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Interviewer: We are starting. And I’ll be asking you questions about your perspective regarding how your son’s sensory sensitivities impact his transition to adulthood.
Interviewee: Okay.
Interviewer: And I’ll be doing something called a semi-structured interview, which means I have my planned questions in my script but I’ll be adapting them so they actually make sense for what we’re talking about.
Interviewee: Okay.
Interviewer: And if there are any questions that you don’t want to answer, for whatever reason, that’s totally okay, you don’t have to.
Interviewee: Okay.
Interviewer: And if something comes up later that you thought about, go for it, it doesn’t have to be like a linear conversation at all.
Interviewee: Okay.
Interviewer: And that’s it.
Interviewee: Alright.
Interviewer: Awesome. Any questions?
Interviewee: No, sounds good.
Interviewer: Great. Could you start off by telling me about your son’s sensory sensitivities and sensory interests?
Interviewee: Sure. So, Jake does a lot of flapping with his arms, kind of the typical Autism sensory thing, [inaudible at 0:57] some kind of feedback to tell him either where he is in space or kind of calm him down, so he does that a lot which is challenging when he’s in public. I know that’s not a socially acceptable behavior, especially now that he’s 18 and he’s working a job. When he was in school, he was in special ed classes a lot, it was a little more acceptable because a lot of the other kids in his class did that but now that he’s working a typical job at a grocery store, you know that’s not really okay so I have to just give him lots of reminders before work not to do that. He also kinda does something where he looks really hard to the side with his face straight ahead but just moves his eyes, to either the left or the right all the way, so that’s just another thing that looks a little bit odd, it’s a little bit of an obvious behavior when he does that. And, I mean, he has tactile issues, so if he’s eating in front of people and he picks up like a piece of toast for example, he doesn’t like getting the fine grains on his fingers, so he’ll kind of immediately wipe it on himself, he’s not always good about using a napkin. Just by reminding him for the past 18 years that there is a napkin on your lap and you use the napkin. He still tends to wipe things on his shirt or whatever, just like he can’t tolerate it being on his fingers for two seconds and he just has to do whatever, he has to get it off right away. At least when he was a toddler, he would not use his hands to eat, he would put his face to the plate and pick it up with his mouth because he didn’t want to touch it, so at least it’s been a lot of progress but still not perfect.
Interviewer: Progress is progress.
Interviewee: Right, exactly. 
Interviewer: So, you mentioned toast, is it like just that texture or is it any type of fine type of thing?
Interviewee: Yeah, I’d say anything that gets messy on his hands. Like even if he were to touch like something oily like lotion or sunblock when we’re going to the beach. Sand at the beach, definitely he likes to play in the sand but then it drives him crazy when it’s on him. Definitely when he gets haircuts [0:03:00] he’s more bothered by most people with the hair sitting on him, it can’t touch him for two seconds, it has to come off right away. So I cut his own hair at home and just make him take his shirt off and I can just keep wiping it.
Interviewer: Yeah, totally. So, it’s not just his hands, like it’s an entire body type of thing?
Interviewee: Yeah, definitely. He has a hard time transitioning from season to season with the change of short sleeves versus long sleeves. When we’re first transitioning into long sleeves, he’ll just pull at his short sleeves to want to pull them down to his wrists to cover his arms and then when he first transitions into long sleeves, he’ll be pulling his sleeves up. It takes him a little while to get used to. I think he has a problem with the heat and the cold, he doesn’t sense it like we would. He can be out in extreme cold and dress totally inappropriately and not appear to be cold, like not shivering, not complaining that he’s cold. It’s kind of a safety thing, I have to tell him “Jake, it’s not safe to be outside without your coat on right now.” He’d like to do a polar plunge, he will swim in the ocean, he’s done a couple for Autism, coordinated ones but now he wants to do it by himself, like on his own all the time and I’m like, “You know, we’re going to do this like once a year. This isn’t really a good idea with hypothermia.” He doesn’t run to grab a towel right away. I have the towel ready, the car started, heated up and everything but if I hadn’t done that, he’s definitely at risk to get hypothermia because he just sensory wise, doesn’t seem to realize how cold his body really is. 
Interviewer: Totally. Does he do it in the opposite direction where he won’t realize how hot he is as well?
Interviewee: He’s actually really bothered by the heat, more so than others. He is a very sweaty kid. He doesn’t... he’s terrible with body hygiene and he doesn’t always want to wear deodorant, I have to kind of just make him do that all the time. I don’t know why the heat bothers him more. He just doesn’t want to go outside if it’s really hot, so in the summer we just try to go out in the morning and the evening to just avoid that.
Interviewer: Absolutely. When it comes to the transitioning of seasons with his wardrobe, does he also pull down his shorts the way he pulls down his short sleeves, like when it goes from cold to warm?
Interviewee: Not as much, it doesn’t seem like his legs bother him as much. He also has neuropathy in his legs from a metabolic disease, I think he has a little decreased sensation in his legs, so maybe it doesn’t bother him as much.
Interviewer: That would make sense. And then you talked about looking out of the periphery of his eyes in both directions, is that in certain scenarios that he does that?
Interviewee: Sometimes it’s even just in the car [0:06:00] you know, whatever, but other times I know that he does that, he doesn’t want to stare at people, and for something he wants to look at, he tries to make it not obvious and just move his eyes but it ends up being odd and I think it’s so obvious because he’s just turning them so far, people can still tell he’s looking. Just do a quick glance like most of us would do.
Interviewer: Does he have sensitivities to sounds as well?
