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[START OF TRANSCRIPT] 
Interviewer: Great. We are recording and I will be asking you questions about your perspective regarding your daughter’s transition to adulthood in relation to her sensory sensitivities and we’ll be doing something called a semi-structured interview and that means I have my planned questions here in my script, but I’ll also be adapting them to follow our conversation to make sure they actually fit for what we’re talking about. Any questions? [Interviewee shakes head] Okay. And if you don’t know the answer to something, that’s okay. If you don’t want to answer something, that’s okay. We want to make this a comfortable experience and if something comes up, feel free to bring it up as it comes along. It doesn’t have to be perfectly linear. Alright. So, could you please start off by telling me about your daughter’s sensory sensitivities?
Interviewee: So, she is sensitive to a lot of different loud sounds, not all, she can go into a dance party and be having a lot of fun. Train, what do they call it, train noises can freak her out. We actually have a fire alarm as our doorbell. If there’s some other really loud noise, it might startle her. But those are the two. Then there are other things, like she was telling me, when I was asking her last night, she surprised me because she said noises were the thing that bothered her the most. But also, smell. But it’s very specific smells so something that smells really bad to her, like cheese. We went up to Pennsylvania on Tuesday and there were a lot of smells. There was the smell of burning stuff and there was the smell of manure and the smell of mulch and she could nail it. She knew exactly the mulch smell. My son and I were like “oh, you’re right” and it bothered her. She just cannot handle it. She will leave the room; she will leave the building. It just is a non-starter. And then some like feelings on her skin, probably the most common one is feathers. She’s freaked out by feathers because the end of it can prick you and she’s very nervous about that. Or if there’s bees, she’s very scared and will run away. She’s never been stung by a bee. Sometimes things with clothing or whatnot. It’s not necessarily consistent. It’s not like tags all the time or this all the time, it will be… But if she has a scratch on her body, she tends to sit there and just pick at it and pick at it and pick at it. And you’re like “stop” or she’ll do the same with her fingernails sometimes. And she knows she doesn’t want to do it, but she can’t stop. And then the other is just, she needs sensory touch, in a sense. Like we have a cat, and she wants to use the cat like a squeeze ball, right? Or squeezing me. We’ve tried to buy her squeeze balls and things but it’s not very okay. She also has a stuffed animal that she uses to squeeze, and I think those are the main ones. 
Interviewer: Yeah. Thank you. That was great. You said like that squeeze ball isn’t okay. Could you talk a little bit more about why that’s not enough for her? 
Interviewee: Oh well, because if you squeeze the cat so hard that you push the internal organs, it’s not okay, or if you pull the cat’s tail, or if you squeeze mummy’s arm so hard that I get a black and blue, it’s not okay. Or if you punch me and it hurts, that’s not okay. That’s what I mean. 
Interviewer: Yeah. Okay. Got you. I thought you meant like a squeeze ball, but you mean like other living things. 
Interviewee: Yeah. A squeeze ball would be better, and we’ve tried that. That’s sometimes can substitute but it’s such a in the moment thing. It’s like these other things look squishy, and so she goes for them and so it’s hard to slow down and be like “I’m going to grab my squeeze ball instead.” Although she does have a stuffed animal that she uses all the time, I think for that same purpose.  
Interviewer: Awesome. Thank you. And you mentioned some clothing but inconsistently, could you talk a little bit about that?
Interviewee: I’m trying to think. I mean it’s not that common. Like the other day, she put on a pair of leggings and they were a little bit too tight, and she was just going to wear them and then I pointed out to her, I could just tell she was going to be uncomfortable, and it was the day we were going to Pennsylvania, she was going to be in the car. Like anybody would be, and she might just start to freak out if it got too much. If she had some piece of clothing that was scratchy like wool, she really wouldn’t like that, or sometimes frilly dresses will have a little bit of a scratchy part. Or bras, she really doesn’t… she only wants to wear sports bras where there’s no intense pressure point. 
Interviewer: Yeah. Totally. Thank you. That makes sense. And I think on the form, you also mentioned she’s sensitive to some taste. Could you talk about that?
Interviewee: Yeah, so, I was talking to her about this last night and trying to figure out which one to pick so she can be very exploratory in terms of foods but if she has the same food over and over and over, you know, like you find out what’s your favorite and you want to make it all the time. Pretty quickly, she will not be able to handle that anymore so it’s frustrating for us. It’s kind of the opposite of some other kids. So, you’ll go out and just when you bought the Costco version with 60 of them is when she refuses to eat it anyway. That’s regularly happened. And yeah, so we try, I bought her these fancy Asian noodles that she can make herself and I bought from Amazon six packs or three packs of ten. We’ve been ordering them one by one and as soon as I ordered the big pack, no, we had to donate them ‘cause she just doesn’t eat it. But ramen, she’ll still eat. If we ask her, I don’t know…certain dishes that she has loved in the past that might take a little bit of effort to make, a homemade dish, after she’s had it enough times, she just doesn’t like it anymore. It’s very frustrating to my husband who does most of the cooking. And then there are other things like she hates certain foods, artichokes, olives, cheese, most cheese, mushrooms. And if those are anywhere near, she’s pretty much like “ew, that’s disgusting.” It can’t touch anything that I’ve touched, it has to be far away. That kind of thing. 
Interviewer: Absolutely. Thank you. And then does she have any sensitivities to certain visual stimuli, like lights perhaps?
Interviewee: I don’t think as much. Could you maybe give me a couple of examples?
