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[Start of transcript]
 
Interviewer: Alright. And we are going, so we are recording. And, I’ll be asking you questions about your perspective about your child’s transition to adulthood in relation to her sensory sensitivities and interests. We will be doing something called the semi structured interview, which means I have set a plan of questions, thus the script. But I will be following your lead based upon what you say, and kind of adapting the conversation and…the questions to follow are conversations so it makes sense for us.
Interviewee: Mm-hmm.
Interviewer: Do you have any questions before we begin?
Interviewee: No.
Interviewer: Okay, cool. And if there are any questions that you don’t want to answer that’s super okay, don’t feel like you have to if they make you feel uncomfortable, don’t answer them, we don’t want to make you uncomfortable.
Interviewee: Okay.
Interviewer: Alright. So, could you start off by telling me a bit about Emily’s sensory sensitivities and interests?
Interviewee: Well, her sensitivities and interests. She loves to smell things, right. 
Interviewer: Okay.
Interviewee: Before she will eat anything she will smell it. She has…she likes things on her throat, cool things on her throat. So, before you open a can of tonic for her she will put up it against her throat.
Interviewer: Mm-hmm.
Interviewee: She’d been known to just put her head or chin on things that are cool, like, actually marble in the church.
Interviewer: Yeah.
Interviewee:  Or woodwork or something like that. So, it’s something sensory there. 
Interviewer: For sure.
Interviewee: Let’s see…
Interviewer: Are there things that she dislikes?	
Interviewee: That she dislikes…well as far as sensory is concerned, sometimes loud noises can bother her. And to be honest with you they’re noises that would bother anybody. 
Interviewer: [laughs] Yeah.
Interviewee: Loud sirens. If we are walking down the street and an ambulance or a fire truck goes by then, they will bother her. Most household noises like the vacuum cleaner and things like that do not bother her. That’s about it. When she was younger she was much more sensitive to stuff like that.
Interviewer: How so?
Interviewee: How young?
Interviewer: How so or how young? Both work. [Laughs]
Interviewee: Oh no! I mean as a younger child, she did not like the vacuum cleaner. She did not like the dog barking. She didn’t like any loud noise in the house. 
Interviewer: Mm-hmm.
Interviewee: Hang on one quick second.
Interviewer: No worries.
[Interviewee talks to Jenny in the background.]
Interviewee: Jenny?
Interviewee: Can you let the dog in. The dog’s in the backyard barking.
Ginny: What?
Interviewee: Can you let the dog in?
Jenny: Oh [03:00 inaudible]
Interviewee: Thank you. She’d be startled easy, easily by sounds like that. So, I guess that’s what I’m thinking of. You know?  More childhood…by eight or nine she grew out most of that.
Interviewer: Yeah. Can you think or any…was there anything that makes you…how do I say this? Do you know what caused that change for her?  Can you think of anything that caused it?
Interviewee: No, I think it’s just a matter of growing older.	
Interviewer: Yeah, absolutely. So, you also…you mentioned smelling things. Other things than food? Does she smell other things than food? 
 Interviewee: No. And, I don’t think she is overly sensitive to bad smells. She won’t…I know this is going to be a little gross. But she does smell her fingers when she wipes her bum and stuff. You know? I think.
Interviewer: [04:04] Yeah. No, for sure. You mentioned smelling and the throat, for that sensory for the coldness. Does she go out of her way to find those things? 
Interviewee: Yes. She will…if she feels something cool like that she will. And, I mean, it will be in odd places, you know [chuckles]. She also likes looking at herself in the mirror. I don’t know if that falls into this?
Interviewer: Sure. Why not?
Interviewee: We have a mirror. It’s kind of a plastic mirror, that she can take with her and she is just constantly looking at herself. She’ll kind of…if she is crying, she will check and see how much she is crying, and she’ll cry harder or less, you know.
Interviewer: Mm-hmm.
Interviewee: [talking to Emily] Emmy, no.
