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[START OF TRANSCRIPT]

Interviewer: Great, we’re recording. And I will be asking your perspective about your child's transition to adulthood in relation to his sensory sensitivities. And I'll be doing something called a semi structured interview, and this means I have my script with me with my questions, but I'll also be adapting them to fit our conversation and to fit what we’re talking about. Any questions?
Interviewee: I’m all set.
Interviewer: OK, cool. And if there is anything that you don't want to answer for whatever reason, that's totally fine, ‘I don't know’ is a perfectly fine answer. And if something comes to mind from earlier, feel free to bring it up. 
Interviewee: OK
Interviewer: Awesome. Could you please start off by telling me about your child's sensory sensitivities?
Interviewee: Uhm, the ones that affect him currently are he does not like to wear what you would consider professional clothing in any way, so he will only wear sweats. He tries not to wear a jacket, which is fine living in California, not so fine when you're living in Massachusetts. He has food texture issues. So, things that other people would think are delicious like ice cream or whipped cream are things that he does not want to touch in any way, he doesn’t want to touch them, he does want to…which will sometimes lead to issues with cleanliness because of course, you know, the way soap feels or the way shampoo feels. So, some of those texture issues are…and shaving. So, now that he's an adult, he does not want…he doesn't like to have his hair cut, he doesn't want to shave, and so we look pretty scruffy, unless I grab him and quickly do whatever I need to do. And that's actually persisted since he was very small. When he was 4, I had to wait until he was sleeping to cut his hair. So, he would fall asleep in a chair and I'm like cool, I grab scissors [chuckles] and cut his hair and I would do the best job that I could under those circumstances so.
And he's still…and it's not…it is the sound of the shears at a barbershop, although he will tolerate a barbershop more than a salon. Oh, and then I just remembered, so if you go into a store, he will not go into the baby aisle and it's baby things, and he just refuses to go into that aisle. Or if there's anything pink, he won't go into the aisle. So, Valentine's Day – I mean, we're currently in lockdown so it doesn't really matter – but Valentine's Day, he would avoid what it [00:03:01 inaudible] to the store or pink because he can't go there.
Interviewer: [00:03:06] And what about other sounds? You mentioned sounds of the shears.
Interviewee: Sounds of the shears he does not like. So, 4th of July, he's not a fan. He does not want to be where the…he will watch the lights, but he does not like the sounds. And of course, if it's his sounds, he's fine. But also sirens, he's not a fan of sirens, fire alarms, so anything that would warn you [chuckles], he's not a big fan of those.
Interviewer: And is it like the volume of those sounds, you think? You know?
Interviewee: I believe that it is the volume, and in terms of fire alarms and things, it is the anxiety that accompanies that. So, he gets very anxious when he hears those kinds of alarms because to him there must be imminent danger, like catastrophic danger, follows that sound.
Interviewer: Yeah, absolutely, that makes sense, thank you. Are there other…you talked about like wearing sweatpants and stuff and preferring that type of comfy clothing, is it about the feeling of the fabric, do you know about the professional clothing?
Interviewee: No, it's really…it is any…so he's actually stated he didn't know what the word was, was plackets, anything with buttons, anything with zippers, anything where the…he won't wear a sweatshirt because he can't get out of it, you know? Yeah, any pants with a zipper or buttons. So, zippers and buttons. And I actually believe that he can zipper and button, he just will not wear things with zippers and buttons. So, he feels them. His claim is that he can feel them and he does not want that feeling.
Interviewer: That makes sense. Does he have preferences for things on his feet like socks or shoes?
Interviewee: So, kind of an interesting anecdote is that he can never be without underwear or socks. I remember once we were in a situation where he had to take a shower and we had a change of clothes, but we didn't have another set of underwear and I told him that he could either not wear them or wear the ones from before and he cannot not wear – actually, I think I didn't offer him the ones from before – he cannot not wear underwear. I think we actually had to go to the store and buy underwear because it's not OK to not have underwear.
Interviewer: [00:05:56] Got you. And does he have any sensitivities to particular visual stimuli, like lights or something?
Interviewee: Well, no. With visual things, it seems that he can watch 2 or even 4 things at a time without having a problem with it. Things that you and I would find disturbing, that doesn't bother him. So, he can watch 4 screens and know what's happening on all the screens.
Interviewer: Wow! I can definitely not do that. That’s a lot for me [both laugh].
Interviewee: Yeah, there's just too much going on, right. But he likes to play video games and that scenario is something that he enjoys.
Interviewer: What about smell? Any sensitivities towards particular smells?
Interviewee: Not that I know, 'cause he'll wear deodorant, which is good. And he doesn't really notice his own smells, so I don't think there's a sensitivity to smell, I haven't found there to be any. 
Interviewer: Absolutely, thank you. And how have his sensitivities changed over time?
Interviewee: Well, the one about the haircuts hasn't really changed much at all. I mean, what's changed is that he has matured, and so instead of running away screaming, he will endure it for a set short period of time, until I can do what I need to do. But he's 20 and I really have to wrestle him to the ground to cut his hair, and he looks like a disaster [laughing] a lot of times. He really…it's like, you know, it's puffy, it looks…it's very difficult to get that to be kempt.
Interviewer: OK. And what about his preferences for clothing and the dislike of the feeling of the zippers and buttons, has that always been consistent?
Interviewee: So, when he was younger, I was able to get regular pants on him and even button-down shirts, and his resistance…there was always a resistance there and he would tolerate it. So, like I used to do it for, “OK, you have to wear that shirt for 20 minutes, like we're going to an event and you need to wear…you can't wear a T-shirt.” And so, he can still do that for events, but now we have to put a T-shirt on underneath the button-down shirt. He will tolerate the pants for as long as the event is going on, and once the event is over, man. And we've not had a lot of events, so I'm not even sure how it would go. So, that really has persisted – I wanna say up until maybe age 8 to 10, I could possibly put buttons or zippers on him, and beyond that age, it was really just no, I mean to the point [of] violent protests, you know, throwing himself around, it just wasn't worth it. When school said that he could wear whatever he wanted, I was like, well then, I'm not going to do this. I mean, there's not…because we couldn't get to learning, so it was a really big…that wasn't worth the battle, there were other battles that were worth it.
Interviewer: [00:09:17] Yeah, absolutely. What about his preferences or dislike of certain food textures or like the soaps you mentioned, has that changed?
Interviewee: He will…yes. When he was younger, he would eat those things, so he won't eat fruit, he won't eat…a lot of…anything that has a berry quality to it, he won't do. When he was little, he would just vomit. If I tried to give him those things, he would vomit, but if he doesn't know it's in there – so I will put fruit in baked goods, he’ll eat it and he doesn't vomit. So, I think it's the texture of the especially squishy things or silky things, just if he tastes those textures, when you make it into a cupcake, you taste cake. So, it's a different texture, so he doesn't [vomit]. But you know what, I have a really hard time getting him to brush his teeth and that's the same thing.
Interviewer: What do you think it is? And has that like squishy and silky always been there?
Interviewee: Yes, we actually…somebody would come to the house and do sensory integration type things, you know, rice and beans or whatever, and when it came to whipped cream, it just wasn't worth it. He never got beyond that, no.
Interviewer: You just kind of alluded to this, but do you think any of the changes you've noticed in your son are related to any independence that he’s gained over time? Changes in relation to his sensory sensitivities?