Interviewer: Yeah. So lights, something like sunlight, bright lights, preferring a dark environment or even like spinning things, enjoying watching that. I can provide more if that would be helpful.
Interviewee: Yeah. So when we’re outside, if it’s sunny, she’s always wanting to get sunglasses, right, like yesterday she remembered to bring hers but if she forgets, then she’s pretty much like “do you have sunglasses? Okay, they’re mine. I can’t handle that bright light.” She does keep her blinds drawn but we tend to do that everywhere in the house just because we live in a pretty…it’s a packed area and so if they’re not drawn, then everybody can see inside. She does like bright, colorful things, Legos, and other things like that. 
Interviewer: Awesome. Thank you. And then how does your daughter or how do you help her manage and cope and handle these sensitivities?
Interviewee: So it depends on which one, like some of them, like cheese, we are very familiar with the cheese issue so we are generally not going to put cheese at the end of the table where she is. She will sometimes have cheese; she likes parmesan cheese sometimes on her pasta. We have to be very careful if we go to a restaurant to make sure to tell them “don’t put the parmesan cheese on.” She might want it, if it were there, she might put it on herself but if somebody else does it for her, same with like, she’ll eat quesadillas, [00:08:50] but if you have some other Mexican dish that you’re making, we cannot put the cheese on it. She may ultimately end up eating it with some of the cheese on it but it’s only that kind of like that yellow, orange Mexican cheese, the mix that she would consider. Anything that’s different than that…she had an incident several years ago with this very smelly cheese. Before that, we didn’t have an issue. After that, it’s like done. So we try to avoid cheese. With the squeezing, she’s been through a lot of different therapy sessions to try to help her with that. We’ve tried to buy her different alternatives, that one is hard, that one is very hard. With, let’s see, the loud noises, we have tried, I think some more successfully and we’re trying to get her into a sensory program where she can get desensitized to things cause like with trains, I remember when she was four years old. We used to live in Paris, France so we would take the train all the time. Then we moved back to the US and she didn’t take trains for a while and then we were visiting some other, we could take the train to Washington D.C. or go up to New York or different places, but she was clearly after maybe a year of not having taken a train, she was very nervous about it. I remember New York City, taking her one week, and she literally was rolling around in the gutter and it was just like “okay, we’re not going to take the train, I need you to go down there to buy the bus tokens” and I cannot leave a four-year-old on the street by themselves. You have to go down with me. No, okay, we’re going to be walking the entire weekend. Over time, she slowly got used to it and the problem really, we narrowed it down, and there were a couple of incidences where we went back to Europe and we had to take an overnight train and one of them which I think was really helpful. I tried to go to the train station in advance to try to desensitize her and that did not work but then the day that we had to take the train, we messed up the train station and we ended up having this crazy taxi ride to go to this other station to try and catch her train. Sorry, this is a long story. And she ended up having no time at all in the train station to worry about it. We were all running to catch the train. And then she was on the train and when she’s on the train, she’s happy as clams. She loves trains. She just doesn’t like being on the platform and hearing the noise, she doesn’t like the honking sound. Then she had 18 hours on the train and that helped and little by little, and so now she’s been begging me to take her on the Washington metro and I’m like it’s not safe enough yet. We got to wait for the pandemic to be [over]. But little by little, getting sensitized I think has helped. Sorry, that was a long explanation.
Interviewer: No, it was a wonderful explanation. Don’t worry about that. That was great. Examples are very helpful. Thank you. And you’ve alluded to this a little bit but has your daughter received specific therapies or interventions to help her with her sensory sensitivities?
Interviewee: Yeah, so, she’s had occupational therapy when she was younger and in schools. She’s had, what do you call it, psychotherapy and also some group therapies, although those were more about social skills and we’re also trying to sign her up for two things. One is another occupational or physical therapy program where they could specifically do a diagnosis of sensory issues and then give her a treatment plan specifically for that. It’s taking a little while, I think my husband might have scheduled it already but the other, applied for a different psychotherapy group that does specific things around sensory issues and anxiety because I think the two are kind of linked. The worry about sensory issues causes a lot of anxiety, where they could, in addition to her regular therapist, give her some specific treatment around that so we were thinking of trying to do that. 
Interviewer: Absolutely. I hope it helps her. For the therapies that she has received, like the OT you mentioned, do you think that helped her with her sensory sensitivities?
Interviewee: So, to be honest, it was really designed to help her with motor skills, so it wasn’t specific enough for that. I know she did some camps and things that may have helped a little bit. The psychotherapy, she has gone over some of these issues and particularly like the squeezing. It’s helped a little bit. I think she’s recognized why she’s done it, like with the cat, we’ve kind of determined it’s a habit. She likes that sensation. It’s sensory. It’s become a habit and so if she meets a new cat, she doesn’t do that, and she treats the cat nicely. But with our cat, she just can’t stop. It’s like she’s gotten into this habitual thing where she sees that the visual triggers, her squeezing so we’re trying to figure out ways to break that but we’re mostly trying to keep the cat away from her. 
Interviewer: That makes sense. Thank you. And then when your daughter is in like a loud environment, will she cover her ears? Will she do any behaviors like that?
