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[START OF TRANSCRIPT]
Interviewer: Alright, we're recording. And I will be asking you… 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 script, but I'll also be adapting my questions to follow our conversation so they actually fit for you and for your family. Any questions?
Interviewee: No.
Interviewer: OK, wonderful. And if there are any questions that you don't want to answer for whatever reason, that's OK, you don't have to, we wanna make this positive. ‘I don't know’ is also a perfectly fine answer. And then if there's anything that comes up later in the conversation that you thought about from earlier, feel free to say it, it doesn't have to be linear. 
Interviewee: OK. 
Interviewer: Awesome. Could you please start off by telling me about your son’s sensory sensitivities?
Interviewee: He used to actually like to wear the Under Armour shirts, 'cause he liked the pressure. But as he got heavier, he doesn't seem to like them as much, he likes his clothes baggy now. It flipped a whole switch when he started putting on a lot of weight. So he's not as into the…'cause when he was younger, he was much thinner and then he actually went on a medication and he put on within a year – and he was only on the medication for I wanna say, it was 8 weeks. But within that year after he was on the medication, he put on over 40 pounds. 
Interviewer: That’s substantial. 
Interviewee: Yes, and he just keeps as they just keep putting on weight now, [to son] I said you just keep putting on weight now, don't you buddy? 
[To Rachel] So it's one of those things. He's actually outgrown that, he used to not like the texture of certain foods, but he's outgrown that now – actually that's been within the last year, 'cause he wouldn't eat…it sounds really crazy, but he wouldn't eat squash, butternut squash, apple sauce, something that had…he would eat creamy stuff, but he wants stuff to have a little grit to it, ‘cause he would eat rice and that stuff, but stuff that was not totally smooth, and that totally [chuckles]…he wouldn’t eat. Like I said, it was apple sauce, squash, those types of things he wouldn’t eat and then all of a sudden, he just started eating them. It was really…and it's been in the last year so.
Interviewer: Did anything happen, or it was just kind of like a change, and you don't know why?
Interviewee: We don't know why. I went to put cottage cheese on and everybody else was eating cottage cheese and nobody offered it to him and it's like he went and he grabbed the dish and he started eating it. It was like, “but you never eat it.”
Interviewer: Well, that's great! That's positive.
Interviewee: And then all of a sudden, it was like oh, we're gonna eat squash, we're gonna eat apple sauce and it's like OK that's just… [speaking to son and father about going for a ride]. [To Rachel] As for sensory things, I don't know if that was under sensory, he has a very high pain tolerance. Is that OK? Does that go under sensory or?
Interviewer: It can, I think so. I mean, it's how you sense the environment, so yeah, why not?
Interviewee: I was gonna say, 'cause, he doesn't let you know when things hurt him. He used to and he still…I can't really feel the temperature of water, so occasionally the bathtub is too hot or the shower’s too hot and he still won't tell me if it's too hot. He will get out and be red. He doesn't say anything about it, he doesn't know. I don't know if it's because he doesn't feel it or not or what.
Interviewer: [00:03:58] Will he like…I don't know if he bangs, like bangs himself when he walks. Like will he walk into things and not notice that?
Interviewee: No. Usually he notices if he bumps into something, but he doesn't…I mean he was little when he did that, he fell into a stand at his grandparents and he should have had stitches. We didn't take him 'cause I knew he’d tear them out, 'cause he doesn't like anything, he'll pick at anything. He had to have stitches in his chin, and we took care of that. But he didn't cry about it, he was really…it's like he doesn't understand what pain is.
Interviewer: What about heat or cold from the environment, can he gauge those things?
Interviewee: No, 'cause he’ll walk outside barefoot in the snow. He doesn't seem to understand that at all. [04:55 inaudible] I wasn't sure if that was sensory or not.
Interviewer: I think it could be related.
Interviewee: He likes to do a lot of heavy work and I think that's 'cause it gets him some of their energy out that he needs to release.
Interviewer: By heavy work, what do you mean? Like lifting things?
Interviewee: Yeah. We live on a farm and he does hay, and he likes to do that type of stuff.
Interviewer: Ohh, got you.
Interviewee: During the summer, he spends probably 2 to 3 hours in the pool a day, he likes the pressure from the water. And he will stay underwater an excessive amount of time, at times you gotta kind of remind him to come up.
Interviewer: That makes sense.
Interviewee: As he's gotten older, he's much better about that. But when he was younger, 'cause our deep end is 10 foot, it was like, “well, you know, you can't just go sit on the bottom of the pool.”
Interviewer: No, definitely not. Not so safe.
Interviewee: Yeah, it was kinda like one of those things that we didn't know. So yeah, I was gonna say that’s it when it comes to his sensory issues.
Interviewer: Yeah. What about smell? I think you indicated that on your form.
Interviewee: Yes, he has a very acute sense of smell. He can smell anything, and it sometimes will cause aggravation to him. And we couldn't figure out where…we used to have to take him for therapy, there was this one route, and one of…I forgot his caseworker, somebody that was here and she's like, “yeah, that's a smelly route.” And it finally dawned on us that's why he had meltdowns all the time when going there. So we learned to avoid it.
Interviewer: Yeah, what senses are bothersome for him? Or just all?
