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Kelly 
So Lori, just to give you a sense of the kinds of questions that we'll go through, I'll ask you a couple of questions about daily routine, sort of pre and post COVID. And, again, feel free to put time markers in there where it makes sense for you. And then I'll ask you a set of questions about and correct me if I'm wrong, but am I correct that you have a daughter who's in school?

Lori 
So my son is 17, he's the one who has multiple disabilities. And then I have twin daughters who are 13, almost 14.

Kelly 
13 almost 14, okay. 

Lori 
And then my mom lives with us. She's 89. And my husband's been working from home. So we've got a pretty full house.

Kelly 
Okay, that's helpful. Okay. So there'll be a set of questions about schooling, and sort of schooling for your son in particular sort of pre/post. And then there'll be just a few brief questions that kind of asked you to reflect about losses and gains during this time. So that's really the three sections that we'll work in and then at the end, also ask you if there's anything that you think is really important to record, just from your own perspective, and that, you know, often completely different than any of the things I asked you and that's exactly perfect. We want you to have the chance to sort of record anything that you think is really important. 

Lori
Okay. 

Kelly 
So, Lori, what was your day daily routine prior to COVID?

Lori 
Well, everyone sort of went about their day. So the girls were in school in seventh grade, Jacob was in school Monday through Friday. We relocated here specifically for him to go to HMS school for cerebral palsy. So, you know, he would get picked up from his van thing and he would be gone from, you know, eight to four, every day, the girls would be gone, and my husband would be at work, and I worked from home. And my mom was even driving a little bit around. So, you know, everybody sort of had their own lives, which was lovely. And then since moving here from Delaware, we didn't have a home health aide yet for Jacob, but we did have some of his old aids from Delaware, coming up every so often to help with some of his activities of daily living from time to time, so we were able to, you know, get out and and do some other things. Jacob is 17, he's about 5ft 1inch and 125 pounds and we don't have a wheelchair we have a van, like a specialized car seat. So not always easy to take and pack up everywhere with us. So it's nice sometimes to have somebody who can come here and kind of hang out with him. So, yeah, that was our, you know, we just lived, busy, kind of, you know, separate everybody doing their own thing lives.

Kelly 
Yeah. So before the pandemic hit, everybody was living their separate lives, their own lives, doing their own thing. How did the impact of COVID change that?

Lori 
Well, I think logistically, you know, we lived within the four walls. We were very, very cautious, particularly with Jacob, medical fragility with my mom, you know, age and stuff. But, you know, my girls would say, Well, I see other people, you know, seeing their friends, or, for a while when school was open, my girls went one day, and the same day, they were going for their flu shots. And then Jacob was just not having a great day. And he didn't feel well. And the doctor gave him a COVID test. And the girls said, that's it. We're not going back to school. Because what if Jacob has COVID? And we give it to other people? What if we bring it home? What if you know, so that was it, even when school was opened in the fall for hybrid the girls only went one day. And that was it, because they were afraid of giving or getting it, you know, for Jacob's sake. So, you know, huge sense of anxiety, you know, fear, isolation, just like everybody else, but sort of intensified by Jacobs not verbal. So, if Jacob didn't feel well, the first thing that we did all the time, was to take him for a COVID test, because I don't know if it's a sore throat. I don't know if it's a migraine. I don't know if he has an ingrown toenail. So, you know, with COVID, where he's everywhere. You know, that was always a worry. And then just having six of us in the house all the time, you know, was a lot. Nobody ever going anywhere, and then not having any of those people that used to come to help Jacob, you know, not letting anyone in the house. So, all of his activities of daily living, you know, I mean, he needs full help for everything. So, feeding, diapering, bathing, you know, he doesn't do anything independently. So, all of the sudden, that was all me. So, that was big. And then his schooling went all virtual. So that's PT, OT, speech, you know. I mean, the school did a great job they offered so much, you know, recreation time and painting and, you know, all sorts of things. And I got to a point where I said, You know, I can't, he doesn't care about looking at a computer screen and I'm not going to set up all the paints in the house and have them paint in the middle of the, you know, in the middle of the dining room or the sunroom or whatever, and, you know, let's put him in this equipment or that equipment. I'm like these 125 pounds, like, I can't just fling him around and move them all over the place by myself, and my husband is on the phone all day upstairs, and the girls are home and, you know, moaning and groaning about being home, and they're online all day. So, you know, it was a lot to do all of his therapies and get all of the things that he needed here. And school was great, you know, they lent us at the time the school was still open, they lent us a trainer, but you know, I don't have wide school hallways, and you know, all of that. So, you know, we tried to do what we could do for him to try to simulate the school environment, but it fell very short.

