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Interviewer: Alright, we are recording. And I will be asking you questions about your perspective about your child’s transition to adulthood in relation to her sensory sensitivities and sensory interests. And we will be doing something called a semi structured interview, which means I have my planned questions, but I will also be adapting them to follow our conversation so it actually fits what we’re talking about. Any questions?
Interviewee: Nope, that makes sense.
Interviewer: And if there are any questions that you don’t want to answer or they make you uncomfortable, that is perfectly fine, you don’t have to answer them. And if you think of anything that comes up later in the conversation, feel free to jump in, it doesn’t have to be a linear conversation in that way. So, for my first question, could you please tell me about your daughter’s sensory sensitivities and sensory interests?
Interviewee: She has some sensitivities to loud noises and to certain sounds, like things that she hears outside kind of scare her, even though she knows what they are. Like if she hears a siren, it makes her kind of panicky and she feels like it’s, you know, a police car or an ambulance or fire truck. I’m trying to think what else…she does do a lot of stimming, so she has some visual stims that she does. But as far as actual sensitivities, I would say sound and sometimes to certain types of clothing. But not excessively, but certain types of clothing sometimes are uncomfortable to her.
Interviewer: Which types when it happens?
Interviewee: A lot of the time she seems to get hot really easily and I think it’s because she has a hard time sitting down, but I think she has a hard time just wearing long sleeves sometimes, and she doesn’t like a lot of layers on her, even if it’s cold, she’ll say, “I’m cool.” And I’m trying to think of... I think the main things are auditory sensitivities.
Interviewer: Yeah. You talked about outside noises causing her some panic, and you mentioned like police cars. Is it more mechanical or car noises or is it also like people noises and loud voices?
Interviewee: With her I think for things, like sirens – car alarms and sirens seem to kind of be the main triggers for her. Or sometimes loud sounds like if something bangs, like even if she’s expecting it, like a car door closing, she’s really tense, like when somebody is getting out of the car, things like that, even though she’s prepared for it, it seems like it’s really sort of jarring for her.
Interviewer: [00:03:23] What about alarms in a school or like a fire alarm?
Interviewee: Yeah, those are all there too, yeah.
Interviewer: Does she have any sensitivities or sensory preferences for food or smells?
Interviewee: She’s very much a sensory seeker in terms of, you know, she likes the way different things smell, so she doesn’t really have a lot of aversions to those things. But she actually likes fragrances or air fresheners and different types of food. She’s more on the sensory seeker end as opposed to somebody who has a lot of aversions.
Interviewer: And what does that sensory seeking behavior look like for her?
Interviewee: When she was little she did it more, but like just sniffing things or…she likes to have different fragrances around her that are kind of strong and kind of stimulating, like candles, scented candles, she just likes to pick them up and smell them or have them in her room, like those little air freshener things, that kind of thing. Yeah, there wasn’t a lot of like unusual looking sensory seeking behavior with her, in terms of her like smelling things or hearing things. Maybe more so when she was younger, like tactile stuff was kind of excessive, like touching things or getting into lotion and putting it all over her and stuff like that.
Interviewer: What types of textures would she seek out when she was younger?
Interviewee: Pretty much everything. You know, like lotion or diaper rash ointment. It got to the point where when she was really young, I would actually just let her finger paint every day for like an hour and that was her…like, I would give her finger paint in [and?] shaving cream and that kind of seem to curb it in other areas, you know. It was messy hour [[laughing]] and then you get in the shower. So yes, that was what I did when she was younger, much younger obviously. Yeah, she’s not really doing things like that so much anymore, but it’s still...she still has...now she is able to do things that are more appropriate, like she has stim toys and stuff like that, things she can squeeze or twist and she uses them appropriately.
Interviewer: Got you. Does she or did she seek out certain foods? You talked about seeking out different smells.
Interviewee: Yeah, I mean, she just likes food, you know, she would just go into the kitchen and she just craves all different tastes and textures. We’re pretty lucky in that we have…all four of my kids are autistic and nobody has any major...everyone’s kind of on the sensory seeker end, which is good when it comes to food because I don’t have to worry about them not eating [[laughing]] [00:06:59 inaudible] chicken tenders or something, you know, stuff like that. So, we’ve never had to worry about that, as long as…it’s the non-food items that are in issue. But not so much with her. Like when she was little she did a few things, like drank rubbing alcohol, put things in her mouth, but overall, there haven’t been too many things with her. She learned pretty quick, like “I’m curious about what things taste like,” but once you know [[laughing]].
Interviewer: [00:07:32] Don’t go back. Awesome, that’s a wonderful segue to my next question, so thank you. How have her sensory sensitivities changed overtime – or sensory interests?
Interviewee: I would say that mostly...I would say that they are still there but she's learned, she had OT in school, so she kind of in a lot of ways learned appropriate ways to channel them or meet her sensory needs in appropriate ways. She still does do things like running in the house a lot, so she kind of craves a lot of that physical input. And she does rock a lot, like she still does some hand flapping and rocking and stuff like that. And definitely has a really hard time sitting still.
Interviewer: And that hasn’t changed really?
Interviewee: No, no.
Interviewer: Got you. And what about her sensory sensitivities now, has she always been this sensitive to sounds?