Interviewee: No [laughs]. If anything, some things he's gotten a little bit more tolerant for, except the clothing. If anything, he’s been affected by independence, it's clothing. he does not…I'm not forcing him to choose what I want, and so I can bargain with him to get what I need in terms of like my daughter’s wedding, there will be bargaining. But, you know, with the exception of clothes, I would say, if anything, independence and maturity has improved things somewhat. He doesn't have the same violent reactions. He doesn't scream or hit or run or, you know, yeah, hitting, violent reaction. So, he doesn't have those. He will state, “I don't want this.”
Interviewer: OK, so it sounds like how he like handles the sensory scenario is different?
Interviewee: Yes. I mean, I worked really hard to get him to trust that I would listen to him [laughs].
Interviewer: [00:12:18] Yeah, absolutely. And when your son is in a scenario where there are sensory experiences that are aversive to him, like say the clothes or the food textures, does that cause or increase anxiety for him?
Interviewee: So, I'm thinking specifically of in a time when he is forced to wear clothing that he doesn't want, yes, that would increase anxiety. If he was for some reason forced to eat fruits or something silky, that would increase anxiety, yes.
Interviewer: And if those were the case, what would that anxiety…
[crosstalk] So it is almost as if he's angered by or frightened by these items, like he’s not frightened like hiding from them, but frightened to anxiety about his memory of what they taste like or what they feel like or what they…so, he's just really doesn't want to go back there. It's like a bad memory, right? You don't want to, you know, if you live through a fire, you're not a fan of fires. I don't know, he never really had any berries to know [laughing] that he didn't like them, but he decided none of that.
Interviewer: And what does that anxiety look [like]? How does he manage that anxiety when it does come up?
Interviewee: Oh, he'll leave. And so, instead of running away or screaming, he will leave the situation. Or he'll say very definitively, “no Mimi, I do not want this,” or this situation is over, I don't have to keep this shirt on, like he'll just, that's it. And he will make sure that he has alternatives with him. So, if he knows that, let's say we're going to an event and he has to wear clothing he doesn't like, he will make sure that he's got something to change into, or he'll make sure it's already on him.
Interviewer: Absolutely. And has he always had anxiety during those sensory moments? Has that changed at all?
Interviewee: The topography of the anxiety has changed, but the anxiety itself has not changed. So, you know, his reaction, what he does in that moment has changed, but he’s never stopped having the anxiety over the sensory issue. 
Interviewer: And when you say his reaction has changed, do you mean like that lack of violent outburst? That type of thing that you were talking [about]?
Interviewee: Yes, yes, yeah.
Interviewer: [00:15:05] And I forgot to ask this earlier, has his sensitivity to sound, has that changed over time?
Interviewee: Yeah, because he would stick his fingers in his ears and he would either run away or yell. And so now he just more quietly leaves, but he still does not want to stay wherever that's happening.
Interviewer: Absolutely, thank you. And you’ve alluded to this in your previous answers, but how does your son cope with or manage or handle his sensitivities? Or how do you help him manage and cope with them?
Interviewee: Well, alright, I can take an example of last week I couldn't…his hair was greasy and I was like, “come on man,” [chuckles] and I said, “you're not doing it correctly.” And so, I put him in the sink and washed his hair in the sink and I got water on him. When he was little, if he got water on his shirt, like that was automatically, that shirt…even if it was an accident, if it spilled, if he dropped it, like that shirt had to come off. I'm sorry, what was the question again? 'Cause I think I was answering it but then I got lost [chuckles].
Interviewer: No worries. I was asking how your son manages his sensitivities?
Interviewee: Oh, it's still…although it is an improvement, you know, he's not going to start hitting or whacking or screaming, it still has to be the way that he wants it, the outcome has to be what he's expecting, ‘I need to have this change now.’ So, whether it's a sound or feeling or a texture, that has to change now.
Interviewer: Absolutely. Does he ever wear headphones or things like that to block out sounds that he dislikes?
Interviewee: He wears headphones a lot to play video games. He doesn't wear headphones as much as he moves away from everybody else. So, we have a house with a – again, we're in California, so you can do this, but we have a house that has a…like a second structure out there, and it is his bedroom and so it is his choice to just be himself away from everybody else. So, he's not…he does seek out people for food and periodically to show us videos that he's interested in, but I think his coping mechanism is to just be removed from everything.
Interviewer: [00:18:03] Absolutely. And for foods, will he just avoid the foods he dislikes or like eat around them?
Interviewee: Oh, they just don't…I mean, at this point, I guess if anybody’s changed its us, you know, in that we are just not offering them to him. So, the thing that has changed is that he will watch videos and if he sees an interesting food and it is adjacent to a food he doesn't like, he’ll request it. But they’re never berries, they’re, never fruits and they're never slick foodstuffs, with the exception I guess of cheese, when you melt cheese, it kind of gets…but it still has a bite to it, it's not really…it's not yogurt, so there is no yogurt texture of any kind in his world, and that has not changed. So, soup. Once he hit me over soup, one teaspoon full of soup. And since he will eat like other vegetables and other…you don't need fruit to live. So, since…or even juices, he'll drink rice milk. I guess he just never really has any fruit unless it's in a baked good. Yeah, that's just never changed, those foods are not things that are offered to him, he won't choose them, he won't eat them. He won't eat condiments, he won't eat ketchup.
Interviewer: Got you. And you mentioned sensory integration therapy. Has he received other specific therapies for his sensory sensitivities?
Interviewee: So, at school they did the headphones when he was younger. We did a feeding program to try to get him to eat foods…he had a very narrow diet. So, if anything had a color that he didn't think was food or a texture that he didn't think was food, or if it just didn't look like he thought it was food, if it didn't come…sometimes it was only things that I made that were OK and then other times if it didn't come in an expected format, so let's say I got him used to – he’s gluten free by the way, so there were a bunch of foods he could need anyway. So, if he saw a picture of something and his expectation was it was supposed to look like the picture and it didn't look like the picture, he wouldn't eat it. 
So, there was such a thing as the right donut, the right chocolate, if chocolate has nuts in it, he won't eat it, but if chocolate has salt in it, that's OK. And it has to be dark chocolate. He did have a dairy sensitivity that he's kind of grown out of, so he doesn't have a lot of dairy, but he'll have cheese now. And actually, if you were to ask me where some of these sensitivities came from, because he is a celiac, he vomited a lot as a child before we really got a handle on, you know, because doctors will do a lot of blaming, and they'll say you're not doing this right, you're not doing that right. And it's not until 10 months into or maybe even years into vomiting where they go, “oh, maybe we should test for celiac,” and you're like…
I knew he could not milk, so I stopped giving him milk. And I knew that there was a problem with food, but I couldn’t figure out what the problem was. And this was when he was 2, 3, 4, you know. So those ages when you were getting foods. And he was having fruits at that time, he was having juice at that time, but there was so much vomiting that he just became frightened of whatever foods that he associated with vomiting, and then he literally never ate them again. So, yeah, he was officially diagnosed I think around the time when he was 8. By that time, he had already developed his narrow tolerance for foodstuffs, and so as long as I could feed him [chuckles], and they were healthy enough foods, I did not argue with him. So, everything was organic and gluten free and it didn't have any nitrites or nitrates or colorants, he was allergic to colorants. So, he got good food that was the texture he would tolerate.