Interviewee: Depends on what loud means. So, meaning does she like that sound stimulus or not and if she likes it, no. So, for example, if we are in an airplane and it’s very loud, airplanes are loud, she likes it. She just likes it. She’ll put her earphones on and watch videos. That’s typically what she does. And that’s her thing. She’s got her routine for an airplane and she really likes it. If it is at a party, like a dance party, she likes it. If it is anything to do with a train, our thing has been we put on her earphones, we listen to her favorite music, we put on her hat and the hat somehow helps and ‘cause you can kind of cover your eyes and then we’ve slowly been peeling back from those supports. So, if it was a place where…sometimes you can see in train tracks, sometimes she gets freaked out and needs the hat and the earphones so sometimes I’ve carried around, if I’m in an area where I know there are trains, I make sure to pack those. But it’s not noise-cancelling. I think she stole my nice noise-cancelling headphones and they’re no longer available or something. 
Interviewer: Got you. And you’ve alluded to this a little bit but how have your daughter’s sensory sensitivities changed over time?
Interviewee: When she’s willing to be flexible about it, it can change, like I mentioned with the cheese, all of a sudden, there was one thing that really triggered her and scared her and then it’s very hard for her to back out of that. But overtime, she has started to eat a little bit more cheese. Likewise, with the trains, she had no problem until about aged two, she was taking the train multiple times a week and then she probably didn’t take a train for a month or two, I’m sorry, a year or two and it was like sensory overload and then after that, it’s taken us years to pull back so, yeah, I think she is willing to change her flexibility, but it takes a lot of effort. I haven’t seen, I’m trying to think if there are any new fears or things that are sensory that have come up. I don’t remember, I mean they may manifest themselves slightly differently. Okay, she’s been picking at these scabs on her legs now for two or three months, but she used to pick at other things, like her fingers so I don’t feel like it’s really new. So maybe she’s outgrown the “okay, I’m going to get this overwhelmed sense and then that’s going to be my terror for the next ten years.” I don’t know that we’re going to get more of those. 
Interviewer: Sure. That makes sense. And then these changes you just described, do you think they are related to any independence that she’s gained over time?
Interviewee: She definitely likes to be more independent, like I told you, she’s asking to go on the Washington metro. She’s been asking to go to New York to be able to go on the subway. No, she’s not going to go on them all by herself, right, that’s I think, yeah. But she likes the idea that she could be able to do that. When she’s at school with other kids, if there’s something that is scary for her, like the bell at the end of class, she’s trained herself, that’s not scary. That’s not scary. A fire alarm, which is a little bit less regular, is a little scarier but at school, she’s not going to [openly] demonstrate that she’s completely freaking out. Whereas at home, some days, she knows our doorbell is a fire alarm. It’s a long story how we got there. If the doorbell rings, it’s normally fine but if she knows the doorbell is going to ring, and she’s anticipating it ringing, then it’s not fine and then we have to call the people or text saying please don’t ring the doorbell, we’ve opened the door or something like that. But I don’t think she would ever do that at school when she’s independent or it’s somebody else’s house. She would have to feel comfortable enough to manifest that anxiety. 
Interviewer: Yeah. That makes sense. Thank you. 
Interviewee: So, it’s sort of independence but it’s sort of just hiding it. 
Interviewer: Yeah. Wonderful. Thank you. That was a great segue to my next question so thank you. Do these sensory things that are aversive to your daughter, does that cause or increase anxiety for her?
Interviewee: Yeah. 
Interviewer: Yeah. And how does she manage that anxiety?
Interviewee: So she’s on a couple of medications. I can’t pronounce them. So that’s one thing and that has helped, and she recognizes it’s helped. I’ve done a good bit of mindfulness with her and she recognizes that helps like when we first shut down with the pandemic, she was very nervous. Everything was different and her behaviors were not great. It wasn’t only sensory issues, it was sort of everything, right? So I would do like giving her a massage, we’d listen to Headspace for five or ten minutes and it would make her feel a lot better, like so massage is very helpful. She recognizes that sometimes she will come and ask for those things and yeah, so, she’s learned a little bit of self-regulating strategies but I think also when she doesn’t fully express them, I feel that’s also a self-regulating strategy because when you’re expressing it, it’s kind of like you’re letting yourself go down that hole of just being super anxious whereas if you’re containing it, you’re still anxious and you’re not comfortable and this is my perception, right? [00:20:47] She might tell you something different but you’re keeping it from exploding and just becoming this all-encompassing experience. There’s a fire alarm, I’ve got to get outside, I really don’t like this, it’s making me nervous, I got to keep it together and show the other kids that I’m not a baby, I’m going to get outside and then it’s going to be okay. I’m going to go back to school and after that I’m okay. Maybe not a wonderful day, I might come home and talk about it, but I didn’t lose it for the rest of the day over that in most cases. Whereas if I had a train, like last summer, we were walking in Downtown Rockville, kind of like a city in Maryland nearby, there was a freight train, and it was making noise and it was passing every five or ten minutes and we happen[ed] to park our car right near the freight train and the whole afternoon was just done. Just done. She was freaked out. Whereas had she been in a school group or girl scouts, I don’t think it would have been done. 
Interviewer: Yeah. That makes sense. Thank you. So, you talked about her asking for a massage from you, is that specific to anxiety about sensory experiences or is that more generalized anxiety?
Interviewee: More generalized, I would say but it could be helpful for sensory, but I would say it’s more generalized. 
Interviewer: Got you. Thank you. And has this sensory specific anxiety, has that changed over time or has that been pretty consistent? I think you’re back now. We’re all good. 
