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Interviewer: Okay, we're recording, awesome. And I'll be asking you about your perspective about your child's transition to adulthood, in relation to her sensory sensitivities and interests. And we'll be doing something called a semi-structured interview, where I have my set questions, but I will be adapting my questions based upon what you say, and our conversation will actually make sense for us and not necessarily be so tied to the paper. Do you have any questions before we begin? 
Interviewee: No, not so far.
Interviewer: Okay, awesome. And if there any questions that you find uncomfortable or don't want to answer, you don't have to answer anything, if you don't want. We don't want to make you uncomfortable at all. 
Interviewee: All right.
Interviewer: Okay, awesome. Ready?
Interviewee: I am. 
Interviewer: Awesome, okay. So could you start off by telling me about Lydia's sensory sensitivities and interests?
Interviewee: At this time she's pretty much just…she's an adult and she works. It's not really an issue, other than maybe food, just…she always was…she’s not a really big eater and she doesn't really like a wide variety of foods. So she's more timid about trying new things. It was more difficult as a small child. So it was very restrictive as a small child, but just as an adult now...but you know still at 18 it's still a lot. It takes time because I know even college students they'd rather eat Doritos and burgers and [laughing].
Interviewer: Absolutely. 
Interviewee: But really just like certain textures are still…she'll just kind of timidly try something and she tries not swallowing and things like that, or sometimes she's just careful about that.
Interviewer: What types of textures does she dislike right now?
Interviewee: Things that are two soft, like for example, she never liked candy, which was actually a good thing and vitamins that are chewy, stuff like that, that was very difficult as a child to get…but even now it's not. She tends to like harder, crunchier things, but I mean she does eat a variety of cooked foods now. But as a child – she was a very small child. But it was really hard to have her eat anything more than crunchy things, like dry crunchy cereals and things like that. And then we just kind of had to build up and it was actually part of…even in school it was sort of almost like a program. I mean they were sort of doing it with all the kids but certain children had more of an issue with it. So, it was just something that was more of a challenge.
Interviewer: So…I’m sorry, go ahead.
Interviewee: Oh, I’m sorry. But I mean everything else, we were even talking about it last night because works…she works at a busy hospital, went to a busy regional high school and actually did participate in all kinds of…art club and chorus and drama club and things like that. As a small child she did kind of get overwhelmed by noise, some noise and crowds and all those things. It's just…it was very challenging at a very young age, more so than peers, but then it just…as she transitioned, probably about halfway through grade school it was really a significant improvement. And then just junior high and high school she just was…took the bus on her own and all that sort of thing with busy crowded bumpy buses and stuff like that.
Interviewer: [03:33] So you mentioned this change, and you mentioned that program in her school. What else do you tribute to her change over time?
Interviewee: Well, part of it it’s just maturity. They did have OT, she never needed PT, but she did OT as a child. So they did work on those issues at a very young age. There were certain…like even exercises that they did with…it went along with speech but there was…working with straws. One of the things that she couldn't do as a very…it was…she was a toddler but it was very difficult to drink out of a cup using straws, that was just very, very late so the OT helped with that. And I'm just trying to think, what else did they do. They had a social skills group that was mostly just conversational. But yeah, it was just…we just kept at it and it just seemed to take a very long time throughout childhood. But it wasn't really a behaviour problem, it was just more of…and as she grew older she also understood the situation, so she was very aware of what the challenges were. Whereas some of the kids…a more severely affected person wouldn't really be socially aware of what was going on, and wouldn't be able to kind of get past certain hurdles. Whereas she had a very clear understanding, I think pretty much for late grade school, middle to late grade school that these things were certain issues. 
Interviewer: You mean her sensitivities? 
Interviewee: Yes, yes. And they even…I know there was a field trip that she went on where a few times…as a younger child in school, sometimes she’d get overwhelmed with too much noise, too many people and she would get emotional. That was as a younger child and it was part of her actual program in her…first in IEP then I switched to a 504 to maybe discuss ahead of time what…something was coming up, there was going to be a long bus ride to UMass Amherst to listen to a concert. So, they would discuss it with her, and she was part of that and I know that she even brought your plugs, I don't know if she ended up using them but she had them in case. So they…enough things had happened as a younger child, where she got…she found herself kind of overwhelmed and stressed, where the teachers and myself…and then she started to understand, planning ahead if something was going to be an issue. So a lot of it just centred around noise. So it was food textures and noise. 
Interviewer: Were there any others? [06:18 crosstalk].
Interviewee: Just trying to think. As a very young child, it’s not an issue now, but certain smells. She never liked the smell of oranges and it used to...certain things that she…if she associated it with a taste she didn't like, the smell of it would upset…but that was when she was a much, much younger child and that's something that's pretty much non-existent now. She's not somebody who…I mean I used to work with someone who was an adult who absolutely couldn't stand the smell of peppermint. So if somebody was chewing gum and had peppermint, she would start complaining about it, but Lydia doesn't really have that kind of thing. But I know that as a child, certain things like air fresheners in cars and things like that, she’d comment on that but.
Interviewer: And did the school help her kind of address that as well? 
