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Johana 
So, let's start with the background. Tell me a little bit about Franki's journey from the very, very beginning, pre-beginning, because I think it's important that everybody kind of understand the complexity with Franki's special needs. 

Maria 
So, when I was about 38, I didn't get pregnant until I was older. I wanted to have a baby. And my then fiance was agreeable to that I've had been married previously for a long time and never had any children. Getting pregnant was not as easy as I thought it would be. I had actually lost three babies before I had Franki, or got pregnant with Franki. She was our last attempt at trying this. I was told that my body rejected babies and viewed them as foreign. So I would just get rid of them like they were an inconvenience. And when I went to a specialist, I said, "Okay, great. I guess I'll just never have a baby." And they said, "Oh, no, you'll have a baby. You're just gonna take a baby aspirin every day." And so I took a baby aspirin every day to keep Franki, and I kept her and we would get monitored because of my age. So as we were moving along, I'm getting monitored one time they said that her legs and her arms were measuring different. And they wanted me to have an amnio. And I said no because there's risk of losing the baby and I'd already lost three, I was not going to lose another one. And they said, well, there's a chance she'll have down syndrome. We just knew that they were wrong. One time when we went, they said, Okay, now you need to go to the hospital, you have to go to AI DuPont Hospital for Children, you have to see a cardiologist while I was still pregnant, and then as soon as you're finished with your cardiology appointment, you need to come right back here and get admitted to the hospital. And that's what we did. We just knew that they were wrong. They were saying the whole time that they thought she would have Down Syndrome. Up until the time the day before that we were set to deliver her she had something called Hydrops Fetalis. The day before we were set to deliver her they came to our room and said we want to do an amnio again. And I said, is it going to make a difference to you? If we have this amnio done, will you do anything differently for her in that operating room than you would if you didn't know if she had Down Syndrome? And the answer was no, we would do everything exactly the same. So I said then, what difference does it make whether you know whether she has Down syndrome or not. And that is the beginning of our journey into this new realm of people with special needs. It started before she was even born where they wanted to know, had you know, wanted to find out if she had it. And if it didn't make any difference to you then, then it doesn't make any difference to us today. So now she's born and she has, you know, Down syndrome. Yes. And they still wouldn't confirm it. Even seeing her at birth, they had to wait for the official genetic test to confirm that she had Down syndrome. And again, if it didn't make any difference to you, it doesn't make any difference to us. 

Johana 
But when Franki was born, it was more than Down syndrome. Correct? She was extremely medically complex, and not only from birth, but over the years there's been many different twists and turns. Why don't you tell us a little bit about the other medical complexities that she has in addition to the Down syndrome. 

Maria 
So like I mentioned she had Hydrops Fetalis, which just means there's extra fluid in your body. There's fluid around your heart, there's fluid around your lungs. When we went to AI the cardiologist said don't worry about her heart worry about her lungs. And we were like, okay? So fast forward, she's born. She's born with an imperforated anus, which means she has no butthole we had never heard of that one before. She had her first surgery at two days old. With me getting out and getting medically cleared to go to a different hospital because I had had the C-section so I had to promise them you know, sell my soul to the devil basically, to get to the hospital for her surgery. She had bronchopulmonary dysplasia, pulmonary hypertension, um, the imperforated anus, she had had to have a colostomy at two days old because she was not going to the bathroom and obviously you will die if you don't go to the bathroom. She was intubated. In her first three years of life, she spent a year and a half in the hospital. As a total. Our longest stint was six months at a time, but we were back and forth and back and forth. So in addition to being hindered by her down syndrome, hindered might not be the right word in addition to having Down syndrome and that setting you back some because now you have to work extra hard even as baby. Now you have all these medical issues. So in addition to having Down syndrome, now you're set back because you have medical issues. So that year and a half that she spent in the hospital, of her first three, three years of life, set her back, it set her back, you know, socially. You think socially, like that's not such a big deal but it is a big deal, especially to children with special needs, because you're working so much harder to keep up anyway. But now you're behind just because you're in the hospital, even preemie babies are behind. And they might not have Down syndrome, but they just might have been a preemie baby. So they're a little bit behind in their milestones. 