Interviewee: I would say that it’s gotten a little bit better. A little bit better over time as she’s gotten desensitized a little bit to some things. If we’re eating cheese, she’s not happy, she may get up and leave the room but it’s not necessarily going to ruin her entire day. If, more often than not, like driving to Pennsylvania, there were lots of train that we saw, and she was like “ooh,” but I was like Sarah, you like it, you get to see it. She was like “that’s so neat, I wish we could…” so she’s on the border there. Whereas when she was five, it just simply would have been bad news, bad news. It would have been “I got to get off the highway, I can’t…” She would be screaming and melting down, I probably could not have safely driven at that point so it’s less now. 
Interviewer: Yeah. Wonderful. Thank you. And then thinking a little bit towards the future, what goals or hopes do you have for your daughter in terms of her sensory sensitivities?
Interviewee: I hope she can learn to cope with them a little bit better just so that they don’t become so impactful like having a day ruined over a noise just doesn’t make her feel good and she doesn’t like that either. She really wants to stop hurting the cat. She really, really wants to. She really wants to stop hurting me but she’s struggling to figure out how so she would like to make progress on a lot of these things but she’s not entirely sure how, like she understands she needs an alarm clock. She totally gets it. I mean it’s not just to wake up in the morning. It’s in the afternoon to do her schoolwork to remind her. “Stop playing or doing whatever, get to your homework.” She knows she needs it. She wants it. But if you say you’re going to have an alarm clock with noise, she loses it. She wants it but she has to find a different way to kind of solve that. 
Interviewer: Absolutely. Thank you. We’re going to shift gears a little bit. As your daughter has grown up a little bit and aged, how has her and your community reacted to her sensory sensitivities?
Interviewee: So I think a couple of things. As parents, it’s hard to navigate ‘cause I didn’t grow up with somebody who had those same things so we’ve had to learn a lot and it’s not always clear what you can do to fix it, right? Like with the cat, so, I’ve tried taking the cat and letting her pet the cat as a way to kind of let’s try to adjust. The challenge is the moment, the deal is as soon as she does something not good, it’s typically at that moment then she goes in for a deep grab and it’s like well that completely was the opposite, it’s actually fostering…I think my husband, he just gets super frustrated with her when she does this kind of thing cause he knows and then I think other people at the school, they know and they’re pretty good at dealing with it but there’ll be kids who don’t necessarily understand and just think she’s acting a little bit weird which is probably why she tries to internalize it. Likewise, a little bit in the community, there will be people who look at her and think “why are you wearing a hat in the subway, what is up with you?” But mostly, we’re focused on her at that moment that it’s kind of like I don’t care. Occasionally, people will say something to her like I remember, she has a problem where she takes really long showers which she’s kind of learned to not do, and I think it’s a little bit sensory, a little bit just not able to do it quickly and I remember somebody at the Y once complaining bitterly to her that “what was she doing” and ever since then, she was pretty much refusing to take showers so that kind of reaction can have a very…so she was like “well, if I can’t do it the way other people do it, I’m going to get criticized, I’m not going to do it at all.” 
Interviewer: Mm-hmm. Yeah. I’m sorry that happened. Was the community more or less accepting of her and her sensory needs when she was younger?
Interviewee: I would say if anything less because her sensory needs were greater, and she threw probably more public temper tantrums. Now she’s very cognizant so if she throws a temper tantrum, and somebody sees, she is mortified. If she does it in a way that nobody can see, she’s not mortified so she is able to hold it in and when you see a three-year-old in the store throwing a temper tantrum, lots of people would think well that parent doesn’t know what they’re doing right and the three-year-old probably doesn’t have any self-awareness of like a 16 year-old might of what they’re doing so I would say that, yeah, hopefully that answers it. 
Interviewer: That was wonderful. Thank you. So you talked a little bit about family, you talked a little bit about school, are there other specific spaces or places in the community that are more or less accepting of her sensory needs?
Interviewee: So she does girl scouts although now with the pandemic, she’s sort of Juliette, that means independent and sort of she’s in another troop which she got accepted into but she hasn’t had any troop meetings. In general, I think they’ve been reasonably accepting. Some of the girls that were in her former troop knew her for a long time and they were extremely encouraging if you had to go on a zipline and Sarah was just freaked about the idea “I can’t jump off,” the girls were so patient and encouraging. And while she decided she never ever wants to do that again, she was very proud that she did this like mile-long zipline. 
Interviewer: That’s impressive for anyone. I don’t think I would do that. 
Interviewee: It took her 45 minutes to decide to do it and she was just like “I’m really proud” but, yeah, she does dive in the summer and she’s not the most coordinated kid. She gets nervous about getting hurt. She loves it. She also loves it because it’s social but it’s social in a way where everybody’s in a line so you don’t have to have eye contact, but you can hear and you can kind of hang out and play a little bit, like you can push your diving coach in the water and have fun with those. And I would say that it’s a mix generally. In general, people have been super super gentle and some of them, she had one diving coach who has two brothers who were autistic and many of the people had known her for enough years that they’re very very gentle with her. Last year, she had a former, I think army or navy person, who was her coach who pushed her really hard and that didn’t work so well for her. But then another of the girls who is at high school there and is a coach just took Sarah under her wing and well, we paid her too, she [gave] Sarah private coaching sessions and Sarah just loved that to try to figure it out and made a huge amount of progress actually. When she’s given the space to kind of like not be pressured with these sorts of things, she’s usually able to grow. 
Interviewer: That’s wonderful. And then again thinking a little bit towards the future, what hopes or worries do you have for how her community will continue to react to her sensory needs?