Interviewer: Okay. That is interesting. And, so these are more like interests as opposed to negative sensitivities. If she isn’t able to, like say, find something cold for her throat or she is isn’t able to smell her food, does that cause anxiety for her?
Interviewee: It’s very hard for us to tell when she is anxious. She does not show very much.
Interviewer: Yeah.
Interviewee: By the way she is right here.
Interviewer: Oh great.
Interviewee: [To Emily] Emmy? Can you say hi?
Interviewer: [To Emily] Hi! So nice to meet you.	
Interviewee: She’s not very good at Zoom meetings and what not, but she’s getting there.
Interviewer: Its ok, they are hard…they are weird honestly.
Interviewee: Its funny she’s hanging around here and the TV is on, she usually watches TV. I don’t know. 
Interviewer: Does she know?
Interviewee: I think she knows we are talking about her.
Interviewer: It’s fair. It’s not hard to tell sometimes [06:00]. So you said you’re not sure if it causes anxiety for her?
Interviewee: No.
Interviewer: Mm-hmm. Okay. And so, you also mentioned change in time. So, she was more sensitive to, like household noises? What about smelling? Was that different when she was younger?
Interviewee: No. No. I think, you know when she was about four or five is when we started noticing. She would smell everything before she would put it in her mouth. So, that’s that. That’s about it for that.
Interviewer: Yeah. What about the mirror? Was she always interested in her own reflection?
Interviewee: Yes. That…from very early on, she loved it. She will look out – if she sees her reflection in anything, she’ll stop and she will look. Whether it’s a window, or a TV, or pretty much any reflective surface.
Interviewer: [07:07] No, no that makes sense, absolutely. And, what goals or hopes do you have for Emily in regards to her sensory interests?
Interviewee: Nothing really jumps out. I mean you know, there is nothing I want to change specifically. There is nothing too negative about what she does. And, the problem is she does not have many interests, so any that she does have I don’t mind supporting or…
Interviewer: Yeah, no, absolutely. For sure. That makes sense. We all want to support people. You know. And as Emily has grown up a bit, how has her community reacted to her sensory interests?
Interviewee: How does the community react?
Interviewer: Mm-hmm.
Interviewee: Some people are taken aback. I mean, obviously her noises. She makes noises all the time. Sometimes in a very inappropriate setting or in the middle of church when it’s dead quiet, she will come out with something and you know that will…you can see it bothers some people. But most people know Emily in our community and they are very accepting of her.
Interviewer: That’s awesome.
Interviewee: You know, if you are shopping with her, she might pop out with something and scare the old lady in front of you, you know. But for the most part people are understanding.
Interviewer: Are there particular spaces or places that are more or less accepting?
Interviewee: Well like I say, church can be, if there are a lot of new people. [09:00] I think as a whole, society is much more aware of these children. So, it’s not so uncommon and, you know, I mean a lot of people just say, “why you don’t do something with your child or whatever?”, you know. But most people are very accepting.
Interviewer: That’s great. I am so glad you said that.
Interviewee: Yeah.
Interviewer: Did you find that was…a lot of parents say it’s kind of the opposite, so I am so happy for you that you find people accepting. Were people more accepting when she was younger, or extra accepting?
Interviewee: When she was younger, no. Actually, I think people were more…thinking it’s just a bad child.
Interviewer: Mm.
Interviewee: You know, “why don’t you take care of your child?” As she is older I think people recognize, you know, there is something different about Emily. When she was younger, smaller, I mean she looks just like any other child. So, if she screeched at the top of her lungs. You know, people will be looking at you like, “why can’t you control your child?” if she had a meltdown or something like that, we got more dirty looks. And again…I think as time has gone on and there are so many more children with autism, people are more aware of it [10:30].
Interviewer: Yeah.  Certainly.
Interviewee: Which is good.
 Interviewer: Yeah, for sure. And what are your hopes or worries of how her community how her community will react in the future?
