
>> I'm just going to introduce myself, so we don't have to go through anything up here. So I'm 
representing one of three of us today from Hershey so Penn State's medical college about 2 hours south 
from here, just far enough that it feels like it's a little bit too far. So I am in the Department of Psychiatry, 
but I am a clinical psychologist, and I am within the Division of Autism Services in the Department of 
Psychiatry. There's about 12 of us now that work full-time within the Division of Autism Services, and we 
do a host of lots of different things. I'd say about eight to nine of us are both clinicians and researchers, 
so we all spend varying times both within the clinic doing indirect clinical care from med management to 
psychological and psychiatric assessments, individual therapy, which is what I specialize in, but to 
varying degrees. Some of us are there a lot, and I'm actually only in the clinic five percent of my week, 
which means 2 hours a week. I have gone small, small, small, small. I started off as 50 percent of my 
week, and because of this type of work that I've been doing, kind of eats away at our clinical, but still, 
those 2 hours are really powerful hours sometimes, and I specialize in treating adolescents and young 
adults with autism who also have comorbid anxiety and mood disorders. So you'll see how this actually 
weaves into the topic that we're going to be talking about today. Sierra Brown, who worked with me on 
this as well, is a school psychologist who works with our team, and Erin Edwards is a board-certified 
behavior analyst who also works on our team, so we have a very [INAUDIBLE] team, and it's a wonderful 
thing. So I have some objectives to get through. Of course, I have the ... I'm going to ruin the surprise. I 
have the questions, any questions slide at the end, but if you do have questions while I'm chatting, 
please feel free to raise your hand, and we'll deviate and chat a little bit about stuff. Yes? 
 
>> So did you say comorbid anxiety and ... 
 
>> Mood. 
 
>> Mood. 
 
>> So depression. Unfortunately, depression and anxiety are kind of best friends. They hang out around 
a lot, so especially when you get to adolescence, you can't really do one without the other, although, 
sometimes, you get lucky, but we really do both. So today, we're going to be talking about community 
participation, which is something I think I inadvertently have been involved with for a long time but have 
become more focused in it recently, so we'll talk about community participation. We'll talk about how 
we assess it. Then we'll talk about ... We'll back up and kind of talk a little bit about autism, autism 
across the life span. Then we'll weave the two together, and then, most importantly, we'll talk about 
what we're thinking about, which are interventions to target this area with people, with autism 
specifically. I only have one disclosure. I'm not, like, one of those fancy people that have lots and lots, 
and I get paid from lots of people. I don't. My big disclosure though is that I mentioned that little five 
percent of my time that I'm in the clinic. The majority of my time is funded through the ASERT Grant, 
Autism Services Education Resources and Training Grant, which is through Pennsylvania Department of 
Human Services Bureau of Autism Services, lots of background items, lots of definitions. So we focus on 
lots of things. This is a very, very, very small part of what we do through ASERT, but I will plug ASERT a 
little bit as we go along because there's some good resources there. I'll come back to that website that's 
listed right there. So community participation, let's talk about this briefly first, and I apologize for the 
people to the left of me. I'm probably blocking your slide view, I just realized, but I was told to kind of 
focus around the podium, and I'm not miked, so I'll be sticking here. So community participation, it's 
kind of one of those duh sort of community participation things, but really when you come down to 
defining, it means involvement and participation in life activities. Life activities, what is that? It's a lot of 
different things but really kind of boils down to your interpersonal activities, friends, family, social 
relationships, community relationships, workplace relationships, your domestic life, getting things down 



around the house and the community, running errands, educational and vocational activities, including 
things also like volunteering, and then community, civic and social activities, so there's lots of different 
things that we do to participate in the community. Community participation is not just physical 
presence, right? You know, so you can be lonely. So when I talk with people who have mood disorders 
and depression and sometimes individual with autism, I kind of have to qualify this. So do you ever feel 
alone? Do you ever feel lonely? And then I have to kind of qualify it by saying that, you know, 
"Sometimes, you can be around lots of people and still feel really lonely." And community participation 
almost is the same way. I mean, you can be physically present within the community or within 
something but not really be engaged in that activity, so it's really your ... What we have to think about is 
also your subjective experience about being involved as part of that group. Right? So when you're at 
some ... So I just actually ... When you're asking them this but actually just went to a women's leadership 
seminar, and I felt extremely connected after that. Like, I was actually part of some sort of group after I 
left that, when I went, I wasn't part of, and I just felt like my in group kind of shifted to include this as 
part of my definition of where I am now, so that's a really good example. I felt ... My subjective 
experience was that I was participating in that activity. Community participation is related to things like 
social connectedness, mental-health outcomes and quality of life, which we'll talk about in a little bit. So 
let's think about this with just some examples, so think about this. I'm going to throw up some 
examples. Think about what your subjective experience may be, so you want to ask yourself, "Would 
participation in these things help you feel more connected to your community and others? Would it 
improve your mental health? Would you have an overall improved quality of life as a result of this?" So I 
had to put this one up, first one, right? I went to undergraduate here, so I was one of these people for a 
long time. All right? This is a huge community event here, right, so this is a big deal, going to a football 
game, right, 100,000 people in this thing. So with this, so for some people who are die-hard Penn-
Staters, right, like, so I worked with someone in Hershey who still bought season tickets, drove up for 
every game even if they didn't have a place to stay overnight, you know, driving home at 3 in the 
morning because they were part of this because it was important to them because they felt that it made 
them happier because it improved their quality of life. They loved it. There is no way I would do that, no 
way. I thought of that, and I thought, "Oh, I would be exhausted on Monday morning. I would be 
stressed. I wouldn't have recharged over the weekend." Right? So not my cup of tea, right? So again, if I 
said to you all, "You know what? Everyone here gets free season tickets to Penn State football," you 
know, great, you know. Not everyone would leave here being like, "Yeah!" I mean, you might think like, 
"I can sell these," but you're not going to think like, "Oh, my gosh. I'm going to be so happy. My life for 
the next 4 months is going to be immensely better because I have this experience." Some people in the 
room may be thinking that. So here is another one. What about a support group? Or you can think about 
this twofold. You could be participating in a support group. You could be running a support group. 
Right? So I have moderated support groups before as something additional on top of my work, one, 
because I think it helps me with my work. It kind of gets me a little bit grounded. I get to hear things, and 
I did that on my own time, and I felt better by it. It helped me out. He helped me kind of center my own 
life. Not everyone does that. Some people say, "I can't do that because it really taxes me and my mental 
health." A really good example of this is people that choose to work in a trauma field. Trauma can be ... 
You can actually experience vicarious traumatization yourself by working with people who have 
experienced trauma, so that can be really heavy and hard on you, and being in a support group, same 
thing. Some people may say, "Sign me up. That would be an amazing gift I could give to myself," 
whereas some people may say, "No way. Maybe individual therapy if that." All right? Community 
festival. Right? How many times do you guys see these, like, fliers and that sort of stuff around? My boss 
just came in. He was like, "Oh, we had our community, you know, block party this past weekend, and I 
met blah, blah, blah, and I met this guy," and this is, like, a give or take for me. I could maybe do it but 
guess it depends on what else is going on in my life. Going to the library. Right? I see some nods. People 