Interviewee: Yeah, when she was little, she would like run under a table or something if there was a siren or a car alarm. And now she still, you know, it still bothers her, but she’s more, she’ll just kind of make a joke about it or, you know, and she can kind of ignore it, she knows what it is and it doesn’t scare her, it’s more like an annoyance now.
Interviewer: Got you, that makes sense. And then these changes that you’ve just talked about, do you think they’re related to any independence that she’s gained overtime?
Interviewee: I think so. These are all things that they’ve worked on for years, like with OT and things like that in school. So I think, she’s just kind of learned to self regulate pretty well. Our household is actually pretty much…actually five of us are on the spectrum, so she’s always had…it’s never been really frowned upon or you know, or trying to make her not do the things, it’s more like, “you just have to try to channel things more appropriately, you have to be respectful to other people if you’re doing something that’s really loud or disruptive.” You know, she likes to rock really hard on her bed or on a chair, and I’ve had to say, “sometimes that can bother other people, it’s not so much bad that you need that input, but it’s not okay to crack a chair into a wall or do that honest school bus while somebody’s sitting behind you.” You know, so just things like that where we just kind of basically worked on channeling it to, here’s an appropriate way to. You can still stim, there’s nothing wrong with it, you can still meet your sensory needs in ways that are more appropriate.
Interviewer: [00:11:04] Absolutely. That’s also a great segue. So next question is, how does she manage or cope or handle her sensory needs? So, you just kind of talked a lot about replacement behavior and channeling, what else does she do?
Interviewee: I think a lot of the times now, I mean she listens to music really loud, which a lot of young people do, a lot of old people do, I do it [both laugh]. But I think that’s part of it for her too, I think people meet their... she meets her sensory needs in a lot of ways by making her own sounds so that she can kinda shut other sounds out that are bothering her. Yeah, so things like that have been really big with her.
Interviewer: And will she cover her ears or use sound cancelling headphones if she’s ever in a loud environment?
Interviewee: I don’t think she’s ever really wanted to wear noise cancelling headphones. I think they have been offered at school, they didn’t really have them when she was little, you know, widely available at school. I think they may have offered them but I can’t remember them, I don’t think she... actually, I don’t think she ever really used them.
Interviewer: Okay. What about covering her ears, like with her hands?
Interviewee: Yeah, she does do that, like when she’s anticipating a loud sound or something, if there’s a loud siren in the distance, she’s gonna [come] closer, yeah.
Interviewer: You talked about OT briefly, what other services or interventions has she received to help her with her sensory needs?
Interviewee: I think mainly OT and you know, she had other services at school, like speech – which doesn’t address sensory needs so much, but she hasn’t really had anything. Like, she didn’t have ABA because when she was younger, it wasn’t a regular thing in Boston public schools and then as she got older, the high school she went to, she was in autism classes when she was younger, and then when she went to middle school, she wound up going to the McKinley, which is a therapeutic school – I mean some of the students artistic, but most of them it’s more like for kids who have behavioural issues or psychiatric issues. And so I think they did consult sometimes with the ABA, but she didn’t directly have anything like that. She did have therapy for a while and now she’s seeing a therapist again now and a psychiatrist. But that’s pretty much, yeah, I think that’s pretty much it.
Interviewer: When she was in OT Ann when she was receiving that, do you think that helped her with her sensory needs?
Interviewee: Yeah, that was kind of their whole goal. They were pretty good. Some places, some OTs focus more on suppressing things and some are focused more on, okay, how can we get you to meet your needs appropriately meet your needs? And she was lucky in that regard, I think she had a lot of people that were really good in that regard.
Interviewer: That’s great.
Interviewee: Yeah, makes a difference. Yeah, in terms of that sort of thing, I think that’s really the only [00:15:04 inaudible] therapy that she had for addressing specific sensory issues.
Interviewer: And when your daughter is in an environment where there are sensory things that she dislikes, like maybe loud noises or long sleeves, does that cause or increase anxiety for her?
Interviewee: Yeah, I think, again she handles it better now. Yeah, sometimes it would, and she would kind of get agitated and sometimes asks to leave. There were times during school actually during school when she would actually bolt out of the classroom when she was smaller too, and that might have been part of it as well. And she would say she didn’t know why she would do it, and I’m not sure that she connected, or was why, but I think it might have had something to do with it, and feeling this sudden fight or flight kind of thing, you know, when there was a noise that she didn’t like, sometimes other things, like if a person or if a kid was crying. And then later, she also sometimes copes with things like that by then kind of increasing it or saying…she would then start doing things that make other kids cry and then say, “I wanted to see what that kid looks like when he cried,” when she was a little older. So she would kind of... something would bother her, and then she would kind of turn it into a game, kind of. I think it was kind of, “I get to control when people cry…” or when that happens. And it took a long time to say, “that’s a person with feelings, you can't just go ‘what does that person sound like when they're crying.’” But yeah, that was one way that when she was a lot younger, she kind of dealt with things in that way. Luckily, she’s pretty much grown out of that.
Interviewer: How does she manage those anxieties now?
Interviewee: I think music, she goes into her room and she has her own room that she can go into, which is good. And sometimes when she’s acting kind of agitated, I’ve said to her, “you need some quiet time.” If she’s complaining about a noise I was making I’ll say, “you know, you have a room, you can go over there.” So, yeah, she’s kind of getting better at removing herself from his situation, like, “I can go over there and listen to music,” or “I can go in my room and shut everything out.”