Johana 
I think it's important that you explain some of the the real life consequences of some of the things that you just talked about. So I remember shortly after Franki was born, maybe a couple of months after she was born, coming over to your house one morning before going to work. And when I walked in, you were on the floor with the nurse. I think it's also important to explain some of the the help that has been required to care for her, but you were on the floor with a nurse trying to get her tube in her throat. And it wasn't really until that moment that I realized how, wrong term I don't know how to put it, but how fragile Franki was. I think this has become such a big part of your life. But I think the people that aren't used to seeing something like this, you know, what it takes to help just get Franki through the day. So I remember walking in, and there were two of you on the floor, trying to put a tube in the throat of this tiny, tiny baby. And it was at that point that I realized that oh my gosh, she doesn't have this tube in her throat she can't breathe. So why don't you describe a little bit of the current day in a life of you getting up with Franki and what that entails and who it entails. We'll start there.

Maria 
So, the "it takes a village" phrase never comes more into play than with a child with complex medical conditions. It truly takes a village. Doctors, therapists, respiratory people, specialists, nursing agencies, coordinators that coordinate the nursing agencies, DME companies, medical supply companies. So many people come into contact with Franki on a daily basis, really. At that point she was trached and vented and we were trying to get her to trache back into her. There's only one time that we couldn't get her trache back in her and we ended up having to go to the hospital. We would get to that go to the hospital a lot. But anyway, daily life with Franki involves a lot of medicines, she's she does not eat orally. She tube fed and has to get all of her hydration, her medicines, and her food through tube feeds. Um, we have to be very careful about her bottom. 

Jo 
Why don't you describe what that means. Where is the tube, what does that involve? 

Maria 
So the tubes in her belly and first of all have to order it, everything has to be prescribed by a physician. So everything gets prescribed by a physician and Franki has a tube in her belly that helps her get everything that she needs. So it's hooking up an extension set to her stomach. And we do bolus feeds now where she used to be on a pump. So it's actually making her formula and mixing it up, putting everything together that we need to have together. And then Franki having to cooperate which is a big deal. You know, she has to cooperate with us so that we can do her medical feedings.

Johanna 
Meaning? 

Maria 
Meaning she has to lay down or sit down. She has to not pull out her tube which we all know she used to pull the tube out and hand it to you and sign all done. So she has to cooperate with us for us to do this. And it's funny because you know how active she is. She's not your typical child that has all these medical conditions. We walked into a doctor's appointment one time and they said That's not her. And I said, What are you talking about? He said, I read her chart, this can't be her! And she's like an active child, she's an active going-to-be-a-teenager girl. Um, she may be regressed in some areas, but she's not laying in a bed. And that's one of the things we'll tell the nurses when they come to meet us. Like if you're looking for a kid that's laying in the bed, this is not it. You're going to be on your toes moving around. And that means cooperation from Frankie getting back to her tube feeds where she needs to be cooperated with. 

Johanna 
So let's start again from the morning you get up every morning and what is the typical morning? 

Maria 
So Frankie got up at three o'clock this morning. Um, and she wanted to get up and I told her No, it was too early. So we lay back down for a little bit. Finally she did go back to sleep and then she kept popping up and asking what her day was going to be like. She asked for Monique which is one of her nurses. She asked for her dad, her dad came into the room and I said get out because she's going back to sleep. Um, then she gets her medication, she goes in the bathroom.

Johanna 
How do you give her medication? 

Maria 
Through her tube feed, yeah. And she gets her medications and she goes to the bathroom. The bathroom for Franki is a lot of coughing, and so there's a lot that goes on in her day. 

Johana 
But the typical morning to get her ready for school can take how long? 

Maria 
Like an hour and a half to get her just ready to go out the door. And I know like you know, this is more COVID related, um, for this but it is it does it you know, I think it shows the impact of you know throwing a monkey wrench into our lives anyway, with COVID is throwing a monkey wrench into our lives that's already frazzled. 