are like, "Yes, I would love some quiet time. I'd like to read a book." You ever, like, think of, like, a pretty 
library? You're like, "Ooh, I'm going to go to that real pretty library. I'm going to, you know, do this sort 
of thing. Volunteering. Right? This is something lots of people choose to do because it's a really good 
experience for them, and I have to throw this out because this is my favorite, and this horrifies my 
husband, like, horrifies him. "Why would you want people touching you who you don't know?" And I'm 
like, "It's amazing." This would be, like, an incredibly stressful experience for him. He's like, "People are 
in robes. I don't understand this." Man, like, this is something ... I don't do it as much as I could because 
of multiple reasons, but I try to schedule it for myself because I know it's a little nice gift for myself. The 
gym is another example, all these sorts of things. So you can kind of see where, I mean, you know, we 
talk about IEPs and individualizing things all the time, but community participation is very individualized 
as well, so we can think about all these things. So we just went through a list of, like, six or seven, but 
there is lots of things that we can think about whether participation and these things are going to help 
you feel more socially connected. Will it improve your mental health, and will it improve your overall 
quality of life? And you can kind of start thinking of things that may rise to the top of the list for you. All 
right? So this is not my novel idea, although I drank the Kool-Aid, and I'm totally onboard, but I've been 
working with Mark Salzer, who is at Temple University, and this is his thing, man. He is all about this. 
He's a wonderful speaker. If you ever hear his name pop up, go check him out. He actually works ... His 
targeted population is adults living in urban settings so Philadelphia with serious mental illness so 
bipolar disorder, schizophrenia, but we've been starting to work with him, thinking about autism 
because we think it's similar, and they're similar issues. So two things he's thought about is, okay, we 
need an objective report of frequency. How often are you getting out in the community? But it's not just 
that. You also need a subjective measure of how important these things are to you and if you're doing it 
enough. That's the fancy word for sufficiency. So this is kind of what it looks like. I apologize. It's a little 
small here. But what he does is there's 27 items that are listed, and they're things ... I think every single 
picture I put up is represented in one of those items, even going to the spa. It's, like, spa, salon. It's, like, 
all together in one. Going to a sporting event is one. Volunteering is one. Going to a support group is 
one. Going to the library is one. Right? So looking at all of these items, having people report, how many 
days in the last month did you do this? Did you do this enough, not enough or too much? And lastly, is it 
important to you? And what you can do is you wash out all of the specifics of those activities, and you 
can get base data that represent how many activities you're doing. How many days are you doing 
important activities enough? Are you doing unimportant activities too much? So it's really cool because 
it kind of washes out all those little differences that we actually are really interested in later, but it 
washes out all those individual differences at the beginning, so you can kind of get a feel for every single 
person in here. We could get a feel all together how much you're participating and how happy you are 
about that, so it's a really, really cool idea. Any questions about that? Because now I'm going to move to 
autism really quick, and then we'll come back. Okay. So how many ... I should have a total read on you 
guys better than this, but I don't want to both undershoot or overshoot any of this information. How 
familiar are you guys with autism? Did you say, "Barely"?  
 
>> Very. 
 
>> Very. Okay. Whew. Okay. Good because if I would've heard barely, I would've done kind of a little bit 
of a different ... So I'm going to breeze through this pretty quickly, so stop me if you have any questions. 
So two areas that we look at that individuals with autism show either a history of or current deficits in 
social communication and restricted and repetitive behaviors. I'm just going to skip that. As you know 
this, significant variability in presentation. Right? The new DSM ... I say the new DSM. I guess now it's a 
few years old. It still feels new to me. The new DSM has squished them all together. We won't go into 
whether people like that or not at this point. I'm actually one of the people that like it, so I apologize if I 



have others in the room that don't, but it puts it into different levels, what we would kind of call mild, 
moderate, severe. Unfortunately, you know, as always with any sort of diagnostic classification, it forces 
us to say yes or no. Right? Even with depression, even with anxiety, with trauma, with grief 
bereavement, we have to say, "Yes or no, is this clinically impairing?" Right? So we're always going to 
get ourselves in trouble with that. So the toughest thing is when someone floats right below that level 
one, and you don't quite know, and the older people get, the tougher that can kind of be to weed out, 
but we'll talk about that a little bit later about how that can impact it. I'm not going to sell this to you 
guys either, but I always like to put it in here just because it reminds me as well. My colleagues at 
Drexel, who work with me on the ASERT Grant, work very hard to do the needs assessment and the 
autism census and get those updated every few years. Adults with autism are a growing, growing, 
growing population, exponentially growing, so we have a lot of individuals that we have to serve. I said 
at the very beginning that I see clients with comorbid anxiety and depression and autism. I see young 
adults. There's probably not that many of me, and I have 2 hours a week. I actually see 5.5 hours a week 
because I have a horrible time saying no. I'm getting better at that, but it's the capacity. The clinical 
capacity is just horrific, so we have to get a little bit better at this, and you'll see where community 
participation comes in with that. What does ASD across the life span look like? There's some evidence 
that restricted and repetitive behaviors, that criteria B starts to kind of decrease a little bit with age. 
That's one of the ones that you can kind of say, "Let's cross our fingers and kind of watch and wait." 
Social communication is the opposite because the demands of adults' social worlds, the tolerance of 
social mistakes just goes way down fast. Right? You're 18 now. What's the deal, right? We're not 
tolerating this anymore, so just it goes fast. Right? So I found this little thing, "Six Things Toddlers Can 
Say And Do That Adults Can't." Right? You have a little kid, and it actually kind of goes up, I think, at the 
end, too. My grandmother, who's ... She's ... I don't want to say she's not that old, but I've heard her say, 
you know, "I've held my tongue for years, and I'm not doing it anymore." You know, she can just say it, 
like, "Your hair looks terrible." You know, I sort of stop, and you're just like, "What?" So, oh, she's old, 
you know, that sort of thing, or, oh, that kid is 3. You know, why are you hairy? Are you pregnant? 
What's your belly? Right? These sorts of things. But you hit 5. You hit 10. You hit 15. You hit 18. Man, 
you'll get in trouble for doing that. You will get fired from your job. Like, the consequences of these 
things become really impactful, so it's really, really important, that social-communication piece. I hear 
these questions all the time clinically. People want to know, right, all these things. What will happen? 
What will happen? What will it be like for my kid? What will it be like for me? You know, can I do this? 
Can I do this? Can I live by myself? Could I drive? Am I going to be able to get married? All these sorts of 
things. Will I be happy? Will she be happy? Right? These are really, really tough. So I talked about this a 
little bit. What do symptoms do as individuals age? There's usually modest improvement in symptom 
decline. It happens at different rates. There's different timing of this, so some people may ask about 
motor stereotypies. When am I going to see them start to quiet? You know, you can never say for one 
person. You can say, "On a whole, we usually see this for most people," sort of thing, which is frustrating 
as heck, and I get that, but it's not true for all individuals. You know, you see some adults that have 
really significant motor stereotypies that persist, and seldom is improvement enough to move the 
individual into what we would call, like, a neurotypical range of functioning. I've had that question. Will 
he grow out ... I keep saying he too, so I default to that. I'm not trying to dismiss the females. But will he 
grow out of it? Will he not meet criteria anymore, right, if they're really savvy with knowing those sorts 
of things. I've seen a few individuals where, if I met them now and I didn't know their history, I don't 
know if I would diagnose them. Like, let's say magically, somehow, they were adopted, and I didn't have 
the history or something like that, and there's actually some research into this. I looked into it. So they 
looked at 400 adolescents and adults, and they assessed them with something called the ADI-R, which is 
the interview version of the ADOS if anyone has heard of the ADOS. It's extremely long. It's, like, a 4-
hour interview. That's why people usually just do the ADOS. The problem with the ADOS is it's a 