Interviewer: [00:17:58] And have loud noises, or these sensory experiences, have they always caused anxiety for her?
Interviewee: Yeah, it manifests differently and it looks different than it would in a lot of people, because sometimes she would get actually…like start an argument over something that bothered her, not over the thing that was bothering her, but she’d get agitated and start an argument over something else and then I always wondered if that was kind of her way of blocking out the actual thing that was bothering her.
Interviewer: Absolutely. I’m sorry if you’ve just answered this, but has the presentation of her anxiety as it relates to sensory experiences, has that changed overtime?
Interviewee: Yeah, as I said, she's definitely matured a lot and is kind of learning a lot of self-regulation, which is good. I know the things she does which can be draining for others, but she still, like I’ve mentioned before, that she used to start arguments a lot and to me it was kind of like a…seemed like a distraction to me. She’s always talked a lot, like she talked a lot, like she would talk to a lot of strangers [laughing], but I think sometimes that’s also a way of her kind of keeping anxiety and sensory issues at bay. Like, she’s not consciously doing it, but if something is kind of bothering her, some kind of sensory thing, I think the whole talking and thinking about things and then coming out and talking to other people, like really excessively, not just like…I mean, everybody talks to their family and friends about your life and your plans, but I mean just like excessively, for like hours on end. But I think that’s part of her way of kind of tuning out other input that she doesn't want.
Interviewer: Yeah. It seems like she kind of seeks to her control her environment a little bit.
Interviewee: Yeah, or a lot [both laughing]
Interviewer: Or a lot. We all like control though.
Interviewee: Yeah, that’s true.
Interviewer: Thank you. So thinking a little bit more broadly, what goes or hopes do you have for your daughter in terms of her sensory needs?
Interviewee: I pretty much want her to continue to be able to meet her needs in a way that, you know, that takes others into account, that are more…when I say socially appropriate, I don’t think...there are things that some people are uncomfortable with that don’t bother me, like I don’t care if my autistic kids are flapping their hands in public or whatever, as long as they’re not touching anybody. So as far as that kind of thing goes, as long as she continues to focus on meeting those needs in ways that are, you know, socially acceptable, and they’re respectful and they’re not bothering other people, and that she has the tools that she needs. Like you know, we kind of experiment with different stim toys, like, she pulls on her skin a lot and she wrings her hands, you know, we buy different kinds of stim toys, like how does that work? If she likes it, we buy a bunch, like squeeze bottles or things she can twist, things of that nature. So, just kind of exploring stuff that she thinks might be calming to her and just kind of continuing to find those tools as needed. Yeah, and just kind of being able to explore those things and realize that, like I said, channeling it, so that she’s able to go places and do things and have a life, you know. And she kinda has become desensitized enough in a lot of regards, that a lot of things that were kind of debilitating when she was younger are now things that she can kind of just go, “okay, that kind of sucked, but okay that was a siren, I know what it is, I hate it, but I know what it is, I can brace for it.”
Interviewer: [00:22:43] Got you. So, she’s like a little bit more tolerant of these uncomfortable sounds?
Interviewee: Yeah, definitely.
Interviewer: Got you, thank you. We’re gonna move onto our next chunk of questions, that was the first part. Thinking about community, as your daughter has grown up in aged, how has your and her community reacted to her sensory needs?
Interviewee: It’s tough to say. I mean, in recent…like this past year, when she goes out into the community it’s mostly with the caregiver, so she kind of always has somebody with her, you know, myself or her caregiver that can kind of prompt her, like if she’s starting to do something that might disturb another person or make too much noise or that kind of thing. And so that’s really…so she’s not really going out independently and doing stuff. When she was still in school, you know, it was kind of a thing where she would get upset if somebody…somebody would get upset with her and she would say, “they told me not to, but I couldn’t move around,” and I’d say, “what do you mean not move around?” and then she would say, “I was rocking in my seat.” And I said, “well, you might have been disturbing somebody, so that’s different than somebody just telling you that you…” so she’s starting to understand too, like she has to stop and think, “okay, is what I’m doing harming or bothering somebody else or is it just somebody looking at me funny and being kind of rude because I’m flapping or rocking?” or something like that. But overall, I mean, overall, pretty well, I would say, it’s going pretty well.
Interviewer: That’s great, I’m glad to hear that. What about when she was younger, was the community more or less accepting of her and her needs?
Interviewee: Again, it’s a little bit…I mean people stare when somebody’s different, you know. So, a lot of the community that she was around a lot of the time was family or her school. But for the most part, I see people stare because they see somebody different, but I don’t really know how to answer that exactly, like it's kind of…yeah, I mean we weren’t going to a lot of things that were lots of people, you know, we go out to stores, we go out to restaurants or whatever, but for the most part, you know, for the most part I think people are pretty accepting and some people kind of stare, and I don’t know how much the kids pick up on that. You know, sometimes they pick up on it and sometimes they, you know, she’d seem like she wasn’t. So yeah, I don’t know quite how to answer that.
Interviewer: [00:26:07] That is perfectly okay, it's okay if you don't have an answer to any of the questions. So you talked a bit about restaurants and kind of random people in the environment. What about school or your greater family, have they been accepting and accommodating of her needs?
