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[Start of transcript]
Interviewer: Aha! Okay, we're recording, magic! So I'll be asking you questions about your perspectives about your child's transition to adulthood in relation to his sensory sensitivities and interests. And I’ll be doing a semi-structured interview, where I have a set of questions. But I'll be following your lead based upon what we say when we're talking about adapting my questions so it kind of matches. And do you have any questions before we begin and before you keep on sharing your very valuable thoughts?
Interviewee: Nope! No, thank you for acknowledging and appreciating my feedback and insights.
Interviewer: Oh, no. I mean, A, you're welcome but like B, this is the whole point, you know. If I didn't want your insights I wouldn't be doing qualitative research, you know. Like this is the whole point, it’s to learn from people, learn from parents and you know your kids best, we don’t. So.
Interviewee: And when you have a nonverbal child, there are many things you don't know.
Interviewer: Absolutely.
Interviewee: And that’s the thing. And when it comes to anxiety, that's particularly difficult because so much anxiety…you can tune in to anxiety through words.
Interviewer: Yeah.	
Interviewee: So much better.
Interviewer: And I…and you also need some level of self-awareness. If you can't label those words, you don't really know what you're feeling, and then you just kind of [01:23 Inaudible] too. 
Interviewee: Absolutely.
Interviewer: So I'm going to start with my first set of questions. But like…please if you have any thoughts say whatever you want, this is an opportunity to learn from you. And it's semi-structured, so it’s accommodating for that, that's the whole point.
Interviewee: Good. 
Interviewer: So, could you start off by telling me a bit about Ben’s sensory sensitivities and interests. 
Interviewee: So, a lot of them are around oral… 
Interviewer: Yeah.
Interviewee: …sensitivities and he is hypo-sensory, right? So that's very important to remember. So he is sensory seeking. Which is why, you know, what he eats, how he eats it, relatively speaking he has a wide range of foods that he is willing to eat. We still don't have fruits, we don't know why. So overeating, not knowing when to stop, that is one of the biggest concerns we have.
Interviewer: How so?
Interviewee: Well if…it's impossible for him to live alone at this point. Even if he were in a group home, there is no way that it could be monitored. And yes, okay, you can lock cupboards and somebody comes in and unlocks the cupboards, but I don't…you know, he's [03:00] five foot nine, 260 pounds. He'll break the cupboard. 
Interviewer: Yeah.
Interviewee: I do not doubt that, if you block him hard enough.
Interviewer: Mm-hmm. That’s [03:16 crosstalk].
Interviewee: So yeah, that's a very a big concern. The other thing is picking. 
Interviewer: Picking you said? 
Interviewee: Picking.
Interviewer: Okay.
Interviewee: So he’ll pick and then he'll sometimes put it in his mouth. So picking caulking, picking, you know, off windows, he still does that in school. 
Interviewer: Yeah.
Interviewee: God help us if there's used gum at his desk. 
Interviewer: Okay.
Interviewee: That'll end up in his mouth. There are a wide range of inappropriate things that he does. When he's in the shower, he will pick at the soap unless we're monitoring, and then just get rid of it and get it down the drain. He will still…if he's sensory seeking and there's a book around, he'll start ripping up the pages and then put a wad of paper in his mouth.
Interviewer: Will he…like will he swallow it or just kind of chew on it and gum at it.
Interviewee: It's hard to know. It's hard to know because sometimes if he's put it in the garbage, we don't know. 
Interviewer: Yeah. 
Interviewee: I would say he probably swallows it, because he can swallow a big wad of gum, which is why we stopped doing gum for a while. Now it's very closely monitored and it's a very set period of time that he can chew gum.
Interviewer: In what way?
Interviewee: And then it gets thrown out.
Interviewer: Like as in like he can only have it for X minutes or like in a certain scenario?
Interviewee: Yeah, for X minutes and it's a reinforcer. 
Interviewer: Okay.
Interviewee: So in school he'll have, you know three pieces of gum and he chews…he can chew for up to two minutes and then he's got to throw it out.
Interviewer: Has he always [05:12 crosstalk] has he always been interested in like, chewing things like this? Or is this [05:19 Crosstalk] 
Interviewee: Yeah. I mean, this is…when we moved back from Asia and he would have been…so he turned three, Azrael…he was three years old and he was walking along the hall and I had no idea. He'd managed to pull off all the thumb tacks and stick them in his mouth. And I looked at him and I said, “Why are your cheeks so huge?” And I started pulling out, he had about 20 thumb tacks, fully metal in his mouth.
Interviewer: I hope he was ok.
Interviewee: He did not hurt himself at all. No. But he loved that feeling [06:00] of metal and coldness or whatever in his mouth.
Interviewer: It must have been very scary, as a parent.
Interviewee: It's disturbing because you don't know.
Interviewer: You don't know what? As in you don't know that he's doing it or you don't know what he is going to do?
Interviewee: You don’t know what he is going to go for. I mean, that's…I remember telling Helen about this, you know. That's probably the biggest concern we've always had, is the impulsivity and you know that, “at what point will he?” 
Interviewer: Yeah.	
Interviewee: He can be perfectly fine playing on his iPad even as a 19-year-old and we're going [06:43 positive exclamation]. Next thing, you know, he's gotten bored, something doesn't work, whatever. And we buy the big peanut butter, he will have two handfuls that he would have stuffed in his mouth. 
Interviewer: Yeah.
Interviewee: How many minutes before he gets to that point? I don't know. 
Interviewer: Yeah. Is it variable? [07:06 Crosstalk]
Interviewee: Who exactly is antecedent? I don't know. So it's the challenge and this is why we have started saying, you know, “Ben's with us for life.” With us for life and Azrael knows he's taking up, he's taking over when we're done, which is why the renovation is so costly, and so huge, and so forward-thinking.
Interviewer: And I also think it's so critical.
Interviewee: And so critical, because we know that it is all about making it safe for Ben and once again growing his independence, as a 19 year old. So he will have a separate cabinet in the in the new washroom, separate medicine cabinet, separate chest of drawers. He will have his own deodorant no more sharing because that's the other thing he does, he'll pick a deodorant and then throw it out. He'll take huge handfuls of soap, be it body soap or shampoo and use it and dump it and…I mean we go through…I can't even tell you. One a week, if that? And we're trying to pick our battles, right? 
Interviewer: Mm-hmm. I’m sure.
Interviewee: Picking his nose and eating it. Picking his feet, the skin off his feet and eating it. So those are the big things.
Interviewer: Yeah, I'm sure. That sound like challenging for you too. But, so you mentioned that it seems like you and your husband and [09:00] your other son and kind of his supports, kind of help him through these sensory sensitivities, kind of monitoring him. But are there other things that either Ben does or the rest of you support system does to help him manage these sensitivities? 
Interviewee: So, his one on one this year was trying to implement different things, so we did get the gum and was trying…it was working, using that, you know, the behavioral…I'm not going to say checklist. What's the word when you've got [09:43 crosstalk]
Interviewer: Oh, it’s like a token account?
Interviewee: A token system, like a token system, right? So, to monitor appropriate and inappropriate behavior. So she was working on a number of things.
Interviewer: Like what?
Interviewee: The inappropriate mouthing, not picking his nose. So he was…if he would pick his nose, especially in baking, he had to leave, and baking is highly motivating for him.
Interviewer: Yeah.
Interviewee: He had to leave, wash his hands, and start over.
Interviewer: Okay.
Interviewee: So yeah. So ABA protocols were put in place. When COVID happened those went more out the window. So it's [10:40 crosstalk].
Interviewer: In what way?
Interviewee: Well I do not have a token board and I'm not…I know, even though we checked in twice a day, we…I was not implementing the token board the same way as she did. And you know, I don't have the extra options to say, “oh okay, so no iPad for you.” And then it's like, “oh, okay, so I now have a three-hour break until the next check in with another teacher.” I can't sit there and study with him, so what can be done that's, you know…so we didn't really have a good behavioral protocol at home. 
