00;00;00;00 - 00;00;35;29
Darice
I had no idea that those services were also available to children with developmental delays. I actually wasn't even told that he had a developmental delay. There was just nothing to give them. I didn't even know what a developmental delay was. Nothing was explained to me.

00;00;36;01 - 00;01;02;18
Melina Danko
We are your hosts, Courtnee ring staff and Milena Danko with the center for Excellence in Disabilities and the West Virginia family, the Family Health Information Center. With each episode, we bring you real conversations with parents, caregivers, professionals, and advocates people who understand your journey and share your stories. Whether you're here for encouragement, information, or just to feel less alone, this is your space.

00;01;02;21 - 00;01;29;11
Courtney Ringstaff
We cannot change the direction of the wind or the strength of the storm, but together we can adjust the sails. 

00;01;29;14 - 00;01;57;10
Darice
Hi, my name is Darcy. I live in Fairmont, West Virginia. I am a licensed independent clinical social worker and I work in private practice in and around Fairmont, West Virginia and online serving people in West Virginia, Virginia and North Carolina.

And I am also a mom. I have four children. Two of my children are autistic, and my husband is also autistic. 

Courtney
Thank you so much for that introduction, Darcy, and we're really happy to have you here. And, we feel fortunate to be able to have a platform for you to share your story. Could you start by maybe talking about what you were noticing that led to maybe you're the first person to be evaluated in your family.
What were you noticing? What led to that evaluation? And what was that process like? 

Darice
So my oldest son was the first person that was diagnosed. He's 18 now. His name is Jonathan. What I was noticing when he was younger was a lot of communication delay and a lot of like, social delay, too. So he was my third child, so I had had two children beforehand.
Both were neurotypical children and developed, I guess, like typically and with Jonathan, what I had noticed was he wasn't really interested and he didn't seem to be interested in making friends. And when he did start to play with other kids, he was very controlling of the play and he wasn't really doing a lot of back and forth play with them.
He was trying to take the toys, trying to play with the toys the way that he wanted to play with them. A lot of times he didn't even want to play with the kids. He would they would come up and try to play with him or initiate play, and he would like, you know, take his toys and scream at them and like, run away.
So that was something that I started to notice. I also noticed that he wasn't making eye contact very well, and he was he was talking, but he was not really able to have a conversation. He wasn't making a lot of sense with the words he was using. So he wasn't like answering questions appropriately. In his mind, he was answering them appropriately.

So the rest of us, you know, we weren't able to really understand what he was saying. So I took him to his pediatrician several times and the pediatrician that we saw at the time didn't want didn't want to send him for any further testing. Not that I asked for it or thought that there was testing. I just I hadn't even I didn't even really know what autism was at that point.

00;03;55;15 - 00;04;15;07

But I did take him several times and I thought maybe it was just like ADHD, like really bad ADHD or something. And they kept saying, well, we'll just hold off. You know, he's young, you know, I want to say I took him around. I took him before three. I took him again around three. And then, you know, at four, like every year of the check ups for sure, I mentioned it.

00;04;15;10 - 00;04;34;12
And they would even notice, like they would talk to him and try to get, you know, if you were sick, you know, where does it hurt? Or, you know, can you swallow just questions like that? But he couldn't answer. Probably his, his, his language was really good. Like you could articulate really well with just the things he was saying wasn't making any sense.

00;04;34;14 - 00;05;01;13
So they would notice it. And I would say, this is what I've been saying. I'm concerned about this. And it was just constantly put off and it was like, well, we'll just wait till school starts and we'll see what happens. We'll just wait till school starts when he's five and see what happens. So we waited till school started and in kindergarten, you know, it was like the end of September, beginning of October of his first year of school, that the teacher finally, Autumn said there's something different about Jonathan and he needs to be tested.

00;05;01;15 - 00;05;31;27
And I was like, this is what I've been waiting for because I've been told that, you know, he needs to be in kindergarten before they'll do anything, and the teachers need to notice this. So we took him to have to be tested. Like I said, I thought it was some like some like ADHD or something like that. And when the psychologist tested him, she had at the time, because she's 18 at the time, had diagnosed him with Asperger's syndrome, which is now a part of the autism spectrum.