Interviewer: [00:23:19] Yeah, that makes sense. So, going back a little bit, were there specific therapies or interventions that he had for his sensory sensitivities? I think you mentioned…
Interviewee: Well, that's what I said, I said the feeding therapy, he had sensory integration with the rice and beans, and you know, touching things that he didn't want to touch. So, they would hide a preferred item in one of those. We did swimming and we did hippotherapy.
Interviewer: Do you think those helped him with his sensory sensitivities?
Interviewee: I think all of those experiences really did help, I do. Because, again, not really with the clothing, but he did increase the amounts of foods that he would try or eat. And again, instead of trying something and forcing himself to vomit, he could take one bite and not have another one, and it was OK. So, it did lead to at least in certain circumstances trying things. The not liking pink thing and going into a store, that was a newer development and so I would just say things to him like, “oh, come on, you're just being ridiculous, it’s not like the pink is going to jump on you, it's not gonna get you,” you know. So, he's like, “I just don't wanna, that's for girls, that's not for boys, I can't,” blah blah blah blah. So, we didn't do any therapy for that.
The feeding therapy I think helped. The hippotherapy, the horseback riding helped to…helped him ambulate better, not as awkwardly. We worked for a long time on the way that he walked. He still kind of shambles like an 85-year-old man in his slippers, but he used to do all kinds of…he used to do robot walking in public, it wasn't a game, that was how he walked. So, the therapies did…whatever we targeted, I think whatever we intensively targeted I think worked. I think the things that we didn't, like the clothing, weren't really an issue, because you don't really have to wear three-piece suits anymore to get around. And if you don't wear button down shirts, a lot of people wear…I mean, I think it was when pajamas outside of the home, like I was fighting and fighting and fighting with him, and people were wearing pajamas out and I'm like, “what am I doing?” You know, so I stopped, I stopped trying with those things and so they didn't change, but the things that were important, like eating new foods and walking closer to the way other people walked and those kinds of things, like those things did help.
Interviewer: Absolutely, thank you for sharing that. And thinking a little bit more broadly and a little bit more globally, what goals or hopes do you have for your son in regards to his sensory sensitivities?
Interviewee: Well, all of those sensitivities are…nothing is a problem until it stops you from functioning. So, the places that I might be concerned about are a work environment because he has gone to, again, before the pandemic we were going to a job and he would have a one to one with him and they were working out for him to be alone doing a task for longer periods of time. So, the sensory things where he doesn't want to wear certain clothes, he has to look kempt enough, he has to be clean enough, he has to be, you know, he can't smell. So, in those places where it's not just what he tolerates, but what other people tolerate and his understanding of, if you want to have a job, you've got to decide – and money is a motivator and is important to him. That was another thing that therapy helped, having him understand that there's an exchange and that if he does a thing that somebody else wants, he gets a reward, and so that actually set up for him to value what money can do for him. So, he is interested in having a job. So, that's kind of a secondary thing that therapy did, 'cause it wasn't the intention to teach him that you want money. The intention was to teach him that you're not doing this stuff for free, we're not just expecting you to do all this work and we just go, ‘that's nice,’ you know, he got something for it. And because he learned that exchange system. So yeah, the things where I'm concerned are about are acceptability in the community.
Interviewer: [00:28:27] Yeah, absolutely. That was a wonderful transition to my next check of questions, so thank you, we're gonna talk about community. So, as your son has grown up and aged a bit, how has his and your community reacted to his sensory sensitivities?
Interviewee: So, Robbie does pose a confusing picture out in the community, between his clothing sensitivities and…a sensitivity that we didn't talk about was people touching him or people getting too close to him or him being in with a lot of people. He's not a in with a lot of people kind of guy, he's not, you know. I don't like crowds either, but I don't dress to make sure people avoid me. He is not unhappy if the result is that people avoid him based on what he looks like, 'cause he is big. He’s big, he's not super tall, but he just…I'm probably making him sound scarier than he is, he just looks like somebody you might not run up to and hug off the street. You might not choose…if there were six people, he might not be the first choice. Or maybe he looks more harmless, but I don't know [laughs], but I'm guessing he would not be your first choice. The community…people have been rude periodically, not so much now that he's older, but when he was younger people would be rude. People don't…sometimes they don't answer him. He'll ask a question and they'll pretend he never spoke, or they'll stare at me. And it's like I don't even know what he's asking you, 'cause I wasn't here, so. 'Cause he's 20 now, so I do…people that are used to…I find that mostly people in a restaurant will listen to him even if he said something confusing.
But it's interesting that sometimes salesclerks in stores – grocery stores and clothing stores – won’t, you know? I don't know why food service is different, maybe it's because they’re more used to people like Robbie requesting food because…they want food [chuckles]. So, yeah, I'm gonna guess he's not the only person, but maybe, you know, a lot of times I do just buy things and they appear home, and that's his preference anyway. He would prefer that his underwear magically appear before him rather than he has to go to the store, choose it, bring it home. 'Cause I'll say to him, “do you want to pick it?” and he'll go, “that's fine, you can do it, you can pick it, you can bring it home,” you can do all the work. So, it's really only when it's food related that he's willing to traverse the community to get food.
Interviewer: [00:31:49] Got you, thank you. And would you say the community was more or less accepting of him and his sensory needs when he was younger?
Interviewee: I find that people were more frightened of him when he was younger.
Interviewer: Interesting. Do you have any idea why?
Interviewee: He would do things physically that were visually confusing. He would make jerky hand movements, he did not regulate his voice, so he could come at you booming or he could be really quiet. He did a lot of screaming in public. If he didn't wanna walk, if he was tired, he was in a stroller until he was 8/7 – 7. Anyway, so I got one of those joggers and instead of using it as a jogger that was literally his stroller. And one of the reasons was to keep him out of the street, so walking with him was dangerous. So, if he was strapped in, it was way safer. So, that frightened people a lot, people didn't know what to make of him, they would avoid him more. Like now he just, again, maybe it's because we're in California, a lot of people look weird [chuckles], so there's not a big reaction to it. On the East Coast, well, you just avoid someone that's bigger, but when somebody little comes up to you and they do weird things, you're not sure what you're supposed to do. So, I find people would just be scared, you know, they’d be like…they would look for me, really, like where is the adult? And maybe I'd be trailing behind him or maybe I'd be looking wild eyed like where he'd gone to, 'cause he would sometimes leave the area when he was younger, he doesn't do those kinds of things now. So yeah, people were more afraid of him when he was younger, ‘cause they didn’t know what to expect.
Interviewer: And you mentioned that he had some unexpected behaviors, are those…
Interviewee: [crosstalk] Yeah, so he didn't actually recognize family members. So, he might run up to you if you looked enough like maybe whatever clothing I was wearing that day, he might run up to you, grab you around your legs and look up and then not quite realize that you're not his mom. So, that would freak people out pretty bad [laughs]. A small child runs up to you and like, you know, expects you to something and…no.
Interviewer: Understood, that would be startling, I think.
Interviewee: Yeah. 
Interviewer: You talked about differences between retail versus folks in the foodservice. What about other aspects of community, like school versus family? If you belong to a religious group, were they accepting of his sensory stuff?
Interviewee: Well, religious groups no.
Interviewer: Not accepting?