Interviewer: I mean, it's hard. No one planned for this.
Interviewee: Yeah, yeah. No one planned for COVID and I mean at this point I was just so thrilled to have accomplished what I did, which is, you know, getting the team to…working towards the tea party and everything else, which ended up being a huge success.
Interviewer: No, that’s wonderful. 
Interviewee: So there were good things that came out of it but a lot of what I realized yesterday [12:00] while doing that the questionnaire a lot went out the window too.
Interviewer: Absolutely. In the one of those surveys you mentioned, you said that he also received OT for some of his sensory sensitivities?
Interviewee: Early, early years. Yeah, he [12:14]
Interviewer: What did that look like when he received it?
Interviewee: Oh, all kinds of different things. So, there is…so Blue Balloon focused on Ellen Yack’s work, which is very much creating sensory environments. We've had sensory diets, so lots of carrots and…we do when, you know, we’re in the renovation right now, so we're not as organized but when he's in school, he gets a bag of cut carrots so that he's he can chew. And he does that typical sensory seeking…stuffing the carrot to the back of his jaw so that he gets maximum productive input, right?
Interviewer: Absolutely.
Interviewee: So yeah. So sensory diet, yeah, I mean, I remember with Blue Balloon it was the ball pool and things like that. With…we're also going at North York General Hospital through the city of Toronto, and there he had…we were in a in a gym within the hospital, where he was also doing a writing and things in order to work on the fine motor. What else did we work on?  Fine motor, gross motor. I mean, Blue Balloon, which we did for two or three years was just a huge space. The other thing is whenever he was at Holland Bloorview, we did use – not every time, but the sensory room, so they had the Snoezelen room. 
Interviewer: The Snoezelen room?
Interviewee: Have you heard of it?
Interviewer: No, I haven’t. What’s that?
Interviewee: It's an interactive room that basically is multi-sensory. So there's touch, there's lights, there's sound, there's different things and it's in a smaller room and every single thing in that room is specially chosen.
Interviewer: Yeah.
Interviewee: So, it's S-N-O-E, let me just see if I can find it on the internet using my phone.
Interviewer: No worries. I'm sure I can also find it.
Interviewee: No, let's see if I can find it. 
Interviewer: Okay.
[Silence][15:00]
Interviewee: S-N-O-E-Z-E-L-E-N room. 
Interviewer: Fine, I’ll look it up. Thank you.
Interviewee: It's a relaxing multi-sensory experience. [Reading] The room incorporates all of the senses. It can help reduce anxiety and agitation with calming music sense and more. The lights and tactile engagement can also engage children and hold their attention by stimulating their senses.
Interviewer: Do you feel like it helped Ben or he enjoyed it maybe?
Interviewer: He enjoyed it, he enjoyed it. I mean, did it help him? The OT was…it was really hard to tell, with the OT whether it had it a permanent effect.
Interviewer: What do you mean?
Interviewer: Whether it was generalized, you know, whether the calmness generalized, whether he, you know, did it wake things up? I mean, neurons start firing and I’m never really clear why they start firing. And with Ben when his neurons start firing, I noticed when he was very young and until later, he gets very [16:20 stimmy].  It's like, “oh my god, I'm short circuiting,” almost.
Interviewer: Yeah.
Interviewee: And then you find boom! Something new comes in. But there's a regular [16:34 crosstalk].
Interviewer: What do you mean?
Interviewee: A new skill, a new whatever. It can be language, so usually before a language burst, we would find that he would be very stimmy.
Interviewer: Interesting. 
Interviewee: Yeah. 
Interviewer: That's really interesting. So before language, he would kind of stim on sensory things more?
Interviewee: Yeah, and it was usually in the body, I could tell in the body. It was like…it's almost like he was reverberating at a higher frequency at that point. It was just like…and it was…the shoulders were up and they, you know, it was like…and the hands were going and a lot more.
Interviewer: Interesting. That's really, really interesting. 
Interviewee: And when I would tell therapists about it, at first they would say, “Aha,”  and then it would happen about three times with them over an extended period of time and in every single dyad triad company, they always came back to me and said, “you were so right,” ever since you told me that, and I noticed it, I see it. And even when working with Tiffany, his one-on-one from school. 
Interviewer: Yeah.
Interviewee: It was the same thing. I told her about this and she said, “Oh my God, you're right, you're right”. So, it's interesting [18:00] and I don't know, I say it's pre-neurons firing or the neurons are firing and his system could be…his sensory system is having difficulty processing the fact that connections are being made.
Interviewer: Absolutely. 
Interviewee: So…
Interviewer: Wow! That's really…I've never heard that, that's so interesting. [18:26 crosstalk]
Interviewee: That’s interesting but I don't…I think he's not alone.
Interviewer: I'm sure he's not alone. I'm sure he's definitely not alone at all, I just haven’t personally heard that before, that's so fascinating. So you mentioned that his sensitivity towards putting…like this oral fixation hasn't really changed over time. But in our last meeting you talked about like also flushing things down the toilet, kind of [18:46 crosstalk].
Interviewee: That’s improving. That’s improving and I'm really hoping that with the new toilet, because we're getting a…he’s going to cost us a fortune, but hey, he already has. We're getting the Toto's Super Flash which a bidet in one.
Interviewer: Oh, that’s nice.
Interviewee: So one of the reasons why he does flush so much is that, for one he takes a big wad of paper and he tends to pee in the room, so it stops him from peeing in the room. That's one thing, one habit he developed. And the other is that he'll flush the toilet in order to be able to put more toilet paper into the toilet water and wipe himself, because he likes the water to clean himself. 
Interviewer: Got you.
Interviewee: In a school environment it is not great. 
Interviewer: I can imagine that.
Interviewee: If he were a female, I don't even want to know how many UTIs he would have [interviewer laughing]. No, I'm serious. 
Interviewer: No I know [laughing]. I just thought, so I imagine the pain of that and I’m glad he's not experiencing that, because they're not comfortable. 
Interviewee: Yeah, and so what we’re…what it has, and I don't know if you know about the Toto toilet, but it does have a wand, a retract…the expensive one has this retractable wand that then goes into an ultraviolet chamber to get disinfected, after each time.
Interviewer: Sure.
Interviewee: And then he…it chooses the right position and he'll be able to get water right into his anus in order to clean properly. 
Interviewer: Mm-hmm, that’s good.
Interviewee: And it’s actually clean water that comes in. 
Interviewer: Good, good. That will help him hopefully.
Interviewee: That will help a lot. So, I'm hoping that that means that he will not get that same sensory kick by [21:00] flushing, and flushing, and flushing, and flushing. It's interesting because in the last little while he's gotten really attached to me, so all that early attachment didn't happen, so it was interesting. When we were still in Hong Kong before he was three, a girlfriend of mine noticed. She said you know, other than the fact that I noticed that if you walk away he doesn't notice, and you will call him and he may or may not come back, I wouldn't know he has autism. Now, if he doesn't see me, he's very anxious. 
Interviewer: Is that…did that start with COVID or not? Or like was that prior, did that predate COVID, I guess that’s my question.
Interviewee: I think it predated COVID. 
Interviewer: Yeah, interesting.
Interviewee: And I'm a lot calmer than I was. I started meditating about six or eight months ago, and I think he feels that, and I think…I'm going to say he feels more safe. Not that I feel like he felt particularly or unsafe.
Interviewer: Like extra safe maybe.
Interviewee: He feels extra safe now. And now he still climbs into bed with us at four or five o'clock in the morning. And if I'm gone, he will not fall asleep again. So if I can't sleep I'll go downstairs to my office which is here, and I'll start working, because I'm not going to lie in bed and not sleep, it stresses me out
Interviewer: Of course.
Interviewee: But if he comes in and I'm not there. Nope, it's not going to happen.
