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[Start of transcript]
Interviewer:  Alright, we are recording.  And I will be asking you questions regarding your child's transition to adulthood in relation to her sensory sensitivities and I’ll be doing something called a semi-structured interview, which means I have my planned questions in my script, but I’ll be adapting them to actually fit our conversation so they actually make sense for what we’re talking about.  
Interviewee:  Yes, because sometimes the script doesn’t always make sense.  
Interviewer:  No, it does not. Any questions?  
Interviewee:  No.  
Interviewer:  Okay, excellent.  And if there are any questions that you don’t want to answer for whatever reason, that’s perfectly okay. Saying “I don’t know” is also perfectly okay. And if anything comes up from earlier later on, feel free to jump in, it doesn’t have to be like a linear conversation.  Alright, shall we?  
Interviewee:  Sure.  
Interviewer: Okay, thank you. Can you start off by telling me about your child’s sensory sensitivities?  
Interviewee: Well, I really didn’t understand this sort of thing when it first started happening for a couple reasons. One is that she didn’t have any kind of diagnosis, she didn’t really have any, you know, she’s my oldest child, so the first time I’m dealing with a newborn, toddler, et cetera, et cetera, and I know that I had to wrestle with her to change a diaper, it was hard on my shoulder, I have a bad shoulder and literally she’d pull my shoulder out of where it needed to be, where I was constantly going to the chiropractor to have it adjusted. And let’s just say when I found out that I was expecting twins, I was kind of like, “how is my shoulder gonna survive this?”  But her brothers were so, so different.  They were cooperative and kind of with the program and that sort of thing, where it wasn’t an issue.  But I keep thinking that even early on she just didn’t like being touched, she didn’t like being wiped.  If you had to wipe her with a clean diaper, 3 or 4 times, because that’s what it takes sometimes, she didn’t want any part of that.  She did not like holding hands.  She would say that it hurt when I held her hand in the parking lot so that she didn’t run into traffic. I mean and I think if I would have had that awareness, I would have maybe gotten her the little harness and leash things that I had for the twins so that she could have been more safe, because I think that she would have been more comfortable with that than with having her hand held.  [00:03:00] And I also remember when she would go into stores and we’d find you know those super smooth fuzzy pillows that are kind of like they’re just so soft, she wanted to linger and just touch them, and keep touching them.  We did have some things around the house that were like that, but I think she lost interest with her things, the novel stuff in the store she really liked. So I mean definitely 20/20 hindsight, it was sensory, it was really that need for things. And the other thing that didn’t make sense to me was, we used cloth diapers and I don’t care what diaper you’re gonna   use, they’re eventually gonna   leak, and when they leak, the clothes get wet. And with my son’s…hold on a second… [to husband] I’m on a recorded call right now. [To Rachel] My husband had come into the room. When the diaper would leak, she wouldn’t care, I mean her clothes could be soaked, she didn’t care. So I mean and again, that sensory insensitivity, it kind of didn’t make sense with some of the other stuff that she was sensory sensitive to. So, it was hard to put the pieces together, but when she got the autism diagnosis, it seemed to make a lot more sense, but again, that was in hindsight.  
Interviewer:  Absolutely.  And on the form you also talked about hearing, how she was sensitive to certain noises like crunchy food?  
Interviewee:  Oh yeah, that’s kind of been something that she’s gotten more vocal about.  We’ve got a lot of carrots in the house, and chips.  If I’m eating carrots or chips and I’m within like 10 feet of her, she is uncomfortable, she’ll kinda give a little whine, she’ll kinda give me these darting glances, she’ll get up and walk away, depending upon what she’s doing.  But when it comes to any kind of a crunching sound, to the point where it’s like I call her for dinner, and she doesn’t want to come and eat dinner with the rest of us, because guess what, we’re all gonna   be chewing our food, we don’t swallow our food whole. And again, depending upon what we’re eating.  There have also been a couple of dishes that I enjoy that might have an odor, like maybe something with sauerkraut or something like that, she cannot stand the smell, she’ll just walk out, [00:06:00] she will not eat until later, because she doesn’t like the smell of certain foods.  I don’t recall off the top of my head what the foods are, but they have a strong smell, if it’s not a food she’ll eat and it’s not appealing to her to be around it.  
Interviewer:  Are there other sounds that she dislikes besides that crunchy sound?  
Interviewee:  I wish she would have told me this when her brothers were young, but she was very irritated when they would cry.  And let’s just say with twins you can’t tend to both of them, you’re gonna   have some crying no matter how attentive you attempt to be, because if you’ve got one person taking care of two babies, it’s not going to be 100%.  And I think, too, sometimes kids just need to cry a little bit to kinda get it out. She was definitely disturbed by when they would cry.  
Interviewer:  Got you.  And then for smells, are there non-food smells that bother her?  
Interviewee:  I’m not really sure about that, but I also know that there are certain smells that she really likes, like the smell of vanilla. She really is…if you were to have a vanilla potpourri, I could see her standing and lingering and maybe putting her nose closer in order to get more of the smell.  So again, it’s kind of interesting that with preferred smells she’s sensory seeking, and with nonpreferred smells she’s sensory avoidant.  
Interviewer:  Mm-hmm. That is really interesting.  Does she have any sensitivities or interests in particular like visual stimuli or like visual sensory information?  
Interviewee: Well, I know that she enjoys video games, and again, some of them make me dizzy I’ll tell ya; the things move so quickly on the screen, I find it disorienting. But she doesn’t seem to have that sort of a sensitivity with things, she just kind of rollercoasters and she likes movement, swings, and what not, but I don’t know, I think that’s kind of typical for a lot of kids, that they really like to be in a swing, although as an infant she hated the infant swing we had for her, absolutely hated it.  She used it, I think, maybe for about 5 minutes total; it was borrowed, thank goodness I didn’t have to buy it.  But her brothers were just the opposite, her brothers love the swing, they slept in the swing, we burned out a swing.  