Johanna 
Right. And I think that's why I think it's important for people to understand is that you have a very as structured morning routine as as you can. Franki is always throwing a wild card but explain the role of the nurse who comes in the morning and then getting her to school on a typical day. 

Maria 
So nursing comes actually an hour after Franki's already up and getting ready. So Franki starts her day at 6:30am. She has to get up and ready to be on the bus at 8:00am but we don't have the nurses calm until 7:30am. And that's because sometimes they just you know that in the morning because of the routine they get in the way. Franki's very structured, she's very routine, there has to be, you know, X, Y and Z done to get her to a certain place. The nurses though, without nurses, she wouldn't be able to go to school because I'm not allowed to go to school with her.

Johana 
And explain why the nurse has to accompany her to school. 

Maria 
Okay, so she has to get her medications and her feeds while at school. And although that in itself does not require a nurse to go with her, the school nurse could do that, Franki hasn't condition called Moyamoya. And that condition means that she has strokes. And we were not knowing that she was having strokes. So now she has rivets in her head because she had to have basically brain surgery to restore blood flow to her brain. So the nurses are there on a daily basis to monitor her to make sure she is not having strokes, to monitor her to make sure she is safe if she did have a stroke. There's supposed to be eyes on her at all times. They're there to take care of her bottom because when most children get a diaper rash, they get a little diaper rash, Franki's bottom bleeds because she never had a real, she has a homemade bottom. So if she gets a diaper rash, it's bleeding and it's a wound care nurse that takes care of her diaper rash. Not desitin, it's a wound care nurse that takes care of her diaper rash from AI. Um, so they need to accompany her to school they need to, you know, be there if I'm obviously if I'm not at home. And they also become part of our family in that Franki signs to communicate. And they've learned sign language so they know what her signs are, what real signs are, and I say her signs and real signs because Franki will make up signs if she doesn't know what the sign is. She'll make up her own sign. And it's important that she be able to communicate that way. You know, they say she is technically deaf and blind. Although now we know she has fluctuating hearing loss, but her method to communicate is via sign.

Johana 
So the days that the nurse can't come to school Franki cannot go to school, correct? 

Maria
Yes. 

Johana 
Okay. So then what happens after school? What would a typical day be after school before COVID?

Maria 
So before COVID, Franki would come home on the school bus and she would get her hydration. It's very important from Moyamoya patients to have water and fluids during the day. So when she gets off of the bus, you know, obviously, wash your hands, wash your face, we clean her nose out. And that was always, that was even pre-COVID. Wash your hands, wash your face, I put a little wet paper towel up her nose and clean her nose out. And then she gets her fluids and then she's allowed her time, then it's her little decompress time. Go ahead, get your iPad, do what you want to do and relax for a few minutes because no one's going to tell you what to do. Somebody's always telling Franki what to do. Come here, do this, sit here, do this, you know, lay down for your medicine, lay down for your feed here, you need to help us with this and that means sitting on the potty or whatever. So that's her little time to say No, leave me alone, I'm not doing anything, I'm doing what I want. 

Johana 
So then what time does she go to bed most nights? And what does her bedtime routine look like? 

Maria 
So most times, she goes to bed at on between 9:15pm and I'll say this but this will be stricken, whatever the hell time she wants. Because it's Franki's world.  So lately, it's been about 9:30 ish. And actually, she's been good lately going bed. 

Johana 
So okay, to sum up, prior to COVID if your day in and day out routine was pretty complex, and has to follow a schedule for numerous reasons, and it's not, you know, a typical, hey, you know, I'm not feeling well, today, we're going to call off school, right? A lot of moving pieces. So, now let's talk about COVID. How has COVID impacted this routine? And let's start at the beginning. Let's talk about like in the early days of COVID. So when COVID first became a thing, what did that mean to your daily routine? 