snapshot. You're only getting what you get in that one day at that one time. The ADR is nice because you 
go all the way back. But what happened was is that almost 100 percent of them met based on childhood 
symptoms. Think back to when he was 4 or 5, this sort of thing, but when they looked at now, only 
about 55 percent of adults met criteria in the moment. This is also the problem too with ADOS 
sometimes. I've given the ADOS, and they have not come out on the autism spectrum by the ADOS, and 
I've still diagnosed autism because sometimes it's there by history. It's just not there in the moment 
when you see it. If you don't see a motor stereotypy in those 45 minutes you're doing an ADOS, you 
can't score it. Right? So that's the problem with a snapshot versus, like, a movie of your life. So, you 
know, I'm a prevention interventionist, so I'm always thinking back. If I'm interested in adult outcomes, 
I'm very interested in adolescence. I'm interested in people all the way down through elementary school 
because chasing it from the back going down is really hard. We kind of want to think about prevention. 
Some of the interventions that we have, the early interventions, share really good outcomes, and by 
really good, I mean, like, 25 percent are showing pretty good outcomes. Adolescence, it gets a little 
trickier. We see a lot of things like peer victimization. It's not coincidence that I treat anxiety and 
depression and that I have a horrendous wait list of people trying to get in. We see really low rates of 
college enrollment. When we do see things like when people ... I have a client right now that just 
finished his freshman year. I have two clients actually right now that just finished their freshman year of 
college, and one of them is pretty successful. He's making it under a lot of stress. The second one is 
hanging on by a thread, and it's not because of his academics. It's because of all the other stuff. It's 
because of the ADLs. It's because of the social communication deficits and those sorts of things. That can 
be really, really tough, so we want them to become more successful with that. Compared to typically 
developing adults, lower adaptive functioning, less social integration, fewer friendships, social activities, 
unemployment or underemployment. We see that and, like, I said, lower rates of education attainment, 
so we've got a lot of work to do. What about community participation? So community participation and 
high school graduation overall in the sample by Myers and company was around 60, 65 percent. The 5 
years, it dropped to lower than 50, so following high school graduation, more than 50 percent of young 
adults did not particular in any community activities, nothing. We're not talking, like, "Oh, I just do one 
or two things." We're talking nothing, and I'm not floored by that in an awful way. I wish I was, but, you 
know, we do see individuals that come into our clinic that living at home, aren't doing any social 
activities, aren't working, aren't volunteering. They're doing really nothing, nothing at home, and they're 
not happy, so that's really important to get that. So that's a really high-risk time, so that's what we're 
focusing on for some of our stuff, which we'll talk about later. This is also really risky for people. I'll talk 
about it in theory and how it should work although this is not quite how it works, but in theory, state 
programs for adults with autism start at 21, so then if people graduate at 18-ish, you got a gap, and 
there's definitely people that I'm their only person, and I may be seeing them if I can every other week 
for 1 hour so 2 hours a month. That ain't much at all, so that can be really, really tough, and I said, in 
theory, you should be able to get services at 21. It's probably more like 25, 27 when that actually rolls 
around. Hopefully, that's changing, and we're getting some more things out there that will be open for 
people, but we got to work on that. The other thing too is that there's evidence that adults without an 
intellectual disability may actually fare worse than those with an intellectual disability. I see a lot of nods 
because you're like, "Yep, I've seen it." So some of the things that we've seen. I apologize. This is tiny, so 
I'll kind of read it out to you. So about 80 percent continue to live with a caregiver or family. Seventy-five 
percent report having no friends. Eighty-six percent report no long-term intimate relationships. Sixty 
percent, anxiety symptoms. Eighty-five ... or, no, 40 percent, anxiety symptoms, about 15 percent, 
depression, clinically significant. So the 40 percent anxiety is probably a little bit under. Usually, 40 to 60 
is what you see. And you can see how these all just mishmash together and can kind of work against 
each other. So what do we think about? So I do cognitive behavioral therapy. I do CBT, so I usually think 
about, what can we do, and how do we change mood and anxiety? I always say to my worriers, you 



know, "The worst thing someone can say to you is just don't worry. You're like, 'Thanks. Oh, no one told 
me that ever. You know, I don't know how. I don't know how to not worry.'" So what we do is we think 
about what we think and what we do, and then we kind of work through that triangle to get at the 
worry and same thing with the depression, those sorts of things. So with community participation, I kind 
of think about it in a similar way, so low community participation can then impact your social isolation 
and loneliness, which then can impact your depression and anxiety, which then impacts even further 
your community participation, and it's just this horrendous cycle. Right? So I am a prevention 
interventionist, so I'm all about ... I'm a fixer. I'm a straight-up fixer, for better or worse, so I think about 
these sorts of things because I'm tasked ... I see all the depression and anxiety. I see the social isolation 
and the loneliness, and one of the things that I thought about was community participation is, what if 
we could hit this, right, and get this increased a little bit to create some behavioral momentum to get 
people integrated in the community? And then that would be a way as opposed to hiring thousands of 
clinical psychologists or social workers or LBCs to treat chronic conditions in a place with individuals that 
may have more differently generalizing skills. It's not the right way. It's not the only way to think about 
it. We can't meet the masses that way, so we started thinking about community participation. Okay. So 
we know that lack of community participation is associated with poor outcomes, and we see a lot of 
loneliness and social isolation. This is really hard to see, and I apologize. This is something just to keep in 
mind, too. So the dark bar are people with lower incomes. It's income specifically, but it could be just 
think about lower socioeconomic status, so this is just showing those interactions, so if there are people 
that have more barriers to accessing services, they're going to struggle even more with some of these 
sorts of things, and I do have some families that talk about this stuff. They say, "Well, thankfully, we 
have the resources," and then they can do things like vision therapy and, "Oh, we took a trip to Hawaii," 
and more things than I could even do. So yeah.  
 
>> Do you see more seasonal depression? Or, I mean, is that something that ...  
 
>> Uh-huh. 
 
>> I'm finding more and more that, as the kids with autism are hitting teens, it's a lot more cyclical and 
seasonal ... 
 
>> Mm-hmm. 
 
>> ... as opposed to year-round. 
 
