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Sue Palko
   >> SUE PALKO: Good. So Pete and Lisa, can you give us a little bit of information. Describe your son Michael to us. 

   >> LISA: Our son Michael is 11 years old and he’s in fourth grade in public school. He should be in fifth grade but we had him repeat kindergarten so he’d have another year to catch up and maybe acquire some more skills. He is verbal. His language isn’t perfect. He speaks frequently in the past tense and mixes his words up but he’s very verbal. He loves to talk. He’s very talkative. 

   He’s more on the hyperactive side. He’ll enter a room and make sure everyone knows he’s there. He’s very energetic. He’s very imaginative and very creative. He loves to draw. That’s one of his favorite things that calm him down. Some of his strengths are that he’s very imaginative and creative. He’s pretty bright. He does well in school academically. Some of his weaknesses are that he tends to get very frustrated easily but he’s doing better with self regulating. But he’s very affectionate. He loves to hug us and cuddly with us and his older sisters. He’s just very energetic. He’s very sweet. A side note, he’s very handsome too. 

   >> PETER: I would describe Michael as basically all boy. He just loves being outside. He loves to camp and hike. He loves the water of the pool. We’ve been able to travel quite a bit with him, which is one thing we did from the get go because we like to travel. We have two older girls as well and he’s adjusted very well there. Like Lisa said, he gets a little frustrated at times but I think it’s more the energy and he knows he can do a lot of things. He plays basketball and he plays baseball in the spring and the fall. In the summer, if you can’t find him in the house, he’s definitely in the pool somewhere. So he’s a lot of fun. 

   >> SUE PALKO: Cheryl, will you describe your son Kirk to us. 

   >> SHERYL: Okay. Kirk is 18 years old, tall, blond, blue eyed, handsome. He’s very intelligent but he does require a smaller classroom size and more one-on-one attention. His strengths are his personality because he is sweet. He is gentle. He is very affectionate. It’s kind of interesting to hear their description of their son because he is very affectionate which you don’t often think of autistic children as being such because they’re kind of like touch me nots, and he’s really not that way, at least not with the people that are in his inner circle. He’s fun. He has a sense of humor. He’s come a very long way. 

   >> SUE PALKO: Some of his interests? 

   >> SHERYL: Very strong into computer anything. He loves creating power points. If I have trouble making a power point, if I have to do a presentation, I ask him to do it. He flies on the keyboard. He can type like the wind and so a lot of his school curriculum is based around computer type of things, like he does, he’s a senior and he does advanced 3D drafting and design on the computer and he does more advanced graphic arts on the computer. But as far as where their son is creative, can draw, Kirk is nearly just graphic. He has difficulty, his handwriting skills are okay but his computer skills so far supersede that. 

   >> SUE PALKO: Right. The next question we’re going to go into has several parts to it. I would like for you to talk about having a child with ASD has affected your family but affected your immediate family, affected your extended family, and affected you as having friendships.

   >> LISA: Immediate family, as we mentioned, Michael has two older sisters. It’s affected our family in both positive and negative ways. Negatively obviously everything is, it just changes your whole life and we’re in so many ways so used to it having changed our lives that we don’t even really notice it sometimes, the way we do things when we go out to eat, when we go on vacations, just our daily routines. 

   His older sisters are used to me saying watch Michael while I go do this. I mean it’s just; I don’t even have to say it. It’s understood that they need to watch out for him. Just when we go out somewhere, especially on vacations or some special event, there’s always everything we prepare, prepare, prepare to make sure that everything goes smoothly and then hope for the best.    

   But it can be obviously very difficult at times because sometimes we never know as much as we prepare if Michael is going to have a meltdown or not and so sometimes the girls have had to, we’ve had to pick up and leave an activity because he’s had a meltdown and they’ve had to adjust to that. And they’ll be, of course there’ll be times when Peter and I will argue, we’ll be very stressed, and there’s some of that going on. 

   On the positive side, the girls, Kelly and Lauren, are very tolerant. They have so much compassion for all kids with special needs. Our older daughter is in the Best Buddies Club at her high school and it’s just, they just, I can see they’re more sensitive to children who are different. And they’re very tolerant of Michael and very loving. 

   >> PETER: Yeah, so our immediate family, Lisa really hit the nail on the head. It’s a lot of preparation, which she does all of it basically and does a great job with it. And you have to be flexible. The big thing is to stay calm, which is easy for me to say because I’m the one that’s typically not calm. But we do alright together. 

   And then as far as extended family, Lisa’s parents and her brother and his wife and their two kids, they’re here in Richmond. Her parents are in Williamsburg. They’ve been involved very much with Michael since he was born and they still are so they’ve learned along the way what the nuances are and how life is with a child with autism. They’ve been wonderful. 

   My family is more in the northeast and spread out across the country. They’re wonderful. They come down for visits. I don’t think they understand quite as much because they’re not around the day-to-day and sometimes their advice although extremely heartfelt is really almost the opposite. So you as a parent, you have to be willing to step up and say well wait a minute, that’s not the right way to do things. This is how it works. 

   And sometimes we even like when things don’t go smoothly because other people get to see, hey this is what is involved. Our neighbors are wonderful. They’re a great support system. If we ever have an issue with Michael, they are all there to help in any way they can. So that’s been very good. 

   >> LISA: It’s just interesting how people react differently. 