Interviewer:  When did she start liking movement like that?  [00:08:59] 
Interviewee:  I think once she was a little bit more in control of things, where she could walk and talk, and more so express when it was enough and when it was too much.  
Interviewer:  Absolutely, and then what about taste?  Does she have any extreme preferences or avoidances in terms of food or taste?  
Interviewee:  She’s willing to try a lot of things, which I kind of give her a lot of credit for. I mean she loves sushi, I don’t eat sushi, I don’t know where she picked up some of these preferences.  And then there’s other things that she doesn’t like.  Sometimes it’s hard to tell with food, because I think like with chili, she doesn’t like the texture and I think there’s a lot of people who have problems with beans, because they’re just kind of a…they’re not that consistent, it’s kind of a surprise in every bite. So I mean it’s hard to say sometimes whether it’s the taste or the texture with certain foods.  
Interviewer:  Totally.  Does she dislike other mushy-ish foods maybe like cottage cheese or something?  
Interviewee:  I don’t know that if she likes cottage cheese, again, I’m not sure if it’s the taste or the texture.  I know that she used to eat oatmeal every morning for breakfast and it was the kind with the apples and cinnamon, she loves cinnamon, so anything with cinnamon, that seems to be a preferred taste, and she would eat the apple cinnamon oatmeal which has the little pieces of apple that hydrate as you make the oatmeal, so it’s kind of, it’s surprising sometimes when you’re trying to figure out what the category is and why she likes it.  
Interviewer:  Absolutely, it’s what it sounds like.  And then how have her preferences and sensory sensitivities, how have they changed over time?  
Interviewee:  I don’t know that they’ve really changed all that much.  I think that she’s gotten better at expressing herself.  For an individual who is very bright and spoke before she was a year old, she really didn’t communicate well, but again, that kind of goes with the autism.  It’s like, why didn’t you tell me when you were 9 years old and the twins were a year old and they were crying, that it bothered you?  No, she waits until the twins are 10 years old and says, “oh, by the way, back then,” again I think it’s because she was diagnosed later that we didn’t think to ask her [00:11:59] these sorts of things.  
Interviewer:  And then I know you just said that you don’t really think her sensitivities or preferences have changed, you just think that she’s improved in her ability to express herself, do you think that change is related to any independence that she’s gained over time?  
Interviewee:  I think if I were to say the one thing that helped her the most, she had a social skills therapist that she went to weekly for three years after she finished high school and I think that that one thing really improved her functionality in a lot of different areas, because again, being able to communicate to someone, you know, “gee, that makes me uncomfortable,” it’s a social skill, and to say it in a nice way where you’re not screeching it at the top of your lungs, “Stop! Stop!” It’s a social skill, and I think that that’s really made a big difference in how she goes through life.  
Interviewer:  Absolutely.  And then relatedly, you gave me a really nice segue to my next question, how does your daughter manage and kind of cope with her sensory sensitivities and her sensory preferences?  
Interviewee:  Well, I think with a lot of stuff she’s independent.  If she’s buying her own clothes, she could touch something and know whether it’s going to be too scratchy or something she likes, and I think she does gravitate to buying like soft sweaters, because she likes how they feel.  I’m just hoping that once they wash they kind of feel the same way, because sometimes they feel a little different.  And then there were other things. Oh gosh. She’s on the thin side, so we tend to buy her the pants with the adjustable waistband, and she would adjust them extremely tight, to the point where the little button that holds the elastic would dig into her skin, leave red marks, and she was never really all that uncomfortable with that sort of thing.  Again, she seems to go to one extreme or the other, depending upon what it is. Even with shoes, she’s had shoes that have fit poorly and she’s gotten blisters, and she doesn’t always recognize it in the moment.  
Interviewer:  It sounds like she adapts her environment [00:14:58] to what she wants in that moment, either in an extreme way, or not.  
Interviewee:  Oh yeah, oh yeah, I mean she’s the type of individual who wants to wear the 5-inch stilettos and come heck or high water she’s gonna figure out a way if she wants to wear them, at least wearing them some of the time kind of thing.  
Interviewer:  Mm-hmm. And also we were talking about smells, you talked about avoidance behavior, like her leaving the room, will she block her ears or use headphones or ear buds if she doesn’t like sounds?  
Interviewee:  Yeah, I think that I could see her trying to figure out a way of playing her video game on her phone and having both hands available to cover her ears, sometimes.  
Interviewer:  Mm-hmm, got you.  
Interviewee:  Sometimes I wish she would use the headphones because then, but then, I was gonna say my son uses headphones and it’s like I can’t tell whether she’s listening to the phone, he’s got the ear buds, the wireless, and I can’t tell whether he’s listening to something or ignoring me, sometimes.  
Interviewer:  Yep, I understand that.  And then on the form, you indicated that she received OT for her sensory sensitivities, could you talk a little bit about that?  
Interviewee:  She did that for one summer and it was a bear to schedule once school started, so we ended up dropping it, but I think that we learned a lot that summer.  Actually, that evaluation was the tipping point which got her from a provisional Asperger’s diagnosis to a confirmed Asperger’s diagnosis, because I guess prior to that, nobody had asked.  And again, I think the provisional Asperger’s diagnosis got me thinking more along the lines of if this is autism, what fits with that diagnosis, but it definitely fits 
Interviewer: It does. Indeed. And did this OT even briefly, did that help her with her sensory sensitivities and preferences?  
Interviewee:  I think it did, I think it made her more aware, it also made us more aware.  I remember in high school being at her IEP meetings and someone saying, it’s like she’s carrying this huge, heavy backpack throughout the day, and I’m like, “no, that’s a good thing,” that’s her perception, she needs that workout, that actually is calming to her, even though it looks like she’s overwhelmed by it, because she’s very thin, and it’s a disproportionately heavy backpack [00:17:57]but it actually, from an autism and proprioception and sensory seeking, it was definitely nice for her to have heavy work to do for those 3 minutes between classes.  