Interviewee: I mean, we’re Jewish and we actually would go to a program that was specifically for…there was a…oh gosh, what was it called…friendship…not friendship circle, it was called something like that. It was called some sort of friendship circle or friend whatever. And that was where peer aged kids, other kids would come and attempt to befriend him, but they couldn't get beyond, you know, he's not going to get their snarky jokes and he's not going to understand their snide comments, which sometimes was a blessing. “Oh, you said something rude, my son didn't get it? Too bad. I'm so sorry he's not insulted by what you just said,” you know [chuckles]. So yeah, and I would try to explain it to the person running the program and they'd be like, “but you're getting a benefit out of this, right?” And I’d be like…“it's OK if you don't come back.” You know, like they would…and religious groups…I mean, I don't know how a Christian group would have done it, but Jewish groups have always come down to, ‘could you possibly donate to this?’ And it's like guys! 
You know, at that point I was a single parent on public assistance, I was like, “you're looking for what now? Like, do you want me to volunteer for something? I could maybe do that, but if you're asking for any of the dollars in my pocket, which day of the week would you like us to not eat?” So, there was a real disconnect, so I just stopped with any kind of religious thing way a long time ago, it just wasn't it. I already had a battle teaching my son, I was not about to, religion was not a thing that we needed to do. But the flip side of that is we don't have any of those connections, so we don't have any religious group connections, we don't have any community connections. Really the school was our only friend and then sometimes schools weren’t our friends, so you know [chuckles], but it was the only community that we had.
[00:37:10] There was an organization in Massachusetts. Oh God, why can I not remember any of the names! Anyway, they did baseball, and we tried to participate in that, but it was physical activity, he was not a fan. And initially when he was younger, he liked it, but then when he started to run around the bases and use curse words, I was like these guys are volunteers, that's not cool man, we cannot do that. And so, he didn't want to do it, he didn't really want to admit that he never wanted to do it again, so at some point…I think we did it for 3 or 4 years and then I was just like I'm not going to come out into the community and abuse other people, you know, for a period of time. So, we stopped doing that. So, there are not really any community things that he does. Any programs that are offered are either through the school…well, they're really through the school. We don't participate even in the things that are for kids on the spectrum, 'cause he's just not…the only social thing that he does is play video games online with other people. So, he has video game friends, I don't know if he knows any of their names, I mean he knows their handles, but I don't think he's interested in any way in their lives. So, I call it ‘friendship light’. He has friends, but it's like not too close, you know, like I'm not going to come to your house, we're not going to hang out, but if we play this one game together and we smash and kill things, I'm in, like that's it [both laugh].
Interviewer: You talked about school, was school accepting of his sensory sensitivities or accommodating of them?
Interviewee: Well, they kind of had to be, so yeah. Yeah, they either…yeah, they kind of had to be. So, they would work on the ones that [were] maybe not acceptable, you know, if a sensory situation led to hitting another student, ‘we’re have to work on that, 'cause we can't be hitting other people,’ but as long as it…yeah, they really had to, they had to. I mean that was kind of the…he’s not always, when he was younger he was in some general education, but now he's in a substantially separate, so that's their biz, so yeah.
Interviewer: What about family? Was family or is he only accepting of his sensory sensitivities?
Interviewee: Well, Robbie has taught us all and so yeah, we eventually learned [both laugh]. You know, enough exposure, self-preservation did…went out with the rest of the adults, yeah.
Interviewer: [00:40:05] And now, again, thinking broadly and globally, what hopes or worries do you have about how his community will react to his sensory sensitivities in the future?
Interviewee: Well, that is actually a big worry because everything is kind of cool while I'm there to mitigate it, so there will be a time when I'm not there to mitigate it. And so in that time, how is he gonna fare? You know, he has a sister that is 15 years older than him, and so she has agreed to take him on when I can no longer do it, but there actually isn't a plan for the community to step in at any point [laughs]. That's not part of the plan, we haven't really been taught that the community is interested in doing that or is good at that. So, I guess we don't really trust that the community would take that job over.
Interviewer: Absolutely, thank you, make sense. We're gonna move on to our next chunk of questions. So, in the transition to adulthood, where do you see your son?
Interviewee: The pandemic has really thrown us a curveball, because I would have said that we were on a trajectory to gain experience with some kind of employment and take the baby steps toward employment independence. And I am concerned that he turns 22 next year, and if something doesn't change pretty soon, we're going to lose that window. So, at a very crucial time, that was taken away. I mean, necessarily; nobody wanted to die of a pandemic, but it doesn't change that there's a ticking clock and the community that you're talking about only has to do what it's supposed to until he's 22. And then while there are programs, they're not mandatory the way school is. You were talking about transition, what we have learned over time with the word transition is, is that society expects somewhere around age 12 – and it's less and less after that – the autism disappears and you just get better, and you better get better because we have less and less tolerance as you age. So, it's like the puppy syndrome, once your puppy turns into a dog, you don't want the dog anymore and you're like, hey! [chuckles]. So yeah, that's why there isn't really a community plan, because that's what we've really learned about community, the expectation is that OK, you turned 22, that means the autism thing is…we're done with that right? And it's like, uh, no.
Interviewer: Got you, thank you for sharing. And thinking about the stage of independence that he’s at, thinking about what he can do independently versus something that he needs some support with, could you talk about that?
Interviewee: So, we have…the pandemic has been good for something, we have been teaching him about laundry, you know, day-to-day functional activities. So, doing the dishes, laundry, like I said, the occasional attacking him for his hair, toothbrushing, deodorant, things that when you're in, you know, it's interesting 'cause the community of our household has changed, where everybody's there, so it does matter if you've taken a shower, it does matter if, you know, so he has…this was not a person who was taking a shower every day, he's become a person who takes a shower every day, he puts on deodorant every day. So, what that tells me is that any intensive training can take as long as you keep it up! [chuckles]. So, if you just tell him every day, I mean, this is a real oversimplification, but if you tell him every day he smells and then point him into the direction of the bathroom with towels, you're gonna get showering, if you do it for 9 months. So, those things have worked. But you asked about his independence going forward, I just…I really don't have an idea. I mean, I know he's not gonna drive. I don't think that he has the connection between cause and effect to drive a car and the ability to separate reality from fantasy, because he plays so many video games. 
I don't know if you've ever had this feeling, you go and watch a movie and then you get out of the movie and you go to drive your car and you're still stuck in whatever the movie was, like, are those things going to happen? And you’re like no, no, that was a movie, I'm now driving my car, but it still feels a little weird for a couple of minutes while you're driving your car, like this is a new activity to drive my car and change focus, right? But with him, I don't know that he could do that to drive a car because it is a different skill set, right? I'm paying attention in a different way, my reality is different, the things that I'm seeing in front of me are different. While I'm essentially sitting in front of a screen, turning the wheel this way and this way has a consequence, and I don't think he could figure that out without crashing into something [chuckles]. So yeah, that would be bad. When he was little, that was something I would say is…there are some things that you can learn and there are some situations where you only get one opportunity, and either you're lucky and you live, or you're not. So, running into traffic was one of those kinds of things where it was like that's a never, we never get to experience running into traffic. We can slide down the stairs and that's OK, but running into traffic is a never thing. So that, I still…I guess I still have that feeling when it comes to cars and his ability to drive one. 