Interviewee: Yeah so, it is challenging. We’re hoping that she, and she wants to go to college right but in high school, if you’re afraid to do certain things because of anxiety or in Sarah’s case, sensory issues, and that limits you, then it can be a little bit challenging. Certainly, when she goes to college and onward, people don’t necessarily understand cause you’re in contact with so many more people as you come outside of your bubble and so helping her find a way to be able to thrive in that environment. [00:31:43] Our school has been shut down since March 13th although she will go back next month so she was in middle school last year and that middle school has I think over 1,000 kids so it’s not a small environment. The high school is like 2,500 so it’s like many colleges. You don’t know most of the people right, but it’s still I think a little bit different, yeah, it’s a different level and so on. I’m not sure if I adequately answered. When you have a kid on the spectrum, to some extent, you got to take it one step at a time and you can’t assume where they’re going to be in five years. [To Rachel] Hold on, just one second.
Interviewer: No worries. All good?
Interviewee: Mm-hmm. 
Interviewer: Okay. Thank you. We’re going to move onto our next chunk of questions. 
Interviewee: Just one thing real quick. Somebody’s going to ring the doorbell in ten minutes, and I have to just quickly go down and answer. 
Interviewer: Okay. Wonderful. Thank you for the heads up. I can pause the recording when that happens. So, in the quote-unquote transition to adulthood, where do you see your daughter? 
Interviewee: I mean she is working really hard. Her grades can vary like ‘cause she can, like with the alarm clock I was mentioning, like she can forget. She wants the independence to be able to do her homework by herself but does sometimes need help and is afraid to reach out. The pandemic’s helped her learn to email teachers better but I don’t know any teenagers who are super attentive to their email. So she needs to learn strategies that will work for her but she’s in mostly regular and honors classes and mostly, she’s getting A’s and occasional B’s so it looks like she’s basically on track to go to college. She’s really psyched about going to college. So I think she’s going to need to find ways to adjust and make sure she’s getting the support she needs as she moves forward and the support are locked in. At college, you have to do the advocating. Nobody’s going to be like you get whatever. No, you have to work with each professor on it so and I think in life in general, that’s even more true. There’s not any framework for getting supports per se like in personal relationships and so on, you’ve got to work through that. 
Interviewer: Yeah. Absolutely. Thank you. And then could you talk a little bit about her stage of independence, thinking about where are some areas where she needs some support and what are some things that she’s able to do independently at this point in time?
Interviewee: So, well, last year, she was walking home from school by herself, she’d much rather get driven, but she certainly can walk home. She mostly can do her homework by herself but then she’ll get stuck with some things and need support. And still needs reminders and trying to plan. Still needs nudging in that sense. Let’s see, she brushes her teeth, she’s able to set the table, she’s able to cook some foods like ramen or she wants to be more independent about cooking on the stove or a little bit like yeah, the issue is if you freak out because it’s hot and you need somebody there to help, you could probably do 85% of it but then if you get anxious cause it seems hot and it is sort of a sensory thing, she’s like “ahhh” and then I drop everything. She can make smoothies for herself, showering she started in the past year taking showers by herself and doing them efficiently, so it took quite a bit of training to get there but she’s able to do that. She finally, a couple of years ago learned how to ride a bike. My husband is not really comfortable with her going out and riding a bike by herself but she’s able to independently do it if somebody’s nearby, most of the time. Sometimes, if there are hills, she’s still not strong enough and gets stuck. Was that...?
Interviewer: I have a couple more prompts but that was wonderful. Thank you. Perhaps pre-COVID, but was she able to help you with shopping for like household items, food?
Interviewee: This is an issue. Yes. She’s too able to help. She’s overly able. She knows all the apps that I use ‘cause we mostly order food. She knows how they work. She will get access to them, she will go in and order different things and I always have to make sure, you know, if we go into a grocery store and I tell her “Sarah, get this, this and this,” she will typically be very happy to go get those things. If I asked her to get laundry detergent, she may not know where that is but food items, she generally. And it can’t be cheese or mushrooms or anything she won’t touch but the challenge will be that then she’ll go and will come back with ten additional items that were not like the ice cream. The first time she got in a grocery store, we went in September to a grocery store, we went to take home food and we went to an ice cream place to take away I think if I’m recalling and we needed something at the grocery store and we went in and she was just…she found the ice cream cause with the pandemic, you couldn’t find ice cream for a long time, she got that. It was just very satisfying to her to be able to get these things that were in short supply and she was able to independently do that. She really really really begs to go to the store, like she begs. 
Interviewer: Got you. That’s great. Thank you. And how is she with money? Does she understand money as a concept, does she understand one would need to budget for things like bills?
Interviewee: She understands. She saves. She loves to go shopping so she understands how Amazon works. She will put things in the cart and then will negotiate with me about how much money she has, how many weeks I’ve forgotten to give her her allowance. She’s got the gift card. Probably because we have not always enforced taxes as something she has to pay for, she typically… She’ll figure out how much the cost is but always forgets the taxes yeah. She’s figured it out but she always pushes the limit higher than what is technically allowed but I think she knows there’s a limit. I would not say that she is the best budgeter because when she gets her hands on a little bit of money, she’s like “I want this, I want that.” And it’s like well, don’t you want to build up so you can buy something longer-term. That’s a little harder for her. 
Interviewer: Mm-hmm. Got you. 
Interviewee: And bills, she doesn’t have to pay bills. 