Interviewer:  Yeah, absolutely.  And that social skills group you talked about, did that also help her with her sensory sensitivities?  
Interviewee:  I’m not sure that it really did, it was actually more one- on- one social skills instruction.  Again, I think it brought her to a point where she’s better at expressing sensory preferences. I mean you could tell that she liked to touch something, but she didn’t say anything about it, you’d more observe the behavior.  And another thing that we were talking about, she was the only kid in her preschool, they had… did a jack-o’-lantern, she was the only kid who liked pulling the guts out of the pumpkin. Cause I guess most kids don’t like that, but she was sensory seeking with that.  Again, it’s kind of a mixed bag, don’t know how she’s going to react to things.  
Interviewer:  Mm-hmm, totally. And then when she is faced with a sensory experience that she doesn’t like, like perhaps a bad smell or like a sound that’s aversive to her, does that cause or increase anxiety?  
Interviewee:  Yeah, I think it does, it’s kind of hard to tell.  I know that she’s not the type to wear perfume and want to have that sort of thing going on.  It’s really hard to say, because again, she seems to go to one extreme or another with things.  
Interviewer:  Totally.  And has that always been the case where you’re not really sure if it causes or increases anxiety?  
Interviewee:  I think it definitely makes her agitated in the moment, I’m not sure that it’s something that once the -- like, as an infant, changing her diapers, she’s wiggling and this and that and the other thing, but once the diaper was on, she was kind of like, “okay, I’m done,” and it didn’t seem to bother her beyond the moment.  
Interviewer:  Got you, is that still the case now, where it’s kind of like a momentary agitation?  
Interviewee:  That’s my perspective, that she’s irritated by the thing going on, but not necessarily, [00:20:57] it’s not affecting her long-term just affecting her at the moment  
Interviewer:  That makes sense, thank you. And then thinking kind of broadly, what are your goals or hopes for your daughter in terms of her sensory sensitivities and sensory preferences?  
Interviewee:  I guess with some things, like the chewing thing, because she’s now in a job where she’s maybe going out to lunch with co-workers, I think that I would like for her at least to kind of get better acclimated to the chewing sort of things.  I mean, if she doesn’t like someone’s perfume or feels their cologne is too heavy, hopefully she’s got the social skills to say it’s like, “whoa, I think you went a little overboard with the cologne, I’m really feeling overwhelmed by it,” you know. As I say, I remember working where there was one guy as soon as he walked into the room, and we worked in a large office, must have been about 30 by 40 feet, maybe 40 by 50 feet, a large office, as soon as he walked in, you could smell his cologne.  It’s like...  
Interviewer:  Too much.
Interviewee:  Yeah, yeah.  You don’t mind when someone’s within 5 feet of you and you start smelling their cologne, but yeah, 25 feet, it’s not good. But on the other hand, I think people get acclimated to their own cologne.  
Interviewer:  Absolutely, for sure.  We’re gonna move on to our next chunk of questions. As your daughter has grown up and aged, how has her and your community reacted to her sensory sensitivities and sensory preferences?  
Interviewee:  Ooh, that’s a good one.   Let’s just say I don’t know that the community really deals with these things all that well.  In our church, under certain events, they use incense, and I know that she does not like the smell of incense, and I don’t see the church doing anything differently kind of thing.  I would hope on an individual basis that if she were to say, walk into a store and not like the smell of something, that if it was a place she went to a lot, and if we talked to the store, I would hope that they would kind of maybe move it away from the entrance so that it’s easier [00:23:59] for everyone to avoid, or something like that.  But we’ve not needed to do that.  
Interviewer:  Got you.  And when she was younger, was the community more or less accepting of her and her needs?  
Interviewee:  I think less accepting, because we didn’t realize it was a true need associated with the autism, because she didn’t have the autistic diagnosis.  I mean she wanted to touch things in the store whenever we went shopping, and the solution was that I ended up going shopping alone and she wouldn’t come to the store with me, because A, it took longer, and B, I was afraid she was gonna damage things.  And let’s just say once the twins came along, I wasn’t about to go shopping with 3 kids.  So I mean it made sense for… my husband and I did a lot of tag team, where I went out to the store and he stayed home with the kids, or he went out to the store and I stayed home with the kids, it just made sense.  
Interviewer:  Absolutely.  And then were there specific spaces or places in the community that were more or less accepting or accommodating?  Like you’ve talked about church, you talked about stores, what about family, friends, work?  
Interviewee:  I remember there was one, she had a special ed program at school where she did job shadowing, and they had wanted to put her into a place called The County Cup. And it would have been food service, and we had toured the place and walked through the kitchen, and she could not stand the smell of the detergent that they used to wash things.  We asked that she not be placed there, we asked for a different placement, just sensory overwhelmed for her.  And she had done actually one experience, because it seemed that every semester they would change where they put the kids, depending upon availability and how well they were doing, but there was one semester where she was at a university in their cafeteria, and her job was to bus the trays that the students didn’t bus, and she was totally overwhelmed with the smell, she absolutely hated it.  And unfortunately, I think a lot of the positions that they get, because it’s a volunteer job kind of thing, [00:26:58] were either in food service or in retail, and neither one of those were her area of interest.  But when she was in retail, she ended up being the leader of the group kind of thing, so it kind of got her a different experience to maybe what they anticipated, cause she adapted easily to the job and she started showing the other kids how to do stuff and “oh, let’s put them in size order, as well as putting them on hangers,” kind of thing.  
Interviewer:  That’s great.  And when you asked for her not to be in that food service job with the detergent that was aversive to her, was the school accommodating and did they allow her not to be in that environment?  
