:00] Because yeah, I mean, when he gets his mind to it, like we had an area rug that had fringe on the edges. He literally pulled off every piece of fringe. Like, that five by seven rug became a five by six because he pulled off half the rug. Anyway, nobody really cared because it was … I mean, you know, it was hideous. But I mean, you know, I just … that’s the thing. Like, we were just like, “Oh whatever. He can sit there and shred.” I guess maybe I shouldn’t sit there and let him do it, but, you know, it didn’t really bother anybody that much for him … 

Interviewer: Do you see …? Oh, sorry. I didn’t mean to … were you going to say something?

Interviewee: No, that’s fine. 

Interviewer: OK. Thank you. Sorry. Do you consider his sensitivities, like, his sensory sensitivities to be an obstacle, a vehicle, a bit of both or neither towards his independence—so, like, his shredding?

Interviewee: I don’t … I mean, I just don’t think that would stand in his way. And if anything, if he had a purpose, if he had a job or a place to be or go or do that would actually lessen the need to shred, I think. 

Interviewer: Absolutely. Relatedly … That was a nice segue. Thank you. What do you anticipate as being challenging for your son as he does navigate adulthood, in relation to his sensory sensitivities?

Interviewee: The biggest thing is just the lack of language because he can’t … like, he just doesn’t talk enough to say, you know, if the music’s too loud or it’s too hot or too anything, because, I mean, some of the stuff maybe, you know, could be fixed if it was bothering him, but yeah, he doesn’t have the ability to vocalize, verbalize something in that kind of detail.

Interviewer: Totally. Is there anything that you think could help your son in this intersection of, like, sensory sensitivities and his transition? You can say, “I don’t know.” That’s a perfectly fine answer. 

Interviewee: Yeah, I mean, I just wouldn’t know how to design anything or even explain it to somebody. The thing is, I mean, some of this stuff has changed. Like, you know, the shredding, it hasn’t always [55:00] been there or, at least, in its present form. So, you know, it … two years from now, he may have a new thing, so. It’s almost like, if you extinguish that, something else is going to crop up and it may be worse.

Interviewer: Yeah, absolutely. And, you’ve kind of talked about this already, but do you think there are any gaps in the available services or interventions for individuals like your son?

Interviewee: Yeah. Especially, you know, they just don’t do … there is no, like, OT for adults, or if it’s OT for adults, it’s because you were in a car accident and you’re relearning how to tie your shoes, but, I mean, they don’t really do the sort of adult OT, like they do for kids with … Because, yeah, I mean, you know, he tried everything. I mean, the listening program, and, I mean, just everything, like, everything legit. We hadn’t done, like, no biomed weirdness. But, yeah, I mean, like, legitimate stuff. He, you know … we’ve tried it. He’s done tons of ABA. But yeah, there’s just not so much that they do for adults, I guess, in that space. 

Interviewer: Totally. And then again, thinking more broadly: how have your child’s sensory sensitivities, his, like, shredding of things … how have they impacted your goals, hopes and expectations for him as he does navigate adulthood?

Interviewee: I mean, it just makes it hard, you know, like, to leave him alone. I mean, like, I’ll leave him in the house by himself to go walk the dog.

Interviewer: Yeah.

Interviewee: You know, like, in the neighborhood for maybe 15 minutes. But, you know, we, I mean, we just wouldn’t leave him home unsupervised for, you know, for longer period than that or be more than that, say, you know … but if you hear the fire engines coming into the neighborhood, you’ll go home to see what’s going on kind of a thing. So I think, you know … and some of it is just that he can’t verbalize if something, you know, was wrong or he got hurt, but also that … yeah, I mean, if he was alone for, you know, three or four hours in the house that, yeah, he’s going to get into some trouble. 

Interviewer: Totally. Thank you. We’re going to move on to our last round of [58:00] questions. It’s the shortest one. We’re almost done. So finally, as a caregiver, as a parent, as a mom of someone with ASD, but also some sensory habits, what does transition to adulthood mean to you?

Interviewee: Well … [Interviewee’s phone beeps at 58:23] No, it was just those beeps from work. I think, you know, the one thing is, like, Dean has money, so Dean actually pays for his own stuff now, you know, so that’s kind of cool. Dean voted.

Interviewer: That’s wonderful.

Interviewee: That was cool. You know, I don’t know … I mean, I just don’t know, like, how much things changed otherwise.

Interviewer: Yes.

Interviewee: I mean, I guess this is technically his last year of school school because the thought is next year he’s supposed to get a … like a … he’ll still be with school but a job, like, all day with the job coach. That’s the plan. So that would be a big change.

Interviewer: How’s your perspective on what it means to transition into adulthood? Has that changed over time?

Interviewee: Yeah. I mean and a lot of it is more the financial piece changed a good bit. [1:00:00] 

Interviewer: In what way? 

Interviewee: And then, I guess, the legal piece also, with that, changed from what I had planned on, 

Interviewer: Changed how?

Interviewee: Well because just … normally, you go the SSI route and you’re on Medicaid and you get the guardianship. But once I got a taste of guardianship in Florida, I was like, “Oh, hell no.” I was like, “No. No.” You know, and then he inherited money, so, it … I can’t do the special needs trust with what … I don’t know, it’s like, you know, you think you’re on this path and then it goes a different way. Yeah, so that was all a little unexpected. 