Interviewer: Yeah. So you mentioned that his, like oral fixation is pretty consistent over time. Do you notice that, or do you think that might change in any way related to his independence that he is gaining through the baking that you're talking about, or the renovations that you're making for him to kind of gain some independence?
Interviewee: I don't know and one of the things that is about to get, well that we’re planning to implement – and I am going into this kicking and screaming is…butt kicking and screaming. There is something called the Obesity Code based on somebody's research. He's actually a Toronto nephrologist. And so we are planning to do a huge shift in our dietary patterns [24:00]. 
Interviewer: How so?
Interviewee: In the new place. Well pasta is going out, a lot of rice is going out, and so a lot of more processed carbs are going out. And Ben is very carb driven.
Interviewer:  Sure. 
Interviewee: That's going to be very hard for him and very hard for me, because we're both bread oriented and I used to get myself bread-a-holic. So yeah [both laughing]. So I'm lucky in that I do not have diabetes, his specialty is diabetes. But a lot of the issues I have around high cortisol levels and, and, and, are exacerbated by the fact that we do ingest a lot of carbs as a family. So that's part of the plan in the new kitchen, along with a steam oven, that there's going to be a lot more, we’ll be able to steam fish rather than do it on the wok and all kinds of other things. So there are many things that we need to implement. And now that Gideon is ready to also really take this on for himself, there's a lot of weight that needs to go in this family, and that's going to be the only way, but I am expecting a lot of anxiety on his part.
Interviewer: On Ben’s part?
Interviewee: On Ben’s part, and also on my part, because it's something that's very much ‘feed the machine’ kind of. 
Interviewer: Yeah.
Interviewee: And since I don't sleep well very often, there is this psychological need to feed the machine and carbs are quick fixes. 
Interviewer: Yeah, they're comforting.
Interviewee: They're comforting, and they hit quickly, right? Because they’re one step away from sugar, they easily metabolize.
Interviewer: Mm-hmm, absolutely [26:15 crosstalk].  
Interviewee: That’s…sorry go ahead. 
Interviewer: Oh, no, no. Go ahead [26:21 crosstalk] sorry.
Interviewee: No, no, that's going to a big change moving forward. If, and I say if we manage to break the cycle in him too, because he needs to lose a hundred pounds, then his body may start requiring less of the carbs to keep going and, and, and. If we can break the cycle, so I don't know yet. This is why it's a huge if [27:00].
Interviewer: Totally, that makes sense.
Interviewee: So.
Interviewer: Well I'm hopeful for your family, that sounds like a big undertaking, and I…no small undertaking either, so I wish you so much luck. And you sound very determined, so I feel like you will be okay.
Interviewee: Thank you. Thank you, thank you.
Interviewer: That was actually kind of a nice segue to my next question and it's related to my anxiety, and I feel like you'll have lots of thoughts give it our little intro. But in…do you feel like…and again it's probably [going] to be more observation based because you can't tap into your son's language. But how or if do his sensory sensitivities – the oral fixation, the flushing, the picking, does that cause or increase anxiety for your child or how is it related to anxiety for Ben?
Interviewee: Sorry, so, chicken and egg. So, does the picking increase the anxiety or does the anxiety manifest in?
Interviewer: Either one, and we don't know [chuckles].
Interviewee: I would say the anxiety – and I'm making an assumption, but I think it’s probably a safe one – manifests in picking. Oh, I forgot, picking the cuticles. He's made his cuticles bleed just by…he'll just… and I can tell having worked with him closely now over the three months is whenever he was out of his comfort zone, he would start with the cuticles.
Interviewer: Mm-hmm. No, that makes sense.
Interviewee: And the vocalizing, the vocalizing and the cuticles.
Interviewer: Vocalizing in terms of what?
Interviewee: Inappropriate vocalizing. 
Interviewee: Okay, like yelling or?
Interviewee: No, just [making a groaning sound] so it's not a yell. 
Interviewer: Yeah.
Interviewee: It’s that…and I call it the autistic groan.
Interviewer: Yeah.
Interviewee: And it’s so funny [chuckles] Ben started saying, “he groaned.”
Interviewer: It's about himself [laughing].
Interviewee: And I know it comes from a Thomas, you know, whatever. It's like, “he grown.” 
Interviewer: Yeah [laughing].
Interviewee: Which actually makes me laugh now, which is easier to handle than…I find it very hard listening to him vocalizing inappropriately.
Interviewer: Sure. Do you…so for you, you're saying that you think anxiety is the antecedent for some of his behaviours. Has that anxiety changed over time, and therefore how has his behaviour that you’ve observed changed?
Interviewee: In terms of what is the antecedent for the behaviours? What causes the behaviours? I think – and again, I'm making an assumption, is he is now more aware of what he can't do [30:00].
Interviewer: Can you talk more about that?
Interviewer: From a communication perspective.
Interviewer: Mmm, okay.
Interviewee: You know, the weird thing, weird, not so weird.  I really think that if Ben had language, he would really want to have a lot of social verbal interaction. He sees Azrael, our older son who's very verbal obviously, obviously not obviously, and Gideon is very verbal. So, Gideon and Azrael will have these wonderful intensive hours of long conversations. Ben sees that, I'm convinced he sees that. And he disappears. 
Interviewer: Literally or kind of emotionally?
Interviewee: No, he'll leave.
Interviewer: Yeah.
Interviewee: So I think that's very hard for him. 
Interviewer: I'm sure.
Interviewee: You know, but again, like I said, I am making an assumption because I don't know for sure. I can't tell Ben, “Hey Ben, do you wish you could talk more? Do you wish you could have a conversation with us?” So what he does do with Gideon just before bed is they do this loop, this travel loop. “Go to Newfoundland and Labrador?” “What do you want to do in Newfoundland and Labrador?” “Whale watching.” “What else do you want to do?” So there is that comfort of that iterative, repetitive conversation, but he will not go to sleep, unless Gideon has had that conversation with him. 
Interviewer: I can see what makes you think maybe he wants that, and needs that.
Interviewee: I really think he does. In the same way as when we go walking in the ravine, I have a two-year-old in a 19-year old’s body going, “Look! Bird, birds singing.” So, he's trying. 
Interviewer: Yeah, absolutely.
Interviewer: And what I've always found really interesting is when a teacher asks for a volunteer or we'll go to the science centre, or whatever they want to volunteer, Ben puts his hand up. Could he begin to volunteer? No he doesn’t but he puts his hand up.
Interviewer: But he wants to.
Interviewee: But he wants to. And again, I'm making an assumption, does he want to because he's noticing other people putting their hand up? Or does he want to because he understands the question, and has desire to participate? That I don't know. What I do know about Ben, is Ben really resonates with, “Ben, do you want to be the leader?” “Yes!”  And he will shove…if we're walking and I'm ahead and he's behind and I'll say, “Ben do you want to be the leader?” He will shove me out of the way while he's walking ahead. 
Interviewer: Because he wants that.
Interviewee: He wants that leader. And he will passively aggressively, passive aggressive. So passively aggressive, whatever! 
Interviewer: I got you [laughing].
Interviewee: Locked in the grammar.
Interviewer: It's hard, it’s early still [laughing]
Interviewee: He’ll go slower and slower and slower, to go, “Really? I'm not the lead? That's fine. Now you're going to have to wait for me. Or come back.” And Ben is very sneaky. And I think I might have told you that, the first time we spoke, in that he knows whether you want to be with him or not. Whether you want to do something with him or not? The person who sabotaged him and called the police on him four years ago, because he smacked him in the face after this guy had hidden Ben’s homework. Yeah, it’s the teacher who told me. The teacher said why is he not doing his homework? I had to embarrass Ben and I said, “Ben is doing math with Gideon until 9:45 at night. What do you mean? It's in his backpack.” She said I looked in his backpack and she said, “David wouldn't let him touch his backpack.” And I said,” Isn't that a red flag for you?” 