Maria 
So for children, and I'm going to venture for adults with with special needs, routine is very important. What is a routine becomes part of their life and it organizes their life in their head. So Franki knows, like this morning at 3am she's waking up, she wanted to know what her day was and is Monique coming. Yes, Moniques coming. Do I have school? No, you do not have school today, you're off today. So she's asking all these questions because she needs in our head to organize her day. And for most parts her days were organized. Now we throw in COVID. And not only is there no organization, there's nothing to occupy her. So there's nothing you know, we're thinking of things to occupy her. Okay, let's paint today. Let's do this today. Let's, you know, we're going to do X, Y and Z to fill up some of her day and give her some sort of a routine. Then they start virtual school. And they start virtual groups, the Mary Campbell Center has been invaluable with the groups that they started. So now we have Zooms that we would put a schedule and we'd add these Zooms are scheduled so that she could be a part of something still, because that's so important to be a part of something. 

Johanna 
So let's let's talk about just school in general. How does a child who is who is legally blind and deaf have virtual school? How did how did that work? 

Maria 
So it was challenging, but the most challenging part of it was the technology issue of it of the teachers. They were having glitches. So it took about a month to two months once it started for them to get themselves organized for us to get ourselves organized. We requested a special computer screen that was a touch screen. So Franki has a huge computer screen. It's like a TV versus a laptop because that did not work for her. We had to accommodate, like any child with an IEP which is an individualized education plan, we had to come up with different things for Franki which one of them was this giant touchscreen so that she could see better and participate better. Now she's over Zoom. I mean, fast forward to today, if you turn a Zoom on, she wants no parts of it, not even her friend zooms she's done with it. There's too much happening all at once in a class full of kids in zoom. So we choose to do her one on ones, she'll do a one on one with zoom. She'll do her therapies with Zoom. But that's just her. She She might do some little bit of groups with zoom, but they're smaller groups. And that is also going to impact her. And it's one of the things that from COVID is going to come out of this is her socialization. It's going away, we worked very hard to develop her skills. She would get therapies to develop her social skills so that she would share so that she could say hi to our friends. So she would say bye were friends, be appropriate with their friends. And that was years of working well that and it's all gone now because of COVID. 

Johana 
So Franki is always a very physical kid. Like Franki before COVID loves to run up to people and hug. Right? She loves to give big hugs. She loves to talk in your face. She's very close. She's very, very close contact. How did you deal with that in with just her social interactions even within her quote unquote "pod" during COVID? But then I want to talk about what it was like going in public with Franki in the early days, of what it was like going to a grocery store.

Maria 
She's never been .

Johanna
Yeah. Okay, so let's talk first just about in the beginning when everybody was scared. You had signs on your house. Let's talk a little bit about how you dealt with it and how you were trying to make her assimilate into this whole new weird way of living. 

Maria 
So you mentioned we had signs on our doors and we still have signs on our doors: "someone with special health care needs lives here and is at risk." So know that before you come in or knock on our door that you're you know, there's going to be a list of things. We're going to do temperature checks, you're going to wash your hands, we're going to x y&z in the beginning, you're paralyzed with fear, we were paralyzed, if we get COVID we're all going to die. If she dies, I'm going to die. You know, it was paralyzing. And I think to some degree, we didn't know enough about it. So everybody was paralyzed with fear. You know we know a little bit more fast forward to now know a little bit more, but back then. So Franki was only near her nurses. And and so in the very beginning, nobody else, just us and nurses and the nurses wore their masks, and the nurses, you know, took their PPE protection and did all their PPE. Wait, now that you're saying it though, in the beginning we didn't even have nursing. 

Johana
Right, right. So nobody, nobody was allowed in your house in the beginning.