Interviewee: Yes. I don't know. I don't know if there’s anything specifically at the school that was bothering her. I know that air-fans and bathrooms as in public places…I don't think the school had them, I think they only had…I don't know, I think they had paper towels at the school. But that was something…she was much younger child, so if you are on a field trip and…so air dryers in bathrooms was something. It's been so long now, you know.
Interviewer: Yeah. 
Interviewee: Yeah, that's pretty much it that I can think of. She even took swimming class at the high school, she was still a grade school student, but even a strong smell like chlorine wasn't too bad. They did have to change into bathing suits and then take a shower, and that made a hissing sound but that wasn't even really a problem. They would be wearing a bathing suit and they have to shower off before they got in the pool. That was very echo-y and noisy.
Interviewer: And that was okay for her? 
Interviewee: It was hard at first, and I know there was one particular door that used to slam because it just was a locker room door that made it a really bad echo and she used to…she was very small and she used to flinch. But the school, they were very sort of…they were sort of interactive with me to kind of…their approach which worked was, as much exposure as possible and as young of an age as possible without completely upsetting the student, because that was…they had a number of kids of different ages and some of the really little ones would spend whole time screaming, they were terrified of water. We live on water… 
Interviewer: Yeah you mentioned that.
Interviewee: …so that actually helps, so that helped. She did have a really big phobia with dogs as a young child [09:00], just barking dogs. They were loud, she was never bitten but we did…we lived in a rural area, so there are people with dogs and jumpy dogs, that was upsetting. So anytime we had an opportunity to go to anything that had to do with dogs and talking to people who had dogs, that would…but she would kind of freeze up and I have to kind of pull her by the arm gently and then…and that was something. And we joined 4-H when she was in grade school, so that helped.
Interviewer: What's 4-H?
Interviewee: 4-H is a 4-H club. It's a…like a farmer. It's a national…
Interviewer: Oh!
Interviewee: It’s a girl scouts.
Interviewer: Cool.
Interviewee: But it's for boy and girls, and in each, they have state county fairs that you can enter things in but you join your local group. So if you own a horse, you can join one with the horse. We happen to join one, we don't have farm animals, but the woman who lives closest to us who ran it, she had goats. So she had goats, lamas and chickens. So if you weren't really used to animals jumping around and moving around you, it was a little disconcerting at first but we went to something, we went to a community after school program that was just sort of an introductory for anybody who wanted to join 4-H, and there are animals all over the place. But yeah, if you're a little skittish about animals, it was a good introduction to…so that was just kind of between the school and us trying to find activities to just get out as much as possible. 
Interviewer: It sounds like it really helped her, so.
Interviewee: Yeah, just multiple exposure as much as possible.
Interviewer: Absolutely. So you mentioned that you felt like maturity played a bit of a role in this transition for her. Would you say that any gained independence also played a role? 
Interviewee: Yes. I mean she lives at home still, but from junior high…the junior high and high school, it's in another town. So she was…she started off junior high…she has two older brothers and they were all taking the bus together, so that first year she was going, first couple years she was going, one graduated then one was in senior in high school. So then eventually she was doing that on her own. She was spending majority of the day away from us…away from home going. We had a system at first, her brothers walked up to the bus stop because it's down at the end of the street, then she did get a phone we held back on a lot of that, the social media and all that. But she ended up having a phone so she can text us when she was on the bus, she went to another town and then she…whatever activities she had, she would come home later in the day. So it was good that way because she really was not…I wasn't around too too much.
Interviewer: And you think this helped? Like helped her overcome some of these sensory sensitivities, the independence?
Interviewee: Yes, because I wasn't around [12:00]. Sometimes things were better…as she got older, things were better, easier to handle. She also had an adjustment counsellor at the junior high and high school. So they had those…a social worker in each school and they're aware of everybody's IEP and 504, so they would touch base, you could go to them if you needed to. And then when she first started they would want to meet with her every so often just to check in to see how things were doing, then as that was no longer needed they could re-write it and not…have it less often or not at all. But then they were available upon request. 
Interviewer: That's awesome. I’m glad she had that support.
Interviewee: Yeah, yeah.
Interviewer: So you mentioned that sometimes some foods…or if she still has some preferences for textures. How does she manage that preference?
Interviewee: At this point we've actually been talking about it because she's an adult but then she knows she does want to eat healthier. So, we kind of…I do kind of try to say, “oh you should try this.” Yeah, I do just try to suggest it and she's trying to kind of do it on her own, where she's going to kind of take the initiative on her own. But I don't plan her meals and tell her that she has to. So I’m kind of at that point where…but it's funny because a lot of my own peers in my own age group and they have you know, adult kids, and that’s an issue [chuckles] that they have and then some of them, soon as they leave home to go to college if they're living on a campus. It's, you know.
Interviewer: I do [laughing], I do know. So you mentioned her trying to eat healthier, is that because a lot of the things she likes aren't healthy? You just mentioned [13:50 inaudible].
Interviewee: No, actually a lot of things that she eats are healthy. And because there are restrictions, the good thing is that there are certain things that she's never liked and things like soda, things like candy. I mean she does eat some chocolate but as far as like hard candy, that sugary candy, it's just a restrictive diet if you really are kind of texture sensitive, and you have certain favourite foods. It’s just some people really want something different all the time and they'll try different types of restaurants and different…and if you eat all the same things, you're not really getting much of a variety. You’re just getting less of a variety, so.