Interviewer: Yeah.
Interviewee: So Ben got ticked off and smacked him across the face, to which of course he decided to call the police. So, he was not allowed to go close to Ben, but they didn't have enough resources, we didn't know. So at lunch time he had Ben, so you know what Ben did? He would go to the women's washroom because he knew that that would get the other guy in trouble, because the girls would tell and then he would not have to be with him. Again, assumption as to overthinking.
Interviewer: Yeah, sure.
Interviewee: But I found it fascinating that every single time after that, the next year, David was with Ben, Ben got David into trouble.
Interviewer: Anyway, I feel like you know when someone isn't a fond of you and it…why would [36:12 crosstalk].
Interviewee: Oh he knew. He knew
Interviewer: Yeah, absolutely. Sorry if I cut you off there.
Interviewee: I don't know if for that I answered anything. Sorry I’m not into that story.
Interviewer: No, that’s okay. 
Interviewee: It's…yeah.
Interviewer: Never apologize. I'm here to learn from you and hear all your stories. So don't worry about it one bit [laughing]. Kind of looping back a little bit and kind of taking a step back, what goals and hopes do you have for bed in regards to his sensory sensitivities? 
[Silence]
Interviewee: Okay, so magic wand.
Interviewer: Yes.
Interviewee: In a in a perfect world, Ben becomes self-aware to the extent that he knows that he needs to pick for whatever reason, and has an appropriate alternative. So, you know, one of the things we used to do with him and maybe I need to start doing again, is just squeezing his hands really tightly. So he could feel that full pressure. 
Interviewer: Mm-hmm. So he wouldn't pick and you felt that kind of pressure would replace that?
Interviewee: He wouldn't pick, he wouldn’t do things inappropriately. And whatever he needed around his fingers… 
Interviewer: Yeah, like that was a substitute almost?
Interviewee: Yeah, and I mean that's something that we learned when he was five and six with Under the Umbrella Tree. That's one thing that the woman who ran the place was brilliant at. She would look at behaviours and think about what is the socially appropriate gesture thing that you can do…
Interviewer: That makes sense [38:18 crosstalk]
Interviewee: …that Ben will need.
Interviewer: Absolutely.
Interviewee: It's like if he could chew gum, and be safe, it would be amazing.
Interviewer: Yeah.
Interviewee: I got you know, turns out this Canadian company called Pur, P-U-R, no sugar added. They…whatever they use is actually known…has been shown by dentist actually help with the teeth.
Interviewer: Even better!
Interviewee: Even better, exactly. And not have the same, lead to the same sugar spikes. He loves that gum. I ended up going to the company, and they have done what they don't do usually, is they have sent directly, things directly to me…
Interviewer: That’s lovely!
Interviewee: …in the interim, you know, when I can't get to the stores that have the stuff.
Interviewer: That's really nice of them. 
Interviewee: Yeah, so I spent an hour in their head office around the corner from me. It was just five minutes…
Interviewer: Perfect!
Interviewee: …and was able to explain that I had child with autism and, you know, I needed mega quantities…
Interviewer: Absolutely.
Interviewer: …to make it worthwhile. Ben likes structure, we're back to not having a structure. But when we had more of a structure, I felt that he was less stimmy, especially when he started feeling in control of what he could do. So my hope is that I can create a structure for him, and change that structure so that he actually feels like he's got enough going on, that he still has purpose. Because I think that plays a role, again an assumption, but I think it does play a role.
Interviewer: Play a role in his [40:21 crosstalk].
Interviewee: In his self-esteem and everything else.
Interviewer: Absolutely. We're going to shift gears slightly if that's okay. So as Ben has grown up and aged a bit, how has your community reacted to his sensory sensitivities and interests? Like were they more [40:38 crosstalk].
Interviewee: He stands out more, he stands out more in a bad way.
Interviewer: As he’s gotten older?
Interviewee: Oh, yeah. Yeah. He's now, you know, the weird person in the neighbourhood who, you know, babbles loudly and skips now, and maybe that's also my hypersensitivity. Some people, you know, don't even twig, and I keep on being told that people adore him at school. I don't quite see it.
Interviewer: Sure.
Interviewee: When I've been in school with him or I've come into school with him, people don't really interact with him. Apparently I'm blind to what people see. But I do feel that he is much more visible, and I've had people who don't know him look scared. I've seen kids sort of hide, I've seen mothers or fathers grab their kids. Those are tough, those are tough. 
Interviewer: Was that less the… I'm sorry, keep on talking
Interviewee: Go ahead. 
Interviewer: Was that less the case when he was younger? 
Interviewee: Yeah, absolutely! He was adorable. Right? And that was my problem, part of my problem was he was adorable. I'm sure I told you that Cruella de Vil story. 
Interviewer: No, tell me. 
Interviewee: Okay.
Interviewer: If you want to [42:00 chuckles].
Interviewee: Absolutely. No the Cruella… so, guess what, I am Cruella.
Interviewer: Oh no. 
Interviewee: I am Cruella.
Interviewer: Oh, you're wonderful! 
Interviewee: No, mommy is Cruella. So what happened was we'd gone to Metro, which is like a grocery store and I'd finished paying and my bugger had managed to get a chocolate bar, open it and stuff it in his mouth. So I grabbed it from him. I handed it to the cashier and said, “Please throw it out and tell me how much I owe you.”
Interviewer: Sure.
Interviewee: And she said, “But he's hungry”. I said “Look at him, he is not hungry, and he has autism. If we let him get away with this, he thinks that he can steal whatever food.” And oh, he does that all the time by the way. And that was continually…unless I'm all over him, I'm not convinced that he wouldn't do it. So, the open bread, sort of take your own bread, very dangerous. So…but when he was younger, I got more “let him play, let him eat, let him do”. So, the time that I actually had to pay the chocolate bar cash, and had her throw out the chocolate bar in front of him, he started doing [humming and interviewer laughing] do-do-do-do-do!  Yeah, yeah.
Interviewer: You’re not Cruella de Vil, you sound like in fantastic mom [laughs].
Interviewee: I actually…people thought it was hilarious. And I knew exactly what he was doing.
Interviewer: Yeah.
Interviewer: And, “you're horrible,” you know. It was like your two-year-old who says, “I hate you! I hate you; I wish you were dead,” you know, “I want that chocolate bar.”
Interviewer: Yeah. How old was he at the time?
Interviewee: Young. Well, five or six.
Interviewer: That’s young. 
Interviewee: Yeah.
Interviewer: Absolutely. You mentioned that your community is becoming a little bit less accepting of him or perhaps, you know little bit…they're reacting more to him. Are there certain parts of the community that do this more than others or ones that react less?
Interviewee: He doesn’t really…let's take a step back.
Interviewer: Yeah.
Interviewee: We don't really have a community. I mean, we could hang out with the people from Ontario Autism Coalition. But again, he has the wrong flavour of autism. So, the challenge is…and we've gone to all kinds of events; Ben is either eating or he's darting. It is the most stressful thing, and this is where [45:00] Gideon really good – Ben’s dad, my husband – because these are his buds, these are his people. He's the chair, or the co-chair. The kids or the young adults with autism are 99% verbal… 
Interviewer: Got you.
Interviewee: …will try to interact with him. He's lost so they get ticked and then they do that classic sort of, “how come Ben is so mean to me? And how come he doesn't want to talk to me, and how come he's so...?” And I've gotten, “he's stupid, he’s whatever” and I sit there going, I really…I don't need this.
Interviewer: Yeah.
Interviewee: So do I have a community for him? No. No.
Interviewer: I’m sorry, that must be hard.
Interviewee: When we first moved him out of the elementary school that he was in, the kids in the school told me off; that was grade six. And they said, “he's my friend.” And the first year that he was in the other school and he came back by bus, if any of the kids were around, they would sit with me on the front lawn and wait until he came out. But that was it, it was the front lawn. Did he have play dates? No. Was he ever invited to a birthday party? No. So, no.