Interviewee: Yeah, he doesn’t like really loud noises. A couple of times I’ve taken him to a restaurant and we stayed for a little while and then a band comes on at like 10 o’clock at night and at that point, you know, he’s not 21 so he needs to leave then anyways and I would be taking him home but sometimes he says that’s too loud, he doesn’t like it, or if I turn the radio up in the car, not even super loud but he doesn’t like that, that bothers him. When he was a toddler it was much worse. If people sang the ‘’happy birthday’’ song, all in unison for whatever reason, like if I sang it myself, he wouldn’t be so bothered but if everyone sang it, he would cover his ears, yell and hide under the table, he could not handle it. He’s come a long way but still…
Interviewer: You described a lot of like kind of human sounds, what about more mechanical sounds like cars, or alarms or things like that, do those also bother him?
Interviewee: I mean if there is a fire alarm going off, yeah, the fire alarm has gone off in the house before and that’s super loud and it would bother anybody but I took him to a world of wheels, like a big muscle truck show and it was pretty loud and it was smelly, oil and gas and whatever from the vehicles and he did not like that. I had like earmuffs and everything for him but he still... it just bothered him, he hated it. I think he hated the smell worse than the sound but the sound bothered him too.
Interviewer: Got you.
Interviewee: I could put earmuffs on but there’s not too much I could put over his nose.
Interviewer: Yeah, that’s harder.
Interviewee: It was before COVID and all the mask wearing.
Interviewer: On the form you also indicated that he had some sensitivities to smell and taste?
Interviewee: Yes, so smell like I mentioned with the car thing. If somebody’s cooking something that he doesn’t like, he’ll be like, “Oh, that smells awful,” and he’s a little more dramatic than most people, where somebody might just say, “Oh, that smells terrible,” he covers his nose and wants to leave the room and whatever. And taste, he’s always had issues with taste, it’s always been a huge challenge getting him to try new foods and eat certain things. If he tastes something that he doesn’t like, a lot of us could maybe like just take a tiny bite, swallow it, try to be nice about it, wipe our mouth and move on. He’ll spit it out. I’ve learned my lesson not to have him try new foods in a restaurant, save that stuff for at home and he [0:09:00] can try to… encourage him to spit in a napkin and not just spit in his dish. When he was younger, he would actually vomit. If he literally touched something to his tongue that he didn’t like, it would just be complete vomit, there was no just... not even like a gag, he couldn’t tolerate it at all.
Interviewer: And are there certain smells or certain foods that trigger those behaviors more than others?
Interviewee: I think onions he really doesn’t like. Indian food, we lived in an apartment with a couple of Indian neighbors and he really didn’t like the smell of the curry. I don’t know, those are the only things that come to mind. Or if somebody burns something, like I burned a bag of popcorn one day, in the microwave. He burned a macaroni and cheese one day, he forgot to put the water in the microwaveable kind and it was an awful burning smell and he was like freaking out about it, he was just like, “Oh my god, it smells so bad. Can we take the microwave and put it outside?” I was like, “No, it’s bolted to the wall.”
Interviewer: That’s harder. And with foods, what... so you say he doesn’t like new foods, what does he eat comfortably, I guess?
Interviewee: A lot of white, bland things, pastas, breads, cereals, I think that’s pretty typical of kids with Autism to have that sort of diet, pancakes. He more recently eats more fruits and vegetables than he ate in the past, everything has to be bland though. He’ll eat broccoli and carrots but it has to be steamed, everything has to be done a certain way and no seasonings or anything on it at all. So he’s not big on like toppings, the only thing he puts salt on is eggs and really, I can’t put any dressings or whatever. Ketchup is like the only thing that he’ll put on French fries or potatoes or things like that but nothing else can have anything on it. He’ll eat a ham and cheese sandwich plain in the bread, no mayonnaise, no pickles, no anything. 
Interviewer: And so for the food, it’s more of a flavor thing and less of a texture thing?
Interviewee: I think it’s both. He definitely has texture issues, he always has, he kinda separates his food, it can’t touch each other in the dish, if it gets soggy or something, he’s not going to eat it. Flavor too, if something was cooked a certain way and has too much of a flavor like forget it.
Interviewer: Got you. Are there certain textures he really doesn’t like? You mentioned sogginess, anything else?
Interviewee: Anything that’s too chewy. He won’t eat steak; he just tells me it’s too chewy. Or even like a certain bread, like I gave him a sandwich on a ciabatta bread the other day and he’s like, “It’s too chewy, I can’t eat this.” [0:12:00] I was like “oh my goodness,” so we usually stick to wheat bread, plain old.
Interviewer: Whatever works right? And so how does he manage these sensitivities and these preferences?
Interviewee: We do a lot of planning, if he’s going to a friend’s house, I pack his own food in a cooler with ice, same with school, he always brought his lunch before he graduated this May. Work, he only works three hour shifts so he doesn’t really have to worry about eating there but if he did, same thing. He always carries around a little string bag, like backpack and he has a few snacks and drinks in there because he knows that he’s picky and he’s not going to necessarily expect to go to somebody’s house and expect that they’re going to have something that he likes and he’s very shy and he wouldn’t ask anyways. 
Interviewer: Got you. And in terms of loud noises, how does he manage that, like headphones, earbuds?
Interviewee: It’s fortunately not like we’re usually some place that’s really loud, if it is going to be someplace that we know it’s going to be loud... he comes shooting with me once and a while, like target shooting and he knows to expect it and that it’s going to be loud and he wears the earmuffs and he’s fine. I don’t have to carry them around. I mean if we’re going to be someplace, I know it’s going to be very loud, I took him to a concert we brought the earmuffs but otherwise, if something sudden happened, he would just block his ears.
Interviewer: Got you, that makes sense. And then the very beginning of our conversation you talked about kind of prompting him for work about his arm flapping, what does that look like when you have those conversations?