PETER: That’s a great point. They’ll say how is Michael? But that’s about as far as it’ll go. I think autism scares a lot of people. They just don’t get it. It’s not ignorance. It’s not caring. It just scares them and they’re just not sure. So when in doubt, don’t do anything but we’re here to say hey listen, you can ask anything or say anything and we can have a conversation about it. Obviously we’re comfortable talking about it. 

>> SHERYL: I would say if I look at my immediate family, I’m echoing what they’ve said. I have two older daughters. I’ve got a 26 year old and a 21 year old who have always been wonderful with Kirk. I mean Kirk is just our precious little star, but it definitely, having a child with autism has definitely made them very tolerant, very patient, very understanding, extremely compassionate towards people with disabilities period, whether it’s autism or someone in a wheelchair or someone with a hearing deficit. It wouldn’t matter. 

   They’re extremely -- and very much advocates.  Because if someone else is seen as being unkind or unfair to a person with a disability, either one of my daughters would step up to the plate. It wouldn’t matter whether it’s their little brother or not. It doesn’t matter. They would just step up to the plate there. So I think that’s one of the positive things. I think it was an eye opener. Since they grew up with it, it’s kind of embodied them. 

>> SUE PALKO: So since you have 18 years’ experience, let’s tag on some of the beginning when you first had Kirk. How did it impact your family? 

>> SHERYL: I think it was -- I mean Kirk was seemingly normal as a baby and as a toddler until he was about two or three. It was really kind of the social piece and the communication piece that made us think something was different because he had no early signs that we were aware of. It almost looked like he regressed. So it was very stressful because you have what is a seemingly normal, beautiful, happy child, and then see that change before your eyes.  And in fact I want to say he really did regress because he came to a point where he would look right through my husband like he wasn’t there, where most children like daddy’s home, daddy’s home. It’s a big exciting part of the day. He would sit and stare blankly and my husband would have to get right in his face like Kirk, Kirk. His eyes, he’s like I’m in my own little dreamland and I’m doing my own thing. I think that was difficult. It made it stressful for us. 

   When going back that many years, there wasn’t that much information that was so readily available. So as far as looking for sources of information, looking for sources of support, it wasn’t there. You had to dig and search and reach and even go outside the area to find even a physician that had a clue. Not to be disrespectful to any of the physicians locally, but other than saying gee “I’m really sorry. I think your child might be autistic.” I got a lot of “I’m sorry.” That wasn’t helpful. 

   I didn’t want I’m sorry so we ended up going out of the area to a larger institution. We went to John Hopkins and found some more positive information.  And not just what it is, I can read what it is, but what to do. So that was a big turning point. But otherwise it was very, very difficult. 

   My daughters needed attention, too. So I think that’s where early on it was difficult. They never showed resentment or anything like that to him but I think for me it was difficult trying to find the answers, find the keys for Kirk because that became a full-time job and still be the hands-on mom with my daughters.

   >> PETER: I think what Cheryl says is really a great point. The balancing act between our two other children, your two other children, both girls and then your son, our son. By the way, I think we may have the same son. That’s the whole thing. You want them to have their own lives. Michael is a part of their lives. The other night our older girl had friends over to watch a movie and Michael came downstairs because they woke him up and he had this long monologue and they all just went along with it and laughed and talked to him and everything else. 

   It’s just like saying, alright what do the girls need separately with Michael and then what do we need as a family because we are a family and the five of us are strong. We want all that but at the same time even when you have all typical children, they each have their own lives. So I think that balancing act that you hit on is really big. 

   >> SHERYL: Yeah. So I think that was one of the more difficult things, feeling that I was being fair in my amount of time and attention to all the kids. But it’s just something you just do. You just work on and you learn tremendous flexibility. That was the most difficult part. I think it’s hard initially because it wasn’t always easy to go places and so the thing is there’s so much change between then and now. 

   Now Kirk loves to go to restaurants, loves to get on a plane, and loves to travel. Right now he’s pushing us to go to Grand Cayman. What? And he’s got like dates marked on the calendar and when are you going to get the airline tickets? 

   >> PETER: We just went two years ago and it was our best family trip ever. 

   >> SHERYL: There was a period of time way back when he was terrified of it and a lot of it was the pro-perceptive things because it’s like oh the plane is tilting and he’s like I’m going to fall out the window. So there’s the then and the now. We’ve had a long, long road to get from then to now. 

   >> SUE PALKO: Both of you have started to talk about my next question, which is how it has affected your daily routines, going out to eat, daycare, being able to shop. Some families say that well I’m not able to shop because I can’t find daycare or we never go out to eat together because it’s just not a good experience, so I go out or those types of things. So how has that affected your families?

   >> LISA: Michael is now 11. Like Cheryl was saying, things do look very different from when he was first diagnosed. Things are getting better, knock on wood. I was just thinking this morning about how back when he was four and I remember taking, the last time I took him shoe shopping was when he was four and he had a meltdown and threw the shoe at the salesperson and people stared at me and I just, ever since then I just went to target and bought him shoes and brought them home. 

   But, now we sort of got in this habit of not wanting to take him, not necessarily not wanting to take him out in public but just avoiding taking him to stores and certain places and but just recently Peter took him shoe shopping and he did perfectly. So we’re starting to be able to do more, which is hopeful than we used to be able to do. 

   But for the most part, you can’t do everything that you would with a typical 11 year old boy by any stretch. I mean they don’t have the attention span. They don’t have the patience to go into a store and pick out clothes. Michael actually, that’s one thing Michael hates to try on clothes when I bring home clothes. We have to fight to get him to try two things on, so that’s something we actually still haven’t done. 

