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[Start of transcript]

Interviewer: And we’re recording.
Interviewee: Okay.
Interviewer: And I will be asking you questions about your perspective about your child's transition to adulthood in relation to his sensory sensitivities and interests. And I’ll be doing something called a semi-structured interview. And this means I have a set of planned questions, but I'll be adapting my questions based on what you say, to make the conversation actually fit for you and for what we're talking about. 
Interviewee: Okay [both laughing].
Interviewer: Do you have any questions before I begin?
Interviewee: Nope, I think I’m good.
Interviewer: Okay, awesome. And if there are any questions that you don't want to answer or that make you uncomfortable, you don't have to do that. We don't want to make you uncomfortable in any way. 
Interviewee: Okay. 
Interviewer: Okay, awesome. So for the first question, could you please start off by telling me about your son's sensory sensitivities and interests?
Interviewee: Well, his sensory I would have to say is his eating. 
Interviewer: Mm-hmm.
Interviewee: He's very picky on what he eats. I know that happens a lot with children with Asperger's and on the spectrum. Right now he actually only eats three major foods. And he tries some things but he really does stick to the three major foods.
Interviewer: What does he eat? I'm sorry. 
Interviewee: Okay, so this is going to be funny. He eats three different types of pasta, but it depends…actually, it's four different types of pasta, but depends on who cooks it and what it's with. So from me, he'll have rigatoni with my homemade sauce. He doesn't eat jarred sauce or canned sauce. He will have macaroni and butter with me. With my mom he'll have pasta with butter, but also he'll have my sister's sauce, and he'll have that with spaghetti, and some pasta, so it’s kind of weird. But I think it’s very common for children on the spectrum. And of course, he likes Oreos, [laughing] I'm hoping that's a big spectrum good food because [laughing] yeah. And depends on French-fries, and the only meat that he actually does eat is actually not really meat, it's McDonald's chicken nuggets, which is probably very popular in the spectrum children also. 
Interviewer: Mm-hmm.
Interviewee: So that’s why I call him, actually both of my boys a little vegetarian [laughing] because that is basically the only type of meat that they eat [giggle].
Interviewer: Mm-hmm, got you.
Interviewee: [02:25 inaudible] its actually real chicken, which I think it is, but I don't know. So that's about the only issue I have, as far as him having a sensory, is his eating, and his noise volume actually has gotten better as he’s gotten older, which I guess is a good thing. Before it was the loud noises, we couldn’t go to crowds because of the noise, but he's actually gone to a couple of rock concerts with me…
Interviewer: Oh fun!
Interviewee: …and it wasn't with his hands over his ears or anything, or saying it’s too loud. He did keep his earphones [03:00] in but they were off, which is actually still a good thing because you are far from the big noise, but he wasn't feeling [03:10 inaudible] overpowering. Before what he would, he would like put his hands over his ears. I think some of that he outgrew which was good. But I think those are about the only two sensory issues he has.
Interviewer: Yeah, absolutely. And so how does he manage these sensitivities or like cope with them? 
Interviewee: He just goes on with daily life, he'll get up in the morning. He…unfortunately now he is a college student so he’s home. He gets to sleep late, so he gets up and he'll have some Oreos if he's hungry. If not, he'll sometimes wait for me to get home, so doesn't eat all day. Or he'll go to his grandparents’ or his aunt’s which is right across the street and they'll make him pasta. 
Interviewer: Got you.
Interviewee: So he doesn't really…that's about the only thing that he does. When we go out to dinner I’ll try and make sure the something like a French-fry on there because he’ll try French-fries. But if there isn't anything he's interested in, he'll just sit there and have a soda.
Interviewer: Mm-hmm, got you. 
Interviewee: [04:09 inaudible]
Interviewer: And has…so you mentioned like how his sound sensitivity gotten better over time, has his dietary preferences gotten better over time or changed at all?
Interviewee: No, they’ve just basically been the same since he's probably been about seven. 
Interviewer: Mm-hmm, okay.