Interviewee: Yeah, I would say so. You know, I’ve had to explain things throughout the years, like explain things to relatives or whatever, but for the most part they are, because I’ve been pretty open with my family about her diagnoses and stuff like that. So yeah, I would say overall pretty much. And as far as school goes, she’s had some issues in school when she was little, because she could be kind of aggressive to other kids, and then she got her Asperger’s diagnosis at the age of 5. So that was a little hard at first because it was just like, oh there's that kid who's completely out of control and going around hitting other kids and yelling at staff and saying inappropriate things to get a rise out of people. But then once people in our immediate circle an including educators or people who are working with her – of course they knew what her diagnosis was and they know, okay we’re working with somebody who has sensory needs, who has anxiety and who’s acting out because of these things. So yeah, I think once people know, oftentimes they’re more accommodating in general. 
Interviewer: Yeah, absolutely. Thank you. And then gain thinking towards the future, what hopes or worries do you have for how her community will react to her and her sensory needs?
Interviewee: Again – I keep coming back to it, but again, I think it all comes down to…if she has the tools and the knowledge to understand what things are okay and when somebody’s kind of being unreasonable or judgmental, once she has a good sense of that, I feel like…I mean, I can’t predict how other people will feel towards her, but I want her to be…I’m trying to get it to the point where she feels confident, like “okay, I know what’s okay and I know when somebody’s being unreasonable or judgmental or giving me a hard time for looking or behaving differently.” And within that context, I think overall most people are fairly understanding or they kind of know, they see somebody around and they go, “okay, that person is disabled or has some kind of sensory issues or some kind of psychiatric issues,” and for the most part I think people are fairly understanding and accepting. I’ve seen a lot of people, she interacts with people and they’re pretty understanding. I can’t predict how I think people react towards her, but…and I think I’m rambling.
Interviewer: That’s okay, rambling is fine [both laugh].
Interviewee: But yeah, I mean, it’s hard to predict for sure, as long as…but I feel like she’s come a long way because she’s getting a better understanding of how to properly manage those things and how to behave to a certain extent and for her to know, like I want her to be aware of it when something she’s doing is not okay for some reason or you know, or inappropriate in a particular environment. Yeah, so
Interviewer: [00:30:35] Yeah, absolutely. Thank you. So, that was one chunk, now we’re going to move on to our next section. In the transition to adulthood, where do you see your daughter?
Interviewee: She’s made a lot of progress in the past year or so.
Interviewer: That’s wonderful.
Interviewee: Yeah, I mean, she has a ways to go and she needs a lot of practice at interacting with people, but she’s really really made a lot of gains. Just having a person…like she didn’t have services for a while, and now she has – through DDS, she has a support person, who’s also someone who worked with her in school for many years coming who’s her one to one aide. And just being able to go out with her and go out into the community and do things with somebody who's not your parent. I mean, you know, even if you like your parents it’s fun to go out and do other things. And that in itself has kind of made a huge difference with her socially and giving her a better understanding of her surroundings and other people. And I think that made…like her last year of school she was done with academics and just receiving services and being able to just interact with other peers and adults – well now she’s an adult [chuckles], but it kind of helped her with everything including sensory stuff and how to manage any challenges that she had.
Interviewer: Yeah, totally. Thinking a little bit more about her stage of independence, where is she? Where is she able to do things independently or where does she need support from you or this other caregiver?
Interviewee: She still needs a lot of support as far as going out into the community, she definitely needs one on one support. First of all to keep from getting lost, secondly also to keep her…she has a lot of problems with impulsivity and she would just like go somewhere with someone or steal something from a store just because she happened to want it and didn’t have enough money to buy it, so she, you know. So impulsivity is still a big issue. But as far as her sensory needs go, I feel like we have that largely under control and she's done a really good job of regulating it.
Interviewer: That’s wonderful. What about things like taking care of herself physically or helping with chores, how is she with those types of actions?
Interviewee: She for the most part takes care of herself physically, but sometimes she needs reminders, like you know, I’ll say like…I’ll remind her to take a shower or everyday I remind her, “did you brush your teeth?” that kind of thing, but she can manage them herself. Chores she can do if she’s…she does kinda need a lot of guidance because she’ll do some of it and then be like, “I don’t know what to do with this next,” and then I’ll have to say, “okay, sort through it, put this over here,” “how do I know this table is clean enough?” you know, that kind of thing. Like she’ll ask, “did I do that well enough?” and then I kind of have to say, “oh, you’ve gotta do it some more” or “that looks good,” or whatever, you know. Yeah, so she does need a lot of prompting still, but she’s getting there.
Interviewer: That’s great, progress is progress. What about like food, can she make simple meals for herself?
Interviewee: Yeah, yeah, she can make herself a sandwich or microwave something. She doesn’t really use the stove, I would worry a little bit about her getting distracted if she was using the stove and cooking something [laughing].
Interviewer: Yeah, absolutely. Was or is she able to go shopping for herself or with you for food that she needs?
Interviewee: Yeah, she actually likes to go food shopping [laughing].
Interviewer: Oh, that’s fun! What about money management, does she have some concept of what money is and how to use it?
Interviewee: Yeah, we’ve talked about it. Like sometimes I’ll tell her if we’re shopping, “this is the budget we’re working with,” or I say like, “do you wanna take this amount of money to get some food that you specifically like and we're working with this amount of money out of our budget?” kind of thing. Yeah, something I’m trying to work on with her because she, I mean, she knows what money is and she kind of has a basic understanding of it, but she doesn't always understand how much things cost or, you know, how fast money goes. Like, I’ve told her, I actually a couple of times, “when we’re in a store, we should have a calculator and you should be looking at, you can see how fast it adds up, you think oh, there’s five things in a cart, but there’s $80.00 right there,” these little, you know [laughing].