00;05;31;29 - 00;05;54;00
So and she did say that at the time, too, because I believe at the time the DSM was getting ready to change what the definition of autism was, and they were getting ready to roll the Asperger's and, and a couple other diagnoses onto the spectrum. So she was like, this is what's known as Asperger's syndrome. But that's going to change, and they're just going to put it on the autism spectrum.

00;05;54;02 - 00;06;19;12
So I had no idea what that meant, and I was never told what that was really meant at the time. And I mean, it was 18 years ago, like we had the internet, but not like we do now. So information was out there, but it wasn't as readily available, so I wasn't sure what that even meant. And we were like, okay, so he has Asperger's or he's he's autistic.
And there was also an ADHD diagnosis that was that was given to him as well. So he was five at that point. He was really behind in school and has really just started advocating for ADHD medication so that he could sit still and he could focus on it to learn. So that is how my my oldest child was diagnosed.

00;06;40;27 - 00;07;11;09
Jonathan is 18 and my youngest is ten. So they're eight years apart. And I knew the signs then, but by the time Elijah was born, I knew a lot more about autism and how it presented and what the challenges are and what it really meant. And Elijah was pretty young. I want to say he was like 14 months when we started to really see it.
And we were actually I was working for headstart at the time and we were trying to get him into early headstart. The teachers came out and did an assessment with him that the first part of that assessment is communication, and I already knew some things were going on and I had planned on talking to a doctor, seeing what I needed to do to get services in place for him, because at that time I wasn't very familiar with birth history.

So I think in my mind I thought I needed a doctor's note or something for that. She came out and did the evaluation. It was like you were like 2 or 3 questions in, and she just looked at me and I was like, oh, yeah, I know. I know. But she was just way low on communication. So for him, his communication delay was different.
Whereas Jonathan, it was a slight social speech like pragmatics, being able to have a back and forth conversation and answer questions appropriately. For Elijah, it was very different. He started to talk and then he just stopped talking. And then everything after that, you know, became if he had a need that he needed met, he would just take our hands and take us over to the thing that he needed.

And then we started to really notice, like the, the lining up things. And his eye contact was, was better than what Jonathan's was. We had a lot more sensory issues. Smells really set him off and bright lights, he liked loud noises. That was the difference. Jonathan. He did loud noises. Anything loud, you know, he would covers ears. But Elijah likes sorted out.

00;08;51;25 - 00;09;14;23

So like they were they were both. They're both autistic and they're on the spectrum. But it's like they were different ends of it. So at that point I'd seen a little bit before then, and then when they did the assessment, I knew it was probably what it was, and I was in grad school at the time doing an internship at the centers for Excellence in Disabilities.

And so I was seeing children there who are on the spectrum, and I was way more aware of the differences, like if basically if you meet one child who's autistic, you've met one child who's autistic, they're not all the same. So it was getting a lot of exposure to a lot of different symptoms, variations of the way it presented and, and knew something was up then.

So we got birth to three to come in and they diagnosed him. And then we started services pretty early. 

Melina
Do you think at that point you still only had about three years of experience with autism under your belt? Before Elijah was born? But do you think that because Jonathan had already been diagnosed, that when you took your concerns to providers that you were taken more seriously that time?

00;10;14;18 - 00;10;37;12
Darice
Yes. By the time that we went to a provider for Elijah, with our concerns, it was a different experience. And just that little bit of time, I felt like more heard. And it did have a lot to do with the fact that I already had a child that had a diagnosis, so I was taken more seriously at that point.
Yeah. And I would just, you know, I do remember telling his pediatrician, you know, I have one child who is autistic. Elijah is starting to show the signs of it. And once we got in with the three, though, with him at at that younger age, we really didn't need the doctor for a lot of things at that time.

Like, like a lot of our questions were answered to that. A lot of the therapy came down that was very, very helpful. So he does have the diagnosis on his chart now. And if I ever need to take him back to speech or occupational therapy or get him services, it's not a it's not a question. And that is because of, you know, how getting those services with first three.

00;11;24;07 - 00;11;56;28
Courtney
And you had shared previously that at the time of Jonathan's diagnosis, no services were shared with you. And how did you navigate that? Were you connected to a parent? Because obviously he eventually did start receiving services. But the diagnostician, that's not where that connection was made for you. So where was that connection made? 