Interviewee: It all depends, because there's another place where there's a [00:06:45 inaudible] factory and the school bus used to have to go by it. And I know that's where his shoes ended up out the window, I know they had a lot of problems there. So, I don't know if it was just the smell was so nice smelling that it just annoyed him because he couldn't have them or what, but I know that that caused problems with the school too, with that bus route.
Interviewer: OK, so just kind of like acute overall, it sounds like?
Interviewee: Yeah, I was gonna say it doesn't matter if it's good or bad, it just depends on if it's too strong and he wants nothing to do with it. But he loves strong foods.
Interviewer: Oh yeah, how so?
Interviewee: He likes to eat brussels sprouts and broccoli, and he will eat spicy foods that the other kids won’t eat. He did surprise me with the peppers because he made a mistake – because we have a garden and we had sweet peppers and hot peppers, and he grabbed the hot pepper and he started to eat it. And he did tell us it was hot [laughing], that they're extremely hot. So he didn't know that that was hot and he did tell us it was hot, but it was one of those things that didn't really, you know. But he loves, like I said, extremely strong food. Onions, he'll eat like an apple. His father was nice to me, we were headed to therapy and he gave him his snacks. And I didn't know it, my husband wasn't with me and when we got there, the therapist is asking me, “what's wrong? Was he bad?” And I'm like, “no, his dad gave him a leek.” And it wasn’t warm enough weather where I could roll the window all the way down, just the smell was making my eyes tear up. He was eating it.
Interviewer: Will he cry from like leaks or from onions?
Interviewee: No. I was gonna say I don’t understand it, but I was all [chuckles] tearing up and she’s like…’cause she thought he must’ve done something horrible, but it's like, “no, his dad just gave him a leek and I had no idea that was like…” 
Interviewer: It was a little bit too intense.
Interviewee: Yes, if we could ventilate during the summer when the windows could’ve been down, it would have been one thing, but you know.
Interviewer: Trapped in the car. What about sounds, I believe you indicated that also on your form?
Interviewee: Yes, he can be very sensitive, he can hear…he can tell you a conversation, he can repeat what people have said when – our house is extremely long, and he can tell you what they've said. Well, I say he tells you what they say 'cause he repeats, he does decollation. He’ll repeat what the boys have said when he's not anywhere near them…
Interviewer: Oh, sorry go ahead.
Interviewee: …and he’ll repeat it word for word. The aid that came said that the one day that he knew that his dad must have been upset because he had an explicit language that [laughing].
Interviewer: So, you have to be really careful no matter where you are in the house?
Interviewee: Try to, and with 3 older brothers, it's not easy.
Interviewer: [00:09:56] I’m sure it's not. Do sounds bother him or is he just very aware of them and very sensitive?
Interviewee: It depends. He likes the sound, the overall noise of things, he doesn't like it to be a sudden noise, but he likes…'cause he works on the back home with his dad and the tractors. He likes the noise if he knows it's there, but if it's something that he's not expecting and it's loud, like when the helicopters go over the house or stuff like that, then he will get frustrated.
Interviewer: Got you. And by frustrated…oh sorry, please. 
Interviewee: Yeah, go ahead. 
Interviewer: I was gonna say, what does that look like, his frustration?
Interviewee: He usually…it ends up in self-abuse, he'll do a lot of hitting himself. I mean, we just got the Lab last year and before that, we've had female dogs, and I don't know if it's a difference in the pitch of the dogs voice when he barks, but he will still get frustrated with the Lab for barking. And it's like, “that's his way of talking, we have to let him talk. He's gotta tell us.” And we kind of desensitized him some, but when it's unexpected he still will get very frustrated with the dog, he’ll go up and hook the dog and it's like, “no, you can't do that, 'cause the dog’s…that's not what he's communicating with us. We're trying to teach you communicating, he's trying to teach us communicating.”
Interviewer: [00:11:17] It’s all the same. Thank you for sharing that. Does your son have any sensitivities to any visual stimuli or things in the visual field?
Interviewee: I'm not really sure. I know he will get on YouTube and he likes to watch the dominos fall and a couple things like that. But visual it doesn't seem to be one of his…other than like I said, when he gets on the iPad, but if he’s…anything that's going on in the room and it's not…it doesn't seem to overwhelm him like hearing and smell, because they seem to get overwhelming to him.
Interviewer: Yeah, and then earlier you alluded this a little bit, but how have his sensitivities changed overtime?
Interviewee: Some have gotten…they've decreased, because I mean if you used to change your room around, he couldn't handle that, the change in moving furniture around, [00:12:21 inaudible] moving furniture, you couldn’t do that. It started at a very young age, 'cause he must have been 3 when we tried to put…in their playroom, we tried to put a dresser in. And for the first 2 weeks, I spent all my time picking up clothes, and then I finally just left the drawers in there empty [laughing] because he would just take and empty them out and take the drawers out and he had a fit, he didn't want it in there. That actually changed because we ended up putting the TV on top of it, then it seemed like it was OK. When the TV went in, then it was like oh OK, this is acceptable because of…but when you try to change furniture around, it used to be really hard on him, it was like he knew the pattern, and that's the way it was all supposed to be and he tried to put it back where it was.
Interviewer: And now that's not so much the case anymore? 
Interviewee: Not when it comes to furniture, with other stuff. If there's a chair that's pulled away from a table, he will go and push it back in. If there's a door that's left cracked open, he will close it, things like that he will, they should be where they're supposed to be. Like the silverware, he puts the silverware away and he knows where everything goes and it's gotta be in the right place, otherwise, he takes it out and leaves it.