Interviewee: Well, my worries are that if we're not there to buffer her, to protect her, things could get tough for her if she's in a home set…a communal setting, whatever. Her noises might upset some of the other people that are there and that could be a cause of friction. Although there's something really funny about Emily [11:21]. 
Interviewer: Yeah?
Interviewee: And autistic children, all children, seem to flock to her and it’s really, really kind of funny. Maybe that's why my experiences are different than other parents. I just remember she had an [11:43 ABA] teacher who would take her to a playground and every once in a while I’d I follow just to see what was going on, you know, just to see how people reacted to Emily and all the kids in the playground wanted to play with her. And she’s not very good at…not sharing so much as like taking turns. They’d always let her go on the swing, they'd always let her go first on the slide. It was really kind of touching. 
Interviewer: Yeah, that's awesome, that's really nice. So, looping back just a tad, again thinking of bit about her sensory interests, does she seek out things that she finds interesting?
Interviewee: That's just the problem. I don't really think she has a lot of interests. I mean, she likes to look at books, she likes to turn the pages; she likes to rip the pages out of books, which can be a problem. She likes dinosaurs. That’s not really a sensory thing but I mean, you know she has these plastic dinosaurs, occasionally she will look at them. She doesn't [13:04 play] with them, like take two up and pretend they're talking to each other or something like that. It's one at a time and she will look at them and put them back. 
Interviewer: [13:14] No, for sure, Thank you. We're going to shift gears a little bit now. Sorry that was a little bit of a rough transition, but in the transition to adulthood as a concept, where do you see Emily? 
Interviewee: Okay, they’re definitely…she gives off signals definitely that “I'm not a kid anymore,” kind of thing.
Interviewer: Yeah? How so?
Interviewee: In mostly in what she will not do, alright. When she was younger we would get her to build blocks or play games with us. She won't do any of that now. She does tend to regiment things so that what she does at school, she does at to school, she won't do it at home.
Interviewer: Okay.
Interviewee: Because at home it’s, you know. So that's a little tough. 
Interviewer: Yeah.
Interviewee: I’m not even sure I answered your questions [crosstalk].
Interviewer: No, it's okay, don't worry. I also have follow-up questions too, so if you aren't sure.
Interviewee: Okay.
Interviewer: So, at what stage of independence is she? So, she lives at home with you, I can hear her. Can she take care of herself? Things like that. 
Interviewee: She is not very independent. We are…one of us is with her almost all the time.
Interviewer: Mm-hmm.
Interviewee: If we're not, we're close by.
Interviewer: Yeah.
Interviewee: [15:00] Emily loves to eat. So, if we are not there to catch her, she will get into things. Not anything dangerous, not medicines or anything like that. Although she almost did once eat a whole bottle of gummy vitamins [chuckles], but she will get into things, alright [thinking]. And mostly leading to messes, you know, more than anything else.
Interviewer: Okay.
Interviewee: She doesn’t break things. She's pretty good about that. She doesn't try to use the oven or the stove. We don't encourage her with the microwave.  If we're going to make a snack with her, it’s…we help her, you know what I mean? And as far as…alright, she feeds herself, she can dress herself, but she does not do buttons, and she usually needs help with zippers. She will most of the time orient the clothes correctly, front to back and that sort of thing.
Interviewer: What about like…sorry, go ahead. 
Interviewee: Well, alright brushing her teeth, she will do some of it herself, but to make sure it's done right we do it too. 
Interviewer: Absolutely.
Interviewee: And she has good teeth because of that.
Interviewer: [Chuckles] No, it's important. It's super-duper important. You mentioned a lot of kids are drawn to her. Does she have friends? 
Interviewee: She does not see them on a regular basis. She sees kids at school. And again, they seem drawn to her, like, she has a boyfriend at school. There are kids that if they are out walking, in class would want to walk next to her. And obviously this is what I get from the teacher, I don't observe it myself so much. But like say, I have witnessed in other areas too. 
Interviewer: For sure.