Darice
You're right. He did not have services until after he was diagnosed, until a few years after he was diagnosed.
And I didn't even know services existed. Nobody told me. It was like, here's this diagnosis and there you go. And there were no resources given, no, no material to read, nothing. No therapies offered, not even like psychotherapy or behavioral therapy. What he really needed at that time was speech therapy and occupational therapy. I knew nothing about that. I didn't even know what that was.

00;12;18;10 - 00;12;43;07
Darice
My experience at that point in time in my life was speech therapy, and occupational therapy was through working in the medical field and in the nursing field. I was a nursing assistant for many years, and I was working with the geriatric population, and they did speech and they did occupational therapy, you know, after they had a stroke. So I had no idea that those services were also available to children with developmental delays.

00;12;43;07 - 00;13;03;03
Unknown
I actually didn't wasn't even told that he had a developmental delay. There was just nothing give them. I didn't even know what a developmental delay was. Nothing was explained to me so he didn't get any services. That was at five. I actually had a really hard time with the school district, so he had the diagnosis. I gave them the diagnosis.

They didn't put an IEP in place for him. They didn't even want to do any testing. And and I guess they, you know, then I end up finding out that they offer services too. But that that's later down the road. So anyway, it wasn't until well, they finally they did give him an IEP, which was the following year.

00;13;20;07 - 00;13;37;29
We went through that process and got him an IEP, but it wasn't until I was actually doing my internship at the centers for excellence for disabilities, where I was learning all the things that I needed to to learn. Yeah, there's all these services here, speech, and they help with this. And, you know, I was like, you know, but he he can he can talk.

00;13;37;29 - 00;13;55;07
And they're like, no, no, it's about pragmatics. Like he can talk articulate as well. But it's not about that. It's about how being able to have like a back and forth conversation. And I didn't even know what that was. I didn't even know there was hope for that. And then occupational therapy to help with some of his sensory issues too.

00;13;55;09 - 00;14;21;04
So the the bright lights, the loud noises, behavioral concerns that we were having, he would just get so upset and scream and yell if he was, if he was redirected or corrected at all. We could like spelling words or nightmare, you know, he would try to spell a word and we would say, no, the word is this. And, you know, just telling him that he spelled the word wrong, he would just like, have a meltdown, a huge meltdown.

00;14;21;04 - 00;14;52;23
And we went through that for years before even being told that, before I even found out the services were available. So he did eventually get services. He was diagnosed at five and he got services. He probably started services around eight, 7 or 8.

Courtney
That would be so incredibly isolating and frustrating as a parent to just get this diagnosis and then not know what to do with it and not be told what your next steps are, what's going to help your child, and to be led to believe there's really nothing to help your child. How are you feeling and how were you coping? 

Darice
Yeah, I mean, it was incredibly frustrating. He's like, here's this diagnosis. We're not going to give you any information about it and good luck. Just deal with it. I guess just you don't even know what the future looks like for your kid at that point. And all of the the stereotypes about autism, you know, is what comes to mind.
You have this this, you know, and they are stereotypes. I'm not saying that there aren't people who are who are autistic, who don't struggle with these things, but it's it's very much portrayed in society that a person who's autistic can't function. You don't know where to go. What to do is incredibly frustrating. And it's it's unfortunately, it's still happening.

So I just see kids in my practice, and I do run into children who are on the spectrum or families who are have other children that are autistic. And they, they it's it's a rare thing for me. It's getting better, but it's not uncommon for me to have to assess whether or not they're getting speech in occupational therapy.

And if they're not, it's because they don't even know that they can. They don't. And they and they also are misinformed about what speech is. When my child can't talk. That's really not the point. The point is the the pragmatics, the social skills. That's what they're struggling. If that's what they need, help us. And it really did change things for Jonathan a lot when he did that.
I mean, it just it opened up new doors for him. It was like things that we just pick up on by watching other people or by experience. I'm with other people. They have to be taught directly and it it really helped a lot with his communication, with his ability to connect with others and make friends. It was it was huge.
I wish he could have had it. I wish he could have had it before five, and he would have had birth. The three then. 