Interviewee: I just tell him, “Remember not to flap your arms at work, people will look at you.’’ I said, ‘’People aren’t always nice about those things and also, you don’t want to be an outcast. It’s time to start making more friends and it would be nice if...  if you’re doing those things, sometimes people don’t want to be your friend because it’s just different behavior and sad to say that people often don’t want to be friends with the person who’s really different.”  So I tell him it’s okay at home and I love you no matter what but you have to try not to do that in public.
Interviewer: Got you. Do those conversations help him you think?
Interviewee: I don’t know. He tries, he tries to listen, I don’t know how much he cares. He really doesn’t seem to care about being different. He hasn’t really fortunately had many situations where he’s been made fun of, the kids have been pretty good through the years. We’ve been lucky but he’s just kind of like, “Whatever, I don’t care. It doesn’t bother me any.” You know what I mean? It makes it hard to correct.
Interviewer: Absolutely. Over the years has he received any particular services or interventions for his sensory sensitivities [0:15:00] and preferences?
Interviewee: Yes, definitely. It was an issue since he was really young and at about a year and a half of age, I had all kinds of early interventions coming to the home for PT and OT and speech. All that carried through his IAP all through school, right through to this last year as a senior in high school. Right now, I don’t have him in anything. I think that he’s pretty much gotten the training that he needs and is going to benefit from and I just try to reinforce it moving forward. So I think he’s at a point that he can function in life at least. He just needs the reminders when things are appropriate and not. 
Interviewer: Absolutely. Do you think these therapies helped him with his sensory sensitivities?
Interviewee: Oh yeah, I mean especially where he couldn’t tolerate being in the same room as singing the ‘’happy birthday’’ song and now it’s totally fine. He couldn’t tolerate picking up a piece of toast and now he can. I sat in all the therapies with him and did a lot of what they wanted us to do at home, I knew they weren’t going to fix him in an hour or two a week.
Interviewer: Absolutely. 
Interviewee: A lot of work.
Interviewer: I’m sure. That’s awesome. That was a good segue, thank you. How have his sensory sensitivities changed over time?
Interviewee: He’s definitely less sensitive than he was when he was younger. Now that he’s obviously... he’s perfectly verbal. When he was younger it was tough because his speech was so far behind and he didn’t really talk until he was like three. He couldn’t tell me what was bothering him, so he’d have lots of meltdowns and I was like, “Okay, are you hungry? Do you need to be changed? Is it too loud?” Process of elimination. It’s definitely gotten a lot easier. He knows to avoid certain things. He’ll tell me, “What, you got concert tickets? It’s going to be too loud and I’m not going to like it.” I’ll just say, “Okay, we’re going to wear your earmuffs. We don’t have to stay the whole concert but I want you to try this, I think you’re going to like it. I know you like listening or whatever.”
Interviewer: And is he willing to try? It sounds like maybe he is?
Interviewee: He needs a push a lot. It’s usually no, no, no and I don’t take no for an answer with him very often because I know he’s capable of doing it and if I let him just sit home in the corner, that’s all he’s ever going to be. I know he can do more than that and usually 95 percent of the time he ends up liking whatever it is I pushed him into. Every once and a while we lose one but for the most part it’s usually good.
Interviewer: That’s life, right? We all have preferences. These changes that you’ve noticed, do you think they’re related to any independence that he’s gained over time?
Interviewee: Yeah, I mean I think that he has a good feeling knowing that he’s a little bit more in control [0:18:00] of his life, he carries a cellphone around, he has his own iPhone and if he goes to a friend’s house without me, which is still fairly new for him, up until the last year or two I would always kind of go and hang out with the mom while the kids were hanging out or whatever and now he knows, if I’m not there, he has a cellphone if he wants me to pick him up earlier than planned. If he’s just not having a good time or the kids watching a movie he doesn’t like, has the TV blaring, whatever, he’ll send me a message, “Get me out of here.” I’ll be like, “Okay, I’ll be right there.” It’s a security blanket knowing that he can make some of his own choices to a point, you know?
Interviewer: Yeah, for sure. And when he is in a scenario, like a sensory environment that he doesn’t like for whatever reason, does that cause or increase anxiety for him?
Interviewee: Yeah, sometimes he’ll start flapping more. He also in addition to that like looking side to side kind of squints his eyes really tight sometimes, sometimes he’ll do that. It’s a little more complicated for him because he has Tourette’s on top of it all, sometimes he’ll do local tics, shoulder shrugs or something like that, it definitely triggers his tics. 
Interviewer: Totally. How does he manage this anxiety or how do you help him manage this anxiety?
Interviewee: I mean other than reminders or trying to find something else he could do, I’ve tried ideas like put your fingers in your pocket, maybe tap a pencil that’s a little bit more socially acceptable, tap your foot, it hasn’t worked, he just doesn’t really seem to care. Otherwise, he does take medications too, he’s on Ativan and Abilify and they do help.
Interviewer: With his anxiety or with his Tourette’s?
Interviewee: Both but he’s on it for the Tourette’s but he is generally kind of anxious in general. It definitely helps with the tics. When he was younger and not on meds, if he was holding a toy his tics were so bad, forceful with his arms that he would drop whatever was in his hands kind of frequently, that doesn’t usually happen too often anymore.
Interviewer: Okay, that’s great. I’m sorry if you can hear my boyfriend in the office talking.
Interviewee: Oh no problem, I can’t hear him but that’s totally fine.
Interviewer:  Great. That’s what happens when you work at home, right?
Interviewee: Exactly. 
Interviewer: Has this anxiety related to the sensory experiences, has that changed over time or is that pretty constant?