Interviewer: It must be hard. 
Interviewee: It's very hard, actually. And even when Azrael, I would go on play dates for Azrael and have to bring Ben with me, especially the first two years when JoJo wasn't with me, when she was still in Hong Kong. I would run around constantly, Ben would just be darting around like crazy because…or want to hang out in somebody's bed. And they that's another thing, it's like, “oh, it's okay. He can go on the bed” and it’s like “no, it's not okay. He cannot go into your house, he doesn't know you and he could find your bedroom, and crawl into bed. It's not appropriate.” I have to do it.
Interviewee: So then they’d feel bad, they’d feel bad for me because I was running around looking stressed and they didn't know what to do. And so many people have told me, “I don't know how to be with him. I don't know what to do.” 
Interviewer: That must be really hard to hear.
Interviewee: Oh constantly! 
Interviewer: Yeah.
Interviewee: Especially when it's my family. You know with my little niece for the longest time who's now 10 would say, “get that guy away from me. I can't stand him.” It was very hard to love my little niece. 
Interviewer: Yeah, of course.
Interviewee: It was very hard.
Interviewer: I'm sure, I'm really, really sure. I’m sorry [48:10 crosstalk]
Interviewee: And he was very attracted to her, which was problematic. And that’s the other thing, dealing with the whole sexuality piece, that was very difficult. And to this day, I mean last March, we were there for my father-in-law's funeral. And this young kid was really nice and hung out close to Ben because he had a comfort level. And what it did Ben do? He touched his penis and Ben got a hard-on, and Ben freaked out because he doesn't often get a hard-on and didn't know what to do. And so the kid came over to get us, he was very upset, left, you know, and then everybody's…Gideon’s brother is saying, “Why does he do that? Why did he do that? Why did he do that? I'm just, “aarrrgh!” You're 50 years old, get out of my face. I've got enough to deal with it, you know [chuckles]. And then I had Ben locked up in the bathroom downstairs screaming and crying. So, he does not [49:18 crosstalk].
Interviewer: It must have been really hard
Interviewee: He doesn't know how to be, and people don't know how to be with him. So, the community is if…and he stopped doing Halloween a couple of years ago because it didn't feel right, that him, 17 years old going and doing trick or treat just because, and coming back with tons of candy. And I'll say, “no, help Daddy,” and he'll help with the decorations, but he will not help handing out candy. He just won’t.
Interviewer: Yeah.
Interviewee: He’ll go and stay in his room, because he just cannot handle it.
Interviewer: That makes sense. So I know you just said that you don't really feel like Ben has a community. Do you hope that he will in the future or do you imagine a type of community could have in the future?
Interviewee: I don't know. I really don't know.
Interviewer: No, no. That's perfectly fine.
Interviewee: I mean the whole kitchen renovation for me, what made it palatable, and in terms of the money that we're going to spend, is thinking that I will create something for him. And that we will have maybe one person come in, but there was somebody else. I mean we had we had somebody who was amazing last August when Ben had his wisdom teeth taken out. And we were waiting for the appointment to happen, and Ben was like, darting around and this woman kept smiling at me. Well, she's given me great resources and her son is very much Ben's [51:00] profile in that he…well he does have articulation issues, he's much more verbal and much more functional, but we tried to get the two of them together. No.
Interviewer: No?
Interviewee: No. No, it's three times as much work, because you're trying to get both of them engaged and trying to both keep…and then it's like no, but how about…you know, it's just…it's challenging. 
Interviewer: I’m sure.
Interviewee: So yeah, so in an ideal world, I'm doing something constructive for Ben and with one other person.
Interviewer: And that sounds…I mean that sounds like a nice, like a great thing though. You know, like that sounds…like you talked about how motivating baking is for him. So it seems like…I hope that'll be good for him. 
Interviewee: I’m hoping so too and it'll be trying to find that balance, right? Because if we're going…if we're going very low carb and no processed anything, baking is going to be hard given that he loves making cupcakes and cookies. [both laughing]
Interviewer: I mean, I think at least it's a good time. Like I feel like there are so many more options for like vegan and baking and things like that. I feel like it's a good opportunity. 
Interviewee: It is, and I shouldn't…I'm sorry, I'm beginning to feel myself sounding poopy. So yes. 
Interviewer: Oh, no, it's okay. I'm sorry, you're feeling like that.
Interviewee: But let me not be negative. So yes, you're right, you are right. It will just require a little bit more creativity. There you go. 
Interviewer: Yes. We're going to shift gears a little bit.
Interviewee: Yeah.
Interviewer: So, we're going to go on a…so I have like five sets of questions, so now we’re on our third set of questions, but we’re halfway through the questions. Thinking about like quote-unquote “the transition to adulthood,” which means many things, where do you see Ben?  Like at what stage of independence is he, in your mind? 
Interviewee: What's really interesting is within the home environment, he's quite…there are a lot of skills that he has. 
Interviewer: Yeah? 
Interviewee: Oh, yeah, he can do you know, he'll set the table. He'll do the…you know, he knows how to do laundry. He knows how to…I mean JoJo is working very hard on having him participate. So while we were talking, he was helping her take the things off the bed and make the bed and you know.
Interviewer: Who's JoJo? I'm sorry, you mentioned her earlier.
Interviewee: JoJo is my live-in nanny.
Interviewer: Okay, that's what I assumed but I wasn't certain, thank you.
Interviewee: Yeah. No, no. So JoJo’s been with us since 1997. 
Interviewer: Oh, so she's like family. That's great. 
Interviewee: Yeah, she is like one. She’s been with me, minus the first two years we were back in Canada. So.
Interviewer: That’s lovely.
Interviewee: She…it is lovely and since COVID, [54:00] I mean she's with us 7 days a week, right? So she's barely gone out because she is concerned and rightly so about going out, and when you go out, how to be safe. So, she's doing things with us on the weekend too, which is lovely. So yeah, I mean…did I answer the question? 
Interviewer: You said…yeah, the question was what stage of independence [54:30 crosstalk].
Interviewee: Yeah, so he has good skills, but needs to be very closely monitored. 
Interviewer: Absolutely. And so what types of independence do you think he continue to achieve in the future? So, you mentioned like baking [54:51 crosstalk]
Interviewee: Self-care…sorry I was thinking.
Interviewer: Oh, I’m sorry.
Interviewee: Self-care at all levels, from preparing food for himself. And he has a few times gone to the shower on his own. Financial literacy he has very little, but what we realize is that having done that bake sale with him and him having to calculate the money, we may be able to raise his awareness about money.
Interviewer: That's awesome. It’s so important.
Interviewee: But we still have complete legal control through his adulthood and we have chosen backup people when we pass. So it's gone…we had a testing with a social worker who said, “oh it will take about an hour,” and 15 minutes later, he looked at me and he just said, “I want to hug you because I can't imagine. Just know that it'll be hard to read the report that I write, but thank you for doing this for him because you'll keep him safe.” But it was clear he has little [56:18 audio cuts]. Money wallet, wallet money. 
Interviewer: Yeah. 
Interviewee: That's it. And we had…Gideon had noticed that his little jar of pennies could get us a five-star trip, in Africa, because no concept that even if it's a hundred pennies or thousand pennies, there is no way. So yeah. No, he was, yeah. So how far we get him? I have no idea. The one thing that I do know is that I am…I believe I'm just starting the journey now. I'm dealing with somebody who's a kindergartener, you know, in grade 12.
Interviewer: Got you.
Interviewee: And that's where we're going. And it’ll…I’ll get him as much further as I can, I don't know.
Interviewer: I mean you seem like you work really hard to help him. So I’m sure [57:24 crosstalk].