Kelly 
And how could you tell other than, for example, set up paints or, you know, do some of the physical things, were there other ways that you were able to tell or that made you feel like it was falling short what was happening at home?

Lori 
Well, I mean, he would do one therapy, and then be like half asleep, like he would have to rest after every 45 minutes or half hour therapy. And we moved here specifically, he was at a grade school in Delaware that we moved to specifically, like we used to live in Media, there was a school in Delaware, called the Leach School, which had the MOVE program movement opportunities via education. And we specifically relocated to Delaware for that program. But here he was, he was, you know, I guess, maybe 16, 15 or 16 at the time that we moved, and we really wanted to concentrate on communication, because he is getting to be older. And we kind of understand what his physical limitations and strengths are. But he needs to be able to say what hurts, he needs to be able to express what he wants and what he doesn't. And after you turn 21 nobody really cares to teach that to you anymore. And the HMS school for cerebral palsy in West Philly. I mean, that's what they do. That's what they're known for, is their communication. So we relocated again, and we came back across the state line. And so here we are, we moved here specifically for him to be able to really just get immersed in those communication skills, the augmentative communication, and you know, everything that they could do for him here. And we did that for whatever, seven-eight months, and then it closed. And so here we are, relocated and he's trying to learn that with somebody over the computer screen. And so he's at this age where, you know, we're kind of counting down the clock, how much time he has left to really learn this because once you're considered an adult, nobody's going to spoon feed you that anymore. Nobody really cares about helping you once you're out of the school system. And so 13 months of that learning is gone, because he hadn't really gotten into the groove of really like, he didn't have a system, he didn't have a device, like they were still kind of getting to know him. He was still learning all of that. And then he was home. So we're trying different things. And he's still just pressing the button to say more the same switch that he's been pressing for a year, he's still just pressing the same, like, we're not really like they need to be with him. Plus, there's a difference, you know, with the child who can't really tell what he learned or what he knows. But he certainly does different things when he's home with mom, like he expects mom to do things for him. And I'm going to do things for him because I'm his mother, I'm not his therapist. And so when he's at school, there's always stories about you wouldn't believe this thing he did. But when he's at home, you know, he's not exactly showing off because this is his comfort place. So, you know, I don't know what skills he may be able to have, eventually at 21 or within those 12 or 13 months that he lost, that he might be able to gain toward this end goal of being able to say, you know he had so after his fight I know fusion several years ago, he did great after the surgery, which is like a huge surgery. And it's, you know, from neck to coccyx bone, you know, one big rod. And he did really well. And then he started to do less well over time. And they kept taking back to the hospital and they kept x-raying his spine. And they were saying, it's just that he's, you know, not used to being straight up. And, you know, this is a normal sort of progression. And it took a month, and then his doctor came back from wherever his doctor was, and did a full X-ray all the way down and said, well, I've never seen this before. But he's got bilateral femoral fractures where his old hardware was where he'd had his hip surgery, they had both broken. And for a month he had broken hips. And every time I took him to the doctor, they thought it was just him getting used to his spine, but really, his hips had broken around the old hardware, and the bone was already regrowing around the old hardware. And so we had to be admitted that night for pain management, he had surgery on a Saturday night, it was then he was in the ICU. I mean, it was horrible, because he couldn't communicate and say, people, it's not that I'm learning how to sit up straight, my hips are broken. And yeah, so we said, All right, there, we have to be happy. I mean, whatever it is just something that says, parts of the body, or really painful, or you know, it's not a tooth my hips are broken. So from then on, we said, okay, we are really committed to ensuring that he has access to some sort of language. And so we moved, again, to come here, just because this is really, you know, what they focus on. And so to lose 13 months of having him be able to have some other tool, because he's just staring at a computer screen and doesn't have great vision. So looking at a computer screen isn't really doing anything for him. So that was a really long story to say why communication is really important for him. But we relocated, and then we're unable to even take advantage of that.