Interviewer: [00:36:21] Yeah, it goes fast. It really can.
Interviewee: Yeah, so stuff like that. I don’t know how much that’s related to her disabilities, but I think some of it’s kind of the maturity of how money works.
Interviewer: Exactly, absolutely. Has she ever expressed interest in wanting to live on her own one day?
Interviewee: Mostly she says she doesn’t. So yeah, she’s always said she wanted to live at home, so as long as she can, she can.
Interviewer: Absolutely. And what about a job, has she had a job before?
Interviewee: Not really. For a short while she was doing some work through the Strive Program at school, where they were doing…I think they were basically…they had different students doing different things, but they kind of had the freedom to assign them different jobs and have them do it, and then they would be paid through the program. You know, so she had one where she was making coffee and taking orders, you know, that kind of thing. But she hasn’t actually worked anywhere.
Interviewer: Does she express interest in wanting to have a job like that one day?
Interviewee: She has, and then she goes kind of back and forth on it. And she was saying, “I don’t know if I would wanna work in a few players come up because I want to eat the food all the time.” “You can't do that, if you took some of the food you could get in trouble,” and stuff like that. So, she’s gone back and forth on that a little bit, but I think she’d have a hard time staying for a whole shift, even if it was a short shift, but like an 8 hour shift I don’t think she’d wanna stay there.
Interviewer: Got you, that makes sense. Does she have a social life that she manages to some extent?
Interviewee: Not that much since she left school. Yeah, she didn’t really stay in touch with a lot of friends from school. She doesn’t seem all that interested. Like as a child, she always was mostly interested in talking with adults and interacting with adults, and now that she’s an adult, she seems like she kind of really just wants to interact with a small group of people. And I think part of it is you know, it’s stressful and unpredictable, it's kind of out of control, you know, with a larger group of people or, you know. She feels like she has less control of her environment, I think. Yeah, she doesn’t really seem to want to make a lot of friends, but it doesn’t mean that if she meets somebody she likes she wouldn’t have positive social interactions, but she just doesn’t seem all that interested in actually forming a lot of friendships.
Interviewer: No, that makes sense.
Interviewee: Like I wanna make sure she always has opportunities, should that change.
Interviewer: [00:39:47] Got you. And then, do you think she will be able to achieve more independence in the future?
Interviewee: I think so, I think you know, from what we've seen this past year – not even a year, less than a year – she had a really hard time at first with her first year out of high school, and then this past year getting all of these other services on board really made a huge difference with her. From what I’m seeing, just from this short time period, I think overtime, I think it’ll continue to improve.
Interviewer: That’s wonderful. You also give me a good segue, so thank you. What do you think will help move her into adulthood and move her into more independence? 
Interviewee: Well, I think once we’ve moved and were more settled, we’re gonna have to hire another person obviously because we’re gonna be 3 hours away…
Interviewer: Ooh, I didn’t realise you’re moving that far.
Interviewee: Yeah, we’re moving to North Adams.
Interviewer: Ohh, that’ll be so nice over there, it’ll be quiet.
Interviewee: Yeah, exactly, yeah. It’s really nice up there. And I think being in a smaller community like that might be a good environment for her and the other kids. And I think once she has…once were more settled and she has another person, I wanna actually have some of those, like on her ISP, I wanna start having her work on certain skills like that with the person, you know, like shopping for some specific things, cleaning up her room, and kind of doing some more things to take care of herself, coz right now she needs full support with making sure her room isn’t absolutely awful [laughing]. You know, having her learn how to do her laundry and pick up her laundry without being told and going to the store, you know, having the person fade back a little bit and let her kind of handle herself. I think she’ll be more and more ready for that. She’s not quite there yet, but I think she will be.
Interviewer: That’s okay, takes time for everyone.
Interviewee: Oh yeah, oh yeah.
Interviewer: Other than just this one on one person, do you think there are other services or interventions that could help your daughter?
Interviewee: That I’m not sure of. I think, you know, she talked to a therapist once a week has helped hugely, Like it really helps her kind of organize her thoughts and that's really done wonders for her. I don’t know, I don’t really know beyond having like a caregiver slash support person, I think that’s always kind of been the most helpful thing for her, because from 3rd grade until she graduated she had a one to one pair up at school who’s actually the person working with her now, so she’s worked with her for many years. You know, that kind of seems…getting that one to one attention from somebody, that seems to be the most important thing, and you know, I’m not really…I’m kind of against ABA, so I’m not into using that at all. I think for some people like her, some of its principles could be a little bit helpful, but I’m not really into…I don’t really think ABA…I’m not crazy about ABA in general. But like everything, I mean, some of its principles could be helpful to her, like maybe we consult with the person who could kind of help with getting some of her goals that she agrees, you know, I want her to agree on the goals too. I want her in on the whole thing, I feel like I can’t just make a behavior plan without her – not so much a behavior plan but like setting goals, learning how to sort of organize herself and repeating the behaviors until they become you know, like certain ways to manage herself in certain situations or daily ADLs, taking care of herself, taking care of her things and that sort of thing. So, that’s really the only thing, I mean I wouldn’t think…if somebody had a really good understanding, if someone was a BCBA, they might be a good person to consult with on certain things with her. But overall, I think just having that one on one person with her, to help her, you know, to give her the prompt that she needs to do the stuff that she needs to do. Because then with her…with everybody really, once she achieves a measure of success because she has the prompt, she’s doing the stuff that she supposed to do and then she feels successful and then she wants to keep doing it because that’s the most motivating thing I think for her, for most of us.