   But Peter, his dad is his best friend, so on the weekends they do a lot. Michael is usually in school during; I mean he’s obviously in school during the day but go ahead.

   >> PETER: Well weekends, the one thing we’ve started is I take him on errands. It was three hours on Saturday. 

   >> SHERYL: That’s what my husband does too. It’s the guy time. They do everything.

   >> PETER: It’s fun. You’re in the car. You get to talk. We go to Martins, and then we go over to the bank, and then we go to Staples, and then over to Dicks to hit a few golf balls up on the putting green just because that’s fun, and ride the escalator, and then back to more errands. We typically tie in lunch as well which is a big thing with Michael. Friendly’s or CPK or something like that. 

   I feel great because I think it teaches Michael patience. I mean the shoe shopping, which was recent. I took him to Saxon on a Saturday which is just insane when it comes to kids. You take a number, you write in, and we waited for almost 40 minutes and he was outside with this little goldfish pond and inside. I said Michael let’s go somewhere else and we walked up to Dillard’s, and normally I think years ago Michael would say well no, we’re here and wait a minute and why.

   >> SHERYL: Because you changed the plan. 

   >> PETER: Changed it and waited and wasted all this time. We walked up to Dillard’s and there was no one there. It was great. We got a pair of shoes and off we went. So I think exposing them to things like now Kirk likes to travel and things like that and restaurants. To me, and we’ve been successful for the most part, never giving up on trying things and knowing that you could have a disastrous flight or please pack up our dinner, we need to leave, but just keep, we owe it to them to keep trying. 

   So for us, our girls are really great about watching Michael if we want to run out. They put him to bed, no problem. They give him dinner. Michael gets up in the morning. I’m usually up first on the weekends and we have our one-on-one time. He’s very, knock on wood, self sufficient for the most part. We don’t leave him at home obviously alone at all but between the girls and then Lisa and I kind of what we call tag team, we’ve been able, she’s been able to get a lot done when she needs to and I’ve been able to. It seems to be working out well and Michael is adjusting pretty well with it. 

   >> LISA: I just want to say one more thing. This is again; it’s one of those things where we don’t even realize that we have to do this. He does have a very structured day and we’ve had that from the very beginning and that’s done well for him. I think that does well for a lot of children with autism. But breakfast is the same time every morning. Bedtime is the same time every night. So there is a lot of structure to his daily routine and as well as ours. And then so everything evolves around him so our day is very structured too. 

   >> SHERYL: The point about structuring, that’s how we’ve had Kirk adapt things over time because the more he knew what to expect in the day, and as his language improved he would say what are you going to do with me today because he wants to know what is coming up next. And so summertime used to be really difficult because it’s so wide open. He actually does so much. He loves school so he does better with that type of structure. Everything is at a specific time and you have the clocks on the wall and you have all those tools around you that kind of give a sense of organization and knowing what to expect next in the day. 

   And then summer would be like what do we do. So for the last I don’t know how many years when it clicked on us that we really need to have his summer structured. We would make sure he had ESY and that he had some kind of structured day camp or something and if I didn’t have that filling his day, now I’ll hire like a college student to fill in the rest of it and that has been awesome because it’s a peer. It’s not mom. It’s not just a parent doing something. It’s somebody who teaches him the cool stuff, like cool handshakes and things like that where I’m not in that generation and so he needs more of the peer stuff. 

   When he was younger, the things that were difficult were like going into public restrooms because the hand dryers would drive him crazy, that noise. And so I would have to go and like peak in to see is there a hand dryer or is there paper towels. Oh good, there’s paper towels. We can go in this one. But over time, he got desensitized to that and the same thing going anyplace where there was a loudspeaker. So we knew the things that were disruptive to him and we would avoid those things at first until we could do those things in small doses. 

   So at this point, I don’t know there’s anything we can’t do with him other than something that would be of no interest to him. And if there’s no interest, like I’m not going to take him horseback riding and I go horseback riding because it has no interest. But as far as the typical family things, we can do all that now but it took some desensitization, some structure to get from point A to point B. 

   >> SUE PALKO: Which part and this would be since you have kids of two different ages, so as you’re reflecting back on their lives, where would you see the biggest bump being for needing structure and challenging behaviors or where you saw the characteristics of autism be the strongest that it affected your every day lives? Does that make sense? 

   >> LISA: Early. 

   >> PETER: Currently or in the past? 

   >> SUE PALKO: As you’re looking chronologically across their lives. 

   >> PETER: I think for us, Michael being 11, I think at least I saw a pretty good change with him about two to three years ago, where he was much more tolerant on certain things. We’ve seen his behaviors get better at school. We’re talking about picking him up at school. We’ve only done that once this year so far. That’s improvement. But I think earlier on when he was frustrated, he had less verbal skills and the frustration would even be worse when he couldn’t communicate what was wrong, that’s where it was much, much more difficult. 

   I think just the small doses that Cheryl talked about that we’ve done as far as hey let’s try this and hope for the best. I remember going to church for the first time. Can we make it for 10 minutes, 15? Can we make it to this part, that part? And then eventually we were making it the whole time. And I think that’s really a perfect example of everything. 

      So it’s been getting better over the years, adolescence, puberty scares us because we’ve heard a lot of different things about it, the emotions can really run rampant but there’s not a whole lot we can do other than to react and prepare as best we can. So we will defer to Cheryl on something like that having gone through it. So we’ve seen it recently got much better. 