Kelly 
Yeah, I really feel like I have a sense from you. And I just want to talk back some parts of your story so that you have an opportunity to correct anything that I'm getting wrong. And I'll just try to do this in an overview sense. And then as I talk through it, I might ask some clarifying questions, if that's okay. And that's just like a fact checking thing, basically. And so the reason why communication is so important is primarily because you want Jacob to be able to communicate things like pain and things like when he's not feeling well, and where what parts of the body might not be feeling well. And that's because of this event that happened with the femoral fractures. When you moved to when you relocated across state lines, you did it because HMS school really specializes in communication, and specifically for people with cerebral palsy. And do I have all that right so far?

Lori 
Yeah, I mean, we also want him to be able to, like, you get flashes of things that he has preferences for, and for quality of life, everybody should be able to say what they prefer. And I want him to be able to say, No, I don't want the mashed potatoes, I want the, you know, I mean, this is what I'm in the mood for, this is what I prefer, this is the act, I don't want to be in my chair anymore, I want to be on the swing. And he doesn't have the motor ability to go from one activity to another, or from one, you know, seating arrangement to another, like I just want him to have the tool for the communication because he should be able to voice his preferences. The way that other people would be able to do that as well as so. So our driving factor is be able to tell me what's wrong. But I also want to give him those aspects of quality of life, to be able to say, Well, this is what I want. So he has a few signs or a sign for like more, and it's really always centered around food. So I mean he loves eating. So if you give him two things, he'll swipe away the drink. If he The only ones to eat no swipe away the food when he wants his drink, and he'll find his more. But it's always just whatever I've offered to him, and maybe he doesn't want something sweet. Maybe he wanted something savory or vice versa. But he doesn't have the vocabulary, all he can do is say, more or no more of whatever I've given him. So I just want him to have that added quality of life. So my first priority is pain, what hurts? What's wrong? You know, am I taking you to the doctor to look in your ears when really there's a piece of hair wrapped around your toe. But the other part is just a quality of life and letting Jacob be Jacob. What do you want to do? And being home for 13 months, I think was very boring for him. And maybe there were activities that he would have liked to have done. But I didn't think about putting them in his swing. Maybe if he had some sort of, you know, device already under his belt, he would have been able to have a few choices in front of him and been able to say, you know, I don't want to lie here anymore. This is really boring. You're killing me here. I'm falling asleep because I'm bored. Not because I'm tired.

Kelly 
Yeah, absolutely. And that connection between communicating preferences, and then in the context of the isolation brought on by COVID makes sense to me. And it was clear to me, I think. So you relocated and then ended up with this kind of what I'm hearing is like a loss of time that's lost time toward progress toward this goal of communication for quality of life. And then can you just clarify for me that there's a race against the clock I think I'm hearing because he'll age out of HMS. And at what age will that happen?

Lori 
At 21.

Kelly 
Right. Okay. He'll age out at 21. And I'm just going to confirm a couple other things that I that are kind of more like facts that I thought I heard in your story. And so the HMS school was all online for everything, PT, OT, speech, and is it still all online?

Lori 
So he is now going two times per week. So they did offer it at certain times when the numbers so they went with how the numbers were so they did, OT and PT. You could go for one for once per week for OT and PT for a little while. So we took advantage of that. And then they stopped when the numbers were high. And then they started again. So we went back for that. And then they started going two times per week a few weeks ago he's probably gone maybe three weeks now. So there's two different cohorts a Monday, Tuesday cohort and a Thursday, Friday. So he has been going Monday Tuesdays, he'll be doing this until the regular season or the regular, you know, semester ends June 29. And starting June 30. And this is why you hear less despair in my voice starting June 30, when, when extended school year starts, they will be going five days per week until August 6. So, I mean, they're wonderful. I also don't want it to come across. I mean, he had 16 hours of scheduled or 16 sessions, not 16 hours, there were 16 separate, you know, scheduled sessions that he could have signed in for two PTs, two OTS, two speech like classrooms, dance therapies, theater, you know, recreation, adaptive gym, I mean, they were doing all of those online. But I got to a point where I was like, working in the morning, I would just wake him up at one in the afternoon because I said, Well, I have to work and he's home all the time. So I do like a consulting or contract work for project management. So I do my work in the morning, I would try not to wake them up until you know 12 or one so that I would have time to myself, and then do all of his therapies from one to four. So we didn't even do anything that was in the morning. Or to do some of those other things. Sometimes I could park him in front of it. But if it's some you know, the one on one therapies I would try to be a part of so I could park him in front of you know, rec therapy, but I would have to wake them up for it. And then what was I going to do with the rest of the time. So I would keep him up till midnight or one while I was you know, doing late night work. And then I'd wake him up at 1pm because I needed him to sleep so I could do things.