Interviewer: [00:45:15] Absolutely, absolutely. And now putting these two things together, her sensory needs and her transition to adulthood, how do they intersect for your daughter?
Interviewee: I feel like, well, a lot of it was stuff that I had kind of talked about a little bit. Yeah, I think kind of her being able to sort of integrate her sensory needs into her daily life to understand that there are things that she needs and absolutely has a right to, while at the same time understanding, again, how to behave appropriately and how to make sure that she still…maybe kind of organizing them a little bit more than saying, “okay, right now, in order to make my brain do what I want to do, it might help me to listen to some music or jump around or run back and forth or…” you know, that kind of thing and then kind of use that as sort of fuel for…[chuckles] yeah, integrating her sensory needs with getting an understanding of what she needs in order to do the things that she needs to do. I don’t know if that makes sense.
Interviewer: I think so, I think so. I’m going to reiterate and you can let me know if I understood you correctly. Are you saying that the way her sensory sensitivities impact her transition to adulthood is in her ability to know how to integrate her sensory needs into her daily life, in a way that makes sense for her current environment, whatever that may be? Is that accurate?
Interviewee: Yeah, I would say, yeah.
Interviewer: Okay, cool. Just wanna make sure that I understood you.
Interviewee: Glad I made since [laughing].
Interviewer: Oh yes, you are making perfect sense. And do you see her sensory needs as an obstacle, a vehicle, a bit of both or neither towards her independence?
Interviewee: I’d say a bit of both. But she’s getting a handle on it and getting a better understanding of how to use certain things, when to do certain things, what things are helpful when, what specific things can kind of help her deal with something, you know, like finding her own sensory input to help her achieve things versus letting things control her, you know. And sometimes it’s hard when something is, you know, really just causes sensory overwhelm. [00:48:23] But kind of learning how to go, “OK that’s just that, I don’t like it, but it is what it is,” you know [laughing] “that’s a siren, I’m gonna have to deal until it goes by, I don’t like it, but there it is,” you know. But yeah, and also it’s a matter of controlling her environment to an extent, like she can’t. She’s also learning kind of that she can control her room, no one can go in her room and play music she doesn’t like or make noise that she doesn’t like, but that she has to also be respectful of her siblings, because our house is very loud and chaotic because you know, my other kids artistic too, and so we have like, one of my kids likes to stomp, a couple of my kids make a lot of loud vocalizations. You know, sometimes that makes her crazy, and I have to say, “you can’t yell shut up at your brother, sometimes it drives you crazy, but you’re gonna have to go in your room for a while and deal with it until he quiets down,” you know, that kind of thing. So, she’s actually having to learn how to deal with a lot here as well [00:49:44 inaudible] at all. Yeah, so just kind of learning that sort of thing as well, like how to self regulate, how to take control and handle things on her own, like take control like, “it’s noisy in here, I don’t like it, but I can go in there,” instead of yelling or starting an argument or screaming at the person making the noise, you know. And I told her that we all have to try to…sometimes I tell her, “yeah I do sometimes have to tell your younger siblings, like can you please dash I realize you’re upset or happy or whatever, but you’re being really loud, can you keep it down a little.” And so, she’s kind of learning that too, that she has to kind of learn how to coexist with everybody even when…it’s hard, in our house, it’s hard to live here from a sensory standpoint, you know. I have a lot of problems with auditory processing too, and sometimes it’s just there’s a lot of noise here. So, she and I have talked a lot about that too, I’ve told her that I fully understand [laughing]. You know, sometimes I need noise cancelling headphones [laughing].
Interviewer: Yeah, I understand that. And then relatedly, what do you anticipate as being challenging for her in regards to her sensory needs as she does continue to transition to adulthood?
Interviewee: I think that kind of the main thing with her is some of the physical stuff that she does in terms of, you know, some of the needs she has for input, like the rocking and stuff that can disturb other people, the need to run…but she doesn’t really run out in public, but sometimes she needs to pace. One thing actually that I wish I…kinda hadn’t thought of is kind of thinking about her sensitivity to sounds, but she also has that thing where she’s kind of oblivious to other people, like she just like will wander around and sort of almost walk into people. And I’m like, “how do you not see this person? This person was walking down the corridor minding their business and he just kind of like careened into them or ran into them.” So that’s actually…that’s one thing that…and I think it’s sensory in terms of her need for…some of it she’s kind of like just walking around thinking and she's zoned out, but some of it is that she needs to move around and run around a lot. So she does have to a lot of times be redirected, like, “you can’t just run in a supermarket, and you have to be mindful that there are other people around and they don't want you to knock them down.”
Interviewer: [00:53:04] And then, what do you think will help your daughter in this intersection of sensory sensitivities and sensory interests and her transition?