Interviewee: No, it’s pretty constant I would say.
Interviewer: Got you.
Interviewee: He’s always been a bit anxious [0:21:00] I mean his anxiety’s gotten a little bit better over time, since he can express himself but you know, he’s still just a bit of an anxious kid at times.
Interviewer: Understandable. And then thinking a little bit more broadly and a little bit more towards the future, what goals or hopes do you have for your son in regards to his sensory sensitivities and sensory needs?
Interviewee: I mean just that he’ll be able to express himself if he needs something, to help him stop if he gets to a point where he’s just twitching a lot more than usual. Sometimes he will say, “My twitches won’t stop today.” And I know he’s annoyed by it. So if he can identify things on his own, that might help. If he just needs to get up out of the room and go take a walk, maybe decrease his anxiety or get away from whatever it is that’s making him uncomfortable. 
Interviewer: Absolutely, thank you. We’re going to shift gears a little bit to our next chunk of questions. As your son has grown up and aged a bit, how has his and your community reacted to his sensory sensitivities and sensory needs?
Interviewee: I mean the school has always been great; they’ve been right on top of everything. He’s taken karate and swimming and he’s done a lot of extracurricular activities and they’ve been very understanding to what he has, they just try to ignore it if he’s twitching or whatever. I think everyone’s been good. I’ve tried to sign him up for things that would be appropriate. I wouldn’t picture him on a regular football team that wasn’t for special needs, he wouldn’t be paying attention or he’d have to finish his series of twitches before he would want to catch the ball and, in the meantime, he would probably get hit in the face with the ball or something, you know what I mean? I’m selective with what kinds of things I sign him up for.
Interviewer: Absolutely. And was his community more or less accepting of him and his needs when he was younger?
Interviewee: I think we’ve been lucky that we’ve kind of gotten him signed up with the right things from the get-go o, identifying that he had Autism early on at a year and a half old. It’s more like I think family didn’t understand, I have two brothers and their wives and their kids kind of weren’t so understanding and accepting, kind of just ignored him and that’s been tough. You wouldn’t expect that, I didn’t expect that from my own family, so that’s probably been the worst of it. I mean from a stranger, whatever, I’m never going to run into them again but when I know every holiday it’s going to be... my son’s going to be segregated and not invited to play with the other kids and they close him out and close the door, it’s been really sad. [0:24:00] I just try to limit time at those events and he stays right by my side. 
Interviewer: I’m sorry to hear that. 
Interviewee: Yeah, it’s been a tough one. It’s like jeez, you know, I mean you see so many families that are so supportive but yeah, neither of my brothers or their wives have ever watched him for me if I needed to do something, they’ve never visited him in the hospital when he was sick or anything. He’s had like 30 intensive care unit stays; this kid has been read his last rites more times than I can tell you. My sister-in-law is a germaphobe and she’s like, “I’ll never go in the hospital, it’s just the germs I can’t be in a hospital.” But the rest of them, I don’t know, they’re just kind of selfish, unfortunately, sad to say. That’s why I have good friends and a good boyfriend, you can’t choose your family so at least you can choose your friends.
Interviewer: And friends can be family.
Interviewee: Exactly, exactly, my friends are good with him. 
Interviewer: That’s awesome. So your friends like accept and take care of him?
Interviewee: Yeah, I mean I don’t really ask anybody for anything but when we get together with the other kids and stuff, everyone’s always very kind to him.
Interviewer: That’s excellent. Thank you for sharing about your family, I’m sorry that has been hard.
Interviewee: Sure, I know right, I’m telling you. It will be nice when we’re moved to South Carolina in a couple of weeks and it might not be so bad to miss the holidays this year. Maybe in time it will be different and we’ll have them over. 
Interviewer: Yeah, exactly. You can blame it on COVID.
Interviewee: Exactly, right. 
Interviewer: What about his work? I know he just started but how are they with him?
Interviewee: They’ve been really good. I mean one of the reasons that I chose the particular grocery store that he’s at is they hire a lot of special needs people. They have a few people with Down’s Syndrome that are bagging groceries just like Jake. A lot of kids with Autism and it’s a pretty basic job too, so they’re used to dealing with people that have… whether it’s sensory issues, social issues, whatever and they’ve been really good.
Interviewer: That’s awesome. That’s really great. Thinking again kind of towards the future and again a bit more broadly, what are your hopes or worries for how Jake’s community will react to his sensory needs in the future?
Interviewee: I mean it’s always a worry, I think I’ll always just be selective about where he works and where he goes and things like that, you know kinda who he hangs out with. Going through a big move right now, in two weeks, honestly, it’s going to be a challenge. I’m already trying to get him connected with a day program down there and think about what would be a good job for him, challenge him a little bit more than a grocery store, I’d like to do something that might, I don’t know, maybe something like in a hotel, if he’s like folding towels or something, I don’t know, whatever. [0:27:00] It will be a work around for sure.
Interviewer: Yeah, for sure.
Interviewee: We moved to a community where there’s a community pool in the neighborhood and I think that socially it will be good for him. I didn’t want just a pool for us because then he’s going to be alone in the pool and not being social. There’s a pool, where there’s already a bunch of people, he’s going to have to socialize.
Interviewer: Yeah, by default.
Interviewee: Yes, exactly. 
Interviewer: Got you. And then shifting gears again a little bit, in this transition to adulthood, where is your son?