   >> SHERYL: I think the most difficult part was really in the beginning. Without having an innate need to please, you don’t have that reward system like mommy is going to be so proud of you if you pee in the toilet, because it’s like why do I care. I mean not that he would verbalize that but why would he care. And that whole then you’re going to be a good boy. Why would I care? And so we had to find a different way. 

   It’s like these types of social nuances don’t matter to him and so I think a big turning point was when I learned how to get him to bargain and it was with a child that’s not that verbal at that time. He’s very verbal now and expresses himself very well. But at three or whenever, we were really trying to accomplish the whole potty training thing, I was just beside myself. How am I ever? 

   Like I’m thinking he will never get this because it’s not important to him. But what were important to him was videos. And so I would take a video into the bathroom and literally say do this and then you get to see this. Does this, like this connect it as quickly as you could, like just have this means this. And when he got that it was like this light bulb went on and I thought I can bargain with him. This is awesome. 

   And so that was a turning point, having that as a tool I guess is what I’m saying and having him get that one thing can lead to another and having those positive consequences. And so then we find out what things are the most salient, the most important things to him and use that as the carrot before the horse. So that was a turning point, having it as a tool. 

   Age. I don’t know if I can put an age to it because so many things just happened as he matured. Regarding the teenager thing, I saw no change. I saw nothing like oh my goodness, he’s got teenage hormones now and he’s like this crazy man. I just saw and of course he doesn’t have meltdowns. He doesn’t, he’s never acted out. He’s never hit, slapped, kicked, thrown things at people or anything like that. That’s not his personality so we didn’t have that to deal with. If he has “a meltdown” it’s more the grimacing and grinding his teeth and that kind of thing, like the body tension. I didn’t see more of that with puberty. I didn’t. 

   The more he had good communication skills, and the more we would do the bargaining thing, so now his big thing is the computer. If I ask him to pick up his room and fold his laundry or whatever task, I mean he’s 18. We’re asking a lot of independent types of things for him to do. If those things are not happening and I come back up in his room, he’s still on the computer, I’m like I might have to, I just say out loud, I might have to take that mouse away. Oh, did I forget to do my laundry.    

   So that’s sort of like a magical thing that we’re there where I don’t have to say Kirk, like you talk to them when they’re younger. Kirk, you need to do this where I’m talking to him like a robot thing. I can come in and in a more typical mom fashion say excuse me, did somebody forget. He’s getting that now where that’s something he would never have gotten four years ago.

   >> SUE PALKO: My next question is, I would like for you to describe and then we’re going to go with the positive but what are some of the hardest aspects of having a child on the autism spectrum? 

   >> PETER: How much time do you have? 

   >> LISA: I think initially obviously, and for us the first year was really tough after he was diagnosed. What’s our life going to be like? What do we do for him because and Michael is younger than your son but we went to the doctor and they were sort of like I’m sorry.

   >> SHERYL: Don’t you hate that? 


   >> LISA: He didn’t really have a lot of options for us. 

   >> SHERYL: I’m sorry. That doesn’t help me. 

   >> PETER: Just deal with it.

   >> LISA: And then they just said okay, bye. And then we just went off on our own and we had no idea. We really did not, they kind of gave us two options but he didn’t really urge us to do one or the other so it was up to us to figure it all out, which took a long time. So the first year was sort of a grieving year for us. As I mentioned, Michael is prone to meltdowns. Things are definitely getting better. Those are happening less frequently. The meltdowns, when they are at home, it doesn’t matter. He can just go to his room or meltdown in the other room. In public those are happening less frequently but when that has happened in public I myself have a tough time with it because 
   >> SHERYL: Break out into a sweat. That’s what I do. 

   >> LISA: Yeah. Well and I even initially I’m fine and then I’ll, I don’t like when people stare and I think most people, the majority of people aren’t doing it in a mean spirited way but they don’t know what to do but they just kind of stand there and stare or if they have a child, they stare. I kind of want to say to them okay if you’re not going to help me then keep going. I have a tough time with that. 

   But that’s been difficult, the meltdowns and just also sometimes I even though Kelly and Lauren love him, I do feel for them just the way it’s affected their lives, how much responsibility that they’ve had to have with dealing with him, with watching him, and with dealing with his meltdowns. I think that’s been the tough, and not being able to do certain things that we would like to do. 

   We’re very fortunate we’ve been able to go on a lot of fun vacations. Michael loves to fly but if we want to go to a museum or an aquarium, we’re in and out in five minutes because he’s just, but that’s
   >> SHERYL: You power walk. 

   >> LISA: It’s not a huge deal but it’s just sometimes you just have to give up some things. You have to give up a lot I guess is what I’m saying.
   >> PETER: Yeah, I think Lisa, the first year was devastating to us. Lisa was very, I went on the train of denial. My son is fine. The doctor said this and I would concentrate on that. 

   >> SHERYL: We live in parallel lives. This is way too familiar. 

   >> PETER: And I have heard this about other dads. You just sit there and say well no. But Lisa took the reigns and took off without me and I caught up eventually, quickly actually because I saw her going much further ahead. But I think me personally, Lisa and I have been married over 20 years. I think maintaining your marriage time, just the two of us, going out, laughing things off as much as we can, balancing with the girls, that was very difficult to learn in the beginning because we never had to do that. Our girls were extremely well behaved. Life was easy. We could go anywhere with them and provided they were in bed at a decent time, it wasn’t a problem. So we had to adjust to all of that. 