Interviewer: Is she kind of looking to diversify her diet, maybe? 
Interviewee: Exactly, exactly. But the flip side to that is that she…there's a lot of things she doesn't have that…so, that are actually better food [laughing]. 
Interviewer: Yeah, definitely not good not to eat…not drink soda, candy at all that junk.
Interviewee: Yeah.
Interviewer: Okay, and you mentioned that when she was younger some of these sensitivities caused anxiety. Can you talk a little bit about that?
Interviewee: It didn't make her [15:00] withdraw, like not want to go to school. She always liked to go to school. So she was interactive and then it would just…when she was a younger child, she would get emotional but it was fairly short-lived. So we never really had a problem getting her to go. I know that she encountered some classmates later on down the line who just, as they became adolescents became kind of reclusive. And then leaving the home to go…or they were ended…they ended up just doing things online even before Covid. So they were sort of missing out. So she didn't really have that problem, it's just as a younger child being over stimulated and overwhelmed was…she’d get emotional about it. But it was, yeah. So she wasn't really like sort of suffering in silence and then avoiding things, she doesn't really avoid things. 
Interviewer: Yeah.
Interviewee: And never really did because when she was a small child, even if she had some sort of a meltdown or a tantrum, she would be fine 10 minutes later. It's just that, that was hard to function in a school environment.
Interviewer: Totally.
Interviewee: But the good thing was that she was easy to cheer up.
Interviewer: That’s good.
Interviewee: And so she was more attractive, yeah. 
Interviewer: And this might have just…you might have answered this. So how did she manage that moment when she was over-emotional when she was younger?
Interviewee: In the beginning she couldn't. As a very small child she had a one-on-one teacher aide, I think until second or third grade, then they…when they switched her to a 504, she just had somebody in the classroom that…actually they had other kids who had right, 504s. So there would be sort of one classroom assistant who was sort of there as a sort of a side support for the other kids and her included. So, they…she needed that person assigned the class less and less as time went on.
Interviewer: Got you. 
Interviewee: So, she was a lot…it was written into a program, she could leave the classroom if she needed to get air, that sort of thing. So it started off with sometimes she’d get upset, she didn't want to talk about it and run to the bathroom, but then at the same time we had…we discussed it during meetings that you can't get up and leave all the time, you’re going to miss out on things. So she had to kind of tailor that back.
Interviewer: Yeah.
Interviewee: You know. 
Interviewer: Awesome.
Interviewee: So. 
Interviewer: That makes sense, thank you. And then thinking about her like current dietary preferences and restrictions. I know you said she's trying to kind of move past them in a way, but do they cause…does that cause anxiety right now? 
Interviewee: Once in a while, she'll talk about it and she'll say that she feels bad. She needs a lot of reassurance. She's pretty healthy, and we do things like shop together and things like that. So she's not really defiant [18:00]. She's more like she's close to me and she'll take my advice. But I'm…we're trying to kind of…she's trying to work towards being more independent. 
Interviewer: Yeah, absolutely. 
Interviewee: So yeah. I mean we don't have issues with secretive…she's got a cousin that was very secretive and then actually wasn't going to school for a while, and then ended up doing an alternative program, and didn't actually graduate high school, got a GED. So there was different challenges, it was a different person, different personality. So…and she had a lot of anxiety. So my daughter’s is different, her overall issue is different and working really helped. And she got an internship in high school, and it was an unpaid internship in the office, so that helped too. And that was just for everybody, that wasn't just for anybody who is on a 504. She just was around a lot after school, doing different activities and certain kids were invited to do that, so there was a certain amount of responsibility. So she had…they…whoever they were and whatever their assignment was, if they were doing office work or they were delivering notes and things like that, they were allowed to just have a hallway pass and, you know.
Interviewer: That’s great.
Interviewee: So, there was a certain amount of trust and responsibility and things like that. 
Interviewer: You said that helped her, specifically what do you think that helped her with?
Interviewee: Initiating conversation, because that's an issue with not just her but in general with a lot of people online. The students, not just her, had to be able to leave the office, get…whether it was an absent list or notes, something being brought to a teacher. Go through the hallway and be able to explain why they were in the hallway, show a pass, knock on a door and speak to a teacher. Which sounds like it's very simple.
Interviewer: No it’s a lot.
Interviewee: But, even things like bank accounts and just…I really didn't have too much. By the time she had a bank account, she was…she actually enjoyed speaking to the teller. But it's something you know, I have older kids that are boys and that was something they would have preferred it if I just spoke for them all the time, when they were teenagers, I was like “no, it's your money, you earned it, you're going to…” [laughing] that was the hardest part, earning the money was not that bad, going to the teller and handing the slip…so it was that kind of like almost scripted conversation, in the context of a job that she got through school.
Interviewer: Absolutely.
Interviewee: And the school was doing it for…a lot of other people were involved. There was a whole team of interns that did different things for them. So that helped a lot, because that was actually her first office job.
Interviewer: Yeah, absolutely. That's great. So, it kind of sounds like overtime both her sensitivities have been minimized and improved, and also how she's able to cope with them seems to also have improved over time. 