Interviewer: Got you. And then, so you talked about how his like textural sensitivity to food has decreased overtime. What about his sensitivity like smells or his inability to notice pain?
Interviewee: Not that, that has not changed at all, he still doesn't notice pain. He does if you ask him now, like if he’ll start hitting himself in the head, it's like, “do you have a headache?” And then he'll say yes. But I don't know if that's because we're training him to ask if he’s been hitting himself in the head, 'cause I think a lot of times he’s hitting himself where he's hurting, because he’ll hit himself on the sides when he's constipated and he’ll hit himself on the foot, and he had a tumor in the bottom of his foot.
Interviewer: Oh wow. 
Interviewee: Yeah, he had a fatty tumor in the bottom of his foot, and he had to go, oh gosh, 3 weeks without bearing weight on that foot after the surgery.
Interviewer: Must have been hard.
Interviewee: It was. And even now, they tell us that he has what they call phantom pain from it. And we try to explain to him, “you're not in pain from it now, that's just the pain you remember.” It still causes a problem 'cause he’ll tell you that it hurts and it's like but it really does. 
Interviewer: [00:15:07] Yeah, it's a hard concept for anyone to understand because you feel it, but it's not real. It's hard.
Interviewee: Yeah. And trying to explain to him, “it's not really pain that you're feeling, it's just from the fact that…it's a memory,” and it doesn't make sense to him. But he will go through some pretty extreme things over his foot because that was very painful at the time.
Interviewer: Yeah, I’m sure. What about smell, has that changed overtime?
Interviewee: I think we've made it so it's a little more tolerable, but he still notices. It used to be if he got off the bus when he was going to school, he knew what I had cooked, he’d be looking for the cookies if he knew I baked. When we’re out at the bus, he'd be coming running into…
Interviewer: Wow, really acute. 
Interviewee: …just a whiff of the smell on me, he would know.
Interviewer: Got you. And so the change related to taste and texture, do you think that's related to any independence that he's gained overtime?
Interviewee: It could be, like I said, I don't know 'cause we didn't…I just never expected him to eat the squash or the apple sauce or that stuff, it’s like you know, he's 15 and he's not eating it. It just got to the point where we just didn’t ask him and it was like easier.
Interviewer: And when your son is faced with the sensory experience he doesn't like, like maybe smells that are too intense, does that cause or increase anxiety for him?
Interviewee: Not so much anxiety, it increases his anger. 
Interviewer: So anger, but not anxiety?
Interviewee: Yeah, it's more anger. Most of his stuff seems to be anger. He gets very upset, he gets self-abusive and if you try to block the self-abuse and it turns into other abuse.
Interviewer: That must be very challenging. 
Interviewee: At times.
Interviewer: Yeah. Has that always been the case or has that changed overtime as well?
Interviewee: No, that's basically been always the case.
Interviewer: Thank you for sharing. And then thinking more specifically about his sensory sensitivities, how do you or your family help him manage or cope with them?
Interviewee: Well, we try to get him to relax. We – it sounds really crazy, but when he gets into a spell, if you spell out words for him instead of saying the words, it seems to work better. I think it slows his brain down and he gets to think.
Interviewer: That doesn't sound crazy at all, that seems very helpful. 
Interviewee: He actually has to think about what you're saying when you're spelling it out. I know I must sound crazy when he runs out the door and it's like C-O-M-E-H-E-R [both laughing]. The neighbors are hearing me do this and it’s like...
Interviewer: If it works, it works though.
Interviewee: But he will come here and he will sit down and you’re spelling all these words out, but it does seem to help him.
Interviewer: [00:18:09] No, absolutely. For things like sounds, does he ever use headphones, [00:18:12 inaudible] to block his ears?
Interviewee: We tried the headphones, but he likes to take things apart, and they've always lasted like a week – if. He's very good at taking things apart.
Interviewer: It’s a useful skill, though, maybe in other contexts.
Interviewee: But we need to figure out how to use that skill [laughs].
Interviewer: Got you. And then has he ever received specific therapies for his sensitivities?
Interviewee: He does go to OT and he gets speech therapy. And he's being seen by FBA now.
Interviewer: What is FBA?
Interviewee: Functional Behavioral Analysis. 
Interviewer: Got you. There's so many acronyms sometimes. 
Interviewee: I understand. 
Interviewer: With the OT, do they focus on his sensory sensitivities and do they help with that?
Interviewee: She tries, but it’s a little hard right now, 'cause he goes and he does Hippotherapy, he works with the horses. And it has helped, but he hasn't been able to see her in…I wanna say it's been going on 8 weeks now, 'cause they're trying to figure out…she wanted the FBA to talk to her so that way they can communicate and figure out the best strategy to work with him so that way…so, they're still trying to figure out how to communicate. So that's kind of put it on a little bit of a hold, so. 
Interviewer: Do you think the OT or the Hippotherapy has helped with his sensory sensitivities? 
Interviewee: Yeah, it has.
Interviewer: How so?
Interviewee: Well, 'cause she does a lot of massage therapy and that seems to help with it, it helps relax him, it helps him learn different techniques to calm himself.
Interviewer: [00:20:08] Got you. So, kind of sounds like relaxation is really helpful for him in kind of managing this. Is that accurate?
Interviewee: Yes. 