Kelly 
Yeah, that makes sense. I mean, though even just, yeah, even just the time, I mean, I asked about your daily schedule at the very beginning, and it's really even just the time of day that you would do things really kind of shows some of the impact, right for you enter, wake up, right? 

Lori 
They had, I mean, they had all sorts of things. And once or twice, we signed into, you know, dance therapy and stuff. But, you know, I mean, for me to be moving his arms around when I should be, you know, doing work or doing stuff around the house, or, frankly, you know, getting in a quick nap while everybody's busy or sleeping. I was like, you know, I, what, what is the reward versus, you know, of one versus the other. So, you know, I didn't sign him into a ton of those.

Kelly 
I think I, and I think I hear you saying that you want to make clear for the record that you feel like the school was offering as much as they could. But that doesn't mean that your family was able to benefit from it. Do I have that about right? 

Lori 
Yes, yes. I mean, then you had two sessions of speech in two sessions of, you know, OT and PT. And, I mean, so he was getting speech services. But what he could, how much he could advance, by watching his speech therapist, on my computer screen, while I sat with him, saying, Come on, Jacob, press a switch, come on, Jacob press. And while she's playing things for him through the screen, which doesn't really capture his attention, and he doesn't have great vision. And, you know, there was no, like, if there was hand over hand, it was me if there was, you know, things to do sensory sort of things that the OT would have done, then I'm trying to figure out the sensory things with toys I have at home, like they put him in swings, they put him in a gait trainer, they take them outside. So far, since you know, just this week, he was gardening, he was shoveling with them and doing you know, we were planting and here's pictures of him with the shovel. And I'm like he was what, like things that I would never think to do with them and things that I don't have the adaptations for at home, like the sort of this school is just so phenomenal at thinking of ways to adapt the environment for kids who would never have an opportunity to take part in things like this.

Kelly 
Yeah, I think one of the things I'm taking away from your story as a whole is that because adaptive environment is so important, the home environment, you know, what I mean? It may not be right, might not be perfectly adapted, of course, because, you know, there's limitations to the home environment.

Lori 
And frankly, to a parent's ability to adapt or think of it or, you know, just be able to on the fly say, hey, let's dig. Like, let's do this today, I'm not thinking about taking Jacob outside and digging.

Kelly 
So I just have a couple more questions. I know you were saying that you are currently working. And did you work the entire time from, you know, if we take it back all the way back to last year, I mean, this interview is happening in May of 2021. So if you take it all the way back to March of 2020, when the first shutdown happened, did you work that entire time? Or did you ever have to take time off from work?

Lori 
Well, I do contract, like marketing. So I was working on a big project in the beginning of the pandemic, so which is one of the reasons why Jacob wasn't waking up until one because I mean, I have client calls. And also I have three kids at home and a mother and a husband and calls with, you know, clients and I'm trying to be professional with everyone asking me What's for lunch and Jacob crying in the background needing a diaper change. So, you know, that's kind of tough. And then you know, because it's a pandemic, some of this stuff that I needed to do. Some of my clients didn't have to do the stuff they needed. So there were times when I wasn't working and other times when I was. 

Kelly
Am I right that you didn't have any home health aides come in once the shutdown happened? And do you have any now? 

Lori
We had nobody in our house. No, we haven't started again. Now he has his now he is vaccinated and we're all vaccinated, hoping to get my girls vaccinated within the next You know, week or so because they are. They're in this new 12 to 15 year old grouping, but my sister came over once and sat on the lawn outside, we had no one enter. We wiped down every single grocery aid and we were like, super, super cautious.