Interviewer: [00:46:42] Yeah, absolutely. When you were talking about texture, you said that brushing his teeth was challenging. Is that still the case?
Interviewee: Yeah, he really is, you know, even with the pandemic, the toothbrushing thing has not happened.
Interviewer: How is he with food? I know he has a limited diet, but how is he with preparing foods that he does like?
Interviewee: There are things that he can prepare. He learns a little bit more all the time, but progress is pretty slow and it's pretty easy to lose ground. So, he likes tacos. This might be me more than him, I'm a little nervous to let him cut an onion without me, you know, or somebody. Although he does seem to be careful when it's those kinds of, you know, he's worried about fires, he's worried about…when we first came here, there were a couple of earthquakes, he's not a fan, not a fan of the ground moving [laughs]. I don't think anybody is a fan, but he doesn't seem to…some people will just be like, ‘oh it’s just a rumble, that's OK, you know, as long as it's not, you know, broken earth, I'm alright,’ you know. So, he doesn't like that at all, the idea that the ground could even sway is not good, there's a lot of anxiety over that.
Interviewer: [sound in background] Sorry if you can hear that, my landlord, he's shoveling right by my window. So, I'm sorry for that sight you see. So, you said he can prepare very simple things, could you provide an example of something that he can prepare?
Interviewee: Well, he’ll make himself something he calls cheesy tuna, where he'll open the tuna cans and put it in a bowl and put cheese on top of it. He has in the past made himself a sandwich, he can [make] hot dogs, he can use a toaster oven. I do have devices…the toaster oven has timers, so he can use whatever has a preset timer, it's a dial and you turn it to the time that you want and everything sort of cooks at the same temperature, but he can turn the dial. I don't think he uses the microwave and I think that that's OK, 'cause I don't like using the microwave. He's not a fan of using the big oven, so he usually uses the small oven. He’ll toast things, he has cooked with people there, so he would…he's made eggs with somebody to assist, but I don't think any of those are really fully independent. The fully independent ones are the tuna and, you know, when it's, again, when it's the device and he can use the set minutes, that's independent too.
Interviewer: [00:49:47] Yeah, that's awesome, thank you. What about shopping? In a pre-pandemic world, could he help you shop for some things that he needs?
Interviewee: So, I would go to the grocery store with him and he will only get the things he wants. He doesn't have a lot of tolerance for…he’ll walk the aisles with me opportunistically, hoping that there is something in that aisle that he wants. But he will wander off, and thankfully he's old enough to do that, he will wander off and find the things that he wants and bring them back. And I have sometimes said ‘find XY or Z.’ And I think he kind of…because the school will do things like that where they will take you to a grocery store, I think he kind of understands the layout of a grocery store, so there's expectations like the dairy items are all here, the cheese is all here, you know, just avoid that whole fruit and vegetable area 'cause we don't care about any of the stuff that's in there, so [chuckles]. We know where the frozen food is, we know where certain things are, chips.
Interviewer: You also talked about his video game friends, does he manage the social life that does exist with those friends some extent?
Interviewee: I don't think so. I think if there's a game event, he might meet a friend. I don't think that they make appointments to meet up. I think if somebody's online, again, it's another opportunistic thing. If somebody that he knows is online – and I think there's always somebody that he knows that's online, then he'll…it's managed for you, right? You can put your friends in a list and when you show up, you see that they're there. So, there's nothing that he really has to do to make that happen except use his eyes. So, he does use his eyes.
Interviewer: Got you. So, he doesn't say like, ‘hey I'm gonna go play, do you want to go online also?’ You just find someone online?
Interviewee: No. No, [chuckles] no no. Yep, no. 
Interviewer: And I believe you’ve mentioned this, but he does want a job?
Interviewee: He does want a job.
Interviewer: [00:52:07] And you also talked about money, I believe, and how therapy kind of reinforced the idea of money. Does he understand money management and budgeting or just that it's transactional?
Interviewee: Transactional, because he still doesn't quite comprehend change. So, he knows that yes, they give you something in order to get something, but if that candy bar is $1.50 and all he has is a $20 bill, like, “I did what I was supposed to, right?” And it's like you could have gotten 15 candy bars for that. And his tolerance for finding out about the change is proportionate with how much he wants it. So, if he wants it a lot, the amount of money just doesn't really matter anymore [laughs]. So, I've been trying to tie…because games are expensive, I've been trying to tie that you can't earn a game in 10 minutes, 'cause $50 does not equal 10 minutes, you're not a lawyer [Rachel laughs]. That's not the kind of…that's not your rate, so you need to understand what your rate is. So, I have been trying to sort of teach him it takes more than a few minutes to earn something. 
So, actually we had a…he broke his iPad, and that was a very big purchase and he had to do things for months because the iPad shattered and Apple wants you to buy a whole new iPad or they're going to charge you…the cost of the repair was over $500, so it was like OK, well now we're just getting…I'm not going to…but the old iPad was 4 years old, 5 years old, so I'm not going to get…I'm not going to fix my 5 year old iPad, I'm going to buy the new iPad. But he did have to make the connection between, I mean, $2000, it's not going to happen in 10 minutes, so that did take months. And the hardest person for that too was me because of course I started to get tired. $2000 is a lot of money and I wanted to give it to him by the end of the thing, but I had to hold fast and be good and make him work for it, so I did.
Interviewer: That's good. And does your son ever express interest in wanting to live more independently?
Interviewee: He says it, he says it a lot. He has no idea what that actually means. Like he’s independent with some food making, as we mentioned, but he likes it when mom makes him the things that he finds online and wants. So, this independent living thing sounds great, but mom doesn't appear [snaps fingers] when you think that you want a thing that mom would normally make. So, he says he wants to live independently, I think him being in a separate structure adjacent to us is about as independent…he's fine with that. Actually, he has said it less now that we have what he likes to refer to as the shack. He lives in the shack, he wants to live in the shack, that's his choice, you know. So [crosstalk]. Go ahead. 
Interviewer: Oh no, I'm saying thank you. Do you think you'll be able to achieve more independence in the future?
Interviewee: I think there's gonna be a ceiling, like I don't see him…he'll tell me he wants to be one of the people to go to Mars. So, he wants to be…since he can't afford the $55 million ticket, he wants to become an astronaut, and I'm like, “do you know what it takes to become an astronaut?” He just doesn't have…so yeah, he'd like to be way more independent, like go to another planet independent, but again, he does not understand the consequences of that thing.
Interviewer: You mentioned a ceiling [crosstalk]. Oh sorry, please go.
Interviewee: So yeah, I don't think…actually, to touch back up on what you were saying, I don't think that he'll get married, I don't think that he will have a job that is more than your grocery staff person, do some sort of similar action everyday kind of job, I don't think he's going to create things or invent things. He likes to talk about new dishes, and at one point he wanted to become a chef, but I don't see him doing those kinds of more creative jobs where you would have to do a lot of not just out of the box thinking, but ‘stick to it-ness’. I mean, I don't think he has the tolerance for doing something 8 hours a day.
Interviewer: [00:57:27] You said you imagine there's a ceiling. Do you think he's at that ceiling right now, or do you think there's still some space?