Interviewee: [04:28 crosstalk] really limited food. When he goes out with his friends, if they go someplace, he'll just try French-fries. I took him on a cruise and he had the French-fries, which was good because I’m always worried about him eating. It was French-fries and Jell-O for a week. I'm like, “nope!” we can't…I can't…say you know, accommodate too much because then he gets spoiled and he won't be able to go out on his own and learn how to do that. Now that he's at school, he goes to school and he’ll literally get on the train and go to Kenmore Square to McDonald's, get his McDonalds and go back to school. So yes, he's learning some ways to do that but he's not like bringing his own lunch or having [05:15 inaudible], he's still with a few little things.
Interviewer: Yeah, got you. So, it kind of sounds like he just kind of zones into the things that he's really interested in. And maybe this is more relevant for the sound sensitivity, but has he received any services or interventions to kind of help him gain some skills to deal with these sensitivities and interests?
Interviewee: He has not, he basically has done it on his own, which was very good. He does do a social group that has helped him a little bit with it, actually being in the social group has been helping him with his eating, trying to bring…once a month they would bring food in and they all would have to try it, he did okay with that. But he's [06:00] basically…the sound he’s basically done on his own, and he just handles it well. 
Interviewer: That’s awesome. 
Interviewee: Yeah, he won't walk into some place if it's too loud and do anything. He'll just be like, “okay, it's loud, can I leave you know? When can leave?” But nothing, you know, I mean he survived three concerts with me, which was very good. 
Interviewer: Yeah, absolutely. And what marked that change or at what point in time did his sensitivity to noise begin to change? 
Interviewee: I want to say probably when he was say ninth grade, really. Because ninth grade he worked with…he volunteered to work with the theatre at the high school, in the background, which can be a little loud and with all the music and the people doing all the talking or whatever. So, he kind of gotten that section when he started becoming friendly with a lot of people. So, I would think [07:00 inaudible] I think he was 15, 14, 15.
Interviewer: Okay yeah, so it kind of sounds like exposure kind of helped him cope with it?
Interviewee: Yes. Yes. And he does.
Interviewer: Yeah, and [07:14 inaudible]
Interviewee: He does that very well. That's okay. 
Interviewer: No, no, sorry, it’s not [chuckles] [07:18 cross talk].
Interviewee: That’s ok.
Interviewee: And then thinking about this change for sound sensitivity, do you think that’s related at all to any independence that he's gained over time? 
Interviewee: It has, because since he was working with the school theatre that helped, you know, I think it helped him with that. He also got to be friendly with some friends and he now has some friends that he hangs out with. 
Interviewer: That’s great.
Interviewee: And it also helped him in his social group because in his social group they put a lot of different types of autistic kids together. So he was able to also be a mentor for some of the kids who were louder than he was or you know they…some talk too loud and they don't realize they're doing it because they do it all the time. And he was able to help some of them with calming their voice down. 
Interviewer: Mm and like helping them helped him, is that what you're saying?
Interviewee: Yes. Yeah.
Interviewer: That’s nice.
Interviewee: So, kind of like them [08:16 inaudible] each other.
Interviewer: That's fantastic. And then thinking back to both of his like his past aversion to noise and now his current preference for particular foods, if he isn't able to eat the foods he really wants to eat or if he was exposed to noises that were too loud, did that cause or increase anxiety for him?
Interviewee: The eating part does cause anxiety for him. The noise not so much because I think he's learned how to zone out, zone it out a little bit, but the eating part does, if he gets…he can get a lot anxious and have some anxiety about that.
Interviewer: Mm-hmm, and what does anxiety look like for him? [09:00]
Interviewee: He just basically shuts down a little bit, like if you talk to him, his answers will be very short mainly, “okay, okay”, or just, you know, mellows out. But he does…he tries not to get that way, so that's why he always tries to eat something, but when he gets that anxiety and then he can't, he’ll just zone out and just…sometimes he'll flap his arms, but not as much anymore.
Interviewer: So did he try things …he likes to try things. Will he try foods outside of those like three categories?
Interviewee: No. 
Interviewer: No? Okay [chuckles].
Interviewee: I've tried. I've tried, my family’s tried, my boyfriend’s tried. 
Interviewer: I'm sure you have.
Interviewee: Even doctors and they're like…a doctor actually said “don't bother bringing him back because all we’ll do is what you're doing. So, why waste the money” I'm like, “Okay!” [laughing]. 
Interviewer: Good, that’s a good doctor [chuckles].
Interviewee: I know [laughing].