   I do think that being here in Richmond and having a lack of local expertise made it much more difficult to be here in Richmond. We contemplated moving because of that but our girls were thriving so there’s that balance yet again. We were able to navigate with a private school here in town, working with the county, having a great team with Michael that are still with him seven years later. I just saw two of them. And that to us has been just wonderful but finding all of that is extremely tough. It’s time consuming. 

   >> SHERYL: You feel very alone.
   >> PETER: You do. It’s so stressful, and then you have a lot of self doubt. Am I doing this the right way? Am I going ABA or should I be going biomedical? There’s so many conflicting things and when you’re left, I’m a business major as is my wife. So I think that was the most difficult was really just changing our lives and way of thinking. We’re still doing that. That was very tough. 

   >> SHERYL: I would echo the same things in that, the beginning part as I mentioned before. There seemed to be not that much literature readily available, not that many physicians in the area that were particularly helpful. I think we saw three different physicians in the area and I really got an I’m sorry a lot. I would leave in tears because an I’m sorry doesn’t help me. I need direction. I need a path. 

   We ended up going to the Kennedy Krieger Institute and Johns Hopkins and I came back with a confirmed diagnosis and a smile. So go figure. Here I’m getting it’s probably, looks like autism spectrum, might be Aspergers, not sure. I would get that here and a lot of the apologetics. Get a support group type of thing. 

When I went to Johns Hopkins they said your son is autistic and here’s some things we think you need to do. 

   So it empowered me. Having the diagnosis and having a path, at least an initial path. No, it didn’t answer questions for 18 years but it at least got me something to do. Don’t tie, let me sit here with my box of Kleenex and say well just sorry, it’s one of those things. So that was, I think that lack of support and lack of direction was the most difficult thing. All the other stuff we just kind of figured out on our own. 

   Whereas you folks are business professionals, my husband and I are medical professionals. He’s a doctor and I’m a pediatric nurse so that part of it we kind of got but again self doubt. Does he need ABA? Does he need, do we need just to move to a different area that actually has schools for autistic children? And then someone mentioned about the time because you think about the plasticity of the mind and of the brain.
   >> PETER: I was going to use that word but I didn’t want to because that was one thing I’m like I never want to hear that again. 

   >> SHERYL: Yes, I know, and so I had this sense of panic and yes, my husband is fantastic with my son but back then he was in quite a bit of denial and he was very busy. I mean he’s a physician so he’s busy anyway but he was quite busy and I really felt alone. I felt the weight of this. I have to fix this child. His time is running out. His brain is only going to be a minimal to change and to adaptation and to whatever I can do to get in there with my tools and rewire it and fix him so that he could maybe have some quality of life down the road. 

   And I had a sense of panic. Panic with no answers and that was, that really put the gray hairs in your head. I mean that really was a horrible, horrible feeling and to feel alone and to feel that alone with no answers. 

   So I mean I dug, and I researched, and pushed, and prodded until I found answers and then once I had a job to do, meaning like okay now I’m a woman on a mission. I’m not going to be a victim of these circumstances. I’m going to be on a mission. That was kind of a turning point but 
   >> PETER: I actually dreaded Michael’s birthdays because I thought, I never even told my wife this but when he turned four and then five and then six

   >> SHERYL: You’re thinking he’s not better yet. 
   >> PETER: It’s a year that’s gone and I’m getting close to that eight or nine, nine being and I’m like I actually didn’t like his birthdays because I felt like that’s less opportunity for us to help our son. You sit there and say well it’s taking away from his birthday.

   >> LISA: But now we know that, I mean I’m not a doctor but that they can learn. It doesn’t matter whether they’re 11, 12, 13 because Michael has grown and developed and that was, I mean I know that early intervention is so key but at the same time I wish I had known then what I know now that Michael can still learn and grow and develop.
   >> PETER: Don’t stop.
   >> SHERYL: Right. 

   >> PETER: And I think they say they’re wired differently. Well maybe that means that their mind doesn’t stop developing at eight or nine as much as it has in the past. I mean maybe you’ve got an extension. Maybe that’s the one perk to autism. I don’t know but you’ve seen it first hand the last four years. We’ve seen it the last three years. Well doesn’t that go against conventional wisdom that we’ve been told, hey eight or nine it’s kind of game is over. That is not the case at all. 
   >> SHERYL: Not at all. Not at all.

   >> SUE PALKO: You all are giving me a great lead into the positive sides of having

   >> SHERYL: We’re just playing your game. 

   >> SUE PALKO: I know. The positive sides to having a child with autism. 
   >> LISA: I think well I already earlier I touched on the fact that as far as our daughters, how tolerant and compassionate they are for children who are different, children with disabilities and special needs, and as are we. I mean we, I kind of sometimes wonder what our lives would have been like without Michael because I know that there’s, I mean I don’t know but I don’t know whether we would have ever got involved with Special Olympics or been as sensitive to other children who are different if we didn’t have Michael. It’s definitely made us appreciate the little things a lot more. 

   I had, we have two older daughters and they were perfectly well behaved, did well in school, and I know that I as a mother sort of, I’ve learned to realize that it’s okay. We’ve learned to laugh when Michael misbehaves or gets into mischief whereas I would have been probably horrified if I had never had him because I had these two perfect girls who were always perfectly well behaved and we think we laugh so often at these mischievous things that Michael does and these things he says. I mean it’s just, we have a better sense of humor and we’re more tolerant and more accepting because of it. That’s the positive thing. 

   I think it’s brought our, we have a close knit family because of it. I think we appreciate each other more and like again, I think we realize what’s important in life more because of Michael. 