Interviewee: I mean even though he’s physically 18, he’s definitely a little more immature than that. Socially he still wants to play with toys and he’s not into having a girlfriend, he’s not into watching sports or things like other kids his age would be. He doesn’t drive because he’s legally blind and I don’t think that he could... with his Autism he just wouldn’t pay attention enough to drive. It’s not like the normal path, there’s always different like I have to... when he does get another job if for some reason it doesn’t work out with the hours that I work, I’m going to have to find a ride for him, whether it be Uber or in Massachusetts I had signed him up with The Ride, which he qualified for, hopefully they have something like that down there, if they don’t, maybe I’ll see if there is some retired person that wants to make a little side money and can drive him around when I need them to. So, we’ll figure it out but yeah just a little extra planning goes into things. 
Interviewer: Absolutely. And then thinking about his independence, what is he able to do by himself and where does he need some more support?
Interviewee: He can make himself sandwiches and things, he can do his own tube feeding but I have to make the formula because it’s a lot of meds that get mixed in it and I wouldn’t want him to mess that up. He still needs help with body hygiene, he’s terrible, he’s almost like a 12-year-old who doesn’t want to shower ever and when he does shower, he’ll come out with his hair dry and I’m like, ‘’did you wash your hair?’’ you know, obviously not! Sometimes he comes out and he still smells like body odor so I know he didn’t do a good job. So a lot of times I still have to go in the shower with him and just like, he can do the steps but I have to tell him, “Okay, now scrub under your arms, make sure you get your feet,” whatever.  He won’t wash his face at all, it’s sensory issues, he won’t let water touch his face. He’s fine if he’s swimming and he goes underwater but he won’t …he doesn’t want the shower spray hitting him. Usually when he gets out of the shower then I wash his face with a facecloth. Then brushing his teeth, he just needs reminders, he can usually do that himself, sometimes he doesn’t do the best job so I finish it after he’s done. He can’t cook himself everything [0:30:00] so he’ll make like pancakes, it’s probably the most extensive thing that he’ll make that will use the stove, other than that he just uses the microwave. He definitely needs help with cooking, cooking, bathing pretty much and then occasionally with his vision he might put his pants on backwards or inside out or his shirt, that’s just something I have to eyeball him after he gets dressed. 
Interviewer: Different issue though.
Interviewee: Yeah, exactly. 
Interviewer: What about chores? Can he do his laundry, clean up after himself?
Interviewee: Yeah, he needs reminders, but he’ll usually clean up after himself eating as long as I remind him. He needs reminding to clean up after he takes a shower, like, “Hang up your towel” or whatever. He does help with the laundry, he still hasn’t mastered it, I usually need to stand over him and remind him how much soap to put in and which setting or whatever but I think he’ll be able to do that independently. 
Interviewer: Absolutely. Perhaps pre-COVID but how was he with helping with shopping for food that he might need?
Interviewee: He’s actually really good. He’s been very good about telling me lately when we run low on something that he uses…like cereal or his favorite cookie or whatever, he’ll tell me to put it on the list and I’ll put it on the list and then he often will sometimes remember without looking at the list when we’re in the grocery store what he needs. He kinda knows where in the store to find certain things that he likes.
Interviewer: Absolutely. You mentioned he has this job, how is he with money management with the pay checks that he gets?
Interviewee: Actually, pretty good. He gets a live check and I’ve shown him how to do a direct deposit into his bank account using his iPhone, he needs me to stand next to him, he’s only worked there for like maybe a month, so he’s had four pay checks or whatever. He needs me to show him each time but he understands the general concept and then the next day we always go back into his checking account and make sure that it cleared and it got in there and then he’ll usually ask me... he likes to buy things on Amazon, he’ll know his pay check was like $34, I tell him ‘’don’t spend your whole pay check but if you want to buy something that was half of that or maybe a little bit more that’s fine and save the rest.’’ He’ll find something on Amazon and ask me if he can buy it with his pay check money and I’m like “yeah, that’s okay,” and he always shows me before he buys it. 
Interviewer: That’s great. Does he understand that it’s important to save or does he just know that he should only spend less than what he makes?
Interviewee: I always try to reinforce how important it is to save, that when you’re older there might be something big that you really want [0:33:00] that it’s nice to have a stash of money in the bank when you need something and then when you’re much older you’re going to need a roof over your head, you have to make sure that you have some money if you ever were to buy your own place and you want to put some money down. You need to pay somebody to help you, like a private aid or something and like I’m dead and gone, you want to have some funds available. I mean there is some government assistance for that stuff but god knows in 20, 30, 40 years if there will be.
Interviewer: Absolutely. And then through school maybe even through his job, does he have any friends, some type of social life that he manages?
Interviewee: Yeah, he has a couple of friends, I’d say really just three friends that he gets together with. So like today, we’re getting together with one of them but I really had to initiate it, I texted the mom, said, “Do you guys want to meet for coffee at Dunkin Donuts at three o’clock today?” And they said they would, of course it’s been a little harder with COVID, this particular family has been very, very paranoid about getting together, this is the first time I’ve been able to nail them down in months, so I’m excited. I just figured it would be a quick thing, feel more comfortable than sitting a table and getting dinner, we’re just going to sit outside. But he does occasionally text his friends to make plans but I have to tell him to do that, sometimes tell him what to say and then remind him to check his phone to see if they replied and he gets kind of nervous calling people, he wants it to be a quick phone call, he also doesn’t know what to say on the phone sometimes. He’s great at like, “Hi, how are you doing today?” And then after that, dead air. I’ll be on the sideline whispering, hoping the other person doesn’t hear, “Ask them if they want to go to the 99’s for lunch or go bowling,” or whatever and he’s very robotic and then he’s like, “Okay, thanks, bye.” There’s no small talk. 
Interviewer: Yeah, absolutely, that’s still great though. I mean that’s still great that he is still able to have those friends and still make those connections.