Interviewee:  Yeah, yeah, cause I had anticipated that the smell of the food might be aversive.  I hadn’t anticipated the detergent, but I mean they definitely worked with us.  As I say sometimes I think I was “that mom” who was very, you know, a strong advocate for her child.  
Interviewer:  That is okay, though, nothing wrong with that.  
Interviewee:  Sometimes you get a reputation, though.  
Interviewer:  Perhaps, perhaps.  What about family?  Has family been understanding of her sensory needs?  
Interviewee:  We don’t see a lot of family anymore.  All her grandparents have passed away at this point.  I know that like at Thanksgiving dinner or Christmas dinner, when we would be visiting relatives, I would get those like, “she’s not eating anything except for the rolls.”  Well, she doesn’t like turkey and she doesn’t eat the vegetables with all the sauces and stuff the way you made it.  I didn’t bring food for her, she got on hors d'oeuvre generally, that’s what happens at these things. So I mean I wasn’t about to make a scene at a relative’s house to force her to eat something.  
Interviewer:  Absolutely, absolutely, thank you.  And then thinking again broadly and again towards the future, what hopes or even worries do you have about how the community will react to her sensory needs in the future?  
Interviewee:  I think that she masks a lot of it out in the community.  I think in the community she does attempt to blend in.  I was going to say, my sister doesn’t have a diagnosis, but I remember growing up, whenever we would go to the deli counter, [00:29:59] my sister could not stand the smell of the deli counter, she never ate like sandwich meats, salami, kind of thing, she just couldn’t deal with it.  So, I guess it didn’t surprise me all that much when my daughter had some issues with certain smells.  
Interviewer:  Got you, and because your daughter, you said she masks her sensory needs in the community, are you not really worried about how the community will react to those needs because of that?  
Interviewee:  Yeah, I think that I can envision her avoiding certain places if she doesn’t like the smell, like if she were to walk into a place for lunch with her co-workers, she’d probably get through that meal and then if they said “let’s go back to so and so,” and she’d be like, “nah, I don’t think I like going there, can we try someplace else.”
[bookmark: _Hlk54908052]Interviewer:  That makes sense, thank you.  We’re going to transition again to our next chunk of questions. So in the transition to adulthood, where do you see your daughter?  
Interviewee:  She’s got a lot of skills, I just don’t know about how independent she would be if she were living on her own, that’s where my concerns are.  Would she remember to do laundry so that she has clean clothes?  Would she notice that she doesn’t have what she needs?  I mean we do her laundry. My fear if she was to do her own laundry is that she would put stuff in the washer, forget about it, not be around, be at work, and we’d have laundry that needs to get done, can’t necessarily wait for her, and we’d end up doing it anyhow.  Because I mean what do you with a washer full of wet clothes?  Either you’re gonna put it in a basket and it might get mildew smell in which case… yeah, you don’t want to do that, or you’re gonna   end up doing it for her. I mean it’s one or the other.  And it made me think of something else.  We have all cloth facemasks with COVID going on and there have been a couple times where I think I’ve let them soak for too long and they’ve kind of gotten a little mildew smell.  Let’s just say she’ll suck it up and she’ll wear something that doesn’t smell right, but then she’ll kind of like, I guess maybe check the next time [00:33:00] and I think I’ve gotten a little bit more conscientious of, even if it’s soapy water, you don’t necessarily want to soak it for three days, because you’ll get a mildew smell.  
Interviewer:  Yes. Absolutely.  
Interviewee:  We’re learning, we’re all learning.   
Interviewer:  Right, that is life.  You said she has a lot of skills, could you describe the skills where she is able to be independent and where other areas where she needs some more support, like laundry like you mentioned.  
Interviewee:  She has been buying her own clothes, coordinating her own outfits.  We helped her buy a car.  She drives to and from.  She will use a GPS to figure out how to get there.  She has friends, pre-pandemic she’d be going to the movies and going out to lunch or dinner, or what have you.  She doesn’t really need to do her own grocery shopping at this point because, as I say, as long as we’re buying for ourselves and our sons, I don’t expect 16-year-olds to do grocery shopping, either.  It’s not a big deal to pick up her favorites, as well.  And I know my husband I think babies all the kids a bit with making them lunches and folding their laundry, putting their laundry away. I’ve made it very easy for him, most clothes for the kids go on hangers, so to put it on a hanger versus fold it and then hang it on a rod in the closet, it’s not that much work, it’s about as much work as sorting it, putting it in a basket, and letting the basket sit in their room.  
Interviewer:  Do you think if your husband wasn’t doing that, would she be able to hang up her laundry?  Do you think she would be able to prepare meals for herself, all that jazz?  
Interviewee:  Well, I know what she tends to gravitate to, and I think with meals, especially, she waits until she’s starving before she tends to think about making something, and at that point she can’t wait, so she just grabs cookies or something from the pantry kind of thing.  But I know with work and a scheduled lunch break, cause she seems to be fairly consistent with, even working from home, she will go out into the garage, she’ll pick something from the freezer, [00:35:59] put it in the microwave, cook it, so I mean again, with her, though, it’s definitely a timing thing, cause she really does not have a good sense of timing.  The passage of time really… I think I wrote this in one of the things this morning, 5 minutes, 45 minutes, I don’t know that she really can tell the difference if she’s engaged in something that she likes doing, if she’s playing a game on her phone kind of thing.  
Interviewer:  Yeah, for sure, what about daily hygiene?  How is she with that?  
Interviewee:  She’s okay.  I don’t know that she really allows enough time, her hair’s very long, do her hair in the morning, cause it does take extra time, but that sloppy look is in, so I mean, she gets away with it. And again, I think she loses track of time with some of the things, like, when did she last take a shower?  I don’t know how well she tracks that sort of stuff.  
Interviewer:  Mm-hmm, that makes sense.  What about money management, how is she with that?  I know she has a job.  