Interviewer: Yeah. Exactly. Does she express interest in wanting a job one day?
Interviewee: Yes. I think she doesn’t really know what she wants to be, like she says a policewoman or somebody who’s canine department or she wants to take care of animals or she wants to have a rich husband and stay at home with all of her adopted children. That’s her other thing and have a mansion next to her brother and they will occasionally have dinner together. 
Interviewer: That sounds lovely. I guess you just answered this, but I was going to ask does she want to live on her own one day?
Interviewee: Yeah. I think so. I mean she talks about it. She’s also a little bit nervous about it so sometimes she will talk about wanting to stay nearby. She’s insistent that she’s going to have to live in Maryland. She’s familiar with it. Even though for the first few years, we were not in Maryland, and she is insistent that she wants to go to the University of Maryland, which is not that easy a school to get into. I’m always telling her “you got to get in, you got to get your grades, you got to do the outside activities.” Actually, right now, because she does a lot of girl scouts stuff, she’s already accumulated over 300 service hours so that’s enough to get the meritorious award from the county and she’s only a freshman so that’s good. She won’t do outside activities very much right now because she just, with the pandemic, they’re all virtual so I don’t know. She’s very nervous about doing clubs. 
Interviewer: Yeah, that makes sense. Thank you. And does she manage a social life to some extent?
Interviewee: She’s very bad at that. We did the PEERS program last year. She almost doesn’t have friends, she’s super nervous. If she texts somebody, they’ll not going to text her back. Or they will text her back and that will make her nervous. She has reached out to a couple of people this year, like on her birthday, she texted her diving coach that she likes. She’s just super nervous about trying, and it’s not like she’s not capable. When she was younger, she was very adept at making friends but then she changed schools in middle school and ever since then, she’s just never gotten back into a group. 
Interviewer: That makes sense. Thank you. And then do you think your daughter will be able to achieve more independence in the future? 
Interviewee: Oh yeah. I think so. 
Interviewer: Like in what areas of her life?
Interviewee: I mean I think she’ll learn more about money. I think she will learn how to cook, she seems motivated with that. She’s been asking about taking driver’s ed, she’s eligible now to get a permit and soon will be eligible for a license. We’re not pushing it right yet, probably once things get back to normal. [00:42:14] I think there are lots of ways, I think we’ll have to see step by step. I’m assuming that in college she would be able to live independently in a dorm as long as she has reasonable supports which would be really helpful for her. 
Interviewer: Mm-hmm. That makes sense. Thank you. And then what do you think will help her move into adulthood or move into more independence?
Interviewee: I think getting control of somebody’s sensory issues can be really helpful and that’s why we’re exploring the two options I told you about. I think getting supports that work for her, she’s gotten better about doing homework independently, but we’ve got to get something where it’s like “okay, you don’t want help so then you have to figure it out, if it means you have to have an alarm or if it means you need a planner.” She’s built her skills over the pandemic of using some of those independently with less prompting from the teachers but there’s more room to grow. She kind of knows that but she’s got to more consistently implement it because I’ll go in and check her grades and sometimes I go in there and it’s straight A’s and sometimes there are two or three F’s and I’m like okay, so you didn’t turn in three assignments, you got to be on top of that and yeah. 
Interviewer: Other than the therapies you mentioned towards the beginning of the interview, are there other specific services or interventions that you think would be helpful for her to gain more independence?
Interviewee: I think, we’ve been working with the school for a number of years and this year, they kind of aren’t doing it but having behavioral strategies and she doesn’t have a behavioral plan cause apparently she’s an angel in school, like I said these things don’t manifest themselves very much in school but when she comes up against something that she can’t solve, whether there’s a train and therefore I just completely shut down or a math problem that’s giving her a lot of anxiety instead of just being like “it was hard so I can’t do it,” breaking it into pieces and figuring that out and that kind of thing or her speech therapist I think is helping her with breaking when she goes to write, she’ll have a ton of ideas and when you get her talking, sometimes it’s just so many ideas that it’s just like an explosion and then being able to take that explosion of creativity and pare it down to get the essential details. I feel like that explosion of creativity is probably very characteristic of people on the autism spectrum cause there’s so much going on but figuring out what is important I think can help her and it possibly can help with sensory issues too when you’re able to pare it back and realize yes, there’s a train sound but that doesn’t mean the train is coming at me. I’m pulling up the important details, I’m 50 feet from the train tracks and the train, you know, whatever whereas that car sound that is so close. The other day, she was in Pennsylvania and assuming that people were going to stop for her if she jumped in the street and it was obvious in this town, they were not doing that, we grabbed her back and I’m like “don’t, you got to wait, you got to just look at what the other people are doing and see.” Some places, people will stop, they’re better about stopping, if there’s a crosswalk and clearly you got to be a little bit more situationally aware. 
Interviewer: Awesome. Thank you. And now putting these two things together, her sensory sensitivities and this transition to adulthood, how do they intersect for your daughter?
Interviewee: So, people won’t want to hang out with you if you get comfortable with them, they become their punching ball. That’s probably one of the things that worries us the most. The pattern of behavior where you’re squeezing the cat, you’re squeezing or punching…that is not a healthy pattern. That is not one that can lead you to a productive life cause you’re going to find somebody else to be the punching ball, right? So that I think is a critical thing that we want to address. I think the others, she will be happier and just better able to get through her day if she doesn’t freak out about…and I think just learning that, like the fact in school she doesn’t let certain things ruin her day if there’s a loud noise whereas at home, they could. I think it’s her way of saying okay, she’s compartmentalized a little bit and so she’s learning. 