Courtney
And so you were connected to those services because you just happened to have your internship at the CD. How did you learn that? Like where were you interested in that because you saw differences or did it just happen to work out that way?

00;16;57;17 - 00;17;24;01
Darice
So when I went to grad school, that was that is what I wanted my focus to be on was, you know, working with children and families, who are autistic. And I was like, that's what I'm going to do for a job. I need to have an internship at a place like that. So I applied and interviewed and got the position, and it was like the best thing, like or for my family and for my kids, it really was.
No, it's not like the thing that I spéciales specialize in. I mean, I definitely help families. You know, I think a specialist, someone who can work with people who are autistic. So no has a special spot field probably does like some applied behavioral analysis or some discrete child training or some sort of behavioral therapy. That's not what I specialize in.

00;17;45;02 - 00;18;13;02
Now. I specialize in trauma, but I definitely work with people who are autistic on and off. People who are autistic also experienced trauma too. So having that background and that knowledge is helpful when I'm working with children and they're doing, you know, they're writing their trauma narrative or they're reprocessing their trauma with eMDR, it helps me to kind of understand their processing and how it works and, and know that, like, this is how a neurotypical person's brain is wired.
No, but they're not neurotypical. This makes sense. This is what makes sense to them. And I understand it better.

Melina
 Now, as Jonathan now like, how was school? You know, fast forward a little bit through elementary, middle school and high school. And then, you know, how was that experience? But then also, how can you tell us about how he's doing now?

00;18;37;26 - 00;19;00;12
Darice
Yeah. So Jonathan had a really hard time in elementary school. There was a lot of bullying that took place in middle school. Did not get any better. And because of his some of his deficits or the delays and some of his social skills, he was picked on in middle school and bullied to the point of actually like being physically harmed.

And that's where we decided that we couldn't we couldn't deal with that anymore. The schools weren't very helpful, and they weren't really following his IEP and addressing the behaviors with the students. So we did pull him out. That and then we homeschooled him. But we we used an online program like Virtual School online. And that actually was the best thing for him.

He really wasn't in an environment that was super stressful and overstimulating for him anymore. And he really started like his reading got better, his anxiety got better, his speech got better. It was it was strange. And so we started that in middle school. And he graduated from that program a year early. He worked basically full time as starting at 16, and went to school to save money so he could buy a car.

And he did buy his first car. He paid cash for his super of that car. He loves it. It's very nice. It's a BMW is very, very proud of it. And I'm very proud of him for having saved up that much money. That was a lot of money to save up. He's working his third job. He's he's moved jobs a few times just to kind of move up.

And right now he is in schools in his first year of electrician school, and he will graduate in about eight more months from that. And then he'll start a tech program that his goal is to is to be an electrician. So he's he's doing really, really well. We've had some problems with work situations and social skills and things like that, trying to teach him, you know, what to say, you know, to say to people.

00;20;48;20 - 00;21;12;28
Darice
That's appropriate, not to, you know, think before we speak. He is different. People notice that about him. And it can still sometimes make him an easy target. I mean, he's working at their jobs, so he's working with people that are his age, and he's also working with adults too. But it is a different environment. So he still has his struggles.

He has had some incidents where he has been targeted because he is autistic and because of the communication differences. And we've had to, you know, explain to him, like what his rights are while he's at work with just his rights in general. The we've we've had to have talks with about the Americans with Disabilities Act and how he is a protected person and he has rights, and these are what your civil rights are.

Things like that. In order to make sure that he doesn't get into a position where, you know, he's he loses his job or is fired or is was bullied or harassed for things he can't control because of his his difference. 

Courtney
How did you, as a family and as a parent, support that transition for him? Like making the decision for him to be homeschooled with an online program, helping him like transition into adulthood in general?

00;22;15;05 - 00;22;34;00
Darice
Well, we explained to him after the last incident that happened, there was an incident at the middle school where somebody had been bullying him for a while, had, hit him in the face several times, quote unquote, by accident with a basketball bloodied his nose, kept hitting him in the face, and then saying to him, I'm sorry. I'm sorry. It was an accident. I'm sorry it was an accident. Like five times. And Jonathan didn't realize that it wasn't an accident, you know? So he just kept forgiving the person. Oh, it's okay, it's okay. And then two minutes later, this is in gym class. Being hit in the face again. Came home, told me about it. I didn't even get a call from the school.
I had to go down the school, talk to them. I was basically told that the child that did that has, you know, a bad home life. And because of that, they're not going to do anything about it. So I knew then and this was after this is after what? This is one incident after the next action. Max, this was the first time it got really bad though.
Like, like to actually like marks on my kid. Several. I just told him.