Interviewee: What do I think would help? Again, the main thing that helps her is having a support person to kind of anchor her, you know kind of bring her back to…you have to remind her that, “you’re in public, you can’t just not look where you're going, and even if you zone out a little bit come add here you have to kind of stay in one place and be somewhat aware of other people’s space, from the perspective of their safety, like bumping into them and running into them and yours. You don’t know what people are trying to do and you have to be aware of people that are in your bubble, or even those that are outside your bubble right even outside your bubble. Again, you’re running outside, if you're in public.” So, having that kind of awareness of kind of not losing that awareness. And I think the main support, again, it just always comes back to having a support person with her to kind of keep her tethered to the here and now.
Interviewer: Yeah, totally. And you don’t think other services or interventions would be as beneficial for her?
Interviewee: I don’t believe, no, what they would be so much. Like, I don’t know of any other, I mean, if there’s something I’m missing – I don’t think she needs OT anymore, but in some ways having consults once in a while, I think that could maybe be helpful. Not necessary, but it could be helpful. But mainly having somebody to kinda reign her in is the number 1 support that she needs.
Interviewer: Absolutely. And then for people like your daughter, do you think there are gaps in the available services and interventions for them?
Interviewee: Yeah, it can be a little bit tricky because with her, for example, she has services through DMH because of her psychiatric diagnosis and she has…but it took a while for her to get DDS services. And it’s very hard for her. I don’t know if she’s very unique in her needs in a lot of ways, for example, DMH has a lot of programs that for adults would be great for her, but wouldn’t be a good fit because it doesn't have the kind of supervision that she needs. And then DDS, a lot of the community based services, a lot of the things that they have there are people who have intellectual disability or who are kind of more vulnerable and wouldn’t necessarily be safe around her for some reason, like she might bully them or upset them. So she’s kind of in the middle and that she’s very vulnerable and kind of needs to be watched around other people to kind of make sure that you know, she's not bullying them or upsetting them. And so, it’s kind of hard to find. The real solution was when we…the real thing that helped was getting services through DDS. And even though her budget wasn’t big enough for an actual program, which I kind of wondered if it would be beneficial to her anyway, but having that one on one support person is kind of key and having room in the budget to – and it’s before COVID, not now. A lot of stuff that [00:57:34 inaudible] do things on their own. You know, because she was going to go to Webster House, they have a lot of art program, it’s run by DMH. And she would have been able to access that with her one to one provided by DDS. So now that she has both on board, she would have more options available of course. I think that’s still closed, and if it wasn’t, I don’t know if I’d feel great about that or [gym] or anything like that.
Interviewer: [00:58:03] In a different world.
Interviewee: Yeah [chuckles]. But that was kind of the idea too, like, oh, she can do somethings like that, like get memberships to places that she likes and go and have a one or one person with her to kind of provide that support. And the person she has now has a pretty good idea of when to hang back, and when she has to be a few inches away from her [laughing]. And this person has dealt with her at her absolute worst and, you know. And now she’s actually saying like, she’s so much easier to handle than even five years ago. So yeah, there was definitely that, but that part was very tricky, like finding appropriate services, there’s either not enough supervision or in some ways too much and then in other ways you know, the people she would be interacting with would the people that would be vulnerable to her, you know.
Interviewer: Yeah, sounds like fit is kind of the critical thing here?
Interviewee: Yeah chuckles.
Interviewer: And then thinking again more broadly, how have your daughter’s sensory needs impacted your hopes, goals and expectations for her as she does navigate adulthood?
Interviewee: Hmm…I’m trying to think if there’s anything that I kind of didn’t cover. Sorry, what was the question again?
Interviewer: Yeah, I can repeat it, it’s a mouthful. How have your daughter sensory needs impacted your goals, hopes and expectations for her as she navigates adulthood?
Interviewee: I don’t know how much…it’s interesting, her sensories are definitely a part of the whole picture, but a lot of her actual behaviors were a bigger issue than her sensory needs were. At the same time, some of her behaviors I think are definitely related to her sensory needs, although not all. [Thinking]. That’s a hard one to answer.
Interviewer: It can also be like you said, they didn’t, they did an impact it, that’s perfectly fine too.
Interviewee: Yeah, I don’t really think that they did. It’s funny, because I think her behavioral issues were kind of more in the forefront and sensory stuff was just kind of like, oh that’s just daily life, you know. Like, we’re all kind of dealing with that. You know, all my kids have different sensory stuff, I have my own, it’s just like, okay, it’s always just been kind of like this…the sensory needs are kind of this integrated whole picture thing in my house, you know. This person needs to do this, this person needs to do that, sometimes we could drive each other crazy [laughing] but, you know.
Interviewer: [01:01:57] As families do [laughing]. Wonderful, thank you. So, we have our last chunk of questions and that’s the shortest one, so we’re in the homestretch. As a caregiver, as a mom, as a parent of a child with autism and also some sensory needs, what does transitioning to adulthood mean to you?
Interviewee: I think it means a lot of different things, but I think it means just kind of moving on to the next, you know. These kids have had school, like my kids have been in school since they were little – although she started in kindergarten, but anyway. You know, they go to school until they’re 22, so school’s like this huge part of their lives for longer than most kids, because most kids graduate at 18. You know, a lot of the times I think it’s just you know, helping them kind of find things that [are] their strengths, kinda finding things that are going to help them function in the world and learning how to gain more self advocacy skills. Because a lot of times we don’t think about that so much when they’re in school, and we think of…you forget when you have a kid who’s 20 and they’re still in high school and they have a couple more years of high school and you’re not thinking of them as an adult, you’re still thinking oh I have a teenager, and then you’re like, actually, no. Yeah, and just kind of thinking about helping them form relationships that are not just teacher student relationships or classmates, like how do these relationships…or relationship that they did form in school, like peers, taking them out of the classroom and kind of bringing them into real life, you know, they’re gonna possibly work together, hang out together and kind of finding something that’s meaningful to them, you know, whether it’s finding a job. Like with her she likes to write and draw, she wants to meet new people, but I think she’d have a hard time having a group of friends because her need for control would be kind of difficult. I don’t know that…there’s not really a neat answer for that.