Interviewer: Yeah. Absolutely. Thank you. And then do you consider her sensory sensitivities to be an obstacle, a vehicle, a bit of both or neither towards her independence?
Interviewee: I would say they’re an obstacle, particularly the squeezing thing. 
Interviewer: Could you say why?
Interviewee: Well, like I said before, if you’re going to be violent towards a cat or somebody else, that’s not going to work when you’re an adult. It just simply doesn’t work. 
Interviewer: Mm-hmm. Absolutely. Thank you. And then relatedly, what do you anticipate as being challenging for your daughter as she does gain more independence but in relation to her sensory sensitivities?
Interviewee: The anxiety around some of these things so if you are living independently and you get a bee in your house and you completely freak out and let’s say you have children, you can’t just run out of the house and be like “I’m not going to deal with this,” like you’ve got to deal with it. Likewise, if you find yourself in a location with trains, you can’t just run into the street, right? You can’t do that. If you’re going to live independently, you’ve got to learn to be able to deal with life. 
Interviewer: Absolutely. Thank you so much. And then what do you think might help your daughter at this intersection of sensory and independence?
Interviewee: So, I think I’m hopeful that maybe if we get her some kind of sensory therapy, we’ve started to train her with trains, she can slowly get more used to some of these things so they’re less of an obstacle. And I should note when she is in a group, she does sometimes show off. If she’s in a group and they’re having pizza, at home, she would never ever ever eat pizza with cheese. In a group, if that’s what there is and everybody else is doing it, she might actually eat it and it’s not killed her. She’s okay. So, I think more and more exposure can help. On the squeezing thing, I feel like it’s just a different level. She needs more specialized treatment. 
Interviewer: Absolutely. Thank you. And then do you feel like there are gaps in the available services and interventions?
Interviewee: So sometimes it can be hard to work with the school on some of the stuff because they’re like “it’s not academic so it’s not our realm.” But at home, she’s so used to us in some ways getting away with things that it can be hard for us, particularly with the pandemic, like if she goes to psychotherapy, we might be there on the zoom call, or she’s on the zoom call, she cannot have the camera showing her. I think the other, and that’s pandemic-specific, is insurance, it can be really hard to get insurance to cover some of these services and we’ve figured out how to do that, but it takes a ton of effort. We’ve been extremely fortunate the last year so we found somebody in the insurance company who gives us a call literally every single week to make sure everything’s okay. 
Interviewer: Wow. Wow. That’s great. 
Interviewee: We were trying to find an out of Network, occupational therapist, trying to get her to a children’s hospital, we couldn’t get an appointment and then she mentioned this one that was in Network. Okay, we figured out how to get out of Network stuff covered in Network, like people are very diligent…there’s other ways you don’t get services… [00:51:24 inaudible] not in our state because it’s not mandated. Besides I have employee cover, out-of-state insurance so the state laws don’t…actually in our state, it is covered but because of the type of insurance I have, I’m hopeful we can get that on this additional psychotherapist that would also be out of Network. We have ideas on how to pursue it, she’s on their waiting list and so a lot of the best specialists, you just can’t get off their list. The other thing we found is if you try to go in Network, at least in our area, except the major universities, it can be a serious drive. Sarah did these treatments at George Town University and it was at least, in rush hour traffic, we weren’t pulling her out of school, it was at least 45 minutes each way, plus the appointment and that’s just a lot of time and you’re expecting the kid to be, after 45 minutes in traffic, to be able to absorb and it’s a huge commitment from the parent’s perspective as well. I would have to leave work and take half a day off work every week. Same with the PEERS program. So the virtual can be helpful but if there were more and highly qualified specialists that were more in the neighborhoods, you don’t have to drive half an hour, 45 minutes every time. That the insurance would accept and you’re not spending hours every week negotiating that with the insurance company, having them reject it and then you’re just like the uncertainty of that etc. 
Interviewer: Yeah. Absolutely. Thank you so much.  And then again thinking a bit more broadly, how have your daughter’s sensory sensitivities impacted your goals, hopes and expectations for her as she does begin to navigate adulthood? 
Interviewee: It’s certainly created some uncertainties for us ‘cause we’re like, well can she live independently at college? I think particularly for my husband, he’s like “I don’t know that she can live independently.” I was like well, she’s grown in a lot of areas. Sometimes when you have expectations of somebody, then they’ll able to make progress towards that and then you can see. But I think it does, like I was giving the example of the bee. Yeah, that would potentially, if you run into the street, if you hear a train - those would be limiting factors so she’s going to need to overcome that. It creates a little bit of uncertainty, but I feel like I can see a path for her. I think it also creates a lot of frustration and anxiety for her as she does want to be independent but then can’t be because she’s not quite there. That creates a lot of angst. She wants to be totally independent the way a ninth grader would be. She doesn’t want to have any help with her homework but then she can’t and those two realities coming up against one another have been a big source of tension. Or another example, most of the ninth graders were supposed to go back in the school building at the end of April but the resource kids are going back earlier in April and she’s like “no, I’m going to do it just like my ninth-grade peers” and it’s like no. Now she’s kind of accepted that but she knows she needs resource, but yet she doesn’t want to stand out, it’s a similar kind of thing. 
Interviewer: Yeah. Absolutely. Thank you. We’re going to move onto our next chunk of questions. We’re almost done. So finally, as a mom, as a caregiver, as a parent of someone with autism but also these sensory sensitivities, what does transition to adulthood mean to you? 