Interviewer: Sure. Got you. Thank you. And what do you see happening in your son’s future?

Interviewee: I mean, I’m hopeful that he can get some sort of job doing something. I mean, that’s, like, the biggest thing because he just needs something to do. Because he just, he can’t sit home.

Interviewer: Absolutely.

Interviewee: You know, so I don’t even care if they pay him. He needs, like, somewhere to go every day and do something. I mean, that’s, like, the biggest thing that’s going to make, you know, make it successful for everybody and doable and, you know, have things, you know ... just so that everybody gets what they need, because I go to tell my husband’s like, “I can’t go to the, like, Target at the mall, like, every day.” I just, like, don’t want to see another Target. It’s like we run out of things to do. Like, one day, like, we had to do something and a new Rooms to Go opened. So we went to the Rooms to Go which was just, you know, like, that’s like, “OK, fine. It’s something to do. We’ll go.” But yeah, I mean, that’s how sort of desperate we are sometimes to find something to do with him. 

Interviewer: For sure. Do you see him moving out? Do you see him going into a group home? Do you see him staying with you?

Interviewee: I mean, ideally, I guess I would like to have, [1:03:00] you know, either a house with a basement apartment or garage apartment or … in Florida, it could be a pool house or something. But yeah, I mean, I feel like that would be the ideal situation, you know, at least while I’m still alive and, you know, fairly on the ball. You know, I mean, we have an interesting dynamic because my brother is also autistic. He’s a lot higher functioning, like, he drives, he has a job and all that. So, you know, we’re thinking, well, maybe the two of them would be a good combination at some point down the line. You know, I mean, I was talking about, like, you know, instead of getting, like, one of these estates with a pool house, we’ll just get two condos side by side or something. Yeah, so I mean, it’s … I don’t know what, you know, what it’s going to look like. I mean, I guess the only nice thing is that, like, financially, he’s good. He’s … 
Interviewer: I’m sure that helps, too.

Interviewee: That’s the one piece that’s, like … he’s good, my brother, he’s really good.

Interviewer: Good. Good. I’m glad to hear that for both of them.

Interviewee: I need one second. I’ll be right back.

Interviewer: Yeah, absolutely. Absolutely. 

Interviewee: OK.

Interviewer: Hi. We’re almost done, I promise.

Interviewee: We’ll let it ride. 

Interviewer: Do you see him finishing his school program?

Interviewee: Yeah. I mean, he gets special diploma or whatever because he’s, like, access points. So yeah, I mean, he will technically graduate this year, but still be under the school wings for, hopefully, a job training, I mean, an on-site job somewhere.

Interviewer: Got you. Do you see him having, like, a family of sorts? [Interviewee answers this silently, perhaps with a nod or shake of the head, check at 1:05:46] Yeah. And then, last formal question: how have your child’s sensory sensitivities impacted this current perspective about what it means to transition to adulthood?

Interviewee: [1:06:00] I mean, I just don’t know that it … I don’t think his sensory stuff really limits that much because he, you know, he can tolerate a lot, you know, and, I mean, I don’t think I’ve ever seen him, you know … like, he doesn’t tear up clothing in a store or, you know, damage things, you know, public stuff or whatever. So, you know, I don’t think it will prevent him from doing something other than just being completely at home unsupervised.

Interviewer: Got you. That makes sense. Thank you. So that’s it for me. Would you like to add anything else?

Interviewee: No. 

Interviewer: OK. No, that’s perfectly fine. Thank you. Do you know anyone else who might want to participate or be eligible?

Interviewee: I can put it out in, like, a ton of groups.

Interviewer: Yeah, if you don’t mind, that would be so wonderful. We’re still looking for some more families.

Interviewee: OK, yeah. I can put it into a couple of my groups.

Interviewer: Yeah, if you don’t mind. Would it be helpful if I sent you a flyer? Like, what would make your life easier?

Interviewee: Yeah, if you just send me, like, a flyer, and then I can put it into some of the various groups.

Interviewer: I can do that. 

Interviewee: OK.

Interviewer: Thank you so much for your time. 

Interviewee: Sure.

Interviewer: I will resend you the survey links. That way, they’re easy to get in your email. As soon as those are done, I will send you a thank you gift card for all of your time and effort. We do so appreciate you making time in your busy life. [crosstalk at 1:07:57]

Interviewee: OK. Yeah, I’ll make sure to look at the things, too. 

Interviewer: Thank you. I appreciate that.

Interviewee: Otherwise, because … yeah, once I go away for Thanksgiving and whatever … But yeah, if you need any follow up and you don’t … like, I don’t respond, it’s because I’m having my eyes done December 2nd or something. 

Interviewer: Oh, that’s soon. 

Interviewee: Yeah. So, I just … like, I don’t know I have, like, all these … so I’m kind of freaked out about it.

Interviewer: Sorry.

Interviewee: Yeah. So I’ll make sure to get that out, otherwise, nothing’s going to happen.

Interviewer: Got you. Well, thank you for making time, with all that’s going on. We so appreciate your time and effort. It’s been wonderful to learn from you. 

Interviewee: All right. Thanks. Bye.

Interviewer: Bye.

[End of interview]