Interviewer: So bringing it back to the anxieties he has around food. How does he cope with or manage those anxieties? 
Interviewee: He just…again he just withdraws and stays…he stays in one place. Or he tries…he does a lot on his phone and on his tablet or his computer. He does a lot of writing, so I think he does all of that as a way of branching out and relieving some of his anxiety. He gets to…he is a little writer, he's already done a couple of novels that he won't share, yeah. 
Interviewer: That's awesome though, that's really awesome.
Interviewee: Yeah, he's very good at that and I think his anxiety will be coming, and he will just sit there in front of his computer…
Interviewer: Got you.
Interviewee: …and just do whatever. 
Interviewer: That's a great coping mechanism though. 
Interviewee: Yeah, yeah, and he has a great imagination.
Interviewer: That’s lovely, that's so great. Have these anxieties changed over time at all?
Interviewee: Not really. They basically…I think he knows how to handle them, so they don't come out…it doesn't come out as much. And now that he's getting older, he definitely…he knows how to cook, but he just prefers not to. So I’m waiting for the day that he'll be able to just get up and do it and I then I won't have to worry so much about him being so anxious when he doesn't eat. He definitely just goes along with his day and doesn't let it faze him.
Interviewer: That’s good, that's really good.
Interviewee: Yeah. Yeah, he's definitely changing [11:34 inaudible] just not going to let them bother him.
Interviewer: And now what goals and hopes do you have for him in regards to his sensory sensitivities and interests?
Interviewee: I would like him to eat more, to really try and get out there and eat more. And try other foods because there's so many foods he…I know that he'd like, that he does…he eats certain things [12:00]. I’m like, “oh, he really liked that”, but he’s just afraid to try it, so that he when he goes out with his friends or you know, when he decides to just go to the mall or whatever he's able to eat. Right now, he's limited. 
Interviewer: Absolutely.
Interviewee: So that's like my best thing for him. And then he could go out into the real world and not just have Oreos when he's out [chuckles]. 
Interviewer: Do you know or…has he been able to articulate those things to you like why he has those preferences, is it like a flavor thing, like a texture thing? Because you said you think there are foods he would like if he was able to try them. 
Interviewee: Yeah. No, we haven't been able to figure that out yet. That’s one thing we've been trying, on whether it's the texture of food or the spiciness of food. Like I said, the sauces that I make and my sister makes, she makes hers a lot spicier than I do. So, I figured maybe spicy food, but he won't try it. So I don't know if it's a texture thing and he really hasn't tried a lot of food to say it's a texture thing, he just found these few things and this is his meal plan.
Interviewer: Got you. Absolutely. Now shifting gears slightly, we’re going into like next set of questions. As he's grown up a bit, how has your community reacted to his sensitivities and interests?
Interviewee: Well I could…well let’s just go back to when he was in school because he really doesn't have friends or anyone in our neighborhood. But they did very well with him…from ninth grade on his…in high school, he met friends. They've all gathered around, mainly some of them were very similar to him, so they…but he’s got really good friends there, and I think they're just very…they treat him like a normal person. 
Interviewer: It's great.
Interviewee: That's exactly what I hoped for, and I say to them like, “treat him like a normal person and he’ll be fine.” So he's definitely growing up to be…well right now he's a typical college student.
Interviewer: [Laughing] that's good too, it’s all right. So, you talked about your how your mom and your sister also like help kind of feed him with his preferences. What about the rest of your family or kind of other parts of the community? 
Interviewee: No, not really because he'll literally not eat. A couple times if he goes over, if he’s over at a friend's house…I had a friend of ours who had a child very similar to Justin. So, she said, “oh, I’d made pasta and butter and Justin wouldn’t eat it,” and I felt so bad. She thought “That's all right, I'm used to it”. I said, “you made something that I know he eats.” And he just…he doesn’t eat. That’s why I think I keep saying to myself, “I saved a lot of money going out to dinner”, because he couldn’t, he can never go [15:00].
Interviewer: Yes, you did.
Interviewee: [15:01 crosstalk] [laughing].
Interviewer: That's very true. And were particular…and was the community as accepting or differently accepting when he was younger?
Interviewee: When he was younger mainly those school children, they you know, bullied and taunted and…but when he got to be a certain height in seventh grade, and it kind…it really did stop because he got too be tall, he grew taller than all the other children. So it kind of…it really did stop, which was a good thing.