   >> PETER: I think Lisa kind of touched on all of it. I think our being more open minded, compassionate, seeing people around us that maybe we wouldn’t see otherwise is huge. It feels good to go up and help a parent out or a child out with any kind of disability. I coach the challenger baseball team and we’ve got kids in wheelchairs
   >> CHERYL: Kirk is in it. 

   >> PETER: Oh really? We played Mechanicsville. Now Michael is the younger crowd but I know we mix the teams but that’s taught me. I have to tell you my first time out there I was in the outfield and one of the opposing players was running for first base and he just collapsed. He had crutches and they had to yell to me Coach Peter are you okay because I was the one getting upset. But then I watched this kid get up and do it. 

   I’m like you know something there’s a lot more to life than what I realized way back when. The perfect kids, the well behaved, everything, that’s fun but Lisa and I have really, we have a pretty good sense of humor overall but with Michael you have to laugh and then you go to the school and you’re thinking oh this is going to be awful. They want to talk to us. And they’ve said some of this is autism, a lot of this is just an 11 year old boy or a 10 year old boy and they laugh. And you’re like you know something, maybe we just need to have a better sense of humor about things and it’s not the end of the world if things don’t go well. 

   So I think it’s brought us down a couple of notches, our girls up a few notches, our families. I’m not really sure what the whole plan is. I’d like to find out one day but it’s been a pretty unique trip and a good journey in a lot of ways. I find myself very close to my wife. I see what she does. I mean talk about dedication and she knows what I’m doing to provide for the family and it’s just I think it’s a great lesson for all of us and we’re enjoying the ride for the most part. 
   >> CHERYL: Okay well, first of all no one would really choose that path. You wouldn’t say you know what I have two perfectly healthy, perfectly normal children and then I think I’ll have one that has a disability. So no one would choose this path. Initially it is devastating because you have an idea of where this beautiful little baby is going to be in five years, ten years, whatever and then when this diagnosis hits you, it’s like that dream is yanked out from under you. It’s like is he going to play little league, well Challenger. Is he going to do this? Is he going to do that? Will he ever get married? All the things that are not as likely to happen. 

   But then as it sinks in and your family adapts and adjusts, then you look, I don’t know, I guess it’s just survival. You look at the good and certainly the compassion piece is just cramming it throughout our entire family and the sense of humor, really bizarre sense of humor because there’s some, we call them Kirkisms. Things that he will come up with that to someone else would be very bizarre and quite odd and we get it so much. He does a lot of Disney quotes and he puts them right in the exact spot where they should be. 

   A real quick one would be we were someplace, it may have been church, it may have been someplace where the speaker was really a little long winded and Kirk was getting antsy and I don’t know if I can take this anymore. He didn’t mean this in a rude way because I’m not really sure if he knows what it meant but he placed it perfectly. He goes that old windbag, will he ever shut up. And that actually is from Dumbo, from some person in Dumbo that’s going on and one of the elephants says that old windbag. And Kirk said that and the people around us went (laugh), busting out. But it was perfectly placed. 

   So those types of things are really cherishable moments completely because they, if you don’t have a sense of humor you’re not going to survive it. I am sorry. You just won’t. But if you do have a sense of humor, it’s the joy of it. 

   >> PETER: That’s pretty good. 

   >> SUE PALKO: The last thing that I would like for you to do, and you guys have talked about how your children have grown over the years but can you give us a synopsis of the growth that you have seen from when they were infants to where they are now. You’ve talked a little bit about the fact that you had to have a lot of structure and how some of the teaching methods that you used to get them potty trained and things like that, but overall the growth that you’ve seen with your individual sons. 

   >> LISA: Well, I’ll take a stab at it first. Just he’s become more, Michael’s language, he’s become more verbal, that’s developed. I can see that he’s learning to, his meltdowns are less frequent because he’s learning to self regulate more than he used to be able to. He’s definitely, one thing that is starting to emerge is, which is very difficult for I think most kids with autism is just he’s starting to have empathy and we’re going for that theory mind thing and just starting, he is starting to understand that other people have emotions and feelings and they’re separate individuals. He’s starting to, if he sees somebody who is crying he’ll say are you okay. If he sees somebody get hurt, he’ll go over and say are you okay. He’s learning that, so that’s a great thing that I hope continues to emerge. 

   But he’s, we’re also working on more life skills and him starting to do more things independently. He can shower on his own. There’s other little things I have to have him start doing more chores around the house and things like that, but that’s starting to develop too. But, his personality like now I think in some ways we’re starting to see this is the autistic piece of his personality and this is his real personality. I mean his real personality we’ve realized, it’s not all autism. 

   He has a very stubborn personality. I mean he’s very stubborn. He can be difficult. He’s just, I can’t think of the word, stubborn, and headstrong. Thank you. He’s very stubborn and headstrong and that would have been there even without the autism, but so you think it’s just the autism. Anyway, it’s just interesting to see him. 

   He’s maturing. He’s maturing. We’re seeing him mature into this great young man who still has meltdowns and has issues and he’s always going to. I think that’s the thing. He’s always going to have issues with a lot of rigidity and he’s always going to be headstrong, and we’re always going to have to deal with that. 

   We’re always going to have to prepare and prepare when we go, and help him. He’s got to learn how to prepare himself when he goes out and does an activity. This will be challenging for him and learn to make a list and learn to write this is what my day is going to be like so he can prepare and it won’t be so difficult for him to have things happen, I’m not explaining this well, that come up during the day. 

   >> PETER: Self management. 