Interviewee:  I think she’s doing okay; she tends to be very frugal.  She’s saving for I don’t know what, she’s looking to save to buy her own place, or what have you, but she definitely does save a lot of her money.  I mean when you’re working full time and living with your parents, what kind of expenses do you have?  Car insurance, gas.  
Interviewer:  Is she able to pay those things on time though?  I know she probably doesn’t have a lot of bills right now.  
Interviewee:  I think my husband reminds her, because I know that she’s got a credit card and he’ll be the one that’s like, “well, your credit card is due on the 12th, so make sure that you go online and pay it so that you’re not getting a late fee,” you know, that kind of stuff.  Again, if she were not living under our roof, I’m not sure how she would manage that.  I’ve encouraged her, it’s like, you know, you can put that on an autopay where they’ll just take the money out of your account on the due date and then you don’t have to think about it.  I don’t know if she’s done that or not yet.  
Interviewer:  Got you, and does she ever express interest in wanting to live on her own?  
Interviewee:  I think she has a little bit.  I know that she has a friend who has her own place [00:39:00]and I think she’s a little envious of the fact that she doesn’t live with her parents and she has a lot more freedom with that arrangement.  But again, with that freedom comes responsibility of paying for the electric and phone, and all that kind of stuff, on time, making sure that you’ve got food in the refrigerator, and keeping the place clean.  I think she’d enjoy having a cat.  We’ve always had cats in the house, and again, it’s a responsibility, you have to plan to make sure that they’re taken care of, too.  
Interviewer:  Absolutely, and then thinking again towards the future, do you think your daughter will be able to achieve more independence?  
Interviewee:  I’m hoping that as she gets older that she masters more and more things, cause I’m thinking eventually, hopefully she’s gonna outlive myself and my husband, so I mean she’s going to need either to be married to someone who’s gonna help her with these responsibilities, or she’s gonna   have to be in a situation where she takes care of it or somebody helps her with it.  I’m not sure where she sees herself being, but that’s actually probably a good question to ask her.  
Interviewer:  It could be, for sure.  And then what do you think will help move your daughter into adulthood, into that place that you hope she will be?  
Interviewee:  I think that her friends, actually, will probably as she sees what they’re doing, I don’t know, I know she doesn’t plan on having children, but I’m not sure if she would want to get married and have that kind of a relationship.  A lot of couples get married and decide that they don’t want to have kids.  
Interviewer:  For sure. You said that you think her friends will help her move into adulthood, how and why do you think her friends will be helpful in that way?  
Interviewee:  I think that they’re modeling that for her.  The friends that she has are also on the autism spectrum and she’s probably the brightest of the bunch, not necessarily the… I don’t know, hard to say who has, because they’re so different, so they’re gonna   have different roadblocks [00:41:58]in moving forward, but I think that it’s kind of encouraging to know that she’s got a friend who’s a dozen years older than her who is living on her own and managing, and she gets some help from her parents, that, you know, maybe it’s possible for her to do.  
Interviewer:  Absolutely.  Do you think, besides her friends, do you think there are other services or interventions that could be helpful for her to help her move into adulthood?  
Interviewee:  Again, it’s hard to say.  She sees a therapist and I think the therapist might be helpful.  As far as services go, because she works full time and earns a living wage, she doesn’t qualify for any kind of government services and I just see her being frugal and not… she doesn’t like the idea of having a shadow or a helper, so she’s not going to spend her hard- earned money to have someone come into her house and help her.  
Interviewer:  Yeah, got you, that makes sense, thank you.  Now, putting these two things together, her sensory sensitivities and sensory preferences, and her transition to adulthood, how do they intersect for your daughter?  
Interviewee:  It’s hard to say. I mean, as I say, I’m sure she ruled out any kind of job in food services based on her experience with her job exploration program in high school.  In Pennsylvania it’s 14 where the transition plan gets put on the IEP and initially her goal was to become a graphic designer, and then based on one of the job experiences, she wanted to go into database programming, which is actually what she went into for a career.  So, I think that she may have picked a career that she felt that the sensory issues weren’t going to really be a factor. I mean if you’re a database programmer, it’s like, what sensory stuff are you going to run into?  
Interviewer:  Probably not a whole lot.  
Interviewee:  I mean, office lighting, maybe?  I don’t know, the smell of what your co-worker’s having for lunch?  I mean you’re gonna   end up with that if you’re working with other people, no matter what your career choice is.  
Interviewer:  Mm-hmm, absolutely.  This may not be applicable, but do you see [00:45:00] her sensory sensitivities as an obstacle, a vehicle, a bit of both, or neither, towards her independence?  
Interviewee:  I would say that it’s probably a small obstacle because I’m wondering, again, we lost one of our cats over the summer to cancer and she really loved this cat, and I could see her wanting to have a cat when she were to move out, and I don’t know how she would deal with the litter box.  So, I could see it being, she may choose not to have a pet simply so that she doesn’t have to deal with cleaning a cage or walking a dog, cleaning up the yard, all pets poop, and I don’t care which one you pick, they’re all gonna   require cleanup and there may be sensory issues with that.  I’ve seen it with my friend’s son, it’s like she’s got to clean up the cat litter box, her son loves the cat, it’s his cat, but he can’t deal with the smell.  
Interviewer:  Mm-hmm, that makes sense, thank you.  And then relatedly, what do you anticipate as being challenging for your daughter as she gains more independence in relation to her sensory sensitivities?  
Interviewee:  Say the beginning again.  
Interviewer:  Yes, absolutely.  What do you anticipate as being challenging for your daughter as she gains more independence in relation to her sensory sensitivities and preferences?  