Interviewee: I think there's still some space, I do. And I think there are some things that…so, when you were a kid, there were some things that your parents could teach you, and then there were other things that only the world could teach you. So as much as I want to teach him things, there's a limit to what experiences that I try to teach him that he's going to tolerate, because ‘if mom doesn't like it, that's not a great big deal, but if my employer doesn't like it or the person who is the object of my affection doesn't like it, then I have to change my behavior, and it's got nothing to do with mom.’ So, I could tell him to be a nicer person or wash more, you know, and I might get some traction on some of those items, but I'm not gonna be able to get beyond a point, and it's only through being in society that he might change some of those other things. And I do think some of those things are possible, I just think there will be at some point he'll get to a point, and that's kind of going to be what he does.
Interviewer: Thank you. You just kind of alluded to this, but what do you think will help him move into adulthood besides just being in society and having these learning experiences?
Interviewee: But that is what I think will move him, is the experiences. I think it is moving beyond…I mean, that is what school has done for him; as he's aged, it’s become an environment where there are different tolerances then there are at home. So, it's in him, he has to decide whether something is enticing enough to make change over. So, he has siblings, step siblings and his desire to be one of them has made him do things that he might not otherwise do. One of them, specifically has interacted with him more as a result of being the pandemic thing. And so he's learned things to sort of be one of the cooler kids within this family unit. So, yeah, I think it is really those experiences outside of mom – really, parents – that are going to make him make changes.
Interviewer: Absolutely, thank you. Are there any services or interventions that you think would be meaningful?
Interviewee: I don't think they exist. I think the kind of services that he would require, I mean, it would be like group home level. It would have to be an encompassing environment where there are reasons to change behavior, because I can only offer so many reinforcers, society has its own reinforcers. So, whether it's independence, like you mentioned, and the ability to choose which video games you buy, I mean, again, I'll give you another short example; he has mentioned a desire to own a gun and I have simply said, “that will just never happen.” And I think even if he moved into society and he made that same statement, that's the one place that I am hopeful that society will still say ‘no, that will never happen,’ because if you can't figure out reality versus fantasy, and you're going to have a firearm? No, [chuckles] just no. He has mentioned that he wants to do shooting or he wants to [do] target practice shooting and I'm just like, “that’s not happening.” I'm not prepared to figure out how to make that work, I’m not.
Interviewer: [01:02:00] Absolutely. Now, putting these two things together, his sensory sensitivities and his transition to adulthood, how do they intersect for your son?
Interviewee: Well, again, it's societal acceptance. So, if he continues to look like a pile of laundry, is that going to impact him socially in a way that he cares about? Is he going to…and conversely, I mean again, we have a plan to sort of…the plan is reliant on family members. If for some reason they’re unavailable, we don't have another plan. So, I don't know how he would exist without some family affiliation.
Interviewer: And do you feel that mostly because of his sensory sensitivities or because of his other needs, or both?
Interviewee: It's really both. It really is both because if you're going to, again, I don't think he's going to do this because he doesn't have the attitude that he did when he was a kid, but let's say, for whatever reason, he was in some group home and the only thing on the menu that night was soup and somebody got it into their head that they were going to insist that he had soup, if he strangles you for soup, is that going to be acceptable? And is he going to hurt somebody by accident not understanding the consequences? So, again, I cannot envision him being in a situation where there isn't a family member to mitigate that thing. And what I'm describing to you is I had foolishly attempted to make him eat one spoonful of…this was a long time [ago]…I think he was 14 or 15, and he did put his hands around my neck. I did not expect that reaction for soup, you know, but he was not about to have that texture in his mouth, and he was serious about it. And I'm his parent! 
So, I just became concerned that if he turned that toward somebody else, like he has not had a violent episode of any kind in the last six years, but if he were in a group home and there was not somebody who is familiar with to teach you how to behave with him, or where those stopping points are, what would then happen to him? I mean, we are all accepted until we become violent. So, if that's your reaction to soup, people aren't going to understand that that's just a soup thing. They're going to be afraid that that's going to be more than soup. So, I am very concerned about how the community would react to him. And it is both, it is the sensitivities to things, sensory sensitivities to things, but it's the limitation of communication. He's not explaining, what he could have said is, ‘I hate soup, I don't care if that's the only thing on the menu, I'd rather not eat. And when I say I'd rather not eat, I mean I'll go into the kitchen when nobody is looking and eat something else.’ So, I don't think I don't think that would be very accepted.
Interviewer: [01:06:03] Understood, thank you for sharing that. Would you say his sensory sensitivities are an obstacle, a vehicle, a bit of both, or neither towards his independence?
Interviewee: They're definitely an obstacle. Again, but it's dependent upon other people's reaction. So, if another person has said ‘gosh darn it, you're going to do what I say,’ and that's their attitude, neither of the people in that exchange is going to be happy. And it's not that I believe that my son should always win, it's just that when you work with kids on the spectrum, you understand that you can push them to the edge, but you better be prepared to come back just a bit in order to make that progress. So, if all you're doing is pushing in one direction, you're going to get a lot of pushback in the other direction, just as hard as you’re pushing this way, they're going to…so, I don't know what else to say.
Interviewer: No, that was perfect, you did great, don't worry. Thank you, that was a lovely answer. So 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 think what I just said, if he hits a brick wall in terms of, ‘I said you will do X,’ you know, let's say he's at a job and they say, ‘you will wear a button down shirt,’ and maybe the first 3 days he's worn a button down shirt and the fourth day he's ready to blow and nobody knows that, and the person…and for whatever reason, he takes that shirt off and puts on a T-shirt and somebody comes at him and says, ‘you need to put that button down shirt back on,’ that's going to be the problem, because he's not going to tell you, ‘I can't stand wearing button down shirts.’
Interviewer: Thank you, that makes sense. And what do you think could help your son at this intersection of sensory and transition?
Interviewee: I guess I just figured that's just the way it's going to be, you know, button down shirts or not, hopefully what he's going to live or die by. But let's talk about, let's say…well, he's never going to drive a car, so he's kind of limited to what he's going to really be exposed to. So, to a certain extent, we don't really have a plan for that, we don't have a plan for him not being again with one of us.
Interviewer: [01:09:20] Yeah, that makes sense.
Interviewee: I don't know how, I really don't.
Interviewer: I’m sorry?
Interviewee: I don't know how that would work. I don't know how it would work for him to be any more independent than he is kind of now. Like, he could have a job and that independence. But even that, even the job situation, I think somebody would go with him for a long time. Like even into adulthood, I think that there's a program to have you work where somebody from an agency goes with you to that job, even if it's just to monitor how long you do the task, or to get you to do whatever the task is longer, and I think that whoever hired him would also…it would be a program, they would be hiring him – not that he wouldn't get paid, but they would be hiring him to get a tax benefit. So, everybody would kind of be aware. I just don't see a situation where he would be independent and he would start working for a Target and everybody would be surprised about his behavior because they really would know going in. Like I can't envision a situation where there wouldn't be some explanation and expectation.
Interviewer: You just kind of described a supported employment type of situation. Do you think there are other services or interventions that could help him at this intersection of sensory and transition?
Interviewee: Supported employment would be pretty high on the list. Well, I mean, you know, this is partially my anxiety, there would need to be some sort of…the only other thing that I think would be helpful is if he truly wanted to be independent, wanted to live in a group home, there would have to be…I think it would have to be a group home that was staffed with a person available, at least one person available at all times. I don't think they could do check-ins; I think he'd have to have an onsite person kind of group home situation, if that is something that I could imagine, [laughs] tolerate myself, you know, my anxieties would get in the way of that.