>> Okay. So I'm going to repeat the question so we can get that taped. So the question was, do I see 
more seasonal depression or cycles of waxing and waning of depressive symptoms specifically? I'm 
going to say I don't, but what I do see sometimes ... So it would be hard because I'm trying to tease out 
in my mind all the other natural cycles of life that probably impact that sort of stuff like starting, 
stopping school. Sometimes, that can go back and forth. Like, sometimes, I see kids tank over the 
summer because they've lost all the structure, and depending what's going on, then that can tank their 
mood, so that's kind of the opposite where you would expect winter to be a certain time. I do have one 
client that just popped in my head that does ... After the holidays kind of go, which we all kind of maybe 
experience a little bit of, it tanks a little bit. I see it a little bit more in people that have sleep difficulties, 
so I don't really know if that could be related to some of the circadian rhythm difficulties with sleep, 
which we also see in general in adolescents. We always have to remember, and I always say this usually 
to the caregivers of people that I'm working with because I'm like, "You still have a typical adolescent in 
there," so you're dealing with all the issues of adolescents that we have to remember too, which, you 



know, man, I was addicted to naps when I was, like, a freshman in college. I was terrible with those sorts 
of things, so I do see some sleep. But as far as, like, what interventions you would do for that, like, light 
therapy and those sorts of things or Vitamin D, that sort of stuff. I can't say ... I don't know offhand, so I 
shouldn't say this, but I don't know if there's much evidence for that beyond placebo, so people do it, 
and they feel better. And my thing is always, like, if you do it and you feel better, then go for it. That's 
fine. You know, we do things all the time. You know, I take melatonin sometimes, and I'm still not 
convinced if I really think it works or not, although there's evidence that say it works, but it makes me 
feel sleepy when I take it, so here we go. I'm going to take it. I don't know. If people do start venturing 
into that whole, like, usually, like, if they're like, "Oh, I want to sign him or her up for music therapy or 
art therapy or, like, horse therapy, those sorts of things," then you're getting a little bit, like, recreation 
stuff makes us feel good, too. Community participation makes us feel good too, and that's cool, but, like, 
I always say though too, like, "Think about it," so especially for this, it's good that I have this income slide 
up because some people will sacrifice lots of things for their families and for their loved ones, and if 
they're sacrificing, you know, gas to get to, you know, a nutritionist or they're saying, "Well, I'm going to 
pull him out of Boy Scouts so he can go to this light therapy," it's, like, ooh, man, I do know that if 
adolescents are enrolled in at least one extracurricular activity in high school, it's a huge protective 
factor for them for adult outcomes. Now that's not causal. It's not like, "Oh, if you go to ..." Because 
again, if you're just physically present at something, you may not like it, but that's when I start to worry. 
I'm like, "Ooh, don't pull him. Don't pull him from that." Or think about having your family together and 
having dinner as a family and how important that is or the stress it is to run him or her to one more 
thing as a family. Diets, I definitely get the same sort of stuff when people want to go gluten-free, 
casein-free, red-dye-free, those sorts of things because the evidence just isn't there. That doesn't mean 
there's not going to be one person that says, "Well, it worked for me," and that's cool, but it kind of 
breaks my heart sometimes when I see. It's more kids, I feel like. When I see kids be like, "Why can't I go 
to the pizza party? Because I'm gluten-free, casein-free." You know what I mean? And then they're, like, 
just even more isolated and kind of socially isolated, so that kind of stinks. If they really do need to do 
that ... Or then we also see some, like ... because we do ... Now I'm getting a little bit off topic, but we do 
see some restricted eating, so if you're also restricting it in that way, so, like, my husband has a 
restricted diet, and it's really tough. I mean, we're always, like, looking at menus, and then we kind of 
panic a little bit when someone asks us over for dinner because you're like, "Oh, by the way, we can't 
have this, this, this, this, this, this," so that kind of gets to be a little bit tough, too. Okay. So, yeah, so 
there is an interaction between income. These higher bars are people with the lowest skill and the lower 
incomes. This is 79 percent report no participation in community activities. Down here to the people 
with the highest skill with the highest income stream, and this income is rated family income over 
75,000 a year, so that can be a little tough, too. Sometimes, you have to get pretty creative with 
individuals like this that don't have resources. Okay. So what did we start looking at, too? So when I 
started working with Mark Salzer and I drank the Kool-Aid about his ... It's called the TUCP, his measure 
of the 27 items with looking at, like, importance and sufficiency and these sorts of things, so we had a 
couple other interventions for adults, which we'll talk about one of them in a little bit more detail, but 
we specifically run a social-skills intervention for adolescents and then one for adults, and we do some 
other things. So we started to say, "Let's just add this. Let's add this to our battery, looking at pre, post, 
some of the interventions that we do," and we were actually really just interested in base rates. So 
because Mark had no ... He had data on typically developing adults. He had data on adults with serious 
mental illness, and then we were wondering about adults with autism, and then, also, I was personally 
wondering about caregivers of adults with autism and their rates of community participation. So we 
started kind of sliding it into some of our other protocols to start to answer this question, so we got this 
baseline data, and we're continuing to collect this data. This data is about 4 months old now, so in the 
past 4 months, we've actually collected some more, but I think it will tell the same story, so we got 33 



adults, and these are young adults, so their mean age was about 26, but it ranged from, like, 20 to 32. 
We also had typically developing adults who were volunteers for our social-skills program. Bless you. So 
our social-skills program has a peer-generalization component, so we had this, like, kind of convenient 
sample of typically developing peers. Now the sample, it's like we walked over to East Halls here, and 
they were like, "We need 19 of you college students," so that's really who this is. This is not us. Sorry if 
you guys are not 19. Maybe some of you are 19, 20-year-old college students, so this is a little bit of a 
biased sample because they were about 22 years old, a little bit younger, heavily female. Surprise, 
surprise, we got a lot of females that volunteered to help out while the ASD population was heavily 
male. Most of them were nonminority. Most of them in the typically developing sample had graduated 
high school. The people that hadn't graduated were probably 18 and still in high school. It was about 
50/50, so we had 26-year-olds with ASD. About 50 percent had not graduated from high school and then 
the unemployment, so 84 percent of these were students, but 50 percent of these adults with autism 
were unemployed so kind of what we thought we would see, so that's what it looked like. Then we gave 
them all the TUCP, and we said, "Let's just see before we do anything," so this is before the intervention. 
Before we do anything, what did we see? So there's a ton of different things that come out of the TUCP, 
a ton of different variables, but four of them we looked at really closely. So one of them was the number 
of days you participated, so if you do the math and you participate in all 27 activities every day of the 
month, you'd have, like, 900 participation days or a little less, right, or if you didn't, zero. Then you can 
do the number of activities, which are from zero to 27, so that's really looking at ... The first one, days 
are looking at intensity, so you could do very few activities but do them every day. Right? Or you could 
all 27 activities and do them just once or twice and kind of get to the same scale, so activities is kind of 
looking at variability of what people do. Then we looked at number of important activities and 
unimportant activities, so these are all significantly different between the groups. Typically developing 
individuals did about 99 days on average, individuals with autism, 36. Thirteen activities in typically 
developing individuals, six individuals with autism. More important things that typically developing 
individuals are getting done and what we thought, which is really interesting, is that individuals with 
autism are doing more unimportant things, so they were doing things that they could ... "I guess I'll go to 
the library." Right? So this was kind of concerning. I mean, it's kind of what we thought was going on, 
but we knew we were on the right track looking at some of these things. Now because that sample is a 
little bit different, we're actually looking at comparing this data to the bigger typically developing sample 
that Mark Salzer has as well as the serious mental illness. Serious mental illness numbers fall right in the 
middle, better than autism, less than typically developing individuals. I think caregivers will probably fall 
in the middle there too, so I'm really interested in caregivers because we'll talk about it in a minute, but 
we're thinking about this in terms of quality of life, so the state asks a lot of questions about, do their 
programs impact the quality of life of individuals? And that's a fuzzy term for most people. Are you 
happy? Do you like what you do? We kind of try to boil it down to concrete things, and this is one of 
those so not great. So let's talk a little bit about quality of life. So quality of life is objective and 
subjective measure so far your circumstance and environment, all the things that we've been talking 
about. Again, it's not the reality. It's your perceived satisfaction of circumstances, so the state was 
asking adults in their programs about their quality of life. The World Health Organization has a quality-
of-life measure. It's very abstract. And they were also asking parents to report on parenting stress, so 
how stressed are you as a parent? Because they're pretty convinced, and I think they're right, that these 
interventions impact both of those things. They just weren't getting the results that they wanted at all, 
so we kind of started kicking this around, and this is around the time when we started working with 
Mark Salzer, and Mike Murray, who I work with, who is a psychiatrist, said, "You know what? When I'm 
happy and I feel like I have a good quality of life, I'm doing the things that I think are important. I'm 
going to the movies with my wife. I am going to the coffee shop. We're going ..." They have breakfast. 
They try to have breakfast every Sunday morning together, like, these sorts of things. "Like, that's a good 