Interviewer: Mm-hmm, absolutely. You talked about school a bunch, but like were particular spaces or places in his community more or less accepting of him and his sensitivities?
Interviewee: No, because he actually did baseball for a season or t-ball and the kids were very great, you know, he enjoyed it, but he really didn't do very much. He…him and his brother really didn't have a lot of friends growing up, until we started social group and then his…kids in the social group became their friends. So, they really didn't have any friends in the neighborhood that they played with.
Interviewer: Got you. And then what are your hopes or worries about how his community will react in the future?
Interviewee: I hope they treat him with respect and understanding. But I do have right now…we do have a very nice neighborhood of people, and when they are out and about, they're very polite and mainly everyone minds their own business. So it's you know, when they go into the stores, it's very normal. So, I think that they're embracing their diagnosis in a very good way. They're able to live without worrying about somebody staring at them, because they don't…fortunately they are those kids who sit and say they don't look like they have an issue.
Interviewer: Absolutely. 
Interviewee: Until you talk to them or other, you know, you get to know them.
Interviewer: Mm-hmm. Absolutely. And now going on to our next chunk of questions, in the like transition to adulthood, where is Justin?
Interviewee: He is…I want to say he's 50/50. 
Interviewer: [Chuckles] Okay. 
Interviewee: And I only say that because of the fact that…and ‘cause he's a college student, because he's got so much free time that he gets to act and do what he likes to do. But when it comes to being in school, he's very responsible and goes and doesn't have a problem. So he's kind of 50/50, where he’s right on that…he knows he's going to grow up and he is growing up but he still wants to stay behind a little bit just to hang around and…but I think he's handling the change very well, even in these times he's handling the change very well.
Interviewer: That's excellent. 
Interviewee: [18:14] You know, he's getting nervous just like all the other, you know, school kids are returning to school and what's going to happen. He's starting to get that anxiety because it's going to happen soon. But we're talking to him about it and dealing with it just like every parent. 
Interviewer: Absolutely
Interviewee: His anxiety and everything is low. So I think, I think he's going to enjoy becoming an adult. 
Interviewer: That's awesome, I hope so. You said he's like handling it well, can you talk a little bit more, what do you mean by that? 
Interviewee: Well, he's able to talk about it a little bit better, he's able to discuss his issues and his thoughts. My sister is great, she's been helping. She's got children who went to college, so she's basically helping him with the college stuff. So whenever something comes up, they talk about it, she relays it to me and we discuss it, we’re trying to figure it out with him, but…yeah. He's getting to that point where he's not holding anything in [19:15 inaudible] what the problem is, what's going on, how he's feeling, and that is a big huge time frame…step for them…because a lot of kids don't do that. It's like pulling teeth to get information out. 
Interviewer: No, that’s so important.
Interviewee: He’s actually starting to be in that part of an adult, where he'll sit there and say, “I'm not too sure on this, I'm a little nervous on this.” And so that’s where he's at. 
Interviewer: Yeah, that's a critical skill. That's so great. And so like what other stages of independence is he at? So like does he want to move out eventually, like when it's you know safe to do so?
Interviewee: He doesn't, because he's very happy where he's at. Plus, when you have a mom doing very much close to almost everything for you…but he's seeing the troubles that like his cousin had in school with the dormitories and he’s had when she moved out on her own. And so he's seeing like this whole big, wide range of events that are happening to people that are family members, so he's very content. We really haven't asked the issue of him actually moving out, but we have talked about when he started college last year about going to dorm, and he did say he wanted to stay home. So, he's definitely going to be a homebody.
Interviewer: Got you. Nothing wrong with that, saves a lot of money too [chuckles].
Interviewee: It does. Absolutely! Absolutely! 
Interviewer: And what about a job, does he have a job yet? Does he want a job?
Interviewee: He doesn't, he did ask if he could get a job last summer and it didn't work out [21:00]. And now he's just…he's concentrating on his writing and being a full-time college student. So if it gets any worse…so I'm going to tell him, “give me the writings,” I'm turning them in to a publishing company and see if you can get a book published to pay for school [laughing]. 
Interviewer: I mean you could, I mean that's definitely a job, its writing, like that's a great skill.