Interviewer: [01:11:55] That makes sense, thank you. Do you feel like there are gaps in the available services and interventions for folks like your son?
Interviewee: Absolutely. I mean, there are things at school doesn't touch upon. And I think that parents…I'm a person that is reasonable and sensible, and I understand like my son is not the only kid on the planet and blah blah blah, but there are definitely situations where I have had to be a jerk in order to get somebody to understand that they had to teach him something in a specific way. So, when we first moved to El Segundo, they didn't have a busing system. So, kids were either dropped off or they walked, and prior to this, living on the East Coast, there is no such thing as no bus, because of weather, weather will not allow you to not have a bus, you know, snow happens and people still get to school and the only way they do that is inside a vehicle. So, he's never had to traverse the environment alone. 
So, I forced the school, they were just like, “well, he'll walk here,” and I'm like, “we're not doing that.” Like if you want him…I'm not opposed to him learning to walk to school, 'cause were a mile and a third, a mile and three tenths from the school, and it was in a straight line. If he did anything else, I would’ve said no, but it was you exited our street, you went straight for a mile and three tenths, you made one turn and there was the school. So, like, “OK, I'm not opposed him learning a new skill, but guess what, you're going to have to walk him through that whole thing and there's going to be…and it's not a 2-week thing, this is an 8-month thing.” So, first they drove him the route and they showed it to him, and I drove him the route and I showed it to him, like, you know, you go down the street, you make this one turn and there's school. And then a teacher came and would walk him the whole way, then a teacher came and would meet him 3/4 of the way and walked the rest of the way. Then the teacher met him halfway, then the teacher met him a quarter of the way, then the teacher met him at the door, whoever that person was, whoever that aide was. And that was the only way. 
So, those types of services, he would need that same type of learning to take a bus, he would need that same type of learning to get to a job, he would…and so when you're an adult, there isn't a service that does that, where, you know, what is the skill that needs to be learned and can somebody learn that skill and are you willing to teach it to them in a way that they can learn it? That doesn't exist for adults.
Interviewer: [01:15:27] Yeah, that makes sense, thank you. And now again, thinking a little more broadly, how have your son’s sensory sensitivities impacted your goals, hopes, and expectations for him as he does navigate adulthood?
Interviewee: Well, the realization that he was never going to drive a car. I mean, I think it…earlier in his teens, the way he processes information relates to the sensory issues, right? So, they're all kind of part and parcel, and the things that he couldn't tolerate sensory wise, they teach a parent something all the way through. So, you ask that question, but it's been a 20-year learning curve for me, so to me I don't anymore notice that I'm accommodating, but I'm accommodating because I already know it, you know, I've already learned. Would society do that same type of accommodation? No. They haven't been with him for 20 years [chuckles]. And I don't have the expectation that somebody would necessarily. I mean, that's a lot to ask, “hey, I've been with this guy for 20 years and I know you're going to do a job for a couple of hours this afternoon with him, so you're going to have all that same knowledge, right?” Like, no, I don't have that expectation. So I just…I don't know how to answer that question without my experience of knowing him.
Interviewer: That that makes sense, thank you. So, moving on to our last chunk of questions, so as a caregiver as a mom, as a parent of someone with autism and some sensory sensitivities, what does transitioning to adulthood mean to you?
Interviewee: The hope is really to have a job in whatever capacity he can do that. And he is motivated, so I do think that he would change behavior to a certain extent to have a job, but like a lot of kids he’ll go, “yes, yes, yes, I'll do it” and then push comes to shove and it's like, “no, no, I don't, I don't care how much you're offering me, I'm just not doing that.” Unfortunately, at this point, during this time, it's hard to answer that question because again, I felt like this was a really critical time, and I thought we'd be beyond this right now, and we're not [chuckles], so you know.
Interviewer: [01:18:21] Yeah. Has this perspective changed over time for you?
Interviewee: I think I was more hopeful when he was younger that would that he would have been able to get a little bit further, but again, you know, with the training that I've received as his parent…like the way he walks, I had hoped that he would stand up right and not kind of shuffle, but I've been working on walking for, you know, let's see – minus the time before the – 19 years, and walking isn't happening. So, that expectation…I probably a few years ago, I was probably still working on it actively when he was 14 and 15, and probably after that he got to a point where it looked a little less awkward and I thought alright, well, you know, like this is what we got. 
So, my expectations, I started to feel the weight of what he was, and possibly wasn't going to be able to accomplish around 15, 16 where they do…that's the transition at school that they ask you to do, they want parents, I think, they want parents to come to the realization that traditional education is probably not where we want to go. They wanted me to make that decision when he was 11 and I wasn't prepared at 11, so it wasn’t until he was about 15 or 16 that I said alright, this is kind of what the landscape looks like, I get, I get it, you know, we do have to do the functioning trajectory, like how to use money, how to go grocery shopping, how to take care of ourselves, how to do grooming. So, those kinds of things were more relevant when he was 16 or 17, when the school wanted me to do it when he was 11. 
So, when he was 11 they had this…I don't know who this person was, 'cause I thought they were nuts, they thought he should learn envelope stuffing. And I was like, “we're in a digital age and you want my child to learn envelope stuffing because that is the only job he's going to be able to do for the rest of his life?” Like, I actually flipped out at that point [chuckles], and I was like, “that's ridiculous! I'm not giving up math and reading at 11 for envelope stuffing, like, that's not an OK.” But by 16 or 17, I still don't agree with envelope stuffing, I still think that he should have a job. And he did a lot more reading and all those things that I actually wanted, reading and math and some of those, you know, making those associations. I mean, the amount of math that we need as we age is determined by our job, but in terms of going to the grocery store, we need addition, subtraction, multiplication and division, and I wanted him to have those, you know. So, were we gonna get to higher math? No. Calculus? No, but I wanted addition, subtraction, multiplication and division.
Interviewer: [01:22:07] Absolutely, that makes sense. And what do you see happening in your son's feature?
Interviewee: For lack of a better way of describing it, I think that his family is going to largely shield him and support him despite society's desire to do otherwise [laughs]. You know, like. I don't know if that's a naive hope, because, again, I'm only gonna live so long. So, you know, can I force a future that I want beyond the time that I'm here? I don't know. I think my daughter is going to do what I asked. And he has two sisters, so there's, you know, and that one's younger still. Nobody's as young as he is, he's the youngest. But I just kinda hope…that's really the only hope, I hope that my family members live long enough to support him [laughing].
Interviewer: Yeah no, absolutely.
Interviewee: That's my plan, that's my big plan. I don't really, you know, you ask those questions, I don't have any trust in society, I don't have a trust that society will, because I've worked in some of those environments and at the end of the day, it’s a job that everybody goes home from. So, unless you have a vested interest as a parent or a family member, you're not really thinking, is this really in X’s best interest? You're thinking, gee, I hope the next shift is able to take care of that. So how far that extends, how bad that gets, like I don't put my faith in somebody who's doing this as a job, I mean, I actually do something similar as a job, I work with kids on the spectrum and while I do care, I do have to leave those places saying, “I'm not that person's parent, I can't make that choice. If it doesn't bother them, I can't say that it bothers me without changing it.”