Interviewee:  I could see her having a hard time, even with laundry or washing dishes, because again, a lot of the products have an odor to them and she might not find Ajax Citrus as something that she wants to be around.  I could see her either trying to put everything in the dishwasher because that way you don’t have to smell it, or either going with an unscented laundry detergent or opening up stuff at the store to kind of find one that she likes the smell of, or asks us what we’ve been using because she likes it, or something like that.  I could see her needing to do some extra planning to try and figure out if there’s a way or workaround.  
Interviewer:  Absolutely, thank you.  And then in this intersection, do you think there is anything that could help [00:47:59] your daughter or continue to help her?  
Interviewee:  I’m hoping that again, she has the social skills to reach out because I mean, it sounds stupid, but it’s like if she were to kind of meet up with a co-worker and say, “oh wow, are you wearing some kind of perfume, it just smells really good,” to be able to have the social skills to do that and find out, maybe it’s the laundry detergent, maybe it’s a brand that she would prefer to switch to, or maybe it’s a shampoo, or what have you.  I know that’s been another challenge, where if she didn’t like the shampoo or the soap, kind of thing, the way it smells.
Interviewer:  Absolutely, that makes sense.  And these next two questions may not be super applicable, but are there other services or interventions that you think could help her in this intersection?  
Interviewee:  I’m not sure that there’s a real service out there, although I think that there are some things that an OT can do that might help her acclimate to some of those things that she can’t avoid.  But I think the other thing, too, is there are some scents that she finds pleasing.  Like some people will drive by McDonalds and they can smell the burgers cooking and they think it’s good, and other people think it’s bad. I’m hoping that…I think she thinks it’s a good smell.  
Interviewer:  Absolutely, and then for individuals like your daughter, do you think there are gaps in the available services and interventions?  
Interviewee:  I’m not sure how you service this kind of thing.  Is there group therapy for people who have sensory issues? I mean it might be nice for her to know that she’s not alone with this and to have someone to help her strategize how to deal with it. I mean I think people with sensory issues don’t necessarily get the therapy that they need because for one thing, there’s no ICD-10 code, so you can’t bill insurance for it, so you have to find it as something else to bill it under and I think because… it’s just one of those things that has fallen through the cracks.  When the DSM-6 comes out, and they’re [00:50:59] asking for feedback, because I gave feedback for the DSM-5...  
Interviewer:  Did you?  
Interviewee:  Yes, yes, they actually did have an open comment period for the general public, I’m gonna comment about putting in a code in the DSM for sensory, because even though it’s a comorbid thing, for some individuals it is their presenting disability in a way.  I think it deserves that recognition of the struggle, and again, it’s developed in the United States, but it’s used internationally.  So, I mean I feel like I’m contributing to the good of the world if I were to do this kind of thing.  You see what I mean by I can be a very strong advocate.  I mean have you spoken to anyone else who wants to put something into the DSM-6?  
Interviewer:  You are the first one.  [Laughter].  You are the first one. Hopefully you will not be the only one, though.  
Interviewee:  Well, you know what, we spread the word and we get people on the bandwagon and then everyone’s s writing the same thing and when you have more voices, it sounds louder.  
Interviewer:  Absolutely, absolutely.  And then again, thinking broadly, how have your daughter’s sensory sensitivities impacted your goals, hopes, expectations for her in terms of how she’ll navigate adulthood?  
Interviewer:  I’m hoping that, you know, like my sister has managed to get through life with not liking the way the deli smells, I’m hoping that she figures it out. I mean I don’t think my sister ever had therapy because she’s sensitive to the smell of salami, I mean she’s managed to get through life, she’s done great for herself.  
Interviewee:  Yeah, absolutely.  So, it hasn’t really impacted your expectations because you’ve seen how your sister has navigated?  
Interviewer:  I’m thinking that she’ll figure out a way to work around it, deal with it. I mean I’ve got food allergies, I worked around it.  I’ve got an allergy to tobacco which was very challenging to deal with when smoking was allowed everywhere, and let’s just say, my allergy doesn’t bother me because the law changed, I don’t know maybe, you never know how things are gonna go, maybe she will get more tolerant [00:53:59] of things, maybe she’ll acclimate to smells, maybe she’ll get therapy if something’s problematic to her, cause that would make some sense.  
Interviewee:  Absolutely, thank you.  We’re gonna move onto our last chunk of questions, we’re almost done, it’s the shortest one.  So, finally, as a mom, as a caregiver, as a parent of someone with autism and some sensory sensitivities, what does transitioning to adulthood mean to you?  
Interviewee:  Well, even without the sensory sensitivities, I think the transition to adulthood is the whole idea of an individual being as independent as possible, and I think to also have a judgment.  Because let’s just say none of us are independent, and I’ve had a lot of people, they’re like, what do you mean, not independent?  I’ve got kids, I’ve got a household, I’ve got this, I’ve got that, it’s like, do you change the brakes on your car?  Do you do plumbing?  I think a lot of it is, it’s like I mean, if you get a flat tire, hopefully you could change it, but you’re not gonna necessarily take the tire off the rim and get yourself a new tire.  It’s knowing what you can do and when to reach out for help, and to see when you’re getting in over your head so you don’t drown yourself.  There are people who’ve had disasters with DIY household repair projects, and it’s like, well, couldn’t they see that they were getting into trouble at this point and not invested the other six months into this losing venture kind of thing.  The old, know when to hold em, know when to show them, know when to walk away, and know when to run; I think a lot of people are not disabled who have a hard time with that kind of situation.  If the sink is dripping do you call a plumber or do you try to do it yourself?  
Interviewer:  Absolutely, thank you.  Has this perspective changed over time?  
Interviewee:  I think I’ve gotten more realistic as she’s gotten older and as I’ve gotten older, I think [00:56:56] that people really are lifelong learners and if you think that the ability to go grocery shopping, manage a budget and prepare meals is independence, you’re wrong, there’s a lot of shades beyond that of knowing how much to buy so you’re not wasting food, there’s a lot of nuances to things that it’s hard to say, you know, where do you draw the line.  