Interviewee: Oh definitely, exactly. Yeah, yeah, he's very good.
Interviewer: Mm-hmm. And so, you said he knows how to cook but doesn't like…doesn't want to cook. 
Interviewee: Yeah, yeah. I had foot surgery about two years ago. And I said to him I said, “I don't know if I'll be able to cook for you, so you might have to do it on your own.” And his response to me was “Don't get used to it, but I'll do it” [laughing] Oh! Like all right, so it's kind of…it’s like okay. So I know he can do it, he’s just, “Mom, do it.” [laughing].
Interviewer: Sometimes it's nice when people cook for you[laughing].
Interviewee: Yeah, I…you know, it makes me feel wanted. That's a good thing [laughing]. 
Interviewer: Absolutely! And you talked about friends from his social group and from the t-ball. Does he manage that social life? Like, how does he manage his friendships? 
Interviewee: He does…he’s on the phone texting, plays video games with them right now. They really haven't been able to get back together. Before he was always over friends’ houses, but right now it's hard and we see the social group friends every now and then, we'll get together at the park somewhere or they do a Zoom every week because he’s still in a social group, so he's handling it. And I do keep telling them all that they can get together now, and face masks at a park or whatever and keep the distance. But I don't know if it's on their end or he just doesn't want to go out of the house. It's so hot or whatever. I'm just waiting to see, waiting for that phone call that he goes somewhere. So I'm good, so I said whenever he's ready, it's no rush. 
Interviewer: Yeah. 
Interviewee: It’s definitely [23:07 inaudible]
Interviewer: Absolutely. And is he able to like clean up after himself, and like take care of himself physically? 
Interviewee: Yeah, he…the downfall is his hygiene, which is common for kids on the spectrum. It's a broken record at this point, but it’s definitely…that's about the only thing he can…you know, he does everything on his own, being reminded on certain things. I'm just going to get a tape recorder from now on [23:39 inaudible] and play for him and just say it, so that he can have it because it's really tiring [chuckles].
Interviewer: I’m sure. What do you have to remind him to do? 
Interviewee: Brushes his teeth, wash his face, and shower sometimes. But I think he's always had an issue with that ever since he was a baby. So [24:00] I don't know if he's afraid of water, he doesn’t like swimming very often. He used to love swimming, now he doesn't. So I don't know if it's the water, you know, water up against him or what it is, but…yeah and I know a lot of kids on the spectrum have that type of an issue also, so I said, okay well we’ll just keep working on it, you know, every day, send him a message, teeth [interviewer chuckles], you know, teeth, deodorant, wash your face, you know, so.
Interviewer: Absolutely. And then in terms of money, so I know he doesn't have a job, but does…is he able to manage money in some capacity or does he like understand… 
Interviewee: They don’t like to spent it
Interviewer: Sorry?
Interviewee: They don't like to spend it [laughing].
Interviewer: Fair.
Interviewee: [chuckles] Only on what they like, you know, what they want, that's when they want to go to the store and spend their money, but yeah.
Interviewer: Got you. Okay. And thinking kind of ahead into his future, what do you think…do you think he'll be able to achieve more independence later in life?
Interviewee: I think once he gets out and gets a job, I think he will. Yeah, I think right now because it's in school and you know, he has a lot of downtime at school or downtime…you know, basically summer’s off and stuff like that. I think once he has to get himself a job, I think he'll really blossom and embrace it because he…hopefully he'll get into a career he really likes. 
Interviewer: And why do you think a job will be that vehicle or that mechanism for him?
Interviewee: That will be because it's a structured environment. It's a structure where he has to get up at a certain time. He's got to get there, he's got to do what he's got to do, and then come home and at that point it’s a structure, and he'll be able to…and he’ll be meeting more people, new people, so it's definitely a bigger picture for him.
Interviewer: Got you. And do you see him living on his own once he's able to kind of learn the structure? 
Interviewee: I do see him living on his own some in some form, whether it will be in the same house as me or in one of our family homes or…but I do see him living alone or living with somebody [26:20 inaudible] own apartment. 
Interviewer: Absolutely. And then other than the job or maybe just the job, but what do you think will help him move into adulthood?  Like are there particular services or interventions that you think would help him?