Interviewee: Yeah, she has…her teachers love her. She just has that effect on people, I don't know. 
Interviewer: That sounds awesome. Do you think she'll be able to achieve more independence in the future?
Interviewee: I think it will always be very limited. Like I don't she will be able to use public transportation. I think she will always…if she goes out, she will always have to have someone with her. Let’s see [thinking]. She might be capable of preparing some things for herself. She does…she is interested in cooking.
Interviewer: Yeah. 
Interviewee: Alright. Like I said, she never uses the stove, but if I am making dinner, she's beside me a lot of the time. When she was small, we used to cut things hand over hand, you know, to get the vegetables ready or whatever and she seemed to like that. But again, that's one of the things she's grown out of.
Interviewer: As grown out like…she doesn't like to help with that anymore? 
Interviewee: No, I got her to help scramble the eggs tonight using the whisk; she'll do that a little bit. 
Interviewer: You mentioned that you think she might be able to prepare some more things when she can later. What types of things do you mean by that?
 Interviewee: Two or three step things like, maybe a quesadilla which is you know, tortillas and salsa and cheese, she could put that together for herself. Again, she’ll make a mess, but…[laughs] she's gotten into stuff and you’re sitting there thinking, “how did she figure this out?”
Interviewer: Like what?
Interviewee: She broke into a cabinet, found some frosting, and she got some vanilla wafers, and she made herself cookies. And you know, I mean that's not a bad idea. [Laughs]
Interviewer: No, it sounds good [laughs]. 
Interviewee: So, when I am cooking, sometimes she’ll make a suggestion. She'll say, “cheese,” you know, “cheese on the potatoes,” okay. Salsa, she likes salsa on some of her food. So yeah, I think those interests if we work on them just a little bit more, she’d be able to do some of this stuff for herself anyway.
Interviewer: [20:16] What do you think would help get her there, like help her get…move her a little bit more into adulthood?
Interviewee: I think if her parents got out of her way. [Both laughing] 
Interviewee: I think we do sometimes have a problem giving her room to grow. 
Interviewer: How so?
Interviewee: Or pushing her, we don't push her very hard. I don't know. Something happened this evening and her older sister said something to her, and I was there going, “maybe you should be the parent.” I don't know. 
Interviewer: [Laughs] what…can you give…can you give me some examples? What do you mean? Like what do you mean by that? 
Interviewee: Oh, okay. Well, actually tonight, I remember what the incident was. Emily wanted to put some ketchup up on something and it was a new bottle of ketchup, so it's a little heavier, but she's a strong kid. She asked her mother to put the ketchup on for her. And Jennifer, her sister said, “Come on mum, let it do it herself, she can do it herself,” you know. And Ginny said, “but the bottle is heavy.” “Well, Emily is stronger than any of us and you know it.” I mean as far as motor skills or whatever, maybe she's not that good, but certainly something she could be able to do on her own, and we just automatically assume because she asks for help that she really needs it. So, part of it is us, part of it, again, is not just us interfering but us pushing her. We need to push her more to be independent. 
Interviewer: [21:59] Why do you think it's been hard to push her? 
Interviewee: Because we're just so used to it, you know. She’s still our little girl, even though she's 20 years old.
Interviewer: Yeah.
Interviewee: And again, some of the things she does in school are completely independent on what she…I mean, she does a lot more there than she does here. But part of it too is she has a hard time generalizing it. 
Interviewer: Okay.
Interviewee: For instance, during the pandemic, the teachers did send home some of the work that they do with her at school. And for the longest time she fought like hell not to do it. She would cry, she would even have a fit. One day – our neighbors have girls about the same age ours, and I asked one of them come over because my wife was out. And she came over and she got Jennifer to do it and she loved it, and ever since then it's been easy to get her to do it, you know, because they did it with her. 
Interviewer: Yeah.
Interviewee: Which didn't do much for my wife's self-confidence, but [laughs].