Interviewer: Awesome. Thank you. And then thinking kind of broadly, what goals or hopes do you have for your son in terms of his sensory sensitivities?
Interviewee: We haven't thought that broadly yet [chuckles].
Interviewer: Fair, super fair. If I may ask, why haven't you thought that broadly yet?
Interviewee: 'Cause we're just trying to get the anger under control first.
Interviewer: Yeah, no, absolutely. That's super-duper fair.
Interviewee: We have a…I'm not sure exactly how to explain that, he's supposed to be…hopefully, they will deem him whatever they call it for the Kennedy Krieger Center, in Maryland. So, we're looking to get help from them to get his anger under control, so that that way we can work on other things, 'cause the anger has been an issue for most of his life, but it goes through plateaus. It'll level off and be good and then something seems to happen that seems to spike it back up again.
Interviewer: Got you. So, that sounds kind of like the primary thing you're trying to manage right now?
Interviewee: Yep. 
Interviewer: Got you, thank you for sharing that. We're going to move on to our second chunk of questions. 
Interviewee: Sounds good. 
Interviewer: As your son has grown up and aged a bit, how has your and his community reacted to his sensory sensitivities?
Interviewee: Well, there's definitely been a change, 'cause he does…his size doesn't help because most people doesn't …don't think of him as a child, they think of him as an adult, which makes it hard. I mean we had an incident in the car a couple weeks ago, where we went into road construction which wasn't marked, which put me in a kind of a heightened…and then I'm trying to go slow through the construction because they had the road tore up, and he literally opened the door as I was driving probably 5 or 10 miles an hour, and jumped out of the car and got on somebody 's tractor that was sitting out in their front yard. And the car behind me is honking and laying on the horn, which didn't help, and instead of going around us, he waited and I got Nathan back in the car. Nathan was really good about it, it took a little bit, but he got back in the car. And we went to go on and the guy’s giving me nice hand gestures, and it's like really?
Interviewer: That's not necessary.
Interviewee: It's like, you know, we do gotta look out [00:22:52 inaudible], 'cause it doesn't seem like people understand, and I think a lot of it's because of Nathan’s size, because he is such a big guy. He is 5 foot 10, I think, and he weighs over 220 pounds. 
Interviewer: So, he looks like a grown man? 
Interviewee: Yeah [chuckles]. So, it's kind of odd behavior for him to have if you just look at him, he doesn't look like he should be acting that way, so.
Interviewer: I'm sorry that was a frustrating experience.
Interviewee: Yeah, well like I said, we've had a lot of them, we've had good ones too.
Interviewer: [00:23:25] Good. I'm glad you’ve had some positive ones 
Interviewee: Oh yeah.
Interviewer: Great. And so, would you say that the community was more accepting when he was younger because he looked smaller?
Interviewee: I’d say yeah, they were, because it wasn't so much that…'cause you really can't tell with him that he's autistic. So, I think it's because of the size and they just assume that something’s going on, where now he looks like an adult and it's not an appropriate way to act. Even when we go out and he wants to hold my hand or when…it doesn't look appropriate because, you know. 
Interviewer: Got you. And then are there specific parts of the community, like different spaces or places that are more or less understanding of his sensory needs?
Interviewee: He's got some restaurants that are great with him, they understand him 'cause he's been going there for so long that they don't have a problem and they really cater to him.
Interviewer: That's lovely. What about like school, family, maybe like a religious group if you're part of one?
Interviewee: His school, he doesn't participate in right now, he's home-schooled, but the school was providing IEPs and he was going to an adaptive gym class, but with Corona, the idea of getting him in the class for the 3 days a week and then if they shut school down…once you get Nathan into a routine, and to break it is not as easy. We just didn't go there this year. It's kind of crazy. And even the other kids that are still in his class that we communicate with, their moms said that it's just not…'cause they have had to close down the school and they do the Zoom and they do this and then they’re back in school, it’s like…
Interviewer: Super hard.
Interviewee: Yeah, I don't think it's helpful.
Interviewer: No, I can imagine that being very disruptive for anyone, with any type of need.
Interviewee: Yeah, well like I said, even regular kids. I know the neighbor girl, she's very upset over it and she's in, I wanna say 4th grade and it's like, you know.
Interviewer: I would be. I'm glad I'm not in school right now.
Interviewee: She’s constantly telling me, “well it's not fair, 'cause the little ones get to go to school every day and I can only go 3, 2 days a week!” Yeah, she's 2 or 3 days. It's like well, “we have to deal with this for a while.”
Interviewer: Yeah, absolutely. What about family? How is that in terms of like accepting his sensory needs and his sensory sensitivities?
Interviewee: Well, my side is pretty good about it. My husband’s side it depends on which family group member. 'Cause he has a sister, she has grandchildren that have microchondrial disease and she's really good with Nathan. But his brothers are a little more not understanding 'cause they don't quite understand the way it works.	Comment by Author: This sounds like what the interviewee said but should it be ‘mitochondrial disease’?
Interviewer: Got you. Thank you for sharing that.
Interviewee: You know, it's just one of those things that it all depends on who it is, 'cause people don't understand it and it's not…some people think it's because…I mean, even his own brothers think that parts of it's because he's spoiled. And it's like, “yes, I know he uses his meltdowns against me, but you can tell when it's a temper tantrum and when it's a meltdown.” 