Interviewee: Definitely, we’ll take what we can get.
Interviewer: Absolutely. And then does he ever express interest in wanting to live on his own one day?
Interviewee: Not really, I think he’s nervous about that, I think he knows how much help he needs. We’ve talked a lot about that. I told him that as far as I know my plan would be for him to live with me indefinitely, until I’m old and can’t take care of him anymore, whatever, but we have talked about there are options like a group home or a nursing home if it ever becomes too much for me or if the situation ever deteriorates and he needs more care to the point that I wouldn’t be able to work, I have to work. I try to mentally prepare him for any options or god forbid I got hit by a bus tomorrow, I always tell him, “You would go to the emergency room and you would tell them that you are homeless [0:36:00] and the social workers would help you figure it out.” I just did a trust and I just got guardianship of him, so at least hopefully it would be easier for him to access whatever I have. As a nurse I see those situations every day, that people haven’t made provisions for their special needs or elderly loved ones and it’s a long process to get all that stuff taken care of. 
Interviewer: Yeah, it is, absolutely. It’s good that you got it set up, just in case.
Interviewee: It’s been a long, painful, expensive process but it finally is all over.
Interviewer: And it’s better than the alternative. 
Interviewee: Yeah, I just want to make sure. It’s not like he has siblings or anybody else to rely on, when I’m dead and gone that’s it, his dad isn’t   really involved, I’m all he has. My boyfriend is great but we’re not married and he doesn’t have any legal authority over him.
Interviewer: Exactly, it’s a real concern but it sounds like you’re handling it wonderfully. 
Interviewee: Yeah, thank you, I’m trying. I try to plan for everything. I like to have a plan B, a plan C.
Interviewer: Me too. Thinking a bit more about his independence, do you think he’ll be able to achieve more independence in the future?
Interviewee: I think so. Right now, he’s scared to death of using Uber but that might be a reality for him. I can’t always drive him places. I have a motorcycle and I want him to come out with me sometimes, some of the places that we go, actually Saturday night my friends are having a going away party for us, I’d like to take the bike, we’re going to a restaurant, kids under 21 can stay till 10 o’clock at night and I need to get a ride home, I’d love to just Uber him home, now I have to find someone who can drive him home. He can’t ride on my motorcycle with me because he’s too big, so I’d either have to not take my bike to get him down there or have somebody else drive him so like I’m figuring that out. But when he’s more comfortable with an Uber, that would help me out immensely and I know him, he’s always very nervous until he does something a few times and then he’s fine. 
Interviewer: What about Uber scares him?
Interviewee: He’s heard things on the news about crazy situations where somebody either wasn’t an Uber driver and picked somebody up and murdered them or whatever or the Uber driver, maybe I don’t know what they do for background checks, but they had some criminal record and they didn’t just pick the person up and take them where they needed to go. It’s understandable, I mean I think I get a little nervous if I take an Uber but I take special provisions and take a screenshot of the license plate and tell a friend where I’m going. I think it’s something he’s capable of doing, he just needs to feel comfortable. Maybe I take a few Uber rides with him a couple times, show him the ropes and then have him transition. 
Interviewer: Absolutely. And where do you see him making gains in his independence?
Interviewee: Well, the ride, stuff like that [0:39:00] and then maybe after the Uber ride then maybe he can learn how to call it up on his cell phone all by himself and order it. Or, you know, maybe eventually he can do his formula all by himself with measuring all the meds. Better with his body hygiene, with friendships and initiating get-togethers versus always relying on me so yeah, he definitely has room for growth.
Interviewer: For sure. And what do you think will help him move into adulthood in these areas?
Interviewee: I mean I think kind of me pushing him for one and two, him transitioning from being in school all these years and having his hand held to being out in the community more. Getting another job, so he’s going now to have to go through another job interviewing process and learning another job and hopefully making some friends there and I think just the whole transition I think will be helpful. I think he doesn’t feel like he’s ready for it, I think he’s somewhat ready for it.
Interviewer: That’s great. Are there particular services or interventions that you think could help him in this transition?
Interviewee: I think... he’s linked up with The Mass Commission for the Blind, so not so much specific to Autism but might kind of help on both fronts, with low vision, suggestions for how to use the Uber app if he can’t see his phone too well eventually. How to let the Uber driver know where he’s going to be standing because he might not see them. He can’t read a license plate, it’s too small. I know somebody in school we talked about that a little bit, it was helping him from one of the schools for the blind, that was either Perkins School for the Blind or I forget the other one, but you know, she was saying he’d have to tell the Uber driver he’ll be standing on this roadside with a cane, keep an eye out for him, like a walking cane. He doesn’t really need it right now but he might want to use it when he’s using an Uber just to be identified and so other people know that he can’t see and they’re not in his way or something. 
Interviewer: For sure. Now, putting these two things together, his sensory sensitivities and preferences and his transition to adulthood, how do they intersect for Jake?
Interviewee: I mean I think that the sensory issues are always a challenge with his independence because sometimes he has these rituals that he has to finish before he can do something. I’m not sure if I’m understanding the question right.
Interviewer: I guess how do you see his sensory sensitivities impacting his ability to transition to independence? [0:42:00]
Interviewee: Okay, yeah, I mean sometimes it’s just like he’s stuck in his own head with his little rituals of ticks or it also just gets in the way of what he might be doing. If he needs to be focusing on something he’s supposed to be doing at work but he’s like doing some kind of eye stimulation or flapping or whatever, he might not be as productive as he’s supposed to be because it takes up time, if he’s doing that five, ten times in an hour, is he going to be able to get all of his work done? He needs to try to not do that or not do it as much.