Interviewer: Aww. [Laughs] I feel like that’s what happens with parents and kids, you just don't want to do it what your parents tell you to do [laughs].
Interviewee: It is, it is, it's a funny dynamic because you can see there are just some things she will not do at home that, you know, that she does perfectly well at school and vice versa
Interviewer: So. [Crosstalk] Sorry, I didn't mean to cut you off. 
Interviewee: That's okay. 
Interviewer: So that was a great segue, I was going to ask you about that. So, you mentioned that she's more independent at school. What other things does she [24:00] do in school that she may be won't do it home for you?
Interviewee: Well, it's just like you say, independence. I remember one time I was dropping her off at school and we were at the office, and one of the teachers said, “Emily, do you want to go downstairs?” And Emily said, “yes,” and she took off and went downstairs on her own. Now normally a teacher would go with her or I would go with her [24:25 inaudible]
Interviewer: Yeah
Interviewee: No problem. At school…well, I mean, my wife cut her fingernails too short one time, and she bled. And it was…believe me, it was like a massacre scene here. She wouldn't let us cut her fingernails, which [24:52 inaudible] at school. She picks her skin notoriously. She will let them wrap them and put Band-Aids on them and she will not take them off. If you put anything on her skin, she will take it right off. She does more walking, okay. They will walk her to the dollar store and it's about, I would say at least a half a mile if not a mile. 
Interviewer: Yeah. 
Interviewee: I can’t get her to go out more and walk around the block, you know. And believe me, we try. You know, it's just, certain activities she will not participate in with us. 
Interviewer: Thanks for sharing that. Now, trying to put these two concepts together, like the sensory interests that Emily has and her transition to adulthood. How do those two things intersect for her and for you? 
Interviewee: How do they intersect?  
Interviewer: They may not for her. They may be independent. 
Interviewee: Well, I mean, we kind of let her do her own thing. I mean, we're around her all the time. Like I say, her interest, what she likes to do is mostly watch TV. 
Interviewer: Yeah.
Interviewee: Which is not a very healthy thing, but…especially during the pandemic there wasn't much else we could get her to do. One hour a day we’d get her to do her schoolwork. She does not like the Zoom meetings at school, so she doesn't do that. Sensory? [thinking] Unfortunately, one of the…we didn’t talk about this, the sensory thing is like, where she picks her skin. [27:00]
Interviewer: Yeah.
Interviewee: And self…I guess they call itself-injuring behavior or whatever.
Interviewer: Yeah. 
Interviewee: I mean, that's a constant problem for us because she's bleeding everywhere and that will be a problem in adulthood, because I know where her blood has been, I have…[interviewer laughs] you know, but people don’t. It's a problem at school sometimes. They are very accommodating about it. Like I say, they will wrap her with a flexible bandage and make it harder for her to get it off and what not, but when she's bored, she picks her skin. She’s got enough cuts…not cuts, just places where she’s picked her skin, and she's got scabs and she’s got enough of them and keep her going [crosstalk]. 
Interviewer: You mentioned that her…oh, I'm sorry.
Interviewee: No, no. 
Interviewer: [28:07] So you mentioned like that, you know where her blood is so it doesn't really concern you so much. Are you worried that when you're not around, around to [28:12 sit] with her or when she's with other people they may not have that awareness? Is that kind of your concern? 
Interviewee: Yes. Yes, very much my concern. I mean, she will go to The Bridge Center right, it’s a program they have on Saturdays from 10:00 to 15:00. And the volunteers going on there know her very well, which is great because we’ve been going there for so long. But there were times when they were at a loss, they didn't know what to do with her. And especially the picking, again because, HIV and all that, people do not want to be in contact with other people’s blood. 
Interviewer: Mm-hmm
Interviewee: I mean that, that is an issue. 
Interviewer: [29:05] Yeah, absolutely. And so, again, I have this script, so some of these questions may not be super-duper applicable to you and your family.
Interviewee: It's okay. 
Interviewer: Thanks.