Interviewer: [00:26:57] Yeah, absolutely. Thank you. This question may not be so applicable, and that's super OK, but again, thinking kind of broadly, what are your hopes or worries for how his community will continue to react in the future regarding his sensory sensitivities?
Interviewee: Just that they can be more helpful. I guess we've had some good people and then we've had some bad, it just depends on the person.
Interviewer: And like what would more helpful look like in your mind? Like what do you hope that to look like?
Interviewee: Just understanding when it comes to like the masks and stuff, 'cause we live in New York and you have to wear the masks all the time, I don't take him out to stores very often because you're constantly telling Nathan, “pull the mask up, pull it up.” He's had people before that are in the store and they look at him and they give him these nice little comments you can hear [chuckles]. I mean, also we had people in the store when he was having a meltdown, we had a lady that was horrible and she was like, “people like that shouldn't be allowed out.” And I just ignored it, to begin with, and then I had to go past her again in another aisle and I just looked at her and I'm like, “well, you tell me which one has autism, my husband or my son?” And I walked away from her. My husband was trying to …stop the meltdown, my son was having a meltdown and they both were acting horrible for being in a store. It's like you know, you tell me which one has autism, because right now they're both acting like it. So, [00:28:39 inaudible] what it's like.
Interviewer: Everyone is just doing their best, that's what your family is doing, you know.
Interviewee: Yeah, that's what kind of was like, you know, I can't help if he's going to have a meltdown, but I'm not going to keep him at home because if you don't let him out, how is he going to learn to adjust? And how is the public going to learn to adjust to him if they don't know what it looks like? 
Interviewer: Yep, it goes both ways. Thank you for sharing that, I'm sorry that was a negative experience.
Interviewee: Like I said, it’s life. 
Interviewer: It is life, but I'm so sorry.
Interviewee: We’ve had good experiences, too, like I said.
Interviewer: Good. I'm very happy to hear that.  We're gonna go onto our next chunk of questions, we’re chugging along nicely. In the transition to adulthood, where do you see your son?
Interviewee: Well, we know he's always gonna have to have support, so I'm assuming he's going to have to live in. We were hoping that we could get the house set up so that he could live here with some other people with disabilities, so that way they could live together, because our house is a 5-bedroom house, it's huge. And that way he wouldn't have to transition into something else and he could…kinda like a group home that’s set up by the parents. [00:29:50 inaudible] say it. They don't really have anything like that out there. But he definitely would need supervision, I think, through the rest of his life, 'cause he doesn't understand money, he doesn't understand people, he doesn't understand that people can hurt him. I was gonna say, he doesn't understand the road at times. There's days where he understands that cars come by, and you have to look both ways, and then other days, he'll run right out in middle the road and then not think twice about it.
Interviewer: It’s like an element of physical safety there? 
Interviewee: Yeah.
Interviewer: Got you. Thinking about his skills, what are some things he's able to do more independently and what are some things where he needs a little bit more support for?
Interviewee: He can swim great by himself. He knows that he has to have somebody out at the poolside with him so that he is safe. He is learning to drive the lawn mower on his own, he can ride a bike independently.
Interviewer: Better than me, I can’t [laughing].
Interviewee: You can't ride a bike?
Interviewer: So, he has one on me.
Interviewee: It took him till let’s say last year, he learned to ride the bike at 14. It took a while to learn but he got it.
Interviewer: That's wonderful.
Interviewee: He went to an ‘I Can Bike’ camp and they taught him, they were great.
Interviewer: Wonderful, that's lovely.
Interviewee: There's a lot of stuff he can do. He can read when he wants to, it's one of those wanting to things. But for him to tell you like a story and tell you what happened in the story or movie that he's watched, he doesn't seem to retain the pieces to tell it back to you. He doesn't understand money, he doesn't…like I said, the road, he has issues with safety. Even when it comes to strangers, he has no ‘stranger danger’ as they call it. He will go up to a stranger and if he wants to he’ll hug them. At Beyond to the Why, he went up to a one of the – as he called them afterwards, “are you a grandfather?” He went up to the guy and sat on his lap and he's like, “are you a grandfather?” as he’s sitting on his lap [laughing]. It's like OK, “you kind of don't do it, but…” So, like I said, he doesn't have that filter in there for knowing what he needs to [do].
Interviewer: [00:32:42] What about daily hygiene and like some type of chores?
Interviewee: He puts away the silverware, he will help set the table. We're working at showering independently, he still does that with prompts. Bathroom, he does urination all on his own with reminders to wash your hands when you're done, we're still working on that. If he has a bowel movement, that's a little different 'cause he doesn't always remember to wipe, so you gotta kinda keep an eye on that. He does wipe himself, I got him that far, but we do it with prompts. We still are trying to figure out a way so we don't have to. I think they need to invent a toilet that when it plops that he knows he…it's gotta say ‘now you have to wipe.
Interviewer: I think they have that somewhere on the internet, I'm sure.
Interviewee: I think if he just had that reminder all the time when it hits the water that then he would know that [laughing]. But I haven't found anything.
Interviewer: If I see something, I'll let you know.
Interviewee: It sounds weird, it's kind of…I think that it would be so much easier because then he wouldn't need that somebody watching him when he's using the bathroom.
Interviewer: Yeah, it would be a built-in type of support, make sense completely.
Interviewee: Yeah, like I said, it's kind of a weird thing, but.