Interviewee: Well, I think it would just be the job. Because as I said, right now he's still in that 50/50 stage of the schooling and being a college student, even though he commutes, he still has that downtime and the summers off and that type of school schedule. But once you get your full-time job, you've basically changed your five days a week, your you know, Monday through Friday, nine to five [27:00], or whatever it is, that totally changes your schedule. And he'll have a hard time a little with that switch once it happens, he’ll get there. 
Interviewer: Absolutely and what do you think will be hard about that switch in the beginning?
Interviewee: I think the idea of getting up and going to the same place every day. He did it for a little while at one of his internships, but he enjoyed it. But it was two days there, two days somewhere else, so it was kind of a…but this will be the same spot, you know, every day. So I think at that point…and then he'll be making money, he'll be able to learn all that more stuff, like you know, saving and spending and all that good stuff. 
Interviewer: Absolutely. What’s he doing in college, what course is he taking?
Interviewee: He’s actually a graphic design major.
Interviewer: That's exciting. That’s awesome.
Interviewee: Yeah. So yeah, I think he wants to write and do his own books with the graphic design. So yeah, it's definitely…he definitely has the knowledge and the imagination for it.
Interviewer: That's awesome. That sounds lovely. And now kind of putting these two things together – sensory sensitivities and this transition to adulthood, how do they intersect for him? 
Interviewee: I think that that's going to be…like his sensory will hold him back a little bit on social aspects, but he’s learning a little bit to do it now. So I don't think it's going to hold him back too much, but I think he'll be able to…I think I'll be able to do it. It's…he's definitely…I think once he gets his job and what he wants to do in life out there, I think he'll definitely just transition, it’ll probably like an overnight thing for him.
Interviewer: Absolutely. Could you talk a little bit more about how you think it's holding him back right now, but then also how you think he’ll be able to overcome that.
Interviewee: It is holding back now because he has such a limited…a lot of people don't go to McDonald's all the time or go to things of that nature. But I think once he gets into the, I would say the real world where he's working seven days week or five days a week, you know, he's meeting new people. Even if he goes places, he’ll maybe be able to find some or sit there with a drink but still be able to be social. So he’s…I think…I don't think he'll ever change his eating habits or add anything to them, but I think he'll be able to learn how to put it all together.
Interviewer: Got you, got you. That makes sense.
Interviewee: [29: 38 inaudible] yeah.
Interviewer: And so would you say these sensitivities are an obstacle…sorry obstacle or vehicle or a bit of both for him in terms of the independence?
Interviewee: I probably want to say it's probably a little bit of both, because if he doesn't like where you going, he won't go [30:00 laughing].
Interviewee: But an obstacle because like I said, when he's out with his friends, that's kind of a small obstacle for him to eat, if they decide to go someplace. But he just like said he'll get a soda or he'll get something that he's polite. Because I told him, I said, “If you go somewhere you’ve got to have something in front of you, whether it's a drink or French-fries or whatever in front of you to be polite”. And that's what he's been doing. So it's definitely moving him in the right direction, but unfortunately not having him try other foods. But someday that might happen, I might come home and I'll be surprised that he's eating something, I have no idea.
Interviewer: [laughing] who knows, a lot can change.
Interviewee: Yeah, yeah. Keep my fingers crossed!
Interviewer: And what you anticipate as being challenging for him as he does gain more independence in regards to the sensitivities? 
Interviewee: I don't think of any, off the top my head readily. 
Interviewer: Yeah. No, that's okay. So you've talked about a job, you kind of talked about experience. But what do you think would help him merge these two things, like this adulthood and the sensitivity and preferences?
Interviewee: The only thing I can say is a job because right now he's…he doesn't do anything all day. You know, he's home. And I think that that job is going to blend everything together for him and he'll be able to see the bigger picture and life of you know, if he gets a full time job, he'll be able to start going places, buying more things, having a place of his own, start being more independent and all that, all that stuff compared to, unfortunately right now where he’s home and he you can’t see that, that far up. 
Interviewer: Absolutely. It doesn't sound like it's going to be very applicable to you and your family but kind of thinking more broadly. Do you think there are gaps in the available services and interventions for kids like Justin in regards to helping them kind of cope with or manage sensitivities while they’re transitioning to adulthood?