quality of life for me, and that's when I'm less stressed." So then we started thinking about this as a 
proxy, a different way to capture this for individuals and for families with autism, and we also would 
hope that some of our things would impact this sort of stuff, so you could get respite, and you would 
hope to see community participation go up maybe for caregivers, those sorts of things. So again, we 
talked about subjective perception, and we want to take this into consideration for individualized 
treatment planning because really the other thing too is, as a clinician ... So I used to do assessments. I 
don't anymore. I can't squeeze it in that five percent that I have. I used to do assessments, which is 
answering the what, and then you kick it over to a therapist, who says the why and then, like, "So what 
are we going do now?" Or a direct care provider. And this is a really nice because you can individually 
treatment plan from these sorts of answers. If someone says to you, "These parents are really stressed, 
and their quality of life reporting is pretty low, fix it," versus if you say, "Here is some of the things that 
they're importing, unimportant activities they're doing too much of, and here's important activities 
they're not doing enough. They really like to go to the library. They would love to find a place of worship 
to go to and to get involved into, and they're not doing that enough," that's helpful. The other things can 
be helpful. Don't get me wrong, but you have to do a little bit more chasing, and then that's a little bit 
more difficult. The other thing that we work on a lot is individuals who have differences self-reporting, 
individuals with complex communication needs and/or individuals with intellectual disabilities. 
Sometimes, you know, they can be mutually exclusive. Right now, the best we can do is ask a caregiver, 
which kind of breaks my heart. Like, if someone asks my husband, "What's her quality of life?" I mean, 
he knows when I'm not doing super well, but I don't know. I mean, like, would he say, like, going to the 
library is important to me? Because he might be like, "Well, she likes to read." I'm like, "I like to read, 
but that's not on my list." Right? So we've thinking about this a lot, too. Mark Salzer actually DPS tracks 
the individuals with serious mental illness, so they have smartphones, which is a little scary, but guess 
what. They all do this to us. We don't know it. You start talking to these IT people, and you're like ... Like, 
I was on Facebook the other night, and I just moved a week ago. I was on Facebook, and I propped up, 
like, go to Target to look for a TV stand. I was like, "I need a TV stand, and I was just looking at ... How 
does Facebook know?" You know, or do you ever do that when you're like, "Visit Myrtle Beach," and 
you're like, "How does it know I'm going to Myrtle Beach?" Like, it's taking all this data in all the time, or 
when you walk by a CVS, and then your phone is, like, it links to the Wi-Fi. Like, I went to Starbucks on 
my way here, and it was like, "Google Starbucks Wi-Fi, sign on," you know, and it knows. Right? So it's 
taking all this information, and if we don't get on this train, the bad guys will use our information. We 
might as well use it for powers for good, so what he does is he ... They have smartphones, and they turn 
them on, and then they track people where they go, and they create these really cool, like, 3-D heat 
maps that show where people are spending their time, so for me, I'd have, like, a really red hot spot 
over my work, fortunately. I have a really red hot spot over my house, and then other things may ping 
like my favorite restaurant I like to go to or ... Man, what else do I do? Probably the grocery store, 
Wegmans, that would pop up. Like, state college would pop up on me for this month. Right? You 
traveled a little bit. So these are some things you can start to map the radius of people's engagement 
the community without having them have to report anything. Now it's a broad swipe of what they're 
doing, but it's really cool, and it's a really cool way to think about looking at the impact when you work 
with people, but it's also a really cool idea to get some potentially more ... They call it ecologically valid 
data from individuals that can't self-report, so we're actually starting to work with people up here at 
Penn State Main Campus, really, really smart engineers, which we were told to go into a meeting and 
brainstorm, like, as far as you could think, as wild as you could think, and I thought I was pitching way 
wild, you know, like, futuristic ideas, and they were like, "Oh, a student could do that in a day," you 
know, like, "Oh, my gosh. Really?" So it was really, really, really cool, so some of the stuff that we're 
thinking about is looking at community engagement with wearables, so I have an iWatch. A cool thing 
about it too is that I have an iWatch. Someone else has an iWatch. No one else is going to be like, 



"What's that AAC device you're carrying around?" you know, sort of thing. It's a little bit more socially ... 
It's not as socially isolating, and there's tons of really cool things that you can do with that. One of 
things, just really quick, is that we're trying to come up with ways that you can link it to a direct care or a 
caregiver so that someone could, say, specifically with, like, physio, so this takes my heart rate, and 
sometimes it tells me to breathe, so it's taking my stress. It's like, "Whoa." It's not super accurate, but 
you can get really accurate. You can get heart-rate variability. You can get breathing, respiration rates, 
all kinds of things, and if someone can't self-report that they're getting anxious and you see something 
start popping up and they're not at their most favorite music therapy session, they're going into school, 
you know, you can get a trigger from that, and then it can prime you to someone else to say, "Maybe 
you need to redirect them, these prevention sorts of things." So it's ... We're trying to think of really 
clever things that we can do with this sort of stuff. So take my five percent and my time when I work 
with people, and then I take it back for the rest of the week, and I try to think about what we can do. So 
who here has been to a paint party? Anyone? Yeah, I was like, "Come on." Where is the ... Oh, you got a 
guy back there, not to stereotype. My husband did go with me to one. I went to one. I don't know if it 
was this one. This is me and my mom and my sister on the right and my sister's best friend, who teaches 
the paint parties. We went to one, and I don't know if it was this one, but there was a guy there, and he 
painted a shark. He just went rogue and was like, "I'm just going to do my own thing. I'm going to paint a 
shark." So this is my anxiety exposure because I get, like, real nervous, like, "I better follow the rules." 
And so funny, I was telling one of my clients. I was like, "I'm doing an anxiety exposure," because I'm a 
little nervous about going to this paint party. But ... 
 
>> Good. 
 