   >> LISA: Self management. 

   >> PETER: The one thing I’ve noticed with Michael is, and it’s kind of fun to watch, this emerging sense of humor. He’s starting to actually get sarcasm. I’m very sarcastic with Michael just to kind of again expose him to that dialogue. Like you were saying Cheryl, go do this. Instead I’ll yell up the stairs, going to check that room, look at this playroom. He’s on the computer. Are son is very into the computer as well and all of a sudden you’ll hear his feet come down. He knows that means I didn’t clean up the playroom. I said I would before I got on the computer and I better get to it. 

   >> LISA: So he’s getting inferences. 

   >> PETER: Yes. And that’s kind of nice so in the car without explaining everything, hey looks like we’re going to hit Staples, bank, Martins, Dicks, and then go maybe grab some lunch. And maybe we’ll mix up the order a little bit. 

   >> CHERYL: I think you and my husband have crossed paths. Those are all

   >> PETER: Well and so it’s neat to watch him do that. When Michael first got his hair cut, I had to hold him and it was, they would cut his hair out on the sidewalk. At least they did it once because he was screaming so loud. Now he climbs in the chair, and this happened years ago, but just again that constant exposure. I’ve seen him really develop into a funny young man. He knows what he wants. 

   Physically he’s a very good looking guy. He’s got great muscle ton. He loves to swim, ride his bike, run around the woods, like yesterday we pushed over dead trees in the woods. That’s like one of his favorite things to find and he thinks it’s the coolest thing in the world. 

   So I just see very much a typical boy emerging and that’s a big difference from a kid that was so much more rigid, so much more high maintenance, and just having difficulty. He’s much happier, not always but overall I think he’s much happier and I think he’s feeling better about himself, which is what we all want for any of our kids. 

   >> CHERYL: With Kirk, I think one of the major growth things is learning to navigate the world. Okay. How to make things happen and not from physical force but for example, if he really wants to go to a movie and we’re like well maybe. They don’t like maybe. They want yes at such and such a time or no we’re not. But sometimes we have to wait and see, and that wait and see concept is really difficult but he’s getting that now because sometimes I’ll ask him something, like do you have homework. He says wait and see. Well wait and see. 

   So those things just tickle me when he actually uses these concepts that we thought he would never get because they’re kind of nebulous and then he turns and actually is using them. Do you have any homework? Did you check your agenda? Can we wait and see? Or he’s learning to bargain and negotiate in a way that works for him, which tickles me to death. For example, Kirk has an interest in a lot of books or video tapes or DVD’s that are younger than he is. 

   >> PETER: We have that. 

   >> SHERYL: And so we go to Barnes and Noble, he’s looking at toddler books or books for a much younger child when he actually can read and I want him to be looking at chapter books. And so, out of the blue, he just picked up a book that he wanted and it was what I would call a babyish book. I’d say Kirk that’s kind of a babyish book. Don’t know where he got this concept but he said well can I just get it for old time’s sake. So and again, how could I say no to that because he knows that I have things from my childhood or from when my daughters were little that I’ve kept in a drawer and I’m sure at one time when he maybe was looking or curious or something I said well I keep those for old times sake. He registered that. 

   >> PETER: It’s amazing what they remember. 

   >> CHERYL: And pulled it out later and used it. Now what a great social tool to use that phrase, well can I get it for old time’s sake. So yes, I let him get the babyish book for old time’s sake. It doesn’t mean he always gets to do it. So those kinds of things are a big growth because that’s to me real social.

   >> SUE PALKO: It is. 

   >> PETER: Don’t you love the talking back and forth with the phrases, like Michael will say if we’re getting angry with him because he won’t do something. Dad, dad, don’t get upset. You need to calm down. And you’re like suddenly who is the parent. He’s heard us say that to him but it’s funny he’ll pull these things out and it’s neat to watch it. I’m like hey, I’m reading the situation right. His motive is completely different than mine but he’s trying to change the direction of everything else so he’s able to do something. But it’s funny what they’ll use and what they learn. And they do, they remember quite a bit. 

   >> SHERYL: And see, that’s a piece early on say when he was in elementary school, I would have thought he would never have gotten that because we used to speak with him in very clear specific rote concrete terms because that was how we could ensure that he understood. And then over time, we would use a little bit more relaxed, more normal pattern of speech. 

   And then we started throwing in idioms, which initially and when you read books oh well don’t use idioms and sarcasm because they won’t get it. But in the real world, that’s part of conversation so then I would intentionally do that. Like the expression you’re all thumbs, and I would point out Kirk what that means is this because do I really have all thumbs. And you’ll see him use that and those kinds of things tickle me because it helps fit him into normal conversation a little bit more. 

   >> SUE PALKO: Well, I would like to thank you all for sharing your life experiences with your sons, with us, and with our viewers. 

   >> GROUP: Thank you. You’re welcome. 

ACE Panel Part 2

Sue Palko
   >> CHERYL: These children or teenagers, young adults, don’t have empathy, like they’re not wired for empathy. I think that’s unfair. That’s an unfair description because early on it may not, their version of it may not appear as natural or as nurturing as maybe a typically developing child, but that’s not to say they can’t learn empathy, that they can’t learn it through example of parents and peers and people around them, or that they can’t develop that because I’ve seen examples of it. 

   >> PETER: I agree. 