Kelly 
Yeah. Well, congratulations on getting the vaccines. It's a great step. What does that feel like to be, I know you're not quite there yet, but what does it feel like to almost have all the family members vaccinated?

Lori 
It was just incredibly liberating. It was amazing. Amazing. And we actually had, I'll have to send you a picture we have, because Jacob won't wear a mask, he won't wear a hat, he won't wear glasses, he won't wear anything. But we actually had a, like this plastic shield made to be attached to we actually went through three prototypes, and had it shipped to us with people that my husband has worked with in the past. And we had this shield made to attach to a canopy, so that we could take him out in public, we went down the shore a few times and stuff. We even stayed like nowhere near anyone would be we just needed to get out from the four walls. So we stayed at some property in Galloway like outside of Atlantic City, like in, you know, 10 miles outside of Atlantic City at some property in Galloway off of Route 9, because we didn't want to be like in oceans like be where people for. It's found some like obscure property. But we wanted to make sure that he was protected, and that he could actually be on a boardwalk with people not thinking that because he won't wear a mask. So we had this piece fabricated that goes down to like, extends his canopy down to like his waist. We took pictures, we sent it to people so that other people could maybe have something made that is similar.

Kelly 
Speaking then back about sort of all the precautions you mentioned before that you really were in a place where you had to have Jacob tested for COVID a lot because of the fact that he's not able to communicate what might be wrong. About how many times do you think he had to be tested?

Lori 
Well, he was probably tested about four times when he just didn't feel well. But now he gets tested every single time he walks into a school building. So he gets tested every Monday and Tuesday. He got tested every time we went in there for therapy, and starting the summer, he'll get tested Monday through Friday. They do rapid tests at school, they're not allowed to be in the building without testing. 

Kelly
Wow. And how do you feel about that?

Lori
Yeah, I mean, it's not pleasant. But at first, I was glad because I wanted to make sure before he was vaccinated that he wasn't around anyone. And now I just feel sorry for him, but I understand it. So it what it is. I mean, it's not pleasant. I was with him because I had to get tested every time I walked into the school building too. Every single person, everybody, every staff member.

Kelly 
So I just have a couple last questions are sort of as brief as you want them to be, I'll put it that way. And then I'll ask my last question about anything you want to add. And so the first is in in as brief and answer as you can, overall, what has been lost in this past year for you or your family?

Lori 
Sanity. That's a big one that has been lost. I mean, we you know, we went we rented a place, we rented some guy's house, he gave it to us for a really an inexpensive price. And we spend all of November at the shore. Like we tried to do things. You know, I think especially for the girls, because we really wouldn't let them do anything that their friends were doing. So, because of Jacob So, you know, I think we tried to put some normalcy in but I think just you know. What has been lost? I don't know exactly how to answer that.

Kelly 
That's okay. Want me to move on to the next one?

Lori 
Yeah, maybe.

Kelly 
Yeah, that's ok. And you can, if something comes to you, you can let me know. The next question is just the opposite. And a brief answer or works for this one. Overall, what has been gained in the past year? 

Lori 
Okay. Yeah, I would say that, as a family, we tend to thrive in adversity, like, special needs with twins thrown in, and an 89 year old mom living here. And then add a pandemic, you know, there's our, you know, sometimes people say that those sort of events can either tear you apart or make you closer. And I think that, you know, we didn't get closer in the sense, some people are like, oh, and our family plays board games every Saturday, and we do movie night. And, you know, I mean, we did a little bit of that, and whatnot. I don't know that, you know, we didn't become, you know, that Hallmark movie family. But I think that facing a difficult situation, and yes, the time spent together. But I think that it really just all of it, understanding that we're doing this, because of Jacob, we're doing this because of our neighbors, we're doing this, because we don't want any of us to get sick. And let's watch what's going on in the community. And let's see what's happening in the world. And let's, you know, be good citizens and all of that. I think that the discussions and and sort of what the focus is, I think that that brought us closer. It's been very frustrating, again, especially for the girls at their age. And, you know, the same way that Jacob was only in his school for eight months, we had just moved here, and they were only in their school, you know, for a short time, and we're just sort of finding their way, meeting their friends and doing all of that. And then again, because of Jacob, we didn't let them you know, we weren't, we were pretty strict about what they were allowed to do. But I think they really rose to the occasion. And I think that the whole family, you know, as a family, we said, well, what can we do, we can go to this place down the shore, we can go and do this activity, we can eat outside here, we can do you know, this sort of thing. And we sort of collaborated as a family. So you know, I think that wouldn't be a positive aspect.