Interviewer: Absolutely. And do you see his sensory sensitivities and sensory needs as an obstacle, a vehicle or a bit of both or neither towards his independence?
Interviewee: Definitely an obstacle, it definitely just gets in the way of anything that he needs to do. I’ll say, “Jake, go get your shoes we’re leaving.” And he’s got to flap and I’m like, “Oh my god, let’s go.”
Interviewer: Got you. And relatedly, what do you anticipate as being challenging for him as he gains more independence in relation to these sensory needs?
Interviewee: If he wants to eventually go on a date or just go out to lunch with his friends without me, he’s limited to what he can order on a menu because there are so many things that he doesn’t like. He might be limited to what restaurant he goes to because he might not like anything on the menu at a certain place. And then he needs to be more comfortable speaking up for himself. There are ways that you can ask for something that’s not really on the menu like they might have chicken parm listed but he only eats it in a sandwich, he needs to feel comfortable asking them to put it in between some bread for him and that’s okay but he’s too shy to do that, I always have to do that for him. So he needs to just learn to advocate for himself. 
Interviewer: For sure. What do you think will help him in this intersection?
Interviewee: I think just exposing him to these situations as much as possible and pushing him out of his comfort zone. I mean I have so many friends with Autistic kids and they’re like, “Oh, he’s just happy home on his iPad, sitting on his bed,” and that’s the life that they’re going to give them and that’s all they’re ever going to be and have, I’m like, “oh my God,” Jake’s come so far and if I didn’t push him he would never have been able to do it. There’s no way I would want that so it’s worked out. Some people are like... my parents would always be like, “Why are you forcing him to go? He doesn’t want to go.” I’m like, “It’s the best thing for him.”
Interviewer: It sounds like you have given him a lot of rich experiences too.
Interviewee: Yeah, yeah definitely [0:45:00] we go everywhere, we’re never home.
Interviewer: That’s great, that’s so, so great. Other than you kind of pushing him to have more experiences, are there particular services or interventions that you think could help him in this intersection again?
Interviewee: Yeah, I’m hoping to find a day program for him in South Carolina and then hopefully they would either do little day trips or activities together, hopefully they’d be the social piece. Maybe there’d be a piece of going out to eat places and they would be there to help him. 
Interviewer: Totally. And then, for kids like Jake, do you think there is a gap in the available services and interventions for them?
Interviewee: Yeah, there seems to be... after high school, which I know you can keep them in until 22, I chose not to because I felt that he was higher functioning and I didn’t think the school, they’ve been great but I think at this point they’ve done all they can do with him and I don’t think that he’s going to have any more value add from school and it’s just time to take that next leap. But, yeah, it seems like there’s not as many... I feel like there is a lot of services for like very special needs, like maybe somebody who’s like... I forget the correct term now, mentally retarded or whatever, much more disabled than Jake, I’ve seen a lot of programs for them and there is a lot of the elderly but it doesn’t seem like there is a lot for the young adults who are higher functioning. I don’t know where he’s going to mix in.  I’m searching to find a program like that, I don’t honestly 100 percent even know if it exists, he might end up being with a bunch of elderly people at a nursing home program, like a day program in a nursing home, I don’t know, I don’t know what to expect.
Interviewer: Yeah, totally. I think a lot of parents share that, not knowing and feeling like fit is kind of an issue.
Interviewee: Yeah, I think it’s almost harder in some ways when you kid is high functioning because there’s so much out there when you’re severe and you qualify for more help. I had somebody come from Mass Health to evaluate Jake and see if he qualified for PCA hours, personal care attendant, somebody to help bathe him, cook for him, things like that, if I’m working. They had programs for a couple hours a week but who wants to only work a couple hours a week, you know what I mean, it just didn’t work out.
Interviewer: Totally, that makes sense. And then again, thinking a little bit more broadly, how have Jake’s sensory needs impacted your goals, hopes and expectations for him as he does navigate adulthood?
Interviewee: I mean it hinders his goals because it gets in the way of what he can do. He’s never going to be able to work a job that is high stress, he couldn’t handle it. [0:48:00] I get frustrated with him sometimes, sometimes I’m like, “Oh my god, can you just stop flapping so we can hurry up and get out of here or so you can focus and wash your face and brush your teeth and we can do the next thing that we’re going to do today.” It’s definitely a hinderance. Another kid his age, if they were a typical kid without these issues, you’d be like, “Go get dressed, shower and see you later.” It’s a lot of dependence on me. I’ve been a single mom for a long time and sometimes I need to pick up extra shifts to make ends meet and stuff and it’s like trying to take care of all his needs while I’m working overtime, it’s just crazy.
Interviewer: Yeah, I’m sure it is. Thank you. We’re going to move onto our last chunk of questions, we’re almost done, it’s the shortest one. As a mom, as a parent, as a caregiver of someone with Autism and these sensory needs, what does transitioning to adulthood mean to you?
Interviewee: Just lots of change. Changing everything in his routine. Lots of research on my part, on where should he work? What day programs are out there? How is he going to get places? He always had a school bus pick him up. Is he going to be okay home alone if I don’t find something for a while for him while I work 12-hour shifts? My boyfriend doesn’t have a job down south yet but I’m guessing at least he’s a mechanic he should be working days and I should be working nights so we should have full coverage for Jake so it shouldn’t be an issue but god forbid we broke up and it was just me, you know what I mean? It’s just a lot of planning. Even if I had another kid that could semi watch out for him would be helpful, I really have nobody so it’s very scary.
Interviewer: I’m sure. Has this perspective changed over time?