Interviewer:  Absolutely, thank you.  And then what do you see happening in your daughter’s future?  
Interviewee:  I really don’t know.  This whole COVID thing has definitely I think thrown a monkey wrench into a lot of people.  So, it’s like, if COVID wasn’t going around, I think I would be actively saying, “hey, would you like to look at buying a condo for yourself, or at least kinda touring a couple places that have an open house to kind of see what you’re gonna get for your money,” maybe having a goal of her buying her own place, but I mean I think that it’s kind of stalled because it’s like, do you really want to go look at an open house with things going on? And again, I don’t know, I keep thinking of some of the things that my parents did and I’m like is this functional or dysfunctional, helpful or not?  My brother was married and he still had his car insurance with my parents. I mean I don’t know.  He had one car, so it may have been less expensive to have the group policy, and even like my daughter, her cell phone is on my plan.  She pays her way, but if she were to have her own plan, she’d be paying a lot more.  
Interviewer:  That’s what my mom said about me.  [01:00:01]
Interviewee:  I mean, do we push kids to be independent and pay more and have less resources?  And obviously if you did have your own cell phone plan, you’d be learning how to pay that bill on time and manage your data or whatever, pick your plan.  By having it as part of the group it’s more cost effective and parents want to help their kids.  
Interviewer:  Absolutely.  In non-COVID times hopefully in the future, do you see your daughter moving out one day?  
Interviewee:  I’m hoping that she meets a guy and gets married, and moves out with him kind of thing, or like I did move into my own place for a short while, then transitioned into being married, I think that you learn a lot by living alone, too, that whole finding the balance of when do you do food shopping, when do you do laundry, do you kind of earmark Tuesday nights because the store’s  not going to be too crowded, that’s the night you do food shopping, and that way you’ve kind of got that routine where you buy one week’s worth of food at least, and you know that you’re not gonna  run out.  I think I would like to see her living on her own or at least living more independently, because again, I’m hoping that she outlives me, I’m hoping that there comes a point in time when I’m not around and she’s having to deal with herself, and that she’s capable of doing it.  I mean she’s surely intelligent enough to do it, it’s a matter of is she gonna be able to get her act together enough to be able to deal with all the stuff.  
Interviewer:  Mm-hmm, that makes sense, thank you.  Last final question, how have your daughter’s sensory sensitivities impacted your current perspective on what it means to transition into adulthood?  
Interviewee:  I think it’s an additional, when you have a disability, you have additional steps that you need to take in order to get where you’re going, because it’s not intuitive like a typical individual.  So, she has additional steps that she needs to take, because there are certain things that she needs to learn because they just aren’t intuitive to her.  So, I mean that’s where it doesn’t matter what the disability is, [01:02::59] if you think about people with diabetes, there’s a lot of them out there, they all have to manage their medication and doctor’s appointments, in addition to doing what everyone else does.  It’s like why are they given a harder time?  So, I mean the sensory is just you know, it’s another degree of difficulty that she has to deal with in addition to what a typical individual has to deal with.  And that’s to say there’s a lot of typical kids who fall on their face with managing money and overspending, and not budgeting, or getting involved with the wrong crowd or having a roommate who takes advantage of them or doesn’t pay their share of the rent, you look at all the stuff that typical kids can go down a bad path.  
Interviewer:  Yeah, there’s learning for everyone.  
Interviewee:  It’s like you want them to be able to recognize this stuff and guide them, and hopefully it all works out in the end.   
Interviewer:  Absolutely, thank you for sharing that.  That was actually it for all of my formal questions.  Would you like to add anything else?  
Interviewee:  I don’t know, I think you’ve covered quite a bit.  I mean in the greater scheme of things, I think my daughter’s biggest challenge is the time management, it’s her lack of time awareness and I’m not even sure how to teach that kind of thing.  Again, something that’s probably not in the DSM as far as having a code.  For sensory at least you can go to an occupational therapist.  Where do you go to learn how to feel the passage of time?  
Interviewer:  Yeah. An executive functioning coach might be beneficial.  
Interviewee:  I guess that would be, I think her therapist does some of that too, I might be able to talk to her about having a little bit of focus on that sort of thing.  Even as far as my daughter getting to her therapist’s appointment, it’s the same time, same day, every week, and she’s like, “oh shoot, my appointment, sorry, gotta go” or where she’s [01:05:40 inaudible] planning.  I at least may have been a little late today, but I was on the phone with the principal and I was trying to get through that so that I could get into position here to be somewhat timely.  
Interviewer:  You were only a minute late, truly, you were on time, [01:06:00] don’t worry.  
Interviewee:  And that was because that was the 10 minutes I was gonna eat breakfast, and I was eating half a bagel before I started the call, I still have the other half to have now.  But you know what, that’s sometimes how you manage, I got half the bagel eaten, so I did okay.  
Interviewer:  You did your best.  
Interviewee:  Again, sometimes missing the mark, it’s a learning experience.  Next time I have this sort of thing I won’t wait until the last minute to think about doing the survey.  But at least I had the survey done before we all started.   
Interviewer:  You did great, some people don’t even do that.  You were on time, you got your stuff done, don’t feel bad.  
Interviewee:  The only thing I wish I would have done is if I would have started with the last survey first, because I would have done that when she was home, and I could have asked her about some of the things, rather than guessing at it.  
Interviewer:  That’s okay, you did your best, all we can ask for, that’s all we do ask for 
Interviewee:  Now, is there any other obligations with this study?  
Interviewer:  No, this is it, thank you so much, it’s been such a pleasure to learn from you, I really appreciate your perspective, it’s been really wonderful from my perspective.  