Kelly 
It sounds kind of to me, like almost like having a common purpose. Would you agree with that characterization?

Lori 
You know, I think, I don't know if it's a common purpose as much as it's like a shared empathy. Like for each other, for the world, just sort of understanding that, you know, this kind of sucks, but it's a situation we're in. Yeah. And that's how we're going to get through it. Because, and I think, you know, like, one twin is very able to articulate what's going on, you know, I don't want to hear that. It's a good thing. I'm not the senior and missing prom, you know, I just want to be able to talk about the fact that it sucks for me right now. And then I'll go back and hear what the death count is, you know, I just wouldn't be able to talk about it. The other ones like, I just miss my friends, When am I going to be able to see people? You know, I mean, they, you know, because our family has always sort of operated as a unit. And I think that that is because of Jacob's disability, we sort of have always been like a cohesive unit, that even when something like this was thrown in, we just sort of had to face it as a cohesive unit. And I think that Jacob's disability more than anything, has really framed the way that our family interacts. And, you know, sometimes it sucks, if he has a seizure, and you know, something happens, and the whole family is affected. If we're going out to dinner, and Jacob poops, then you know, what the whole family has to wait. I mean, it's not, you know, always a good thing. But the girls have really learned a lot of empathy. And it's brought my husband and me closer, it's just kind of Jacob's disability is sort of a glue for the family. So throwing a pandemic at us didn't throw our world into a tizzy, because we sort of dealt with unexpected before. We just had to off kind of face it together if that makes sense. 

Kelly 
Absolutely. Thank you for clarifying that. I think that's such an important point. I'm glad you were able to make them this is the last thing and maybe maybe they won't be anything, because maybe you feel like you've said everything you want to say but is there anything else that you feel like is important to document about your story? Or about your family or for your community?

Lori 
The only other thing is that, with, you know, now that I now this is sort of that that hindsight piece, is that now that we're sort of feeling like we're coming through the other end, you know, I do wonder what the after effects may be for years, you know, the mental effects, the emotional effects, the developmental effects, you know, and again, part of it is, you know, me, my husband, my mom, my neighbor, my family, you know, all of that. You know, developmentally, you know, for the kids and for Jacob specifically. But also, I don't know how Jacob processes situations because he's nonverbal. I don't know what he understands. I don't know how he feels about why did I only look at you? Is he sad to be leaving the house and going back? Was he thrilled? Was he board? Was he upset? Was he confused? Is he depressed? About being home? But not not understanding? Why aren't we leaving the house? Why aren't we going to a restaurant? Where are you seeing anyone except you five people for 13 months? Why have I not seen another, you know, person in the house? Why isn't anybody else helping me? Why do you seem so tired? Why, you know, all of that, you know, I miss? Why am I only seeing, you know, my teacher on the screen? Did I do something wrong? Why aren't I allowed to be there? You know, so, the mental and emotional part for all of us in the long term effects on how that will be for everybody. And then Jacob specifically, what does he understand or not understand? And how did it affect him? You know, as well as all the developmental What did you lose? You know, academically or, or with skill development? I have other friends who have special needs, and they can verbalize and you know, they're in a wheelchair, but they can verbalize like, why can't I go to school? Jacob can't verbalize it. I don't know if he's thinking it.

Kelly 
Yeah, yeah. I also share your concern and wondering about what the impacts will be for all of us. So thank you for sharing that last bit. And if and then I'm just going to double check. And so if I'm, I think I'm correct in understanding that this last piece that you just shared is on the record, am I correct? 

Lori
Yes. 

Kelly
Right. That's the bit about thinking about what the long term impacts are.

Lori 
Right. I mean for everybody for the world, for the community, for each member of the family, and for my child with a disability who can't tell me now or in the future, what the impacts were. 

Kelly 
Yeah, I got it. Right. And well, that was the last question that I have for you, Lori. And is there anything else that you want to add?

Lori 
No.