Interviewee: I got all of those questionnaires, remember? 
Interviewer: True. [Chuckles] Thinking about her sensory interests, would you say they're like an obstacle or vehicle, or both to her independence? 
Interviewee: I didn't quite understand that. 
Interviewer: Yeah, I'll try again. Are her sensitivities and interests a vehicle, an obstacle or both an obstacle and a vehicle to her independence?
Interviewee: Okay. Well, I would say I would say both. 
Interviewer: Yeah.
Interviewee: You know, like I said, the sensory, the picking and what not, that will definitely be an obstacle and problem moving forward [30:00]. I wish she had more interests, but she can amuse herself. We do leave her alone for a time, by herself, she'll watch TV, and she’ll get up and move around like she normally does.
Interviewer: Mm-hmm.
Interviewee: And that's fine, you know. 
Interviewer: Mm-hmm.
Interviewee: Again, well she likes food. You know, I don't think that's going to be a problem for the in future. I think that may help her towards independence, if we can teach her. There are actually some things that she does on her own that are really kind of funny. 
Interviewer: Like what?
Interviewee: She will take out a container of yogurt, and she has seen me eat yogurt and muesli together, so she found the muesli. You know, not knowing how to measure or anything, she just dumped it in. 
Interviewer: Yeah.
Interviewee: But you know, that wasn't the end of it. Now she'll put grapes in her yogurt. I've never done that.
Interviewer: Yeah, that’s awesome.
Interviewee: Yeah. She is…so, I mean, she has things that she likes herself.
Interviewer: Yeah absolutely [crosstalk].
Interviewee: Which is good. 
Interviewer: [31:32] For sure. You mentioned that she likes TV, what type of TV does she like to watch? 
Interviewee: She loves Jurassic Park.
Interviewer: Mm-hmm.
Interviewee: All of it, every one of the movies, they are always somewhere sometime. And that kind of coincides with the dinosaur thing which is kind of [trails off]. She likes pretty much whatever is on, but what she does not like is channel surfing. If you pick up the remote control, she may take it out if your hand. That’s her way of saying, ‘no, we’re watching one thing and that’s it.’
Interviewer: Mm-hmm, got you. What do you anticipate being challenging for Emily as does she gains more independence in regard to her sensory interests?
Interviewee: Well, like I said, it’s more her lack of interest in things. What she is interested in, she will have access to. I would like to see her broaden her interests, to puzzles, to games, but it’s never been part of make-up, she’s got no imagination or what’s so ever.
Interviewer: Makes sense. This may not be supper applicable to her since you mentioned that you wish she had more interests [33:00]. But, what do you think could help her? Like, are there particular services or interventions that you wish she had or gaps you feel like exist, like services don’t exist that you wish did?
Interviewee: Well I wish that, from [33:17 inaudible] and it would probably have to be through school because she won’t work with us. I know she does some things on the computer, if she could do more. In fact, I'm talking to you, right…oh, well, no, actually I'm taking this tablet that we got for her. We have a bigger one upstairs that we bought for her, and she just never used it. Just, I mean we try things with her, there were a couple of small apps that have we had that we knew she used at school. She just would not turn it on, she would not touch it. So, I wish we could do some more with that. 
Interviewer: Yeah.
Interviewee: At least that might help her a little bit more. 
Interviewer: Yeah, absolutely. And then, how do Emily’s sensory interests or perhaps lack thereof, impact your goals, hopes and expectations for her as she navigates adulthood?
Interviewee: Well…again, I'm concerned more from the aspect of…when I retire, I want to retire.
Interviewer: Fair [chuckles].
Interviewee: And therefore, there will be times we will not be with Emily. Now, I don't know what kind of setting she will be in at that point, but I'd like her to be engaged more with other people in that setting. Not necessarily the adults…well, she is an adult actually when you think about it. But she gravitates – when she's at [35:08 location name] or when she's at The Bridge Center with the adults there, alright. I don't know how much interaction there really is between her and some of the other children. 