Interviewee: I do, I do. And I mean whenever we've come to care to do research, the feedback I always get is, “wow!” It’s clear he's…you know, “you've done a lot with him. He's unbelievable!” He usually is done in half the time and he's incredibly compliant, and so, yeah.
Interviewer: I'm hearing how dedicated you are also to him, and I can hear how much you are doing to make his life the best possible, and it's very clear to me.
Interviewee: Yeah, I…there’s just so much more I could do. But anyways, yeah.
Interviewer: So you talked about you think you can like help him get more self-care skills. What do you think will get him there? Like regular services, regular interventions?
Interviewee: Unfortunately, it'll be me. It'll be me with, you know, perhaps support in creating the program. I mean his one-on-one has agreed to stay in our lives after he graduates next year, and she's pregnant, and she's hoping that she would love to continue being in our lives and doing things with him, so we’ll see.
Interviewer: That's great. So now we're going to put these two concepts together. So thinking about sensory sensitivities and transitioning to adulthood, how did these two things intersect for Ben? They’re perpendicular?
Interviewee: Can I do a quick bio break?
Interviewer: Absolutely.
Interviewee: Let me do a quick bio break. 
Interviewer: Take your time.
Interviewee: Let me think about it. So sensory sensitivities and independence [59:03 crosstalk].
Interviewer: Transitioning into adulthood
Interviewee: And transitioning to… [59:05 crosstalk]
Interviewer: How did they come together for him? How do they not? 
Interviewee: Good thing to be thinking about.
Interviewer: Take your time. I'm going to pause the recording and I'll bring it back when you're ready. 
Interviewee: Okay. Are you getting what you need? 
Interviewee: Oh, yes. This is fabulous! No, honestly like you have so much information and so many opinions and so many thoughts. This is perfect. Like the more [59:34 crosstalk]. 
Interviewee: I’m glad, I’m glad.
Interviewer: That’s the beauty of qualitative data. It's just like finding patterns and what people’s lived experiences are. So like, the more you say, the more I have. So don't feel bad about however you're answering. You’re doing great!
Interviewee: Fabulous! I just feel like crying, but other than that, we're good. No, no, no, it's…you know, and that's how we've always felt, right. Whenever we do the research [1:00:00]. I really feel strongly that research needs to happen, but it always really hard, because that's when you see him compared to the norm, right? 
Interviewer: Yeah.
Interviewee: So, when you're living your day-to-day, you're focused on what is. When you participate in research, it's what should be. And that's when you see the gaps. And the older he gets, the huger the gaps. So, the intersection between sensory sensitivities and transition to adulthood. 
Interviewer: Yeah. 
Interviewee: The bottom line is safety, it all comes down to safety. And I don't know if he'd ever be safe if he were not with us.
Interviewer: It must be really scary to think about.
Interviewee: It is the biggest burden on our shoulders. It's huge. It's huge. But it really…you look at it, it's you know, getting to the point where he doesn't know when to stop. You know, sticking inappropriate things in his mouth. It's all the oral stuff, the oral is huge. Baking is secondary, the oral is huge. You know, he's 260 pounds, he's lost 11 pounds. You know, he…if you stop him from eating, you feel the anxiety go up. So into adulthood? You know, that to me is a core element. You think of Freud, right? The oral phase is the first one, then you transition. The transition is not happening. Is it possible to be a fully independent adult when you’re sensory seeking and you’re sensory seeking things that are potentially harmful? That's the bottom line. 
Interviewer: Yeah, where does that leave you?
Interviewee: That’s what we are. So the question is, is there any way out? I don't know, and seriously, I mean if we crack the obesity code, if this guy’s research is appropriate, if we manage to break the patterns in ourselves and in Ben, will that do it? I don't know.
Interviewer: Yeah, absolutely. 
Interviewee: And it's a sensory seeking, also with the anxiety, with language impairment. They're sort of all tied into one another right? 
Interviewer: How you [1:03:47 inaudible] things out.
Interviewee: Yeah, because it's…you know, even with normal individuals, if people have social anxiety, and there's a buffet table [interviewer chuckles]. I'm not joking.
Interviewer: Yeah, it's a lot.
Interviewee: People…you will see that person, chances are, eating, and eating, and eating, and eating, and eating. Why? Because that is the only comfortable place to be.
Interviewer: Yeah, mm-hmm, absolutely.
Interviewee: And I know from my own previous social anxiety, that's where I used to be. I don't have to be at the buffet table anymore and I'm comfortable milling around. So the question is, would Ben, if he feels that there are more things he could do when there are other people, when he's not in the home environment? So, we know he is talented at art. I have found an amazing art teacher. Yesterday we had an hour and a quarter of art class and he wanted to continue.
Interviewer: That’s awesome!
Interviewee: And it was online and she had to go. This coming week she's agreed to come to the house, and I'll be picking her up. And I'm hoping that that will have an impact, and if she's willing to go on for two hours, that it's two hours. So, if he feels that there is something productive that he can do, that gives him pleasure, that is not oral, we may have a chance [1:06:00]. The baking is going to be tough. That's why I was a little negative about the baking, and on the one hand, I really wanted to happen so that he can create something and get paid for it, and feel that sense of accomplishment. Do you have another person after this?
Interviewer: No, no there's thunder, it was just very loud. 
Interviewee: Oh, I didn't hear it.
Interviewer: Oh, yeah, or maybe a big truck. No, I don't have anything else, I have two hours, so take your time. 
Interviewee: So, I mean this is a lot to say, but this is, you know, this is what I'm trying to put in place, that more than one thing.
Interviewer: Absolutely. I have a couple more questions about this, is that ok if I continue? You seemed upset. I don't want to push it. 
Interviewee: No, no, no, keep going. No, I’m fine.
Interviewer: Okay, but if you don't want to answer something, you don't have to go. 
Interviewee: No, no, no. Because no, I want…this is going to…I want to be in service to the research, right? So whatever I can bring to the research…and it helps me, I'm a processor through talking. So this helps.
Interviewer: But just know that if you don't want to [1:07:00 crosstalk]
Interviewee: No keep going, keep going.
Interviewer: Okay. [laughing] Again, this is because I have a script, I kind of have to ask these questions, you probably have already answered it but [1:07:19 crosstalk].
Interviewee: Yeah, go, go, go…don't worry. 
Interviewer: How…are or how are his sensitivities either a vehicle or an obstacle to Ben's independence or both? Sometimes it can be both.
Interviewee: I see them as an obstacle, I don’t see them vehicle.
Interviewer: Okay, because of that safety component you mentioned?
Interviewee: Absolutely, absolutely. 
Interviewer: You mentioned giving Ben purpose and his art. But are there other things that you think could help him in this intersection? 
Interviewee: Greater structure. I mean, it's…and I'm seeing like, you know, it's, this is week two now where he's no longer…where we don't have multiple check-ins and that’s [trails off]. Alright, it's interestingly…well another thing I have done, I don't know if I told you, is he's got fitness twice a week for 20 minutes… 
Interviewer: Cool, that's great.
Interviewee: …at home, so I am actually…his teacher who's leaving the school has been personal training him. And so, as part of his courses this semester, so I will start paying him this week to do two 20-minute workouts [1:08:58]. If he gets to the point where he has the motivation to do a workout on his own, where it's not me going, “Yeah, yeah, yeah, yeah! You can do it, hooray!” And Mark on the other side of the computer going, “Hooray, high-five. You're awesome!” Then I'm onto something. 
Interviewer: Absolutely.
Interviewee: We're not there yet.
Interviewer: Well, I hope you get there [laughing].
Interviewee: It would be lovely. And the other thing is we bought him an adult tricycle. The ones with the big carriages in the back.
Interviewer: Yeah.
Interviewee: So Gideon thought of it, and because it's poorly made in China we had to take all the protector bits off because they stop the thing from moving forward. And I was…it’s something I want to try this week is actually get him started. He loves the bicycle and the weight room in school. So I'm hoping that if we do that and he learns to ride and enjoy it, that would be fantastic.