Interviewer: Nope, that’s okay. I don’t think anyone has given me a neat answer for that, and I don’t anticipate anyone could give me a neat answer.
Interviewee: It means a lot of different things, but you know, that’s kind of the main thing though, is moving past school and helping them kind of learn how to navigate life as an adult, because even if their lives look different than a lot of adults, they still want to connect with people in some way, they still want to…they’re gonna wanna do something meaningful and fun. And most of all I think though, reminding ourselves that they are adults, a lot of people it’s like, “oh, my kids still lives with me,” if he’s 30 years old, yeah, he’s your son, but he’s not a kid anymore, you know. So, thinking of them as adults who have very unique needs, but they’re still…they’re not high school students anymore.
Interviewer: Has this perspective changed overtime?
Interviewee: No, I don’t think so. I think I’ve always had a little bit of an issue or kind of an understanding when people act like, “oh my disabled child will always be a child because they have a high support needs and live at home,” and it’s like, “no, no, they are not children, they have a high support needs but that doesn’t make them children, unless they’re literally children.” So, thinking of them in terms of as an adult who has high support needs as opposed to a child, I think is important, very important.
Interviewer: Absolutely, and then what do you see happening in your daughter’s future?
Interviewee: For now, she wants to live at home, she wants to write. I mean, I see her living at home, I think maybe at some point she might like to seek some kind of employment or something, you know, I think she’d need a lot of support. But she might like something like that or she might like just being able to go into the community and interact with other people, you know, being exposed to more people definitely helps her, as it would help anybody with socializing and kind of having an understanding of how to interact with people and have respect for people and their differences etc.
Interviewer: Do you see her having a family of sorts?
Interviewee: I don’t think she’ll have kids probably; she’s even said she doesn’t want to [laughing].
Interviewer: That’s a great reason not to have kids.
Interviewee: Most definitely. I mean, I could see her living with people maybe. At some point, I don’t know if she wants to continue living at home – as long as we’re, I mean as long as we’re alive, that’s fine [chuckles]. You know, I could see her maybe having a live-in caregiver or something like that. And I think that would be a better arrangement for her, if it came to that at some point. It’s hard to know how much support she will continue to need, you know, like if she’ll always need a one on one person with her or. Because I’m seeing her in some ways mature a lot faster than I would have thought, you know, she’s made a lot of gains just having this small amount of support, which is really encouraging.
Interviewer: That’s wonderful, that’s so great.
Interviewee: [01:09:16 inaudible]
Interviewer: Exactly. And then, final question, how have your daughter’s sensory needs impacted this perspective you just articulated, like what it means to be an adult and to transition into adulthood?
Interviewee: I don’t know that it really has…I don’t know that it really has beyond like kind of what I was saying before about just having a greater understanding of herself and her surroundings and having a full understanding of what's okay and what isn't, and making sure that she has an understanding. Like, sometimes her idea of, “is this behavior okay?” she might say, “well, why not?” and then you have to explain to her why it might not be to do something in public [01:10:32 inaudible]. But as long as she’s kind of armed with that knowledge, yeah, I think that’s kind of key. Yeah, I think it’s a lot of stuff I’ve already…
Interviewer: Yeah, that’s perfectly fine, Thank you. That’s actually all I have for my formal questions, would you like to add anything else?
Interviewee: No, I think we’ve pretty much covered it all.
Interviewer: Okay, good. Thank you, this has been so helpful. Thank you for taking time out of your very busy life and very full life to talk with me and let me learn from you.
Interviewee: Thank you for your patience [chuckles].
Interviewer: Oh yeah, not a problem at all.
Interviewee: Do you want to do this process with the other two children? It’s okay if you don’t want to, it’s completely your choice.
Interviewer: Do you mean do it today or do you mean...? 
Interviewee: Oh no no no, not today. Originally when we had our first meeting, you enrolled for all three of your older kids.
Interviewer: Oh yeah, yeah, we could still do the same with those, yeah.
Interviewee: OK cool. When would you like to do our next interview then?
Interviewer: Let’s see…I’m just looking at my calendar because I know I have some days…Monday and Wednesday are pretty open next week, the 2nd and the 4th.
[Discussing details of the next interviews]
Interviewer: Perfect, thank you, I’ll get that to you tonight. And as soon as I get the surveys for your daughter, I will also send you a gift card as a thank you.
Interviewee: Ohh, great. Thank you.
Interviewer: Of course, thank you.
[Further detail of the next interview and survey]
Interviewer: Alright, any final questions for me? Can I help you with anything?
Interviewee: No, I think I’m good. Thank you.
Interviewer: Okay, awesome. I can’t wait to see you again twice next week. And I hope you have a good weekend.
Interviewee: Thank you. You too.
Interviewer: Bye.
Interviewee: Bye.

[End of Transcript]