And he was on board with that. That's what he wanted to do to. I think he thought that he did something wrong. So we, you know, we had to explain to him like you didn't do anything wrong. Sometimes these things happen. What should happen is the school should protect you. That's what adults are supposed to do.
And they're not doing their job. And I don't know why, but it's not your fault. So we have to do. We have to keep you safe. If the schools are going to keep you safe. And we have to keep you safe. And so we have to make the decision to keep you home, to make sure that you're safe.
So that this doesn't happen again. I think after we explained it to him, I think after we explained it to him that way, he understood better. His biggest thing, though, was that he thought he did something wrong. Like he thought, oh, I didn't because I didn't realize what that kid was doing to me. Now I'm being punished and I'm being taken out of school.

So that was and I mean, that's developmentally appropriate, right? Like kids between the ages of birth and ten are very aggressive because they think everything is about them. So something happens immediately, thinks that it's their fault, and they did something right. So and he was older than ten, but he was he's delayed, you know, emotionally so and socially.
So we had to approach it that way. You just explained to him you do anything wrong. This isn't your fault. They should have protected you. I don't know why they didn't, but we have to step in and do that for you now. And at first he was really resistant to it. But then I think after he realized I can feel it in his body that he just wasn't having to deal with that anymore, like the just the overstimulation in the classroom and, and, you know, constantly being hyper vigilant and wondering when the next accident or accidental, you know, ball to the face was coming and things like that.
But he really, really calmed down. And I just like I just remember his speech getting so much better, just so much better at his reading. He was diagnosed with dyslexia and he could barely spell and read in middle school. And now now he reads the he reads chapter books and adult chapter boats and books on, you know, electrical and and things like that.

And he can sit and like, read it and understand it, take it in and then tell you all about it and teach it back to you. And he's he's it was the best move for us. It was the best move for us. 

Melina
Did you or your husband have to change your work to be able to allow him to stay home and do home school, or make changes in your family to be able to to make that happen?
And then also a follow up question, did you decide for Elijah to to be home schooled or is he in school now too? 

Darice
Yeah. So we did have to make some changes. I was fortunate enough to have family. I had my mom at the time that I would watch him and she would work with him on his schoolwork, and Elijah was born then, and he was in birth to three.
And we were learning some discrete trial training techniques from birth to three that we were using on Elijah to help him learn to follow commands. And then he just, like, applied it to Jonathan with his spelling words. And it worked. And I taught my mom how to do it. And then my mom did it. I think she really enjoyed it because she could actually see progress.
That was the nice thing about discrete trial training. Behavioral therapy is like you get to see that progress in real time. And she really enjoyed that. So she worked with it. And then we didn't have to do it all day. You know it was like an all day thing. And I think Jonathan like that too. It was the overwhelming thing.
You know, when you homeschool, you can do 2 or 3 hours a day of school book work and then the rest of the day to learn about whatever you want, whatever format that you want to learn. So and he really enjoyed that and he flourished. But I was fortunate enough to have family. If I didn't have family, I don't know what we would have done.
We would have had to figure something out. Elijah is homeschooled, so he did do pre-K, so he was in headstart and then we moved him over to a pre-K, and it was like a montessori type school. He did really well with that. And then we were thinking about homeschooling him. We weren't sure what we were going to do.
And then Covid happened the year that he was supposed to start kindergarten. And we were like, you know what? We're just going to keep him home and homeschool him. And we have like the time to do it. And so we kept him home and it's worked out really, really well. He he's just a different kid. He. He's got his delays in communication and social skills and things like that.
But he's very bright. I know everyone says that about their kid, but I was in birth to three and he was in birth to three, and he was. So he was younger than three. He's just starting to talk. And he'd been watching a lot of videos on reading, and he had his OT was there, and he had picked up a seed packet and brought it to her.