Interviewee: No, I mean my situation has been the same for a long time, I got divorced from his dad when he was five so it’s just been me and him really. I used to work in high tech and put myself through school for two nursing degrees while working full time, he would come to class with me and he would sleep in the break room in the EI while I worked overtime. It was crazy, I just did what I had to do. But, so, I’ve always just…It’s just been the same, it’s always been fly by the seat of my pants.
Interviewer: You’ve made it work, clearly. 
Interviewee: Exactly, go to school meetings, haven’t slept in 30 hours, working an overnight shift and be like, “Okay, I’m here for the meeting.” [0:51:00]
Interviewer: What do you see specifically happening in Jake’s future?
Interviewee: I definitely see him getting a part time job. I’m hoping that the new neighborhood that we move to he’ll make some friends. It will be nice not being in an apartment anymore, being a little easier to invite people over and stuff like that. Have a little cook out or firepit outside, things that are a little easier to do. Just have him become a little more independent. If he can help me a little more with laundry and things like that, it will keep him busy and it will help me out so I don’t have so much to do when I get home.
Interviewer: Totally. Do you see him having a family of sorts one day?
Interviewee: Not really. I mean I hope that he finds a girlfriend and if he gets married that would be wonderful, I would love him to have somebody else who he can rely on. I don’t think it would be a wise idea for him to ever reproduce because my ex-husband and I were each carriers of his metabolic disease, autosomal recessive disorder, so any of our offspring would have a 25 percent chance of getting LCHAD, his metabolic disease  But if Jake reproduces it would be a 50 percent chance that they would have it and if he wanted to be guaranteed a kid without it, it would be expensive genetic testing, probably in vitro fertilization to pick the sperm that didn’t have that gene and he is sick in the hospital a couple of times a year and he can’t even fully take care of himself on a daily basis with Autism alone, with his metabolic disease alone, with Tourette’s alone and he’s legally blind, like when you combine all of that stuff and all of his deficits that he has it would not be a wise idea. I actually have talked to him about getting vasectomy and that’s not something that even as his legal guardian that I could force him to do, it has to be his decision and he does seem on board with the idea. If he becomes sexually active, I will strongly encourage him to do that. He loves babies, it’s one of his favorite things in the whole world and he would be in some ways such a good dad, like in a loving way but physically being able to handle it and sleepless nights would do him in metabolically, like there’s no way. I think he knows that’s not really a reality, unless he was with some filthy rich woman who could just hire a nanny, a live-in nanny that could do it all maybe. 	Comment by Author: Yes? 
Interviewer: Could happen, you never know. [0:54:00] And then moving a little bit back to your perspective that you articulated in terms of how this transition means a lot of change and a lot of research on your part, how much did his sensory needs play a part into that perspective?
Interviewee: Into what his needs will be?
Interviewer: Sorry, so like how did... you described your perspective of what it means to transition to adulthood as meaning a lot of change, a lot of transition, a lot of research on your part, did his sensory needs impact that perspective?
Interviewee: Yeah, absolutely. Everything that I plan for him I have to keep that stuff in mind. I wouldn’t get him a job in a machine shop that’s super loud, working with heavy equipment or something like that, it would drive him crazy. I have to get something that’s going to work for his life and make him happy and comfortable, I wouldn’t want to put him in a situation where he’s going to be agitated every day. Even if I find a day program, I don’t know if I’d want one where he’s going to be with like somebody who’s so severe that they’re like screaming all day or something. 
Interviewer: Absolutely. That’s actually it for all of my formal questions. Thank you. Would you like to add anything else?
Interviewee: No, I think it’s great that you guys are doing this. 
Interviewer: Thank you.
Interviewee: I appreciate your time. Happy to help. Hopefully all of this is helpful for your research.
Interviewer: It’s so helpful. Every parent’s perspective is different but I think it’s been so, so valuable to learn from parents like you, so thank you, it’s truly invaluable. 
Interviewee: Great, you’re welcome, anytime.
Interviewer: Do you know anyone else who might want to participate? We’re looking for one more participant? If you don’t, it’s okay.
Interviewee: The woman I’m getting together with later today, I can ask her.
Interviewer: Sure.
Interviewee: Do you want me to just share your information?
Interviewer: Yeah, I can also send you an email, whatever is easiest for you, I will do.
Interviewee: Alright, sounds good, yeah.
Interviewer: Awesome, I can send you something. But if she doesn’t want to, it’s totally fine, there is no pressure. 
Interviewee: There’s another woman, Sunday, Jake is supposed to get together with her, an autistic kid who’s 20, maybe he’s 20 now, he’s a little more severe than Jake, like socially he’s definitely behind but she might have some availability where she doesn’t work full time. I’ll pass it along.
Interviewer: Excellent. Again, there is no pressure for either of them, only if they want to and it’s okay if they don’t want to.
Interviewee: Alright, sounds good.
Interviewer: Can I do anything else to help you? Do you have any final questions? Can I help with anything?
Interviewee: No, I think I’m good, thank you. Want to help me move?
Interviewer: Sure [0:57:00]
Interviewee: What are you doing on November 3rd?
Interviewer: I’m going to the DMV actually. 
Interviewee: Oh boy, oh fun, fun.
Interviewer: That’s not fun either.
Interviewee: Oh my goodness, I feel your pain. Well, good luck.
Interviewer: Thank you, you too. It’s been so wonderful. And as soon as this video renders, I will send you a gift card as a big thank you for your time and effort.
Interviewee: Aright, sounds good. How long do they take?
Interviewer: To render? It should be done by this afternoon.
Interviewee: Cool. Thank you. Sounds good.
Interviewer: Enjoy. Thank you so much.
Interviewee: Alright, take it easy. You too.
Interviewer: Bye.
Interviewee: Bye. 
[End of transcript]