Interviewee: Oh, yes. Yeah, they're very limited. And I think if there were more places, even if they needed to go and you know, or try and do like an overnight just so they can see what it's like to be on their own for a couple of days, or as a trial or to see it like even at this age, like right after high school or before, you know, in a certain time frame, then they'd be able to see, “oh this is what I want. I want to be able to live on my own, so I have to do this, this, and this and learn how to do this this and this.” I don't think there's that much out there that can do that or can help them even sitting down with trying to share information. I've tried even with my older son, not so much for Justin but with my oldest son to try and get services. And there's not very much out there for their age range [33:00]. It seems like once they graduate high school, out of school, if they're not in a special school, everything drops. Even in a special school they want to keep holding them back to where they can be in [33:14 inaudible].
Interviewer: Got you. And then thinking again about the future a bit. How does…how do his sensitivities impact your goals, hopes and expectations for him in regards to navigating adulthood? 
Interviewee: They…I don't even notice or pay attention to them because that's the way he is. And if he wants…if he wants this as an obstacle, then he does, I don't, I treat him just like a normal person. I always have, so that my expectations for him are huge. You’re going to get a job, you're going to live on your own, you're going to get married, you're going to have kids and maybe you can make me a grandmother someday. But you know, whatever, but that's my expectation from this always. It's always been just treating him normal and let him work on it. And unfortunately for the sensory, that's something he has to work in on his own, if he wants to do it or if he's happy the way he is. 
Interviewer: So [34:18 crosstalk].
Interviewee: At this time, at this time of the game. If he was five years old then I probably would have a better standing.
Interviewer: It's harder to make adults change [laughing].
Interviewee: Yeah.
Interviewer: And now kind of on to our last chunk of questions. As a caregiver, as a mom, as a parent of a kid with ASD and also some sensory sensitivities, what does transitioning to adulthood mean to you? 
Interviewee: I'm no longer a good…a mom. He’s outgrown me [laughing]. 
Interviewer: I'm sure you're always the mom [laughing].
Interviewee: I'm always, yes. I keep telling them that even though they're both 6 feet tall and I’m 5”3. And like, I keep telling them, “I’m still the mom,” but you know, that's…it's yeah no, it's very hard, it's very hard. You know, you always want to think of your child as the little one and you know, when they grow up and they decide to go out and do their own thing, whether they have Special Ed or you know, issues or no issues, it's hard because you always want to think of them as, “oh my god, mom's here for you, mom’s…all you want to do now is talk to mom,” you know. And some of them don't even want to do that. So it’s like…so it's like, “okay now, what do I do?” Yeah, it'll definitely work out. 
Interviewer: Absolutely, absolutely. And has this perspective changed over time?
Interviewee: No, no, I…you dread it, you know, when you give birth you dread them growing up, but its life, it happens, we all do it. It’s getting to the point now when they’ve got to…they’ll hopefully soon take care of mom [laughing].
Interviewer: [laughing] Yeah absolutely, comes full circle that way.
Interviewee: I hope so. I do tell them, “just put me in front of a TV with a concert going and I’ll be perfectly fine.” 
Interviewer: [laughing] Those are easy marching orders. And so what do you see specifically happening in his future? 
Interviewee: I see him getting a job in his field, hoping to stay writing, and hoping that someday hopefully publish a book. That would be…definitely make me very…I mean, I’m very proud of him, but then I think that would make me proud for him. Because it’s something that he's done and he's been doing it since he was in the sixth grade, maybe even sooner. And he's definitely got the potential to do it.
Interviewer: Mm-hmm. Absolutely. And do you see him like finishing school? Things like every…what part…like in 10 years, where do you envision him to be?
Interviewee: In 10 years, I'd like him to be the college grad, working…enjoy the job that he enjoys. Maybe not so as married with children, but in that relationship type of frame and being happy.
Interviewer: Mm-hmm, absolutely. And then you kind of already asked this but…you already kind of answered this but I'm going to ask because this like my last question for you, but how or did his sensory sensitivities impact your current perspective? 
Interviewee: Not by much. It’s always back there on what he's eating, but you can't force him to do something. You know, if the sensory is the issue it's him and you just have to go with the flow with it. And it's like when got…have any other type of disability, it's something that you have to work with and…or you just the go on normally and you know, I’d go…drive 20 miles to find the nearest McDonald's if that's what I’ve got to feed him [laughing]. 