She was like, oh, thank you for the seed packet. She handed it back and then he took the seed packet from her and turned it over and was reading the back of it. He like, read the word germination off of the seed packet. Yeah. I was like, oh my gosh. And then he started reading like the little warning label on her seeder that she brought in that said torsion on it and stuff like that.
So he's hyper Lex it and he just is a sponge. He just takes in information. I don't, I don't know if he would do well in a public school setting with his sensory issues, if he would struggle, if he's in crowded places or around too many people for too long. He knew, like he'd tell you, I just want to go home.

And he's just a sponge. I don't I don't know how else to describe him. He's just a different kid. He's just a different kid. So we do work with him. We teach him things. But he's like ten years old and reading out of his his social studies book, I think, is for like eighth or ninth grade. And he could read the words very well. It's just he he blows my mind. He's very smart. He is just very aware. He like taking information like apply it. That's the thing. It's not like he's taking it in and like just copying and saying things, you know, he he can apply it. So I have ADHD and we were I was sitting in the living room, I was cooking dinner and I had a pot of potatoes or something boiling on the stove.

And he came in and he was like, mom, do you know that you have stuff on the stove cooking? And I was like, yes, I know, I have to follow stove cooking. I'm not going to forget. Do you think I'm going to forget? He was like, well, yes, I do, because you have ADHD combination type. Now, I know I've told this kid I have ADHD, I don't even know where he her combination type ADHD is something I know about.
It's not like my place where I specialize. So I had look it up. I was like, maybe I do have ADHD companies type. I know I have it, but nobody's ever said like carbonated type part. So I asked him. I was like, what does that mean, combination type? But he was like, you know, you're forgetful and you're hyper.
And I was like, how am I hyper? Because I definitely don't feel hyper. I feel tired of the time. He was like, well, you know, sometimes you like to go out of your way to annoy people. Let's see who is this kid right now? But who do you think you are? But he just, I don't, I asked him where he learned that, and he said he learned it on a YouTube video.
And that's the thing. Like, he really likes to learn, so he'll look up educational things on his own. He watched a doctor buy an ox video about it. And he's like the poster child for autism means to tell everybody what autism is. And he recommends that people watch the doctor. Binance's Autism video and he'll show it to people, like he'll just randomly walk up to people and there's still and just be like, I'm autistic. I think you should watch this video. This will explain my autism to you. So he owns it. He definitely owns it. But he's just he's just a different kid. He's just a different kid. They're both you know, they have their they both have their strengths. 

Melina
I love that story. I love hearing about it. I did have a question that popped into my head as you were talking, thinking about like the different grade levels that he's on and then electrician, electrical school, that's we have to be very smart to be able to do that as well. And so it made me think, how did he figure out that that's that, Jonathan, that that's what he wants to do. And with homeschool, did you still work with doctors to work on some of that job training or, vocational training support and accommodations?

Darice
So we have not used our services. It is something that we're going to look into next time. We were fortunate to be able to find other find programs that are helpful that are not very expensive. But for him, when he starts, like the in-person school, we will definitely be looking into that. But for Jonathan, so he made the choice to be an electrician because one, he he likes learning about those types of things. He's always like that. I think I bought him like, an electrical set and he took like an online class when he was being homeschooled with these, like, wires.
And I don't even know what it was. I just ordered the kit and was like, here you go. And he had a practice wiring things on it a certain way. He took a class on it and the teacher taught. He was like he was do really well with it. So when he was trying to decide, what do you want to be?
He took it. It's very logical about took a lot of things into account. He was like, okay, I need a job that's like always going to be around. And it needs to be no, but I don't want to spend a lot of money in college. I don't want to have student loans. So it needs to be, you know, something that's like in my price range and affordable and, you know, it needs to be something that I benefits from.
Like he really made a logical decision. And in doing it so he just, you know, he wanted a job where he could have worked a lot of different areas. He did consider welding at one point. I think that he didn't want to do the welding, though, because there was some health risks or something he did. He'd taken into account that he that principle with.
So he chose the electrical path and that I mean he he made that decision very logically. Yeah. And he's taking his time with it. He's done really. He's done really well. 

Courtney
What does the future look like for your boys? I mean, how independent will they live and what services do you think they may need on going? What do you see your role being?