Maria
I did away with nursing. So we we stopped the nursing. And it was just me and Franki, and you know, Rick is an essential worker. So when he would go he got to strip off at the back door, go upstairs, take a shower, scrub everything and then you know, he could come back down to say hello. Um, so yeah, in the beginning, there was nothing and even fast forward to today Franki has only been to one place outside of our homes that make special accommodations for her. And she's basically in her own room. At a certain place that we go, that we have taken her to. She asks to go shopping, and I keep telling her we can't go shopping. I don't know why she wants to go shopping. I hate shopping but she likes shopping for some reason. She keeps wanting to go shopping. And I keep telling her we can't so she has not been in public, like you're saying in public. Since for what is it been now a year and a half, right. So in the winter, I think it was winter. I think it was the winter she started to go back to school. School I think opened a couple days a week. And actually it was in um, it was early on in COVID. They started that.

Johana
Oh, you mean in class? 

Maria
Yeah. Back in class. Yep.

Johana 
So talk a little bit about that and how that was working.

Maria 
For us, it actually was a godsend. Because now we can start, we can at least give her some sort of socialization, we can put her back in. So we asked the school how many kids will be in the classroom? What is your protection? What are you guys doing for this? Franki will not wear a mask. So we've tried, but she won't wear a mask. And I think it's just from everything being done to her face and having so many things. You know, she was trached, she was vented, she had the tubes in for so long. She doesn't want anything on her face. So she won't wear a mask. And we had to say she's not going to wear a mask, what are we going to do? And they said, well, we're going to encourage her to wear a mask. That's fine. You can encourage her to wear a mask. But we weighed the pros and cons of it and we opted to send her with the risks because her being home was no way of living anymore. Her being stuck in, you know, a house with just two people, it wasn't working anymore. It wasn't so you can go to school will still do the wash your hands, wash your face, clean your nose out and take precautions, you know, don't let anybody sick near her, everybody else has masks on. So she should be, you know, okay. Early on her nurse did get COVID. One of her nurses got COVID.

Johana 
Okay so let's talk about the nurse getting COVID and then you getting COVID and then Franki getting COVID. Tell me a little bit about the day you found out one of the one of the nurses had COVID. I've never seen you, I've known you for 20 years, I've been with you through surgeries, all kinds of things, I've never heard you cry until the day you called me to tell me when Franki's nurses had COVID. Tell me about that. What went through your mind. 

Maria 
So again, you're paralyzed with fear, right? You did everything you could to try and keep COVID out of your house. And it comes into your house through a medical professional that you thought, you know, everything was going to be fine. You even you know you even made this medical professional quit all other jobs to stay just with you and only work with you. You know, if you want to work here, that's fine, but you will have to quit anything else you do. And it's only us. But we know now COVID is everywhere right? So you know now hindsight, yeah. But then? Oh my God. It was okay, so now we're all quarantined.

Johana 
How often were you and Frankie getting tested?

Maria 
Franki and I got tested probably every three days. We would go and get tested, mainly because I wanted her to get used to getting tested. I wanted it to become a routine for her to be tested. So we would go, let's get tested. Oh, that's all pile in the truck. We're going to go get tested today. And we would go through drive-throughs because we wouldn't do anything where lines are. And we would go and get tested. So every time you know, and she started doing good. She actually started doing it herself. And she would test and you know, it's always negative, always negative, always negative. And then one time the nurse came back and she was positive and that was devastating. And now you have no nurse again, but that's fine. The alternative, you know, for obviously she couldn't come and one of our nurses was really sick. And then fast forward to one of our routine tests. And you know, we all get tested, that nurse included. Let's all go get tested. That nurse gets tested and she's negative, Franki's negative and I am positive. And I was devastated. What did I do? Where was I at? Was it the Acme? Was it the Target? Where was I? How did I get COVID and now my child's going to die. Again, paralyzed with fear. Her special needs alone or her medical needs, she will not survive this. Paralyzed. So I'm sick, staying in one room in the house. Eventually when I started not feeling well at all I went down to our trailer at the beach and stayed there so I could be away from everybody. 

Johana 
But explain how difficult that is when you are away, who was taking care of Franki?

Maria 
So her dad had to step up. But I also had to get nurses to come early. So the nurses had to come in early enough for him to go to work because he still had to go to work. It's Christmas time, so there was no school. I missed Christmas with my daughter. 