Interviewer: Mm-hmm.
Interviewee: Because sometimes, I'll be honest, sometimes she's not very good with the other children. And that’s a concern.
Interviewer: Mm-hmm.
[35:30 silence, interviewee’s tone changes, sounds a little bit sad]	
Interviewee: If she doesn't like you for whatever reason, she will not get along with you, that’s just the way it is. There was a girl in her class, the two of them would just butt heads and…the other girl did actually move on to another school, but it wasn't just because of Emily. There were other issues there, but that was a problem for a while. 
Interviewer: Yeah, absolutely. Now kind of taking like a big picture look at this, as a caregiver, as a parent, as a dad with a child with ASD and some sensory interests, what does transitioning to adulthood mean to you? 
Interviewee: Well, transitioning to adulthood, again a part of it is me letting her grow up. 
Interviewer: Yeah.
Interviewee: Understanding that she's growing up. Again, helping her to find her best self, helping her to find where she's happiest, doing what makes her happy. And maybe finding some more things that make her happy. 
Interviewer: Mm-hmm,
Interviewee: It's realizing that I'm not always going to be there, you know, there is there is a finite part of this. And being confident that there are people in her life - again, this is one of the things I love about Emily, that people take to her so well. I know that people will always be looking out for her, my family, my wife's family, but just the caregivers that she has now…we’ve had visits from her schoolteacher, now that school is over. She didn’t have to come up to see Emily, and that's really nice, I'm very happy about that. But you know, there's some hope.
Interviewer: [37:49] Yeah, definitely, it sounds like she's very loved. Has this perspective changed for you at all?
Interviewee: It's coming to focus more. Well in the last couple of years we've had to get guardianship. We’ve had to apply for social security, she now has Public Health assistance and all these other things. It's a little overwhelming. But you know, again, it's part of the transitioning. And we've talked to a number of people about it and most people at DSS and what not tell us, you know, we're on course, we're doing what we need to do, you know and everything is in place right now so that when she does turn 22, you know, everything will start moving forward. We have to decide, do we want to place her in an apartment or communal setting or something like that? We must set something like that up for her. You know, I could see us getting together with a bunch of other people in the same situation and maybe buying a three-bedroom condominium somewhere.
Interviewer: Yeah.
Interviewee: But then we’d have to staff it and that would be…probably would make it impossible, who knows. Is she going to be with us? And if she's going to be with us then what are we going to do when we want to go to Europe or Las Vegas? We can't take her there. 
Interviewer: Yeah. 
Interviewee: Talk about sensory overload. [Laughs]
Interviewer: Oh gosh, right! [laughs] For anyone.
Interviewee: But we…I mean, we have family that will help, we just have to see what happens. 
Interviewer: Yeah, absolutely. So, you just did a lot of like question posing, but what do you see for Emily's future?
Interviewee: I do think actually she’ll be with us, I don't really think we're going to be able to find that perfect apartment setting for her or whatever. Although, she is fine without us. We get her respite once a month that she will go over, she'll go on a Friday, stay Friday night and Saturday night, we pick her up on Sunday. She never misses us, she's fine. [Interviewer laughs] Really, she’s just great with it. And you know…so I know if we leave her for a period of time, she should be okay. 
Interviewer: Mm-hmm.
Interviewee: Unless she thinks we're going somewhere fun, then she might give somebody a hard time [interviewer chuckles]. So, I do think she will be living with us. I think that when we are no longer able…to deal with everything, hopefully there will be family that she can be with. 
Interviewer: Yeah, absolutely. 
Interviewee: If it comes down to it, you know, you don't want to stick a kid like this in the nursing home, I know that doesn't work very well, but there are [41:35 inaudible]. The thing that encourages me the most is the fact that there are so many of these kids, the state has to deal with. It's a growth industry right now. 
Interviewer: Absolutely. Do you see her finishing school?
Interviewee: She will stay in school until she's 22. She will finish that. 