>> Ah, thanks. I know. I was, like, trying to ... sweating. I'm like, "Wait. This is supposed to be fun, you 
know." I don't know, but that's a good example. Right? You know, so paint parties, yeah, some people 
have been here. Maybe some people have been to a lot. My mom loves to go to them. Then she's all 
like, "What are you going to do with all these paintings?" That's the tough thing, but that's a good thing. 
Right? You know, so we could say ... Let's say we work with a group of young adults, and you're like, 
"You know what? We're all going to a paint party. This is what we're going to do on Friday for our 
activity." You know, some people may like it. Some people may not. What are the other things that we 
see people do in groups, right? Movies, we're all going to go to the movies together. We got, like, a 
young adult social kind of group together where we try to scaffold their community planning for, like, 
social events to get together, so we would kind of try to give them a menu. You guys could do this. You 
could do that. Let's get everyone together, and we did things like this, miniature golfing, going to the 
movies, going to a coffee shop, doing arts and crafts, bowling. We did bowling. That's everyone's 
favorite. Everyone is going bowling. Right? I hate bowling. I hate bowling. It's ... I'm terrible at it. Board 
games, video games. What if we had a video-game group? Some people would love that. Right? Music 
therapy, these sorts of things. So the thing is, is we have to think about quality versus quantity. Right? So 
there's some people with community participation where they're doing the right things, but they're not 
doing them enough, but some people aren't doing anything at all, or they're doing the wrong things, so 
you want to think about really high-impact things that we can do if we can just get them to do them 
once or twice a month. Right? My husband loves to golf, and he loves to fish, I guess. I don't know. I 
sometimes think about, "Well, maybe I'll ride along with you in the golf cart. I don't know. Maybe that 
would be fun." He swears I would love to golf. "Oh, I think you'd love it." I'm like, "I don't know." He 
knows I like math. He's like, "It's all about angles," and I'm like, "Oh, okay." I don't know. I'd rather 
probably do, like, math worksheets or something real nerdy. That's, like, the running joke of my family. I 
used to make my mom make me math worksheets when I was little, you know, not fun for everyone, 
but I was that kid. This is before computers where she would have to, like, write them out, be like, "Time 



me." So you don't want to count the things you do. You do the things that count. Right? So that's the 
idea, and that's the thing that sometimes, and I have totally fallen victim to this, I'm trying to write 
myself clinically and spread the word that we think of things through our own eyes. We think of things 
that are convenient sometimes when we encourage people to go out and do things in the community, 
especially with young adults with autism. Everyone, go bowl. Right? And then they go, and you've 
probably seen this with people, and they come back, and you're like, "How was your bowling group?" 
"Mm." You're like, "Come on. Wasn't it fun?" And, like, I've tried to, like, squeeze fun out of, like, "Just 
admit it. It was fun," and they're like, "No," and I'm like, "Maybe it wasn't fun. Maybe it wasn't." Right? 
Because I could've gone bowling and been like, "Yeah, I kind of stink. I don't ever want to go that again." 
Like, I've done work things before where I'm like, "Oh, yeah, not doing that again with those ..." You 
know, it happens to all of us, so why can't it happen with these guys? So that's what we really want to 
think about. So one of the programs that we work on right now, so the social skills is one thing that 
we've kind of slid this into. Social skills has been around for a few years for us, but something we've 
been working on more recently that I've taken the helm on ... Of course, we love our acronyms. This 
one, I don't know. Right? Ugh. So we have PCAMs, Person-Centered Assessment and Monitoring System. 
We just called it Assessment Project for a long time, and then we were finally like, "You need a name." 
We're like, "Oh, man," so the Assessment Project. So this actually grew out of that whole quality-of-life 
parenting-stress problem the state had, so they had years and years of data from adults that were 
enrolled in their adult programs where they assessed this, and they were looking at outcome. And they 
looked at their programs, and they've worked with people in their programs. It's not perfect. No 
program is, but you see it doing good work. And then, of course, you need to take that data. You need to 
take data to someone. You can't just say, "It worked. Believe me. Give me more money. Give me more 
slots." Right? Because we're always trying to get more slots for this [INAUDIBLE] because we need 
capacity, so we were like, "We need you to figure out how to show that it's working, like, validly show." 
You know, we're not, like, falsifying data, but we looked at it. I'm like, "You're asking the wrong 
questions. You're totally asking the wrong questions," so that's where PCAM was developed out of, so 
it's twofold. They want to know what the outcomes of these adult programs are, but they also want to 
... what I want to do, actually. That's what they wanted to do. I wanted to give people data visualizations 
of how they're doing to inform treatment planning. It kind of grew out of Facebook quizzes a little bit. 
Who doesn't love a Facebook quiz? I took one this morning. It was like ... I don't even know why I get 
suckered into this stuff, but it makes me laugh. So I took one this morning that was like, "What would 
Morgan Freeman say to, like, narrate your life?" I don't even know. I actually took a screenshot of it and 
shared with my friend. I should have put it up here on the thing. It said ... So my quote was, "Honestly, 
I'm not bitter about it," and then Morgan Freeman would say, "In reality, Amanda was as bitter as a 
grapefruit." But it's, like, you know, I don't even know how they came up with that. Maybe my profile 
says something about how bitter I am with life. Maybe it knows. I have no idea, but there's something 
great about game-ifying things. Right? We want to know. You want to answer questions, and then you 
want to click send, and it says, "Your Disney princess is Pocahontas, right, or whatever." And we have 
the ability for the stuff. Like, darn it, if Facebook can do, why can't we do it with these sorts of things? 
Right? Because right now, the state is doing annual assessments, and they do horrendous things that 
everyone hates that they don't find helpful, and everyone grumbles about it, and they're asking things 
about, like, how good are you at brushing your teeth, you know, and we're like, "What? That's not 
good." So we started think about what things are related to successful program outcome, and how do 
we want to ask it? So this is kind of what it looks like. It's a two-pager. You'll see the back page here in a 
minute, but what it is is areas that we think are really important to adult outcome, and we're starting to 
give this to individuals to give them feedback, and I messed around a ton. I kept coming home to my 
husband and being like, "What does this mean?" Because if it's a really good data visualization, you 
should get it immediately even if you don't understand. Right? Green: good. Red: bad. Right? So he'd be 