Johana
But again, this isn't like, Hey, your mom's sick, right? This is you are you and the nurse are the heavy lifters on Franki's care, and also your Franki's best friend. Explain what this was doing to Franki just day in day out of you being out of the house.

Maria 
She did not understand it at all. We would FaceTime and she would say she was sad. And actually, Rick said she started getting depressed, that she started getting sad. And I mean, we're together, I mean, we sleep together, we're together. So she just, she could not understand any of it. I couldn't understand any of it. 

Johana 
And how were you feeling? Like how are you physically feeling when you had COVID?

Maria 
So I was sick but honestly, the paralyzing with fear was worse than the physical sickness that I got. I know a lot of people are getting really sick. I know a lot of people are dying. I'm not negating that in any way. However, I think the thought of COVID was worse than COVID. 

Johana 
But you were pretty sick. 

Maria 
I was but I had what I would term the flu. That's how I felt. I felt rundown, I felt sick. And then on the 27th of December, I was cleared to be around people again. So Rick brought Franki down to me. And it was a wonderful reunion. And then she got a fever on the 28th of December. I brought her back up and she was tested and she was positive. So now the paralyzing with fear all over again that now she's sick and I gave it to her.

Johana 
And how could you tell she was sick? Did she seem physically run down? 

Maria 
So she was tired. She was she was going to sleep a little bit earlier. Especially when she wasn't with me, she was going to sleep earlier, which I didn't know about. She was a little tired. She had a fever, got the fever, but she was insanely normal. She was normal. She was dancing. She was playing. She had a fever for three days and that was it. And when I called the hospital crying saying she's going to die to her doctors, they said look just wait this out. You know when you need to bring her in, bring her in. But we're finding that the kids are being okay. Even our kids with all these health issues are somewhat you know, being okay with this, so she was fine. We both had it and the mental aspect of having it was worse. You know, we were sick. I'm not saying we weren't sick. But the the anxiety and the mental aspect of it was almost worse than the physical part. 

Johana 
So you both recover. So it's a year now after this all started, what do you think the ultimate impact has been on on Franki of this? 

Maria 
I think that she's already behind in her learning, now we're doubly behind.

Johana 
Has she regressed? Her behavior has regressed? 

Maria 
Yes, her behavior has regressed. I don't know what her social skills are because she hasn't been in a situation that would require her to be with, you know, other kids. Other than school and there's a limit in that, I am positive that that's going to regress back. I think that we have to figure out how to deal with this better than we are as a world. I think that we have to figure out how to make our new normal, normal in our heads. I think there's a lot of mental aspects to all this that all of us are going to have to deal with. Even if you didn't have COVID. You know my sister, I'm gonna throw my sister under the bus, she hasn't been out in two years, you know, year and a half or whatever. She literally hasn't even been to a store. So you know, it's going to be a little PTSD for all of us. 

Johana 
So is there anything that I didn't ask that you think is important to share?

Maria 
I don't think so. The only thing I'm thinking of is Franki's age. 

Johana 
Oh yeah, you should tell us how old how Franki is.

Maria 
So Franki's 12. And she wants to be like any other 12 year old, 13 year old little girl. I mean, those are the videos she watches. She wants to be like any other teenage little girl. And all of this, it was all going to be a little bit different for her anyway due to her down syndrome, due to her medical issues due to her, you know, limitations. But now it's that much more. So it's going to be a little harder for her. And then at some point, this is going to sound horrible and we'll have to fix this in the transcript, but at some point you're going to have this big kid that's not big in their head you know, who doesn't understand the world.

Johana 
Yeah. Well, how old is she cognitively? 

Maria 
I think Franki's probably, it depends on what it is that you're testing her with. Like, if you're looking at school, and you know, understanding and all that stuff, she's probably four. Socially, she's probably seven. So you know, having that's really going to put something on her. And I think that's true for a lot of kids. You're going to have these, you know, you're going to have the big 20 year old boy who really is only eight in his head, you know, like, and that's going to impact society. Society is going to look upon these kids, they already look upon them differently, and they're going to look upon them more differently. 