Interviewer: Not at all. What about food? Can he prepare very simple meals for himself or does he need help with that?
Interviewee: You can't say that he does it completely by himself. He knows how to use the waffle-maker, he makes himself eggs, he started that on his own – in the waffle maker. When he uses the stove, I still have to stand there 'cause I don't trust him to, we have a gas stove. It's gotta do the little ticking thing, you gotta make sure it lights. We don't let him use the stove unless he's got somebody to assist him. But like I said, he does make toast on his own, he uses the waffle iron on his own. I think that's about all the uses 'cause we don't really have…he's learning to use the microwave on his own, but it's a new one and I'm afraid of the push button 'cause he loves to push buttons. He’s actually caused our washer to have problems, and when the repairman came out and he's like, “well, who worked on it before?” and I'm like, “what are you talking about?” “Because it's got a code up here, because it's a code reader. It's like your car when you have to have it put on the thing, somebody 's worked on it”, and I'm like, “no.” There's codes that you have to punch into them, like the thing, and I didn't know that, and he figured out the code on his own. And that was the only problem with the washer at the time, is that he entered in this code that was a workman's code that I didn't know how to.
Interviewer: That's pretty impressive, albeit perhaps very annoying for you, but that is very impressive that he figured it out himself.
Interviewee: When he was younger, he got an iPad that his father had purchased off from eBay and I'm sitting there and I'm like, we didn't have Wi-Fi at the time and I was like, “what are you on?” And he had all the previous person’s information, even though it had been wiped. Somehow, he got into it; it had the drugs that he had been on, it had his information, it’s like, “how in the world did you get to it?” And 'cause I ended up calling Apple on it, and they're like, “it's because he got into it, and there is a way of doing it, but it's not what most people know how to do.”
Interviewer: He's very savvy, then apparently?
Interviewee: He got into it, I think it's just because he knew what buttons to…whether or not they were buttons that the other guy had pushed a lot or what it was that he found, so something that he noticed that he could do and he did it.
Interviewer: And then pre-Covid, did he ever help you go grocery shopping or like shop for household things that you need?
Interviewee: Yes, he likes to go to the store. We have a small store that we go to so that he can still go to the store. We take him probably once every 2-3 weeks to go grocery shopping and he'll get the stuff off the shelf.
Interviewer: [00:37:14] That's awesome, that's great. And then in his own way, does he ever express interest in wanting to have a job?
Interviewee: Yes. But it's not the type of jobs that I think he can handle, 'cause he likes to run the backhoe and that type of stuff.
Interviewer: What does he say he wants or what has he expressed that he wants to do?
Interviewee: He expresses he wants to fly a spaceship or fly an airplane.
Interviewer: What about living on his own, has he ever expressed interest in wanting to be a little bit more independent in that way?
Interviewee: Not really.
Interviewer: No? 
Interviewee: No.
Interviewer: Got you. And this may not be applicable, that’s super OK. Thinking a bit towards the future, do you think you'll be able to achieve more independence?
Interviewee: Yeah, we think he will.
Interviewer: In what ways?
Interviewee: Well, I think he might be able to learn to shop a little more independently once he works on getting down how to do it. He understands the value of money but he doesn't always get it right. And now that they have the cards and stuff, that would be easier than having to handle money, so he could slide the card in and do it that way.
Interviewer: And when your son was in school, again, pre-Covid, did he have some type of…like did he have friends from school, like did he manage a social life to an extent? No?
Interviewee: Nope.
Interviewer: And what do you think will help move them into adulthood a bit?
Interviewee: I'm really not sure, getting the anger issues under control. I think once that's under control, then it will help him, and I think part of that’s communication. And I think there’s pain that they're not able to find, but we haven't figured out, 'cause, like I said, he hits himself in very specific places when he's hitting.
Interviewer: So, you think he's in pain and that's kind of causing some behaviors?
Interviewee: Yeah.
Interviewer: Got you. So, he's communicating, just maybe not in a way that is being received. 
Interviewee: Yeah, 'cause we've tried asking if they could do like a brain scan or something, because he'll hit the back of his head, he’ll hit the front of his head. And his brothers actually, they did realize that, 'cause all of his brothers have…when they went into puberty I guess they called it, they started having migraines.
Interviewer: Oh, he could be having bad migraines then. Is that what you're thinking maybe? 
Interviewee: Uh-huh. And there isn't a way that they can really find out if he's having migraines without him saying.
Interviewer: They're hard too, they’re painful.
Interviewee: Uh-huh. So, we really have no idea to know if he's having migraines. And I feel really bad giving him ibuprofen just because he says, or because he starts hitting. 'Cause that's what he started to do and it's like every time he'd start hitting, then it was like, “well, what do you need? “Ibuprofen.” I was like, “you need that or it’s because we’ve trained him to say that?” So, we don't know. And like I said, the doctors say there isn't really a way to test for it to see.
Interviewer: [00:40:30] That's hard. Do you think there are any services or interventions that could kind of help him navigate adulthood and move into it a little bit more?
Interviewee: Not in our area. Our area is very rural and we don't have a lot of services.
Interviewer: Got you. Now putting these two things together, his sensory sensitivities and his transition to adulthood, how do they intersect for your son?
Interviewee: I'm not really sure I know.
Interviewer: OK, that’s absolutely fine, you’re allowed not to know.