Interviewee: I think we’d be very proud if she’s able to make progress. I think she has been making progress. I think it is a little bit cause for anxiety for us too, just are there going to be places where she can’t quite do something. Now, I’m able to go in and check her grades online and verify that “okay, Sarah, there’s a problem now, I know you’re not happy hearing about that.” But she knows there’s a problem. In college, I might not be able to do that so can she get to the point where she can better navigate things without those guard rails. 
Interviewer: Yeah. And has this perspective changed over time for you?
Interviewee: Yeah. I think when we first got her diagnosis, they made it very clear that the prognosis was uncertain. They said some kids with autism get stuck and they just don’t make a lot of progress and she, in the next couple of years, just started making…they put her in these self-contained classrooms initially and then very quickly, she burst out of that. I think in kindergarten, she was not able to read at all, a little bit sensory, she could not understand. She understood all the letters of the alphabet, but she couldn’t match the sound with the letter. If you say, Sarah, what letter? S. Okay. S. What sound does S make? Couldn’t do it. But then they trained her, she overcame that, and we’ve had many many such things since then so I can see a path, it’s harder, it requires more effort, but I can see a path where she can reach that. But at the same time, as she gets older and she doesn’t necessarily have quite as much support, her ability to pull in the things that would allow her to do that, I guess that’s where there’s a little bit of anxiety. 
Interviewer: Yeah. Absolutely. Thank you so much. And then what do you see happening in your daughter’s future? 
Interviewee: I mean I think she will be able to go to college. I think she will be able to live independently. My guess is she’s going to want to live closer to home just because she feels more comfortable, she doesn’t like too radical change. But yeah, that’s my guess. 
Interviewer: Do you see her holding a job?
Interviewee: Yeah. Yeah. I think so. I remember, not too long after she was diagnosed with autism, we went to a kids museum where they had the checkout counter, you could play checkout, she was very good at it. We were like well, we know she’s going to be able to get some sort of job. 
Interviewer: That’s great. 
Interviewee: I think she’ll be able to have a job that’s much more than a checkout cashier. Exactly what I don’t know. 
Interviewer: Yeah. Do you see her having a family of sorts or a partner?
Interviewee: She definitely wants a family, [00:58:28] and she has this vision that she’s going to adopt eight kids or some very large number of kids. It’s only through adoption. She’s had a very specific vision of her adult life for years. 
Interviewer: Got you. That’s great. Last final question, so this perspective you just articulated, how do your daughter’s sensory sensitivities impact that perspective?
Interviewee: So, if she gets super anxious about something like a train or a balloon popping, I didn’t mention balloons before but that’s another huge one. Balloons are not good cause they might pop and then freak out. If you can’t control that extreme overload of emotion, it limits what you can do. In some settings where there’s balloons that she can’t control, she will agree to go there if she’s by herself. If the balloon pops, it’s a different story. As long as the balloon doesn’t pop, she can handle it. Particularly the squeezing one, right as I’ve explained. That will be severely impactful on any relationship she has and that’s only with people she knows extremely well. It’s not anything that would impact her job or college, but it does impact personal relationships. 
Interviewer: Yeah. Absolutely. Thank you. That is all I have. Would you like to add anything else? 
Interviewee: Uh-uh. 
Interviewer: Okay. Thank you. This has been so wonderful. It’s been so helpful to learn from you and I appreciate all of your time and effort. Do you have any final questions for me? Anything I could help clarify?
Interviewee: No. If you could send me a copy of your manuscript, I’d be interested in it. 
Interviewer: Yeah. Absolutely. I can definitely do that when it’s done. And then after this audio and video renders, it will take probably until this afternoon, I will then send you an email with a thank you gift card as compensation for your time and effort. So expect that either this evening or on Monday. 
Interviewee: How different is what I’ve described from the other people you’ve talked to?
Interviewer: Ooh, that’s a fun question. 
Interviewee: I realize it’s such a diverse community. 
Interviewer: Yeah. I’m trying to summarize it quickly, really concisely. It seems, and I haven’t analyzed the data yet so this is just my anecdotal answer, but it seems like the more severe the sensory sensitivity is, no matter the modality, the more the parent thinks it could be impactful. That seems to be consistent across the board and obviously it changes, you talked about squeezing and that could largely impact relationships and other parents talk about similar types of things like that. 
Interviewee: And the fact that it’s changed over time. Is that pretty common or do people just have a sensory issue and it’s just there?
Interviewer: It’s different. It’s super different. That’s definitely variable. Some parents say “my child had a lot of sensory things when they were younger now, they’re totally gone.” A surprising thing I’ve heard a couple of times is parents say they think the sensory is totally the same but what has changed is the coping mechanism, such that it doesn’t appear anymore, even though it’s still there. 
Interviewee: Yeah, I think that’s a little bit of Sarah. 
Interviewer: Yeah. And also, some things crop up over time. Sometimes when they were younger, they didn’t have particularly sensory things and now that they’re older, they do. So it’s definitely variable and I haven’t yet found an explanation for that variability. Any other questions?
Interviewee: Nope. 
Interviewer: Keep them coming. I’m happy to answer them to the best I can. Have a wonderful weekend. Enjoy. 
Interviewee: You too. Thank you. Bye. 
Interviewer: Thank you. Bye. 
[END OF TRANSCRIPT] 