Interviewer: Absolutely, thank you. Do you see your son finishing his school program?
Interviewee: If you would’ve asked me before the pandemic, I would have said yes. How it's going to end at this point, I don't know, hopefully not on a couch [laughs]. I hope his graduation…and I have actually made that statement that I wanted his education to go on for the duration of the pandemic. So, however long we have the…we're at home and he's not getting the community training, I wanted to sort of get that time back. I think there's going to be a lot of pushback, I don't know that I'm if I'm going to be able to accomplish that, but that's kind of what I'd like to do. Because this is…the turning 22, this is a really important time to kind of learn those skills and then it's like, fly, be free, you know, like good luck. So, to not have that time is really bad.
Interviewer: [01:25:39] Yeah, absolutely. You talked a job a lot, do you see him having a sort of job?
Interviewee: He has worked, so when we're on the East Coast, he worked at CBS and he stocked the shelves and it was a shelf turner, you know how you turn all the product so that they're facing forward so everybody can see them and buy them? So, I think that he can have a job.
Interviewer: Do you imagine him having a family of sorts beyond what has already been created? 
Interviewee: I don't, I don't think…at this point, I don't think that he has any…and I worry about that. I mean, you worry that it's not happening, and you worry that it could happen. I don't think he could make the choices and understand the consequences of having a family of his own, but I worry that he will be lonely. But thus far, he's never mentioned wanting the company of another human being that's not in his family. So, once his sister told me that he had a girlfriend, but the girlfriend was online and he never met her, and I think she wanted to have…girls have different ideas of what a relationship is, he was happy to just talk to her online, 'cause she had suggested a more physical relationship and he actually told her no. So, I got this information secondhand and I kind of asked him a couple of questions, but he didn't really want to answer. I just don't think – blessing and a curse, I just don't think that he's interested in a relationship and in some ways it's a blessing and in other ways.
Interviewer: [01:27:32] Yeah. And do you envision him staying in your home with your family or moving out with a family member or something like that?
Interviewee: My real belief is that he will just live with us forever. I mean, if a group home situation came up, it would have to be very thoughtful. So, I'm not banking on that. 
Interviewer: Got you. So, I have one final question, and I think I may know your answer given your previous answers [interviewee chuckles], but how have your son’s sensory sensitivities impacted this perspective you just articulated?
Interviewee: Well, completely [laughs]. I mean, like I said, he's been training me for the last 20 years. So, what I know about him and what I know about society, these are the conclusions that I’ve come to [laughs], you know, like I don't have expectations. He had said he wants to work in a kitchen, but knowing what I know about him, I don't even know if you call this a sensory sensitivity, but the whole idea of alarms, he's constantly terrified that somebody has the oven on for a second longer than it needs to be on. So, if your food is done, it can work until your food is done and once your food is done, like you need to have that off! There is no leaving it and…like let's say, you ever microwave something, and you take it out before and maybe the microwave will do the last five seconds on its own? Well, no, we shut it off, we shut it off. Everything has to be shut off. 
He's afraid of fire, so I don't know if you would call that a sensory, it's definitely an anxiety and he’s convinced that fire could happen at any moment, and everything in the kitchen…but he has said he wants to work in a kitchen, so I don't know how he could ever work in a kitchen where sometimes things are literally on fire, you know, and that's what they're supposed to be doing. So, again, if you count that as a as a sensory sensitivity, I don't know how he could work in an environment he wants to work in and have that sensitivity of the…I don't know what it is, if it's seeing fire, if it's thinking that things are going to burn down, if it's an anxiety, I don't think it's heat related, I think it's everything else.
Interviewer: [01:30:12] What about his other sensitivities, like to certain clothing or food textures or even some sounds, how have those impacted your perspective?
Interviewee: Well, I mean, the clothing sensitivities have changed my expectation. So, if I thought that he might get a job in an office building where you have to dress up, I had thought that that's probably not where he's going to end up because it won't be tolerated by the others. So, it has impacted how I…the question is, would he have ever gotten a job in an office building to begin with, and so did that matter? You know, there's a lot of weighing that goes on. The fight wasn't worth it, when he was 8, when he was 10, and it kind of got worse as he got older, in terms of trying to bring that back where he would wear certain clothes to have a certain job. So, I kind of don't know.
Interviewer: Thank you, that makes sense. So, that's actually it, those are all of my questions. Would you like to add anything else?
Interviewee: Nope, I think we really covered a lot [both laugh], more than you maybe even needed, so.
Interviewer: That's OK. But truly, thank you, I so appreciate you making time for us, it's been a pleasure and I really have learned a whole lot. So, thank you very much.
Interviewee: Thank you. And I hope I hope whatever you're doing makes other people think new things.
Interviewer: I hope so, that's the goal. Do you know anyone else who might want to participate? We're still looking for a few more people.
Interviewee: Well, it's funny, I have a bunch of clients that I walk around thinking gee, if I could just have them all do this study, that would be great, but I just don't know that they would.
Interviewer: No, that’s fine. It’s not a problem.
Interviewee: Like every single one of the kids that I work with [both laugh]. And I can't answer for them, so I don't, you know. Some of them – just really quick, there is a girl that I work with and she's nonverbal, and her sensory sensitivities affect every aspect of her life. You know, like, she can't go out in the community, she can't, and being her therapist, I know very well the community would not accept her behavior. So, her level of independence, like wherever my son’s is, hers is severely impacted because she doesn't speak and she has sensitivities that she's not going to tell you about 'cause she doesn't speak. And in that family, they're not willing to do the work to get communication. And so…'cause we've been working to try and get communication with iPad, but the only time that we ever get communication with iPad is when I'm there, and I don't live there. So, as much as I try, there's no magic that happens when I'm not there. So, I can't, you know…and I don't know what other families think. That was the thing that I was mentioning before, is that when I'm in an environment like that, even if I think something is a problem, if the family doesn't think it's a problem, I have to be able to walk away saying that that's fine, because that's their situation to deal with, not mine. And I'm not passing judgment on them, that is their life, that is their choice. But I would love to give you all their names, I just can't [laughs].
Interviewer: That's perfectly fine. If anyone expressed interest in wanting to join a study, you have my info, you're welcome to pass it along, no pressure. I always ask everyone, because who knows who knows anyone, you know?
Interviewee: Right. If I have an opportunity to say that where it's not…doesn't break any HIPAA laws, I will.
Interviewer: Yeah, absolutely. Don’t break any HIPAA laws, please, not on my behalf, it’s not worth it [both laughing].
Interviewee: Alright, thank you so much.
Interviewer: Of course, thank you. And thank you again for rescheduling for me, I'm sorry about this weekend.
Interviewee: Oh no, it’s just it happens to be Valentine's Day and my husband's birthday weekend, so it's just…everything kind of smashes in together. And I have a hard enough time remembering those things, let alone.
Interviewer: Understood. So, tomorrow or the next day, as soon as this audio renders, I will send you a thank you email, it will have a gift card as compensation for all of your time and effort.
Interviewee: Oh, thank you very much.
Interviewer: Of course, and if you need anything from me in the future, please reach out, I’m happy to help however I can.
Interviewee: Thank you, thank you, have a great night. Sorry it's so late over there, thanks… 
Interviewer: Alright, alright, not a problem. Have a good night.
Interviewee: Bye 
Interviewer: Bye.