Interviewer: Absolutely. We all got to eat no matter what?
Interviewee: Yeah. Yeah, so.
Interviewer: So those actually are all my formal questions, we sped through them. Do you want to add anything else?
Interviewee: No. I look forward to hearing…see if I can, you know see the…your findings and all that. 
Interviewer: Oh yeah, absolutely 
Interviewee: Because that's very…I'm very endeared that these children from…some of them are my children get help that they need, to be able to get out in the real world and actually be accepted and live their life to the fullest. So I see so much stuff and it's great that there’s social groups and all the help they do get, but there is still more help that’s out there still needs to be done. 
Interviewer: Well, we hope to do that. That is the goal of research, it’s always to help people at the end of day.
Interviewee: Absolutely [39:00].
Interviewer: Yeah. Well, thank you so much. I so appreciate your time and your insight. This has been so valuable. 
Interviewee: No problem. 
Interviewer: Thank you. So you did talk about your older son. Do you think he might…so like basically, the only thing that we need is he would need to have some either past or present sensory sensitivities. Do you think you'd be able to participate for it?
Interviewee: He has not…he's never had sensory… 
Interviewer: Okay.
Interviewee: …issues. He was more of the nonverbal Asperger's syndrome.
Interviewer: Got you.
Interviewee: So yeah, so Justin has more of the sensory type style and Cody is not.
Interviewer: Got you.
Interviewee: So both same diagnosis, totally two different types of spectrum [laughing].
Interviewer: [laughing] I mean, that's what it is. It's so diverse. 
Interviewee: Yes. Yes, so unfortunately he's definitely not a sensory person.
Interviewer: Got you. Do you know anyone else who might want to participate or be eligible? 
Interviewee: I don't think of any right now.
Interviewer: Okay yeah, no worries. Absolutely. Yeah, but so again, obviously thank you so much for your time and like for taking time out of your work day and taking your lunch break to help. That's so awesome. Thank you. 
Interviewee: No worries. This is fun, I enjoyed it.
Interviewer: Good, I'm so glad. So I will definitely send you results when you have them. It's going to be unfortunately a good chunk of time, because we have to collect all the interviews, analyze all the data, takes a little.
Interviewee: I've got you, no worries, no worries. 
Interviewer: But when we have it [40:32 crosstalk]
Interviewee: You will be surprised when it's all done.
Interviewer: Yes, absolutely. But I will be sending you a gift card as a thank you. As soon as the order comes in, it'll be in your inbox so…
Interviewee: No problem. 
Interviewer: And if you need anything from me, please reach out, you know where to find me. I’m happy to help in whatever way we can.
Interviewee: No problem. How long are you doing this just in case I…because I can think of one person but I'm not quite sure. And what are the age groups just by curiosity?
Interviewer: Yeah. So our goal is to do 45 interviews, I think you're my ninth or tenth at this point, I don't really remember anymore. And I have like five more scheduled in the next like week. So we're like a third of the way there but…so I anticipate, I don't know, maybe five to six more months in terms of getting people in. And for age ranges, we’re looking for caregivers who have kids with ASD, ages between 16 and just under 26. So like 25 and 11 months is our cut off. 
Interviewee: Okay.
Interviewer: They have to live at home and they have to have sensory sensitivities past or present.
Interviewee: Okay.
Interviewer: So they could have like…they could have a ton when they were a child and now that they're 20 all gone, that's still great too. 
Interviewee: Okay. Okay, I'll think of…there's one person I can think of, that I’m actually going to forward your original email. 
Interviewer: Yes! That would be so helpful. 
Interviewee: And then I'll have them reach out if they're interested. 
Interviewer: Yeah, that would be so lovely and if they have any questions, I can answer anything, so. I can also answer more of your questions if you have them.
Interviewee: Nope [laughing].
Interviewer: Awesome. Well, enjoy the rest of your lunch break and hopefully you can stay cool. 
Interviewee: Yes, yes. I'm trying. I'm afraid if I go outside, I'll end up going home. So I got to stay inside [laughing].
Interviewer: I know what you mean, it's hot out there today [laughing]. Awesome, well thank you so much again.
Interviewee: No problem. You take care of Rachel.
Interviewer: You too, bye.
Interviewee: Ok. Good-bye. 
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