Interviewee:  Now you know why I run a parent support group, because I talk to a lot of people, I have a lot of experience, I’ve got a lot of perspective, and I think I’ve got some good points to share with other people.  Again, that whole like, “no, you’re not independent,” just to say that to another parent who’s got children and grandchildren, but it does open their mind, because nobody does their own plumbing.  
Interviewer:  Yeah, it’s a great point, we all depend on other people for things, and that’s part of living, as well.  
Interviewee:  And I think the pandemic has definitely put a perspective on how dependent we are on trash collection and clerks, checkout people at the grocery store, that sort of thing.  Sometimes there’s no substitute for the jobs that certain people do.   
Interviewer:  Not at all   Do you know anyone else who actually might be interested in participating?  
Interviewee:  If you send me like a flier or something I could post on to Facebook, I’d be happy to post that in a couple of groups that I’m in.  
Interviewer:   Thank you.  
Interviewee:  I think how I found out about this, I must be in at least 5 or 6 of these groups.  There’s one that I don’t think [01:09:00] they posted in, it’s actually an adult group and it’s statewide throughout Pennsylvania, I could kinda post in that.  
Interviewer:  Yeah, that would be very… if you don’t mind.  
Interviewee:  Most of the groups don’t want you selling anything, but participation in a research study is a little different.  
Interviewer:  Yeah, I’m happy to send you that, that would be so helpful if you don’t mind posting.  We’re still looking for people so that would be great.  
Interviewee:  Just know that if it’s a PDF, for some reason, I cannot post a PDF. PDFs just don’t seem to post well on Facebook, so it’s like if you have, I hate to say, a photo I could easily post...  
Interviewer:  I do, I have a JPEG, I have a PDF, I have a JPEG and a PNG, I have all the different versions.  
Interviewee:  I’m trying to think which one Facebook likes.  Don’t send anything too big though because my email inbox is getting a little on the full side, I haven’t had a chance to clean it out because I’ve been busy lately.  
Interviewer:  I understand that completely.  Is there anything I can do for you?  Any questions that you have, anything I can clarify?  
Interviewee:  No, no, I’m just curious if you’re using any of this information for your own purposes.  
Interviewer:  Well, I’m hoping to get a paper out of it, which will help me in my professional career.  
Interviewee:  But I’m saying as far as life skills, have you learned anything?  
Interviewer:  It’s made me think about my sensory preferences a lot.  I’m very jumpy, and I think about that now.  I live with my boyfriend, he’s the only human here besides me, and I jump when he walks into the room, but like who else would walk into the room?  And I get startled all the time.  
Interviewee:  That, actually, I have the same issue where I get startled very, very easily, and from what I understand, it might have to do with a posttraumatic stress situation, so there may have been a point in time in your past where something happened because someone startled you, and I think that there might be some therapy that might work with this sort of thing.  I know I haven’t had the time to look into that sort of thing, and the whole thing is that sometimes you live with stuff when it’s not all that dysfunctional.  
Interviewer:  Yeah, it’s okay if I get jumpy.  
Interviewee:  Yeah, now if you worked as a receptionist in a doctor’s office and every time someone walked into the office you jumped, you know, it might be worth getting therapy to deal with that because it’s not necessarily something you can live with.  
Interviewer:  Absolutely, it’s all context.  
Interviewee:  Exactly, exactly.  And you don’t have to learn how to do your own plumbing, but do find the name of a good plumber.  [Laughter] [01:12:04]
Interviewer:  I have my landlord.  
Interviewee:  For now, for now, you never know, in the future you might have more responsibilities plumbing wise.  
Interviewer:  Oh yes, then I will call someone, cause I will not do that, I know my limits.  
Interviewee:  Let’s just say if the toilet is running, always jiggle the handle, first.  And I’ve also been known to lift the lid, because sometimes it’s the chain gets tangled, you don’t wanna call a plumber for a tangled chain.  
Interviewer:  No, you try a little bit, and then you call someone.  
Interviewee:  Yes, exactly. Again, I think it’s a big sign of maturity is knowing when is appropriate to call the plumber.  
Interviewer:  Yeah, absolutely, any other questions, anything else I can clarify for you?  
Interviewee:  No, I think that’s it.   
Interviewer:  Would you like me to send you a copy of that final report so you can talk to your daughter about it?  Would that be helpful for you?  
Interviewee:  Yeah, I think it might be, I think it kind of will give her some perspective, cause I don’t know that she really thinks about it affecting her.  She might be thinking very selfishly that it affects her, but she may not see it how it may affect others’ perspectives of her.  I think when you’re younger you kind of have that look, you don’t necessarily look outside yourself, you don’t have that perspective of how do other people view me.  
Interviewer:  For sure, but yes, I’m happy to send that over, very easy for me.  And as soon as we’re done today, after this audio renders, I’ll delete the video, but then I will send you a virtual gift card for compensation for all of your time and effort and your wonderful perspective.   
Interviewee:  Thank you, thank you very much.  
Interviewer:  Of course, no, thank you, this has been invaluable.  It’s so wonderful to learn from everyone because everyone has a different opinion and a different perspective.  
Interviewee:  Well, everyone’s life story has taken a slightly different route and again, too, I think sometimes that some people are more perceptive about what’s going on than others, or better at explaining things than others.  I’ve been told that I’m good at explaining things, that seems to be my gift, I can take something that’s complicated and break it down and make it understandable.  
Interviewer:  This has been a good explanation, so, absolutely, I can attest to that.  
Interviewee:  Well, I’m glad you had fun.  
Interviewer:  I did, I hope you did, too.  Wonderful, I won’t keep you, I know you’re very busy, but as soon as this audio renders, expect an email from me and I’ll have those fliers for you, that report, and that gift card.  
Interviewee:  Okay, sounds great.  You have a great holiday.  
Interviewer:  You too, stay safe and warm.  
Interviewee:  Okay, bye-bye.  
Interviewer:  Bye.  [01:14:59]
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