Interviewee: I’m not sure, 'cause he's just, you know, turning into a young adult.
Interviewer: Got you. My next chunk of questions so then may not be super applicable, but we'll try our best. Do you see his sensory sensitivities as an obstacle, a vehicle, a bit of both or neither towards his independence?
Interviewee: Sometimes they’re an obstacle.
Interviewer: How so?
Interviewee: 'Cause like going into places that are really crowded, that makes it hard. 
Interviewer: Does he get overwhelmed when there are a lot of people around?
Interviewee: Yeah. Not sure if it's overwhelmed, he gets over-stimulated.
Interviewer: Got you, over-stimulated.
Interviewee: He'll get loud and he'll get excited and it's not always appropriate behavior.
Interviewer: Will that also translate to some anger behaviors as well?
Interviewee: Uh-huh. Because then he doesn't know how to keep it under control and then he goes to anger and confusion and all that other nice stuff.
Interviewer: And then relatedly, what do you anticipate as being challenging for your son as he does gain more independence in relation to his sensory sensitivities?
Interviewee: I'm hoping that he just kind of learns to – what do you call it…I'm hoping they decrease like some of them have done already, so we're hoping that they decrease as he gets older, 'cause some have. We're kind of hoping that they fade away.
Interviewer: So, do you see like kind of the magnitude of his sensory sensitivities as being challenging?
Interviewee: Sometimes.
Interviewer: Got you. Do you know what might be able to help him in this intersection?
Interviewee: Not really. But we're trying to help him as best we can, but like I said, it's one of those things that just try different things and whatever works, works.
Interviewer: [00:43:26] Absolutely. Are there any services or interventions that you think could be helpful in an ideal world?
Interviewee: Well, I think the job training that I've heard about would be helpful. But like I said, that's something that's not even – with COVID, that's not even…I don't think they're doing anything with that.
Interviewer: Yeah. Do you feel like there are gaps in the available services and interventions for individuals like your son? 
Interviewee: Yes.
Interviewer: How so, or where?
Interviewee: Because of his anger, a lot of places won't take him.
Interviewer: OK, got you. That's frustrating.
Interviewee: You know, because they can't have him hitting somebody else, so he loses out on things because of it. Even the FBA can't have them in, he can't be in their office because of his anger.
Interviewer: Oh, does she come to you or do they come to you then? 
Interviewee: No, we do it over Zoom or whichever one it is.
Interviewer: Yeah, absolutely. You mentioned that there aren't services in your area because you live in a more rural community. Do you see geographical locations as being a gap as well? Or barrier?
Interviewee: I'm not sure if it's geographical. I think it's more…it seems like if you have a college that is in your area, the colleges seem to have services for the kids, where our county doesn't have any – well it's got one college and it's just a community college and it's very small. So the nearest places, 'cause that's why he goes to Syracuse, and that's about a 45 minute to an hour drive.
Interviewer: That’s a hike. That’s a hike for probably a half hour or an hour of services. 
Interviewee: Yep. He was good, as I said, we used to take him for speech 3 times a week and it was a 45- minute service.
Interviewer: A lot of input on your part then.
Interviewee: And OT he goes the opposite way for 45 minutes [laughs].
Interviewer: Oh! A lot of time apart.
Interviewee: And on the days that unfortunately it would be on the same day, we would be in the car it seems like way too much.
Interviewer: I'm sure. 
Interviewee: [00:45:50 Receiving text and chit-chat about it] 
Interviewer: Good. Well, I'm glad everything 's alright, we're almost done now. Thinking again broadly, and again this may not be applicable and that's super OK. How have your son’s sensory sensitivities impacted your goals, hopes and expectations for him as he navigates adulthood?
Interviewee: At times it's been very hard, but as he gets older, it seems to make it easier 'cause he seems to be leveling out a little bit, so. When he was younger, it was a lot harder, 'cause even traveling in the car – when we went through that smelly section of Syracuse, he actually pulled the keys out of the ignition of the car while it was going down 690 [laughs]. Another time he was going through road construction and my car didn't have child locks on it, and I was on the thruway that time and I had my hand out the car window holding the door shut because we couldn't pull over anywhere, and he'd open the car door and I'm trying to go down the road driving while I'm holding the door shut. I’m hoping that a lot of this is over with now, as he gets older him understanding that he can't do that. But like I said, when we went through the road construction 2 weeks ago, he jumped out of the car while it was still moving. We had taken off the door locks 'cause he was being – the child box – because he was being really good about it, and they're now back on 'cause.
Interviewer: You talked about construction twice, is it the unexpected noise of the construction or the smell from the construction? 
Interviewee: I'm gonna say it's the smell, because it's usually when they're tarring the roads.
Interviewer: Oh yeah, that's not a pleasant smell.
Interviewee: Yeah, and I think he's trying to avoid it.
Interviewer: Yeah, got you. But you're saying you're hoping that it's kind of decreased a little bit, which will make his navigation a little bit smoother, is that what you're saying?
Interviewee: Yeah. And we've learned different ways of dealing with it, it’s just I didn't know I was going into construction. Before when we used to go into the smellies, if we had to go that way, I actually had perfume that we would carry as the [00:48:53 inaudible] let him smell that and just hand him back the tube [00:48:55 inaudible].
Interviewer: Oh, that's really smart, kind of mask it. That's proper.