Interviewer: [42:03] Do you think she will be able to have some type of job? I know you mentioned a boyfriend [crosstalk].
Interviewee: No. 
Interviewer: No? No job?
Interviewee: No job. I don't think…even where they have job coaches and things like that, I don't see her doing that. 
Interviewer: Yeah.
Interviewee: I mean, I’d like it.
Interviewer: Of course. 
Interviewee: You know, it will certainly be a form of daycare that I would never worry about while she’s there. Goodwill has programs like that I know, she's been through the Goodwill program through school, alright. And again, that's where there are things that she will do there that she would not do at home. Fold clothes? Put them on a hanger? That would never happen at home, but she did it at Goodwill. So, I mean if I can find something like that for her. But the important thing is that she's happy. 
Interviewer: Yeah, absolutely, absolutely. I have one kind of final question, did Emily’s sensory interests – perhaps again, or lack thereof, impact your current perspective?
Interviewee: I’m sure it did. No, I mean it's like…not, maybe not so much. I mean it's like, it's organic. I mean, you know, we know Emily so well and what not, and that's part of the reason why I can't see her with anybody else or on her own, because we know her so well
Interviewer: Yeah.
Interviewee: But other people learn her very quickly. Teachers at school, the people at The Bridge Center or The House of Possibilities. I mean…and she herself is adaptable to those things.
Interviewer: [44:12] Adaptable in what way? 
Interviewee: Well, like I say, she’s not worried about not being with us. In fact, once she is in a place that she's comfortable and she knows, we drop her off and its “see ya!” She turns around walks away from us. But yeah, if we're still there five minutes later she's upset. She will go, “No, Daddy!”
Interviewer: “Let me be” [laughing]
Interviewee: And again, that’s an aspect of her that I’m very happy with. I’m happy she's not clingy, I'm happy she trusts other people. I'm happy that we can trust those other people even more, that's always at the back of my mind. The statistics for children like Emily and the abuse that they get, it's sickening. 
Interviewee: Yeah, absolutely. Well, I hate to end on such a sad note, but that is actually it for all of my formal questions. But would you like to add anything else, any other comments? 
Interviewee: [45:31] I would like to say that one of the things that I have always been proud of and happy about is our association with BU.
Interviewer: Thank you [chuckles].
Interviewee: You know, she's been there, I don't know how many studies we’ve done, you know, with the neural net and things like that. We really appreciate what you guys do for us.
Interviewer: Oh! Well, we appreciate what you do for us. We learn so much from you and you taking the time out of your busy, busy lives, we appreciate it so, so much. We can't do it without people like you, hundred percent.
Interviewee: That's why we do it, we're hoping…I used to hope for a cure, now I just hope for a lot of help.
Interviewer: Well, we can do that, that's why we do it, we do it to help [46:23 inaudible]. So yeah, this is it for my formal questions. Do you know any other parents or caregivers who might be interested in participating? 
Interviewee: Not really. 
Interviewer: Yeah, that's super okay, don’t worry about it. 
Interviewee: Yeah, I have asked in the past and they’ve all said no, so [cross-talk]
Interviewer: Okay yeah. That’s absolutely okay. If someone comes to mind, please send them our way but its okay if you don’t.
Interviewee: No, I will mention it a couple of people.
Interviewer: Thank you, we appreciate that. So yeah, this is it from me. I have placed an order for a gift card for you as a thank you. It's en-route, so as soon as the order is processed, I will email you an electronic gift card as a very big thank you for your time.
Interviewee: Thank you.
Interviewer: Yeah, and if you have any questions for me or need anything in the future, please reach out, I'm happy to help in whatever way, I or the rest of the team can.
Interviewee:  If anything comes up, just get in touch.
Interviewer: Absolutely. Well, I hope you have a lovely evening and a nice holiday weekend as well.
Interviewee:  Alright, you take care.
Interviewer: You too. Bye.

[End of the transcript]

 