Interviewee: Yes. It is definitely, yeah.
Interviewer: [21:05] That's awesome. Thinking back to when she did have more sensitivities because it's not…she just really seems like she doesn’t have so much anymore. What hopes or goals did you have for her in terms of them?
Interviewee: Just to be able to really distinguish between healthy and non-healthy foods. Things that you really do need to be able to tell yourself as an adult like, things that are actually good for you, not good for you, so that you're not just eating whatever you feel like all the time. As far as the other sensitivities just being able to not really need my husband and myself to be able to function, but that was fairly early on in the game. Things improved steadily so…but that was the big goal, was that we wouldn't have to just intervene if she was upset or tell her everything to do.
Interviewer: Yeah. Absolutely. And did I hear you correctly? Are you saying that you still hope that she's able to distinguish between healthy and unhealthy?
Interviewee: Yeah. I mean she's…I think she is now, anyway. I mean, you know. So I think…but I mean at 18 sometimes you’re still not going to make yourself eat the best food [chuckles]. But yeah, she goes off and shops and gets…
Interviewer: Absolutely. 
Interviewee: …So. 
Interviewer: Perfect, thank you. Switching gears a little bit, as she’s grown up and aged a bit how has your community accommodated her sensory sensitivities and interests?
Interviewee: She was lucky enough to go to a school where they actually have a number of kids varying diagnostic labels or whatever, and the school was very aware and they did have a lot of kids. So as time went on she improved a lot anyway, so they didn't seem to really react too much once she was middle of grade school. There was…there were a lot of other kids. They were pretty well equipped to deal with it and because she was doing school activities, teachers were aware or administrators were aware that she had a 504 but there were a lot of other kids that did too. So…and because it was a region…I mean the town that we live in is fairly small, the grade school is small but there were a number of kids that had issues and they had the social skills group together. So it was pretty positive, I think.
Interviewer: That’s awesome.
Interviewee: And then by the time she went to junior high it was five towns. So it really…it was kind of just in her paperwork, but not really an issue. 
Interviewer: When she was younger, when perhaps she…had it made as much improvement, was the community similarly accepting of her?
Interviewee: Yeah, I mean some, were some weren't [24:00]. I mean she had some friends, her…their parents were attached to…they liked her and she was invited places. A lot of times if we didn't think she could manage something because she’d get overstimulated, we just didn't bring her. So she didn't really have something that she really wanted to do that she was being punished from or not allowed or…we didn't really have too much of a problem. There was enough to do at school that seemed to suit her personality. That helped a lot. 
Interviewer: Absolutely, that makes sense. So you talked about school, what about other parts of her community? I guess you just said you didn't really bring her places. Like family or?
Interviewee: Well, yeah. Oh, yeah family. She has a first cousin who's an adult female, who’s severely autistic and actually lives in a group home, so the family was well aware of it. So…and there were these cousins that had some attention span issues and things like that. So…and when we joined 4-H that's not through the school, that's through the community, so that’s…so that…she still had a lot to do that…and because we live in a rural area being outside it just…county fair type things, we want to craft type things, library things. So their reaction really when she was younger, it wasn't that bad because she was so young anyway.
Interviewer: Totally.
Interviewee: And then as she got older she just got better at coping. So we really didn’t have too much of a problem, she wasn't really being excluded from things in the community.
Interviewer: That’s good, I'm glad you have positive experience. 
Interviewee: Yeah.
Interviewer: And then thinking about her future, do you have hopes or worries about how her community, her future community will react or act?
Interviewee: Yeah, I mean not specific…not too much. I mean I think right now in general because of this Covid thing, it makes it difficult for everybody, it’s isolating everyone. I'm hearing a lot from people in my own age group that they have concerns about their own kid, and they didn't even have an ASD issue in the beginning…in the first place. Some of them are expressing that their kids are very isolated. So the big irony was that because this was identified with my daughter early on, we were very aware of trying to get sort of outside and sort of tackle the problem from the get-go. And so she's actually pretty active and interactive with people, that's the big irony. And some of the kids that graduated from school with her that had issues, they went on to do really well in school and they were involved in school activities, whereas some of the other peers that actually didn’t seem to have anything identified, some of them became somewhat reclusive [27:00], with video gaming and things like that, and too much emphasis on social media. And some of the kids weren't even going out at all, they weren't really doing school activities. So that's kind of what…the takeaway that I've gotten from it. And talking to a co-worker who has adult kids, and they didn't have any type of an IEP or 504 or anything like that. She has the same kinds of concerns like, “oh gee, are they going to be too isolated, that don’t walk much too...” And I don't know how much the Covid thing is really going to, you know, for people in general because everybody is in front of a computer screen now, and the funny thing is, she works, she interacts with people all day long. She's…she works as a transport aid in the hospital so she's very busy and she talks to people all day long. It's a…she's actually…you know, everybody is in gloved and masked and protected, but it's a more interactive job than some of what’s going on now, so.
Interviewer: Well, it sounds like you supported her really, really well.
Interviewee: Yeah, yeah. I mean, I…eventually she'll have to do more with financing things and figuring out…at this point doesn’t have to do that because she still lives at home. 