like, "Well, it looks like their fatigue and anxiety is bad?" And I'd be like, "Yes." Right? So we kind of 
messed around with this a lot, so really what happens now is they get pushed a link. They fill out a 
survey online. They click send, and then it comes to us. We manually create these right now, but we're 
in the process of making this automatic, which is going to be some horrendous IT, lots of meetings I 
foresee in my future. Make this automatic so it comes right back to them and to their direct care 
providers, but what the direct care providers love is the community-engagement feedback, so this area 
is pretty small compared to the front. I think it's going to reverse, and I'm going to put a lot more 
detailed information about community engagement in there. So right now, we give them feedback on 
how many activities they're involved in, out of how many of those are important, and then the box in 
the middle is, here's a list of important things they're not doing enough. It's kind of like a duh thing. Like, 
now I'm kind of like, "Gosh. As a direct care provider, I would totally love this." They're like, "You said 
going to a place of worship? Check." Right? Let's look for men's groups. Let's look for this, you know, 
whatever it is. What else is on here? Going to a zoo or a museum. Right? Might be like, "Museum? Zoos? 
I didn't know you liked animals," or who knows? Let's go to Lake Tobias or ... Right? I see bowling is not 
on there. So for this individual, we see this a lot. This individual is doing important things but is reporting 
doing five a month, but the five he's doing are important, so that's good, so we probably just want to 
increase the amount of time that he's doing that. The other thing too that we ask is elected reporters, so 
elected reporter is usually a caregiver, but it could be a significant other. It could be an aunt. It could be 
a sibling, anything like that. This person doesn't have one, so it's a terrible example that I chose to put in 
here, but actually about half of people are having elected reporters because we're tracking those too, 
and we're giving them some feedback, so this is actually going to grow. We're probably going to give a 
little bit more feedback to people like this so about maybe their number of unimportant and these sorts 
of things because it's really important for them to get that. So I started looking at things over time, and 
they're going the way we want. So when people start seeing this and then they start working on it, 
actually, after 6 months, their number of days are increasing, so this is the group overall. They're 
increasing. The number of important activity days are increasing. The number of activities themselves 
are increasing. We've got a little bit less room to grow there. That's why it looks a little flat. The number 
of activities done enough, the number of activities done not enough, but even most important, the days 
on unimportant activities are going down. They're doing less of the things they don't really care about, 
but it's not like they're just doing less. They're doing more of the things that they do care about, so 
we're getting people in the right way, so back to this, and if we think about that triangle again because 
here this individual's anxiety and fatigue as well as then anger, sleep impairment and pain are moderate, 
so we're like, "Ooh." You know, me, I'd be like, "Target anxiety." Right? But okay, I can't find a therapist 
to do anxiety exposures or anything like that. But what can we do? We can get them out. So anxiety is all 
about avoidant behaviors, so if we can get them approaching and doing some things, maybe that will 
actually impact anxiety. It probably will impact fatigue is my guess. Right? So we can start seeing these 
things change over time. What we do then ... I don't have an example in here today, but what we do is 
these bars start adding, so every 3 months, they take the assessment again, and they take the 
assessment again, and you can track changes over time. You can catch things if they're a problem. The 
sleep ones are really great because we have sleep impairment, sleep disturbance versus fatigue. You can 
be very tired. You can sleep all night long and still be fatigued. Right? So there's a little bit difference. 
We're asking questions about sexual activity, sexual impairment. We're asking questions about pain. 
We're asking questions about substance use, so we're getting some really good data. Okay. So we're 
using the TUCP. The TUCP is ... That's Mark Salzer's measure. You can't purchase it, but if you ever 
wanted to see it, you can e-mail him. You can e-mail me, and then I can get you his e-mail because 
there's been a couple people as I present about it ... Like, there is a school called The Vista School 
outside of Hershey that's for kids with moderate to severe autism, and they're really interested in this 
for their staff, so they're doing some staff quality improvement and trying to prevent burnout in their 



staff working, so they are giving this now to all of their staff, and we asked Mark. We said, "Look, they're 
really interested in this," and he's like, "Great. Let's do it," so he's really, really open about this sort of 
stuff. Even if you don't get the full-blown measure, you can still create your own. You know, alls you 
need is items, and then you just need to ask, "How often do you do it? Do you do it enough? And is it 
important?" And then you just kind of tally it up, and you can just look for the things. It's important, and 
you say you're not doing it enough. Here you go. Right? It's just this idea of, what is it? And I can give 
you, like, the 27 areas. Some of them, like the ones that he has in there now because he's working with 
serious mental illness or, like, going to an AA meeting, those sorts of things, we've fooled around with 
creating, like, an adolescent version. It kind of fell apart, but we're working towards that because, what 
does it mean for adolescents? You know, going to the grocery store, it might be, like, going to the mall. I 
don't know. Do people still go to malls? I don't know. I don't. I'm like, "Can I shop online? Can I get it 
online?" So we're continuing to collect this. I took this a step further. I'm trying to get some federal 
money. I don't know why I do this to myself, but I'm trying, so I have a grant under review right now. I 
submitted it in February, and I still haven't heard. It's, like, you know, ultimate delayed gratification 
where I came up with a program, another acronym. I was proud of this one, though. Man, I, like, did all 
this, like, brainstorming of different words. So this one I called PARC, Participation for Adults with 
Autism in Rural Communities, so I was really interested in, what is this like for individuals who are in 
rural communities where they say, "I want to go to a museum," and you're like, "You live in Elk County. 
Like, ugh, I don't know if I can do that to help you"? And also what I was interested in is capacity, so I 
created this as an Internet-based intervention. So I'm interested in four areas, domestic life, 
interpersonal life, education/employment and community civic/social. And there is ... I boiled down 
most of the TUCP items that I can throw into one of those four areas. So I'm all about teaching people to 
fish because that's the only way that we're going to get people out there doing their thing and not 
seeing me for forever for individual therapy, so what I talked about is creating what I called a family 
support plan, so let's get ... You know, to venture a little bit into, like, motivational interviewing, but we 
know if I tell myself, "Well, I really need to work out more," but I know it's really going to happen if I say, 
"I'm going to work out Tuesday night at 7 o'clock," and I tell someone else, and then Wednesday you 
come in, and you're like, "So how'd it go last night?" Right? So you need a little bit of accountability. You 
need a little bit of a help with your family. That could be significant other, again, siblings. I don't want to 
default to caregivers although it probably will be some caregivers, so I have multiple steps, but this is 
what it looks like, so I have six steps. In each step, we have videos that are on the Internet, videos for 
the young adult, videos for the caregivers, talking about goal-setting, talking about that thing that I just 
talked about and then a list of community-participation activities because we kind of want to get people 
thinking about, just like I did with you guys today, "Wait. Wait a minute. What do I like? Right? What's 
important to me?" And then you go through these steps, so, people, it's four 12-week modules for 
pretty much a year, and you initiate your family-support plan, start acquiring knowledge about it. "I 
want to do museums." Right? Well, you might need to think about it a little bit. Maybe museums isn't a 
great place to start. Maybe we should start with restaurants or coffee shops. Maybe we should start 
with volunteering. Then you can look at your supports. What do I need? Sometimes, you want to start 
with goals that you don't need a lot of support for and you have a high likelihood of attaining. That 
might beat out importance a little bit, right, because you kind of want to maybe save that for your next 
step. All right? We're going to kind of make you set you up for success. Of course, talk about barriers, 
and then, after you map all that out, you finalize, "This is what I'm going to work on." So this is the 
process that we all would do in our minds pretty automatically, but we're trying to teach these steps to 
individuals, and then you implement it. So just in my mind, this person said, "You know, I want to ..." 
And this actually came off of a real-life example for someone. I have a young adult that I work with that 
wants to run sound. Right? So he wants to be up there, better yet, at a rock concert, but wants to run 
sound, and he's going to school for sound, so we started with, okay, yeah, picking a job. I want to be a 