Interviewer: Sounds like it'd be amazing, absolutely! 
Interviewee: So we'll see how it goes. So I'm trying as much as I can different things. 
Interviewer; Yeah, I mean it definitely seems that way. So kind of to your point, it seems like you build and create a lot of services and structure for Ben. Do you…is that because you feel like there are gaps in the available services and interventions? [1:10:45 laughing and inaudible] giving it to you.
Interviewee: I'll try and take the sarcasm out of my voice.
Interviewer: Nope, that’s ok.
Interviewee: Well, there are no services. Bottom line is there are no services. Language impairment is the biggest challenge. And if we didn't have Azrael, when he was younger to be there supporting Ben, no, no. You know, the number of times where people have been unable to, even though they do special needs. The number of teachers who have said they're not able to.
Interviewer: Unable to help him? 
Interviewee: To work with him, anything. 
Interviewer: Oh.
Interviewee: They’re just unable, that's what I get. They're unable.
Interviewer: It must be very disheartening.
Interviewee: It's brutal. I mean, that's why COVID was so wonderful, because actually one person who Ben has had for two semesters now calls him, Ben his favourite student, because I've been able to show him how to work with Ben because of COVID. And he's been able to see what Ben is capable of, because I will tell him, “David, you're not finished explaining. He's already done the step.”
Interviewer: Yeah. 
Interviewee: So technology is another piece that he loves. 
Interviewer: That's great. It’s very important right now.
Interviewee: So I mean, which is why the principal of the school…so to go back to the services, the principal of the school who specializes in Spec-Ed, but is now the principal of a normally, like a normal school, including special programs in terms of advanced…there's a special design program, there’s a hospitality and tourism program, there are all kinds of special programs available through the school, and they're trying to turn the school into a best practice arena, because people do not want to take Ben and other kids who have special needs as co-op students, because it's too much work. 
Interviewer: Yeah.
Interviewee: And the union has blocked child and youth workers from leaving school property for safety reasons. 
Interviewer: I think you touched upon that last time when mentioned they have to have two people with him, so they could help [1:13:34 crosstalk]. 
Interviewee: Yup, and it costs an absolute fortune that the school board does not have and the schools don't have. So had I not gone to the food handler certificate, where I was next door on the coffee shop, and then I took a 20-minute walk and then I hung out upstairs waiting and listening and hiding, he never would have been allowed to do it and it her cost from two full-time salaries. She said it cost her close to $1,000 for that two days, for three and a half hours over two days. That's an awful lot. So schools don't have that. So yeah, and he had a great reputation because all the other people who did not manage to work with him wanted to make it clear to the young woman who came in that he was a horrible human being. The fact that he has not had one outburst…no, that's not true, he's had three outbursts. He threw a ball towards her and nearly hit her head, and she just came down really hard on him which was the best thing to do [1:15:00]. But in one year, there were three close calls. That's it. This is not a violent human being.
Interviewer: No, it does not sound like it, does not sound like an awful person either.
Interviewee: No, he's not and I mean everybody says he's such a sweetheart, but he's severely language impaired, which affects his ability to function.
Interviewer: Sure, it doesn't make him awful, not one bit. Going back a little bit if that's okay. And you probably already answered this, but I have to ask it.
Interviewee: No, no. Do it.
Interviewer: What do you anticipate as being challenging for Ben as he does gain more independence through all these things that you are building for him, in regards to his sensory sensitivities?
[Silence]
Interviewee: That he’s aware is challenging or that will affect his functioning?
Interviewer: His lack of awareness do you mean?	
Interviewee: Yeah. I don't think Ben is fully aware of the way the sensory sensitivities are blocking him.
Interviewer: Yeah, that makes sense. Yeah, totally.
Interviewee: So, he's not sitting there going, “oh my goodness I don't know how to stop myself from eating. Oh, this is going to have any effect on my ability to function as an adult.” 
Interviewer: Yeah.
Interviewee: So going back to the question again, sorry. 
Interviewer: No, you answered it. My question was, what do you anticipate being challenging for your child as he gains independence in relation to his sensory sensitivities and his lack of awareness. Like that's an on the nose answer. 
Interviewee: Okay. Okay, good. 
Interviewer: You did great. Flying colours! 
Interviewee: Yay! [Both laughing].
Interviewer: So, we have one more question in the section, it’ll be the last one. So we're in a home stretch. 
Interviewee: No, I'm learning a lot. I mean this is hard, but I'm learning a lot while articulating. So thank you. I was hoping this would happen, and it's happening.
Interviewer: I'm glad to hear that but you're helping us so much too.
Interviewee: Good.
Interviewer: How do you Ben’s sensory sensitivities impact your goals, hopes and expectations for him as he does navigate adulthood?
Interviewee: It keeps the glass ceiling very low, right? Because if I can't keep him safe, if I can't keep him safe, then there's no way that I can have him go out on his own.
Interviewer: Yeah, absolutely. 
Interviewee: [1:18:00] Oh, that's why the glass ceiling is so low. 
Interviewer: It sounds like the bottom line, safety.
Interviewee: Yeah.
Interviewer: For everyone.
Interviewee: It all comes down to safety, personal safety etcetera. 
Interviewer: Yes, absolutely!
Interviewer: And with the safety comes…with lack of personal safety comes lack of opportunity because then you get the, “I’m afraid for his safety,” the liability, the fear of liability, yeah.
Interviewee: Absolutely, that makes complete sense.
Interviewer: So now we're going to move on to our last set of questions.
Interviewee: Go for it.
Interviewer: Yeah, and this is a short one [laughing].
Interviewee: No that’s ok, this is fun.
Interviewer: As a caregiver, as a mom, as a parent of a child with ASD and sensory sensitivities, what does transition to adulthood mean to you specifically? 
Interviewee: Greater independence. It all comes down to…yeah, it has nothing to do with the age. It has to do with the…how far we get him in terms of independence.
Interviewer: Absolutely. 
Interviewee: So, I don't know at what stage I'll say, “oh look, the transition has happened.” It's not because he's 21, right? And I am constantly cognisant of the fact that he is limited by the language impairment. 
Interviewer: Absolutely. Has this [1:19:41 crosstalk]
Interviewee: So.
Interviewer: I'm sorry. 
Interviewee: No, go ahead.
Interviewer: Has this changed over time for you, this perspective? 
Interviewee: Yeah, the ceiling got lower. 
Interviewer: Overtime, gradually? [1:19:52 crosstalk] Sorry?
Interviewee: Overtime.
Interviewer: What do you see happening in Ben's future? 
Interviewee: We’re creating it, you know. He has a structure within our home that gives him purpose, that he's got safe spaces to be independent, that he can do something of value for him-self, within our home. That's what I see, and if we're really lucky, we have respite workers who do more than babysit, that he has opportunities to do something more than go to Tim Hortons, right?
Interviewer: Absolutely. And then finally, how did Ben sensory sensitivities impact his personal perspectives for you?
Interviewee: Hugely.
Interviewer: Yeah. 
Interviewee: Hugely. Yeah, it's the sensory sensitivities which are close to the safety…so there’s a language impairment and the sensory sensitivity, which are the reasons why he will never be able to be fully independent. 
Interviewer: Absolutely, that makes complete sense. Thank you for sharing that. So, that's actually…those are all my questions people. Would you like to add anything else? 
Interviewee: No, I think as JoJo, “I'm complete.” So, what stood out for you, anything? 