Interviewer: Yes, but I feel like that's also…I didn't do that much when I was 18 either [laughing]. 
Interviewee: Yeah, exactly.
Interviewer: It’s still a learning curve.
Interviewee: I did the dorms, so I did the four years at school and then I had to figure out how to take care of myself for real once I got a job.
Interviewer: Exactly.
Interviewee: at twenty-two [laughing]
Interviewer: Yep. I understand that completely [laughing]. So shifting gears a little bit, you actually gave us a really nice transition. But in the transition to adulthood, where do you view Lydia?
Interviewee: I would say pretty much up to speed. I mean the only thing…she did put off doing Driver's Ed. So her next goal is to get a driver's license because she was going to wait, and then with Covid she couldn't really take Driver’s Ed.
Interviewer: Oh, I didn’t think about that.
Interviewee: So that part’s a little…yeah, that part's a little bit behind, but my sons waited till they graduated to too, to do the driver's Ed thing. I would say she's more or less up to speed, she’s a little bit…I don't know, maybe not as interactive with peers her own age. At this point she's been interacting a lot with older adults. She is working, and then when she worked in the office at school…so she does well with adults. Sometimes time with her own age group, so…but I would say, she's pretty much up to speed at this point.
Interviewer: That's awesome. So you mentioned she doesn't do a lot with her finance. Does she do some parts of her financials?
Interviewee: A little bit. Yeah, I mean she's got her bank account online, she's earning money now [30:00]. My husband's showed her how to…she's taking classes as she goes. So we paid up front and then she makes payments of it. And she's buying food…just making responsible…trying to make responsible choices with food. At this point, she's not really doing rent and utilities and all that, that's the next thing after driving.
Interviewer: One step at a time.
Interviewee: Yeah, yeah.
Interviewer: Does she cook for herself too? 
Interviewee: Oh, yeah. Mm-hmm.
Interviewer: Awesome. What about…does she manage her own social live?
Interviewee: Yeah, I mean pretty much, it's just work and home so she is somewhat quiet.
Interviewer: Guess at this point [chuckles].
Interviewee: Yeah at this point. It was…high school was a lot easier. She was…she figured out all of her rehearsals and things like that, and all of her field trips and what they…she went to prom and she had friends that she sat with at the prom and all that sort of thing. So she managed all that herself, it's just a weird…it's a weird time because the transition when she started working, she was lucky enough to get a good job at the hospital… 
Interviewer: That’s awesome
Interviewee: …fairly quickly. And then she took courses…she liked taking part-time courses at college and so she was nearby. She was taking it at the satellite campus in Southbridge, so she did actually meet up with some kids that she went to high school with. Then of course the last four or five lessons of her second semester were online. Which she did do, she did do them online, but they didn't get a lot of participation, some people I think they just dropped the class, and it wasn't as much fun, so.
Interviewer: Yeah, it's hard without that in person component. 
Interviewee: Yeah, yeah. 
Interviewer: Do you…does she want to live on her own? Later, post covid-19 when she’s able to.
Interviewee: Yes, yes. Hopefully maybe some place near the hospital. She's not sure, for sure but she wants to really stick with the hospital, maybe not that particular job. Maybe do something like lab tech or something depending on how long it takes her to get her degree. But if she can…I think she would like to live in a more, you know…it's nice where we live, it's very rural, but there's not a lot of young people around. There's a lot of friendly neighbours that are middle-aged and retirement age and she did go to a regional high school, so there's really no-one her own age right in the immediate neighbourhood. So that, I think she'd like to live more urban or [32:29 inaudible].
Interviewer: Totally. What classes is she taking?
Interviewee: She's taking a reading and writing class, she took a math class. She’s thinking maybe if she does a lab tech course that's an associate's degree and then maybe going from there she's not sure. She's not really committed right now to nursing school or anything like that. So she's just kind of waiting to see.
Interviewer: That makes sense. I’m glad she’s enjoying it, that’s awesome, that’s really great. And then thinking about her future, what do you…what type of independence do you think she'll be able to gain with time? 
Interviewee: I mean, I'm assuming full, and I honestly I think it would be hard. I think she really could do it now if she had to, if I wasn't around. She doesn't really, really need me for anything anymore other than just advice and some moral support. 
Interviewer: Absolutely, we all need that.
Interviewee: And the automobile, that's the only thing, that's the...the transportation issue is the next thing but, you know. 
Interviewer: Awesome. This question might not be super applicable to her and you just kind of answered it. But what do you think will help her move fully into adulthood and fully independence?
Interviewee: Just the time and experience, once she has…she's earning some money, and it'll make it easier for her to do things on her own without us. So that's…that’s part of…yeah, that's an economy thing too [33:52 inaudible]
Interviewer: I know [chuckles].
Interviewee: You know, so.
Interviewer: Absolutely it's hard for everyone, I think right now a little bit. And then kind of putting these two things together, sensory sensitivities and transition to adulthood, how did…how do they and how did they intersect for her? 