00;34;56;19 - 00;35;31;29
Darice
For Jonathan, I think that he will probably need he might need to go back into OT and speech here, here and there. Over the years, I think more or less he needs he'll probably need to seek out like support from a therapist, like a psychotherapist, to help with some of the cognitive distortions and things like that, the black and white thinking, and just have somebody to who who's aware of of autism and can help him. Refute thoughts, things like that. So just that can support just maybe like psychotherapy support services. Elijah is going to be in and out of speech and O.T. for, you know, from now until, you know, whenever. And he's still ten years old, so he doesn't really know what he wants to be. And obviously he will talk to him about it.
He thinks about right now, he still wants to be a YouTuber or he wants to go to Mars. He's not sure which. So it's hard decision, but he goes back and forth a lot. But I'm just trying to support him and making those decisions and try to teach him to be as independent as he can be. He.
You know, right now we're working on like, well, he you know, we've got laundry mastered, right. You can put his laundry away. So we'll just kind of working on one thing at a time. Right now we're working on, teaching him how to wash his dish. And I think that's a challenge right now because of the sensory stuff.
So that's. We just try to. We can't overwhelm him. We have to focus on one thing at a time. But once he gets it mastered, he's good. And then we move on to the next, then we move on to the next. We just kind of take one thing and stick with it until he mastered that. So like I said, laundry.
He can do, working on dishes you can dust a little bit, you can run a vacuum cleaner, you know, things like that. So we're just working on life skills at this point for him. And and still the work.

Melina
I love that you're working on those life skills things, because that's something that we hear a lot from families that didn't think about that kind of stuff at a young age, and then all of a sudden they're like, oh man, you know, she's 16 and can't hire shoes or, you know, hasn't figured out brushing hair, you know, and things like that.

So kudos to you, mom, because learning those things one step at a time, a little bit along the way is going to be way easier for for him to be able to get used to. And instead of all of a sudden, man, now I have to, you know, go and do these things and I have to learn how to do them all at once. So good job to you.

00;37;50;10 - 00;38;31;17
Darice
Thank you, I appreciate that. Honestly, if I'm being honest, I probably wouldn't have thought to do those things if it hadn't been for the experiences that I've had working with that population. And also, when I first started out doing psychotherapy, I did at Home Services. So I would go to people's houses to provide therapy and some of the people's houses that I went to, those people were autistic and I could see where the the problems were, you know, so, you know, I would go to, one client's house and he had them there for years and never clean his bathroom, so he just didn't know how to do it.
It's just little things like that, that you pick up on, and you're like, nobody taught them to do it. And there's sensory issues there too with it. Right? So that's where my mind kind of goes. It's like, you know, how do I teach him when he's on his own, to be able to do all of the things that he needs to be able to do?
What would be your advice to other parents who are actively parenting children with autism or helping their child transition into adulthood? Well. If you get frustrated teaching your child life skills, that's normal. It can be frustrating and it probably will be frustrating. So if you're frustrated, that's that's good. That's normal. If you can't do it, though, if you are struggling with some of it and I've been there with with Jonathan, then there are services that you can try to find, places that they can learn those adult life skills.
And there are, you know, people out there to do that for a living. And there's a lot there's usually financial help for that. So just find all the services that you can. If you don't know where the services are, just reach out and find somebody who specializes in working with people who are on the spectrum. I've had people do that to like they'll see my profile in Psychology Today.

They'll see that autism is listed on it. And, you know, they'll, you know, reach out through email or phone to to make an appointment. And I'll ask them what they need. And they're like, oh, well, you know, my child is autistic. And he's having trouble talking and he's having trouble tying his shoes. And I'm not the one for you.

Like, this is what you need, you know. So if somebody has got listed on their profile, more likely they know where the services are. Just reach out and ask you'll they'll get the answers that you need from somebody. So there's services out there. Don't stop. 

Melina
And now with the internet being as it is compared to 18 years ago, it is a little bit easier for families to look for information.
And like you said, maybe they might not find the right place at the right time, but somewhere, you know, to get started sure has to to make a huge difference compared to to 18 years ago when not only was the internet not what it is now, the programs themselves that were doing those services were also behind in the information that they use technology for. And if not, then somebody can like send me a message and be like, hey, we moved. This is our new address. Can you updated on your website?