Interviewer: Yeah, I mean what's interesting is, so you're my first actual interview I piloted on my co-workers and like people I know who work with autism community last week. And people were imagining their children, and they've all had lots of experience and a lot of these like fake participants where for them sensory and sensitivities were kind of…weren't a huge thing, you know, it was just kind of the autism in general was what impacted their perspectives on going into adulthood. And it's so interesting for you that it is so tightly together and it is such a big part of your perspective, and the kind of like the language plus the sensory sensitivities equals a safety concern for you, and that kind of seems like the bottom line. And that's I mean, that’s so valuable to learn because all the literature that I've read at least about transition to adulthood doesn't focus on that. You know, it focuses on language, it focuses on vocational skills, but it doesn't put the nail on how sensory sensitivities impacts the independence in that safety. So this was so valuable [1:23:10 crosstalk].
Interviewee: And the opportunities. So vocational skills, if as in Ben's case, he's seen as a risk, then he's not given the opportunity. So even his culinary teacher who worked in a Spec Ed school before and managed restaurants, and has become a friend…
Interviewer: Yeah. You mentioned her.
Interviewee: …she watched him very closely, and I mentioned her last time. She said, “you know, if he continues to stick his fingers in his nose or in his ears and eats it or whatever, or he takes a spoon and then puts it back in, game over. I can't even get him the opportunity.” So, he has the opportunity in September possibly, to work closely with the cafeteria staff to help with a meal prep for the school as a whole.
Interviewer: That would be awesome.
Interviewee: It would be awesome, but she said I'm scared Natalie. 
Interviewer: Yeah.
Interviewee: Because we were working on, you know, “you picked your nose, you go and wash your hands, you come back, you start again” and then COVID happened. So she said, “I can't say yes for September, I will need to test him over and over and over again, at which point I will know whether I can or cannot.” And it turns out that because his one-on-one is pregnant and it turns out has food sensitivities, which I didn't know about, and therefore had to wear a mask in the kitchen, which I had no idea about, and felt very uncomfortable because she wasn't aware. He is missing the opportunity…he could miss the opportunity of working with someone who does understand people with special needs, who could be a real mentor and help him work in a kitchen safely and professionally. So [Phone rings]
Interviewer: You need to pick up?
Interviewee: Hang on the second, sorry. 
Interviewee: No, no, its fine.
[Interviewee speaking on the phone] 
[Back to interviewer] Since COVID, right, so my dentist appointment that I've been waiting for since March [laughing].
Interviewer: I got mine right before everything hit. 
Interviewee: Well, I was supposed to and my nose was runny and we don't know exactly what COVID looked like yet.
Interviewer: Yeah, fair. I mean that’s also very considerate of you.
Interviewee: Well, I'd also participated in the meditation study that I didn't do the post-test on because my nose started running between the car and the research centre. And then I saw three people including a doctor with masks going, “put a mask on. Is your nose running?” And then they had a 20-minute discussion as to whether or not I would be allowed to do the post test, and I never did the post test. 
Interviewer: [1:27:17] It’s wonderful.
Interviewee: COVID is, and now we know that it has nothing to do with drippy noses. So, we think until…as a second wave happens, we're back to not being a hundred per cent sure about transition I think, transmission. Anyways, it is what it is. Yes, yes. Was I done?
Interviewer: I think you were talking about opportunities and his cafeteria, hopeful cafeteria position.
Interviewee: Yes. So we'll see.
Interviewer: Well I hope it goes well. Before…well thank you, obviously, like this has been so wonderful, so data-rich, like I can't wait to analyse it. Thank you for sharing [1:28:07 crosstalk].
Interviewee: I wish I could find out what the nuggets were, but that's not…that’s probably my hardest part about doing research with you, with anybody. 
Interviewer: We can…I mean we can show you, share the results with you when we have them. You're my first one, so we have to do 45 more but, you know, I'm happy. [laughing]
Interviewee: Okay good.
Interviewer: Yeah, we’ll share with you. Last question is not an interview question… 
Interviewee: Go, go, go.
Interviewer: …it's a recruitment question. But do you know any other parents or caregivers who might want to participate in the study? 
Interviewee: I could ask I could ask Jody.
Interviewer: If you want to.
Interviewee: And…they go up to what age?
Interviewer: 26. So we're looking at 16 and 0 months to 25 and 11 months at the time of enrolment.
Interviewee: Yeah, I think Randy's 23 or 24.
Interviewer: Yeah. 
Interviewee: So it'd still be okay?
Interviewer: Yeah. Would you like me to send my information to you? What would be the easiest and best thing for you?
Interviewee: Well I've got the information, so I think it'll depend on…I'll ask her whether she's willing or not.
Interviewer: Yeah. 
Interviewee: She is a single mom, she is overwhelmed, and so yeah.
Interviewer: No pressure. If she can’t, she can’t.
Interviewee: I’ll ask her. 
Interviewer: Yeah, it’d be lovely.
Interviewee: There's somebody else in Toronto that we actually told them about the…hang on, let me just see if…let me just check with Gideon what her name is? 
Interviewer: Yeah, no worries. 
Interviewee: Because you might be able to get through. Hang on.
Interviewer: Yeah, thank you. 
[Silence]
Interviewee: She's African. 
Interviewee: And also a single mom and she ended up coming for a week. Okay, it's going to ring in the here, sorry. 
Interviewer: Oh, no, it's fine.
Interviewee: He might have started to call actually.
Interviewer: No worries.
Interviewee: Mind you it’s 2:42, he was just here until two seconds ago. Anyway I’ll try and find out. Okay, so I’ll ask Jody and I'll ask him about this other woman. Now, you probably have reached out to the people who have participated in other studies, right?
Interviewer: Yeah, that's how we got you. 
Interviewee: Yeah, that's what I thought I remembered. So, she would have gotten this, so, I don't know, yeah. The other one Jody, [1:30:49 no], but yeah.
Interviewer: If you don’t mind, what was the other woman's name? I can shout. 
Interviewee: I don't remember that.
Interviewer: Alright, no worries.
Interviewee: That's why I was trying to call you Gideon, because Gideon knows her well and keeps on saying she and I could become best friends, but we just never have a chance to connect. 
Interviewer: I mean if you think of anyone who might like to participate we’d always love to have them, obviously no pressure. It doesn't…it's okay. 
Interviewee: And I mean if we don't have to come to Boston, which is nice.
Interviewer: Yeah.
Interviewee: You know, as much as I loved…it was actually fun. But yeah, I'll see. I think altogether we're looking at about what, three to four hours?
Interviewer: Yeah, two to three, two to four, depending on how talkative someone is. We were hoping this would be kind of be like a down-and-dirty study, like in out, you know, not overburden people and we can still get good information.
Interviewee: Okay, so good. No, I will definitely check with [1:31:52 person’s name] 
Interviewer: Thank you, that'd be lovely. But yeah, so this is it for me, thank you. 
Interviewee: And I want to thank you. I want to thank you for being so appreciative, and so positive, and so acknowledging. You're very good at what you do. 
Interviewer: Thank you, thank you. That means a lot, I try to be. So thank you, that will be the highlight of my day. So thank you so much. Yeah, so expect an e-mail from me soon, I ordered gift cards last week. So as soon as they're in, I will send you a gift card as compensation for your time because we do so appreciate it, you seem like you're doing twelve hundred things, so thank you for adding this extra thing to your list for us. 
Interviewee: All right. Well, take care.
Interviewer: If you need anything from me, any questions, please, please reach out, I'm always available.
Interviewee: And the gift cards are in U.S. Dollars, so it should be okay. 
Interviewer: It's Amazon. 
Interviewee: Oh Amazon should work, okay. Yeah, yeah so I can even do it online.
Interviewer: Yeah.
Interviewee: Incorporate it, okay.
Interviewer: Hopefully it comes soon. Sometimes it takes a little longer to order, but it's on its way.
Interviewee: How much is it for? Out of curiosity.
Interviewer: 50 US Dollars.
Interviewee: Might be able to get a good razor for my dad, okay [laughing].
Interviewer: Yay! Thank you so much, and you have a lovely day.
Interviewee: I will, you too, take care.
Interviewer: You too. Bye!
Interviewee: Bye!
[End of transcript]