   >> CHERYL: The saying about the garbage disposal story where we’ve taught Kirk for his own sake how dangerous certain things and sometimes we have to over exaggerate to really impact upon him how dangerous certain things are. One of the dangerous things is the garbage disposal. You never retrieve a spoon out of the garbage disposal. Certain things you don’t put down there. This isn’t all that recent, say within the past year or so where I might be cleaning up after dinner, he’s still eating desert or whatever and I run the garbage disposal and wherever he is, whether he is over by the kitchen counter or in the dining room he’ll perk up like be careful mom. Don’t put your finger near the garbage disposal. 

   So he is showing concern. It doesn’t affect him. I mean he could be oblivious to it and just be looking at his macaroni and cheese or his ice-cream or whatever and very self absorbed, but that’s not the case and I’ve seen a lot of that. 

   >> PETER: And you’ve seen it recently. 

   >> CHERYL: Yes very much so. 

   >> PETER: There’s that exactly the opposite of what everyone is telling us that things can’t happen after a certain age when in fact they very much do. 

   >> CHERYL: Right. You initially read about that window of plasticity kind of starting to close around eight and then they kind of extend it. You’ve got two more years as literature changed that I would come upon. Oh no, the plasticity is actually until 10. You can get him fixed by 10. That’s just not true. I don’t buy it because this empathy piece that I’m talking about now where he does show concern, that’s more recent. That’s not when he was seven, eight, nine, ten. That’s more, he’s 18 now. It’s more in the last year or a couple of years that I really see it and across the board. 

   I mean if he sees that I’ve cut myself shaving or whatever, it’s like you have blood on your leg or you need a bandaid. He actually takes it that one step further as to how do we make it better, how do we fix it, and also the preventative stuff. As a kind of teaching thing, if I see something that’s dangerous or potentially dangerous. 

   I’ll throw it out there like I might do that. We have a fireplace. I’m like okay, let’s go to the restaurant now and I said I think I’ll just leave the fireplace on to keep the house warm. No, that’s a bad idea. Why Kirk? Because the house could catch fire while we’re gone. Oh my gosh. I keep seeing light bulb after light bulb after light bulb and he’s 18. So I kind of throw away that whole finite idea and you guys see it.

   >> LISA: It’s encouraging because for Michael it’s got to be more concrete. He might miss some social cues and if we’re looking worried he wouldn’t see that and he wouldn’t know to ask about that but more obvious things like you said. If somebody falls down and gets hurt, if somebody is crying, 

   >> PETER: I think if someone is sick, Michael reacts pretty strongly usually. 

   >> LISA: Or if somebody is sick, yes. 

   >> PETER: He brings all the medication out that he can find and Kleenex. 

   >> CHERYL: Yes. Kirk will do the same thing. You need Tylenol. 

   >> LISA: Yes. So he’s learning that and we’ve sort of started with teaching him that on our own prompting him to say are you okay but now he’s definitely doing it on his own without us having to prompt him, which is really nice. So, like I was saying before, I think he’s realizing that it’s not just, he’s starting to realize it’s not just all about him because most children I think with autism, the whole world revolves around them and they’re very self centered but he is starting to realize that it’s not just all about him. 

   That’s going to be a tough road for him because he’s still, he is for the most part self centered and when things go wrong at school, he has a one-on-one aid, he still blames the aid the majority of the time but he is starting, this is a year where we’re starting to realize when he gets a negative consequence for something he’s done wrong at school, it’s not the aid’s fault. It’s his fault, that he’s made that choice. So I think he’s starting to realize that. 

   >> PETER: I’ll tell you one thing that we’ve noticed with Michael. There was a lot of negative things. What did Michael do wrong today? That was the first thing he would point out when he came home. Then we did a switch in the fall where can you write positive things, even if he had a bad day. And I remember on the front stoop one day Michael was really down and I said well what went right today and he started talking. We actually had this little conversation. 

   We went to the school and they were all on board. It makes a difference so you see these set-ups and we were part of it, red day, green day, what did it all mean. Change it up a little bit because your child is changing after age eight or nine. Believe it or not, they do change. 

   The one thing I want to say that Lisa talked about, having a tough time when things don’t go well and people around you are looking, I’m probably one of the first people to say my son has autism. I would say a good majority of people then want to help okay because they don’t understand what’s going on. Now they know. What can I do? 

   To me, it feels very good to say hey listen, we know we’ve got a scene going on here. He has autism. Now let’s all deal with it. I think that’s really important for people to just be aware when they see things, hey this isn’t just a kid acting like a brat. This is a kid that’s having a problem and there’s a reason behind it. So I think that’s really important. 

   Again I’m just thrilled to hear about your son from 14 to 18 making strides. We hear about that from more people. We’ve seen kids in our neighborhood, our buddy up the street, just wonderful improvements. It’s not perfect but hey listen, he’s 17 so to me that gives us a lot of hope. 

   >> CHERYL: Yeah. I thought the empathy piece was never going to be there because that’s what all the books told me. 

   >> PETER: Yep. 

   >> CHERYL: So we just drilled it. But when I see him spontaneously do stuff that I didn’t drill. 

   >> PETER: Or sarcasm, little joking back and forth, a little banter. Michael is starting to get that. I think that’s, I don’t sit there and teach him sarcasm but where are you picking this up and it’s actually very entertaining for the two of us.

   >> CHERYL: Does he start to try to find it in your face? That was another change that I will see Kirk do as a teenager where if I’ll say something he’s not quite sure how to take it, he’ll try to read the face. That’s another thing that they say autistic children can’t read faces. Yes they can overtime, especially if you keep bringing them to your face. 

   >> SUE PALKO: Thank you. 