Interviewee: It was a little bit difficult, some of the social issues that some of the kids talked about were a little bit, whether it was relationships or a lot of…it seemed to be a lot of kids talking about depression issues and very emotional issues at the high school. So listening to those kinds of conversations – I don't know if I'm answering it right, you know, that was something that she…it was a little difficult for her to interpret. Sometimes maybe  she wasn't up to speed with what they were…not that she didn't know what they were talking about, she did know what they were talking about, but they were…maybe they seemed a little bit older when on the high school level. You know, as far as the…she didn't really have any real…by the time she was in high school or half way through high school, it wasn't really so much the sensory issues it was sort of catching up socially.
Interviewer: Got you. No, that makes sense.
Interviewee: And there was some sort of heavy subject matter and there was a…with a lot of the student body, and then there was a lot of social media that…and she wasn't doing social media until after she got out of high school. She does Instagram and that's it, because that seemed like a bad idea. It may isolate you not to participate but it's also…it's risky, especially when you can get all kinds of negative feedback. It's very hard to filter out a stranger. And if you are somewhat naive or somewhat socially behind it's really…that's very risky. And it also, I really do think it isolates [36:00] people. I think that because she wasn't doing social media…she did have a phone later on as she got it halfway through high school, but that was mostly to contact us, calling and texting. I think she's…that helped her interact more with activities.
Interviewer: For sure, absolutely. Again, so I know she doesn't really have many sensory sensitivities now and didn't really when she was entering high school, when you kind of are in that place where you are transitioning to adulthood. But then maybe thinking about her dietary preferences, would you think that's an obstacle or a vehicle towards her independence, or both? 
Interviewee: It was…I think it was definitely an obstacle and I think it's less so now, I mean…because you can't make sure you have all the same certain types of foods and the same certain textures if you're going to go out socially, or you're going to live on your own, or you’re going to shop here and it's just…whether you're eating in a restaurant or you’re going to somebody's house or going to a party or…it's obviously that makes it difficult.
Interviewer: For sure. 
Interviewee: But yes, so that's why it's kind of…now that she's an adult we can talk about it. It’s like the less hassle you have with that sort of thing, the healthier you'll be. And then when you're someplace if they don't have what you like on the menu, I mean you do need to try something [laughing], but.
Interviewer: Yeah absolutely, no, that makes sense. And then what…again thinking kind of about her future, what do you anticipate as being challenging for her as she does gain more independence in the realm of her, on sensory preferences?
Interviewee: I don't…I’m trying to think, other than just sort of diet…she's not afraid, like I said, she's not afraid of crowds and things like that. It's just social interaction with people and making sure that you can kind of look after yourself. I mean, she knows how to look after herself but interact with other people and to maybe understand what's a good idea…how to inter…its…I think it's hard for a lot of the kids to figure out who to go with. Especially if the more isolated you are, the harder it is because then when you're with people in person it's harder to interact with them. And then if…you don't know what's dangerous or not, you know, that sort of thing. 
Interviewer: Yeah, absolutely. And what do you think will help her kind of understand that a little bit more?
Interviewee: Just continuing to work, the more she…that's been a really good experience of…I mean she does have some young people where she works, but it's mostly adults. So they interact on a completely different way. There's a lot of them in their 40s, their 50s and the more you're around people who really can articulate themselves and they act professionally and they…it's just through the experience of being around them. And kind of coming home and saying, “I had a hard day because of this and that.” but we're completely out of it, she's on her own, she's living…for all intents and purposes she's living an adult life. 
Interviewer: That's awesome.
Interviewee: [39:19] So she’s continuing to do that. But yeah, I think the more…and this is just anybody, I think the more that you're inside and isolated the worse that it gets for people.
Interviewer: Absolutely.
Interviewee: We're all lucky, everybody in the household and even my son who doesn't live at home, we all were able to keep our jobs. And everybody except me has to go out for a job. I'm in the office twice a week, so I go out twice a week to the office and I'm remoting the other three days. I was furloughed for a while and I was only working three days. But everybody else in the family just happened to have a job at a manufacturing plant. My husband does IT, the things that they do they actually have to go to work. So they have been…they've been social distancing and…with her she works at a hospital. She never worked directly with Covid patients, but she still had to be completely all protocols gloved and masked, things like that. So…but yeah, that's lucky because my…one of my son's bumped into somebody who you know had been out of work for a couple of months and there's just a lot of isolation going on, generally.
Interviewer: I know a lot of people who are out of work right now and I feel very thankful that I'm able to do this. 
Interviewee: Yeah, yeah.
Interviewer: Absolutely. Thinking…so it doesn't seem like it's applicable for you and your family, but thinking about how kids do age and transition to adulthood and thinking about their sensory sensitivities, what gaps do you think exist in available interventions for those types of folks?
Interviewee: I think that if they're on…you mean within the school systems? Like the gaps…Oh okay.
Interviewer: In the school system, outside of school, because people need help when they're out of school too. 
Interviewee: Yeah, setting up work or internships, that's something that's a big, big help. And then even some of the classes that they took now…she went to Tantasqua High School, so that's a public regional high school. She took something called Real World Warriors’. It was a social studies class and it was just real world problems. So it was a discussion group and it was about…they talked about internet safety and things like that.
Interviewer: That's great.