Darice
Yes. It's a lot easier now than it was then. So yeah. And I think the, you know, providers just having that information is really important too. I noticed a huge difference between when Jonathan was diagnosed and Elijah was diagnosed in the information that providers, even had.
They had places to send to send you to get information. When Elijah was diagnosed, we had gotten birth to three because, you know, when we're you know, I had him evaluated head start. Head start was like, you need to put in a referral to me. And I was like, yeah, I agree. And then we went to the doctor, you know, and told them about it, know, before I could even say, you know, birth to three is coming out.
They were ready to give us a referral. So I wish I wish Jonathan would have, would have had that. 

Courtney
And then we think about the people who are even 18 years older than Jonathan, and we wonder why autism is more prevalent now. It's because we know what to look for now. You know, 18 years older than Jonathan. They they were just saying, oh, he's just a odd kid, you know, and just letting it go and never getting diagnoses, never getting services. And I'm glad we're evolving.

Darice
Oh yeah. For sure. I told you like my husband is autistic and he was not diagnosed till he was 30. So he is oh you know, him and Elijah a lot of like the reading and the brain and stuff. But you know, the Elijah has a lot more social skills than Josh did because, you know, Josh never got the services or the diagnosis or even knew what was going on with him.
He didn't really have a speech. I think he did have a speech delay after talking to his mom. I think it was like Elijah is like he just was. Later talking then, you know, he should have been. But he wasn't diagnosed till he was 30. And before that, you just kind of went through his whole life thinking that there was something wrong with him, that he was just defective.
It wasn't until he got that diagnosis that he was just like, oh, okay. So this all makes sense now. Like there's something wrong with me. This is just my brain's just the way my brain is wired. And this is why I think this way. This is why I do this. And that makes sense. So he was punished a lot for like, stemming behaviors and things like that.
I don't know, I think schools need like the teachers need more training in what autism is and what it looks like and normalize stemming. I know my son Jonathan Jonathan has just been through it. I'm telling you, I now when he was like in second grade, his teacher and I never even knew she was doing this or his his sisters.
But sister Samantha, they're 22 months apart, used to keep an eye on him in school. I never asked her to do that and didn't realize she was doing it to stay stormy. She was like, Jonathan's teacher is making him wear mittens in school because he would stim with his fingers, and the teacher didn't like that. So she made him sit in the fashion and wear mittens and then he would cry and throw a fit, and then she'd make him stand in front of the mirror and watch so he could see what he looked like when he acted like that and shamed him in front of the entire class.
Yeah, it was terrible. It was terrible. He's just really. He's just really been through it. So kids and kids on the spectrum need to stem. 

Courtney
Yep. And what we know has changed so much, even since I've been in the field about stimming. And so if there is training to educators, I hope that it is like constantly progressing and like constantly staying on top of like the most recent research and data and like, you know, evidence based modalities of working with the population.
Because it does it changes a lot even from like the language you use. But especially to things that affect them directly, such as stemming. 

Darice
They need to be able to do it. And it's almost it's not disruptive. There can be other things that they can be given to do to get that need for stimming that if if they're stimming is disruptive. So there needs to be more education. And you're right, evidence based in the schools definitely.

00;45;21;01 - 00;45;40;06
Courtney
Darice, thank you so much for coming on to our podcast and responding to me. When I was reading your son's funny comments on Facebook, I was like, please come tell us some of these things on the podcast. We need that clever sense of humor shared. So I just do a yes. Yeah, thank you. 

Darice
Thank you for having me I appreciate it.

00;45;40;08 - 00;46;12;28
Melina
Yeah. And hopefully this will be one more of those things that families can listen to and learn and get ideas and experiences from when they're trying to figure things out for, for themselves along the way. So thank you for for being that. 

Courtney
Yeah. Or when they just need a little bit of help because when you have a very young child and you don't know what the future looks like, and there's not a lot of support or direction, it's helpful to hear parents of the children who have similar situations and now they're successful or meeting their goals. So yeah, I appreciate you sharing that. Yeah.

00;46;12;28 - 00;46;37;29
Darice
Thank you. Thank you for having me. And anytime. 
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