Interviewee: Yeah, that's what we were doing 'cause there was one area we just couldn't go around it all the time, so we’d just tell him, “here, smell this,” and he wouldn't have a problem. I think it's more that we learned how to deal with it than him. But like I said, when you're coming into road construction and you're not expecting it, then it's [00:49:24 inaudible] you don't have in your kit.
Interviewer: It’s hard to plan for things that were unexpected. We’re gonna move onto our last round of questions, it's the shortest one. So, finally, as a caregiver, as a parent, as a mom of someone with autism, but also these sensory sensitivities, what does transitioning to adulthood mean to you?
Interviewee: I'm hoping it means more independence for him, so we have more time – my husband and I have more time together, 'cause right now we’re his main caregivers, so we're the ones taking care of him basically, 24/7. We do have we do have an aid that comes in and helps, but that's 10 to 15 hours a week, so that's not really much time for us to go and do things.
Interviewer: Yeah, have time together. Has this perspective changed overtime?
Interviewee: Has our perspective?
Interviewer: Your perspective on what it means for your son to transition into adulthood.
Interviewee: Probably, 'cause at one point we figured that he was going to be able to live on his own and that, and now I don't think we feel that way. I think we figured that he's going to be with us forever now and we're gonna try to make it so it's the best way that he can deal with it.
Interviewer: What do you see specifically happening in your son 's future then?
Interviewee: We're still not sure. I'm thinking that he's going to be able to…he likes to do certain things, he likes to be outside, he loves to be outside, that's one of his calming things. So, being outside is something that he's gotta be able to do. He likes to swim, that he finds very calming. So, we've been looking into getting a swim spot for him for the winter, because with Covid, taking him to the Y has not been easy, because you have to sign up for your slot. So that's not as convenient 'cause, you know, with autism you don’t always fit into that, you know. It's time to go deal, but we're hoping that he kinda gets…once he gets over the anger issues, I'm thinking that'll help a lot. If we can figure out what's causing them, then it should help out.
Interviewer: Do you see him having a type of job in the future to some degree?
Interviewee: I don't think it would be a job, I think he would be helping around the house. He loves to be in the garden, he likes to take care of the animals. So, whether or not we get animals again, that would be a different thing. But he does enjoy the animals.
Interviewer: Do you see him finishing school?
Interviewee: As in getting a high school Diploma?
Interviewer: Diploma or sometimes like high schools have a completion program?
Interviewee: He'll get the completion program, 'cause we’ll make sure that he does, but it's not really, you know, it just means that he went to school for so many years.
Interviewer: Fair. Do you see him having a family of sorts, whatever that may mean?
Interviewee: Other than…not a family of his own but having people that take care of him and help him out, yes.
Interviewer: Awesome. And then final question on my part, how have your son’s sensory sensitivities impacted this perspective you described in terms of what it means to transition into adulthood?
Interviewee: He's been totally different than the other boys [laughs]. I was gonna say, the other boys we kind of had an idea of what was going to happen and what they were doing, 'cause like I said, he’s the youngest of 4, so.
Interviewer: And is he the only one with some sensory sensitivities? 
Interviewee: Yes.
Interviewer: And that makes him a little bit more unknown for you?
Interviewee: Yes. You never know what to expect from him because I mean he can…even down to what he eats, 'cause he'll eat something for one meal. He'll eat it maybe for a second meal and then he won't eat it again. And it's kind of funny to know, it's like, “OK, do you want it?” “No.” Like, “OK.” Then if you give it a few days then he'll eat it again. It's one of those things that you never know…
Interviewer: …which direction? 
Interviewee: Yeah.
Interviewer: Got you. Thank you, that was wonderful. That was actually it for my formal questions, would you like to add anything else?
Interviewee: No, I think that's it.
Interviewer: OK. Well, thank you for making time. This has been so valuable and so lovely to learn from you and to learn about your family and your experiences. We couldn't do this without people and people like you and your willingness. So, thank you.
Interviewee: Oh, you're welcome.
Interviewer: Do you know anyone else you might want to participate, by any chance?
Interviewee: Not that I can think. I was gonna say I can put some feelers out, but not that I can think of right now.
Interviewer: If someone comes to mind, we'd love to have them. I ask everyone because you don't know who knows people, but no pressure, it’s super OK if you don't. But again, thank you.
Interviewee: Do you have a flyer? 'Cause my son has a web page or a Facebook page where he puts out information for the – I forgot what he calls it, he puts out information for the families with disabilities. 
Interviewer: Sure, I do have a flyer, I'll send you it. 
Interviewee: Yeah, please. 
Interviewer: Thank you, that would be so helpful. I appreciate that tremendously. But as soon as this audio file renders, I will send you a thank you email, and I will also include a gift card for compensation for your time and that flyer as well.
Interviewee: That sounds good.
Interviewer: Thank you. Can I help you with anything? Do you have any questions I can clarify? 
Interviewee: Not that I can think of.
Interviewer: OK. If anything comes to mind, please shoot me an email, call or text. I'm happy to help however I can, since you’ve helped us so much.
Interviewee: OK, thank you very much, I appreciate it.
Interviewer: Of course, thank you. I hope you have a great rest your day and a nice weekend.
Interviewee: You too, have a good holiday if we don't hear from you before.
Interviewer: Thank you. You too.
Interviewee: Thank you, bye-bye.
Interviewer: Bye.

[END OF TRANSCRIPT]