Interviewee: And then there was one called English for Employment and then they would go on to websites and they would talk about careers and what would they…what they wanted to choose and how to do things out in the real world. One of the classes she took I don't remember, but she had a fake check book [42:00], just a mock check book. So they had to do financing. That sort of thing.
Interviewer: I wish we had that.
Interviewee: Yeah, yeah. So those kinds of just sort of scripted scenario type of courses. And they had club at the high school. That had a different…it was called…but it had to do with mental health services. So it didn't have to be somebody with a diagnosed disability or a diagnosed mental health disorder, but they could. And it was like they had a club after school and then they went to seminars, they went to something at St. John's High School. And it was a seminar about mental health and all that. So getting them established with some type of possible either…not necessarily a career path, but some type of program once high school ends, just not kind of dropping off because there's…we live a community especially in a rural area, that's just…some people they didn't even find a part-time job. It’s just that isolation just drops them off and then it gets difficult. And then the longer that they…the longer they hold back and don't have interaction with people, the worse it gets. So it's like if you kind of push it all the way through, where you don't really ever stop, where you kind of go from school activities to something where you're interacting with people. Before I worked in billing I worked in the credit department of the hospital and I…we frequently my co-workers, and I and even still sometimes the billing department, we would get parents would call on behalf of adult children to try to discuss bills and it's against the law, you can't discuss medical, it’s the HIPAA violation, HIPAA laws, medical privacy and there would be people who they couldn't get the kids to call, if they were still 25 years old living at home on the parent's…  
Interviewer: Insurance. 
[interviewee talks to someone in the background]
Interviewee: She's just…she got called into work. She's going to work at…not till 6:00, so. 
Interviewer: We’re almost there.
Interviewee: They literally can't talk on the phone. I mean, it sounds…but just kind of…the schools, I guess as much as possible or supports to do that sort of thing because it’s difficult for people to go on interviews. Even if it's an awkward interview and you're only young, I mean just, the more you do it the better off you'll be.
Interviewer: Yeah, absolutely. It's good to get that solid foundation. 
Interviewee: Yeah. Yeah, it is. It's really hard for people [chuckles]. And I saw it, just in the…just working through the hospitals. Even people who don't have any kind of diagnosis, they just…they reach adulthood and they've been texting all their lives [45:00] and they need to be able to come in and actually sit down and apply for health care benefits or discuss a bill because, you know [laughing].
Interviewer: It's important? Yeah, I mean I have friends who don't like to make phone calls and I have to be the one to make the phone call for people, like if we order food or something, because I don’t care.
Interviewee: Yeah, yeah, so.
Interviewer: But then it happens, it really does. 
Interviewee: Those are the gaps, those are the things that even if somebody is really strong and taking standardized tests and they're good with numbers, things like that, with computers, it's yeah.
Interviewer: Absolutely. And now thinking a little bit about your daughter and more specifically, how did and how do her sensory sensitivities and interests impact your goals, hopes and expectations for her as she goes into adulthood?
Interviewee: At this point it doesn't. It's just sometimes with work-related things, I’ll just ask them this, ask them that. It was mostly when she first got the job as an HR, things getting ready with the…so
Interviewer: Absolutely.
Interviewee: Getting ready with…getting paid and so on and things like that. But it’s just right now, it's just the things like bank accounts, phone calling, things like that, eventually she’s not going to need us do that. But it's hard when you're a young adult, the more you don't do it the worse it gets. Like you see? [laughing]
Interviewer: Yeah.
Interviewee: You can't order pizza unless your friend will do it, what if your friend is not there? 
Interviewer: [laughing] Exactly. So, kind of finally as a caregiver of a child who had ASD and who did have sensory sensitivities who is now since kind of aged out of them, what does transition to adulthood mean to you?
Interviewee: It was not anywhere near as bad as I anticipated.
Interviewer: How so? 
Interviewee: Many years ago, it seemed like it was going to be much more difficult, it was much more stressful, scary, because the thought of it was worse than the actual reality. So…but it was through continual interaction with clubs’ activities and internship job and just that sort of thing, and then…
Interviewer: That's awesome. 
Interviewee: …we've just tried to help but then try to back away as much as possible. And then as she got older and I interacted with peers at work, and peers from the community, I was finding that other adults my age, older adults were finding that their kids were…some of the kids are in crisis and they didn't even have any kind of ASD issue. 
Interviewer: Absolutely. Well, I'm glad it was less scary than your thought, so it’s.
Interviewee: Yeah, that’s how it was.
Interviewer: That's kind of the best case scenario, right?
Interviewee: Yeah, and when you're…if you have somebody who has four-year-old that they get a diagnosis, there's such a variety of how severe or how mild it is that it's very difficult to tell. And they even told us that years ago. Sometimes it’s a very, very severe case and that's…that changes somebody's expectations. But when it's somebody who, you know, is verbal and interactive, but then has sensory issues and meltdowns and…at Franciscans, one of the Paediatrics specialists even said, she said, “kids who are already verbal and then already interactive, they tend to do well. Try not to worry too much, there's a lot of kids like this.” And then they said they strongly recommend that she gets re-evaluated but then the waiting list was so long. And the school did it for us. So the school kind of did it for us and said, “well we're going to keep 504 for emotional support,” so.
Interviewer: That's great. And then thinking about Lydia's future. What do you what do you see happening? 
Interviewee: Probably just continuing doing what she's doing. She's enjoying the hospital and…I mean we’ve already talked about it, she might change her mind about what she's…she takes some more classes and says, “I think I'm going to do this instead”, I mean at 20 or 23 or whenever she changed her mind or whatever, so. 
Interviewer: We all change our mind, all the time [laughing].
Interviewee: I know, I know [chuckles].
Interviewer: Yeah, awesome. And I think…I'm guessing I know the answer to this, but I'm going I have to ask because since it’s the final question. But did her sensory sensitivities impact your current perspective?
Interviewee: Not my current perspective, I mean it was difficult with some challenges early on. At this point it doesn't really impact anything now and our perspective. When I was raising all my kids, all of the parents were continuously talking about their kids to the point where every parent was…it was almost too much. So then that kind of eased up, made me feel a little bit better and then time went on and everything sort of calmed down. 
Interviewer: It's great. So it’s actually it for all of my questions, do you have anything that you'd like to add or any comments? 
Interviewee: No, no just…it was enjoyable and. 
Interviewer: Oh, thanks [chuckles].
Interviewee: And so. Yeah, we like to do this kind of thing, it's been…she's taking part in some of them and then family. We did one for Boston University and it was at UMass medical centre and the whole family went. 
Interviewer: Oh, that’s awesome!
Interviewee: I’m pretty sure it was Boston. Yeah, Boston University and you…if you lived in the Boston area you could go, we live in the Worcester area, so we went there, and it was kind of interesting and so. I was curious about what they will use this…so anyway just you’ll just send an email with…you’ll write a paper once the study is done?
Interviewer: Yeah.
Interviewee: Do you send a copy of the paper?
Interviewer: [50:55] Yeah kind of…I can give you a little summary. So basically our hope is that we're going to do forty-five interviews, You are my sixth interview, so, we're chugging along. And the idea is to kind of create themes…understand what themes exist in this intersection. So kind of trying to summarize all parent perspectives, seeing perhaps where they differ or where they’re the same. And then yeah, write a paper about it. And ideally I'd love to connect it with some of our quantitative data. So those surveys you filled out, seeing maybe which themes crop up given which demographic variables or other variables that we've collected. And yeah, hopefully write a paper about it. So I can send that to you and when…
Interviewee: Oh, good.
Interviewer: …when it's done. I mean it might be a couple years which is unfortunately how research goes.
Interviewee: Yeah, yeah.
Interviewer: But yeah, I mean I saw your response that you want to see…you want the results, so you'll definitely get one. Whenever they arrive [laughing].
Interviewee: Yeah.
Interviewer: Awesome. Do you know anyone else who might want to participate in the study?
Interviewee: I'm trying to think.
Interviewer: It's okay.
Interviewee: I mean, yeah, I was going to say some of the kids that she graduated with, I’m not really in close touch with the parents…I haven't seen them in a while, they kind of all went out to do their thing, so. 
Interviewer: Well, yeah.
Interviewee: I can't think of anybody offhand. 
Interviewer: No, that's okay. I mean, if you think of anyone who comes to mind, send them our information, we'd love to have them. We love learning from families, so. But yeah, do you have any other comments you'd like to add about the content of the interview?
Interviewee: No. No, I mean it seemed…hopefully they can come up with some type of programs to really get people interacting. Because I think that the things that isolate people with ASD, the things that make them timid, when they're very young, if they have really bad sensory issues and they isolate people, the social isolation that happens just in the culture, the same kinds of things are going to happen and are happening to people who weren’t identified early on is having ASD.
Interviewer: Absolutely.
Interviewee: So it's the same kinds of problems. So it's just the constant interaction, constant getting together with people and doing things independently and trying to kind of make…well not make them, but try to encourage them to interact with people as much as possible. So isolation and removing from mainstream, because people with ASD they'll suffer with all sorts of stressors and then they'll avoid those social situations. That's going to hurt people in the end and that makes you less able to function.
Interviewer: Absolutely. 
Interviewee: So yeah.
Interviewer: Thank you for sharing that.
Interviewee: Sure, sure. 
Interviewer: Yeah, so that's all I have on my end. But thank you so much for making time after your long workday. And we so appreciate learning from you and your in sight.
Interviewee: It's nice to meet you.
Interviewer: Oh, so nice to meet you too, yeah. 
Interviewee: Okay, great.
Interviewer: So, after this, I will send you a thank you email, it will also have a gift card for you. It's an electronic Amazon gift card as a token of our appreciation. 
Interviewee: Yeah, thank you.
Interviewer: If you have any questions, anything, you know where to find me, please email me whenever you have questions or need anything. I'm happy to help in [54:12 inaudible].
Interviewee: Okay. Alright great. Alright, well thank you so much.
Interviewer: Yeah, thank you.
Interviewee: And good luck with all your other interviews.
Interviewer: Thank you so much. Have a great have a good end to your week.
Interviewee: You too.
Interviewer: Awesome. Thanks so much. Have a nice day. 
Interviewee: Bye -bye. 
Interviewer:  Bye!

[End of transcript]