sound engineer for Rick Springfield. Right? That would be, like, his dream, but we said, "What about 
starting at church? Your local church probably has sound. You could volunteer there. You got to get ..." 
You know, so we started with that and then maybe goes to shelter volunteer, and you keep accruing 
these things on top of one another, time with a relative and then taking an art class. So this is the idea of 
teaching people how to move through the process with family support via Internet with some support 
from someone like myself via phone or Skype or something like that to help them engage more in the 
community, so that's kind of the idea. So we know young adults with ASD are vulnerable, especially the 
5 years following graduation from high school. We need to intervene at that point. Hopefully, we can 
knock off some other things in that cycle with things like loneliness, social isolation, anxiety and 
depression. We want quality, not just quantity. It's probably better to hit the golf if you love golf and 
increasing important while increasing unimportant. That's the goal. That is the big goal. So I'm going to 
plug a couple things here, and then we'll do questions for the last 5 minutes unless you guys want to get 
the heck out of here. Couple plugs, again, my disclosure is ASERT, so these are ASERT-funded resources, 
but you got to love resources. Hopefully, some of you guys have heard of this. It always kind of breaks 
my heart when people haven't. Paautism.org is a website funded through the state of Pennsylvania, has 
a bunch of really great different things. Some of those maps from the census I got were from there. You 
can get all kinds of different things. You can get events. You can get e-learning modules. Eventually, I 
may turn this into some sort of webinar that you can take for credit, you know, and plug it onto here, 
resources, trainings, those sorts of things, and then we also have a microsite, which is, I guess, a fancy 
term for, you click on this, still part of the same site but not really, called asdnext.org. You can get 
through it through ... it's ... Anyways, you don't need to know that, but it's the same kind of site, but this 
is specifically for individuals in transition age. The coolest thing on this is we have bloggers, individuals 
with autism who blog about their experiences, and they're really, really cool. They're really fun. They're 
one of the highest hits that we get on the website, but there's work, school, social independence links. 
There's a social calendar, so this would be a cool place to go to. You can link to different places and say, 
"Do any of these things look interesting to you, or can we find something that fits into what you said 
would be important for you to do to engage in the community?" So my last thing is, my vacation is 
coming up. I keep bragging to everyone whose summer is over. I plan my vacation when school starts. I 
don't have any children myself, and no one in my family does, so we leave the week before Labor Day, 
and this will be what I'll be looking at in a week and a half, and I will be nice and relaxed. This is 
important to me, and we go every year, so that's that. Any questions that you guys have, comments, 
anything like that? See? I saw a little hand go. We'll go here first. Then I'll get you in the back. 
 
>> What do [INAUDIBLE] say about kids with autism needing more interaction in a social field? I noticed 
that my daughter, whenever her boyfriend, his mom has had a pool party the beginning of summer, her 
social skills went through the roof. Whenever it got really busy and with summer school and all of that, 
she is a ditz. My daughter's social skills went down.  
 
>> Okay. So the question was about the impact on social skills from social interaction. 
 
>> Yeah. 
 
>> Okay. So this is what I love to hear secretly because peer-generalization experiences, getting those 
experiences, are one of the best ways to learn social skills. Right? I mean, so it's totally expected, and 
that's also why engagement in social activities compared to solitary ... We didn't talk about that in the 
TUCP. Like, going to the library or the movies could be potentially more solitary activities that you may 
not get that social impact from, so you can always kind of look at that when you're assessing for 
community participation to see about where they're getting their impact from. What's interesting is that 



we get ... So as part of our intervention, we have a peer-generalization component for the adolescents. 
It's a photography class, so they take a photography class, and we use that as a way for them to practice 
their stuff. We're getting kickback from the insurance saying that it's recreation and not therapeutic, and 
they won't pay for it, which is just killer, but we're fighting that fight, and we'll figure it out, but, yes, it's 
very, very important. I always use, like, teaching to swim. I'm like, "Well, I could show you videos, and 
we could read books about swimming all day long," and then I'm like, "Good luck." It's like, "Come on, 
man. Get in the pool. Show me how to swim." Like, I can talk all day long about how to make friends, but 
I'm an adult in a room. That's just no going to work as well, so that's what you want. Anxiety can kind of 
try to give you trouble. So in the back then. 
 
>> Yeah. Are you finding more and more girls with autism or having eating disorders as they get through 
the years?  
 
>> Yes, unfortunately. It's funny that you say that. So I had a intern, a predoc psychology intern, working 
with me last year who specializes in eating disorders, and he rotated with me on the autism clinic, and 
he now is a full-time fellow specializing in autism and eating disorders. We cobbled together a job for 
him at Penn State Hershey because his main goal will be to train in both because we see it, and what 
happens eating disorders, what happens with substance use and trauma is that those are specialty areas 
just like autism. To find someone that knows both is kind of rough, so I had a client with anorexia and 
autism. I diagnosed her with autism as an adult. She definitely had anorexia and had been diagnosed 
with that for years, but I was like, "Wope. You got autism as well," and then I started treating her, but I 
know nothing about anorexia, and the people at the eating-disorder clinic didn't know autism, so we 
didn't know where the heck to put her. So when she became stable with her eating-disorder symptoms, 
she came and started to see me to work on anxiety and social skills, but then the eating disorder 
became unstable. I mean, she had a feeding tube in her at one point, so I don't know what the heck to 
do with that, so that gets really, really tricky, but we are seeing that. So with the new emergence of the 
ARFID diagnosis, which is a restrictive food intake disorder, which is kind of a disorder of picky eating, so 
that also is something that we're seeing a little bit more of. People are starting to do research on the 
prevalence of ARFID, and we get a lot of individuals that say, like, "That's me," and then we kind of kick 
it back and forth. We don't really quite know what to do, so I wish I had better news, but, yes, we are 
seeing that. You can come see my fellow. I said to him ... I was like, "You will never lack for a job if you 
have an expertise in both," because at first, he was like, "Isn't this weird to have, like, an expertise in 
both?" And I'm like, "No, you will be one of a kind." So, yeah, go ahead. 
 
>> Are you seeing high numbers of transgender or cross-dresser [INAUDIBLE]? 
 
>> So I'm going to capture that in prevalence of LGBTQI issues with individuals with autism, and again, 
the answer is yes. In the PCAMs battery, we are actually going to insert questions on both of those, and 
we don't quite know what to do with the LGBTQI stuff yet. We definitely do see some sexual identity, 
like, role confusion and gender-identity confusion. I have a client right now that feels like he should be a 
woman, but he actually said it's because he thinks women have it easier. It's not that he actually, I think, 
feels like he identifies as a woman. I don't know. It's very interesting, but, like, talking through that stuff, 
you're like ... Because his mom freaked, and she was like, "Oh, my god," and I was like, "No, I think he 
just ..." But he started shaving his legs. He's growing out his hair, but I think it's his attempt to have 
things easier, so he's seeing it a little bit of a different way. Again, I actually got asked to come speak to 
that topic, and I declined because I said I didn't know enough, and I was really worried because I don't 
ever want to talk about something that I don't feel qualified to talk about, but, yes, unfortunately, again, 
that's maybe the fourth area. And again, people with LGBTQI, can we bone them up on autism? Do we 



do it by ... I mean, we all should know about all of these things but not enough maybe to actually work 
with individuals ethically so all sorts of troubling things, but we're thinking about them and hopefully 
getting some data so very good questions. Thank you so much. I kept you, like, 2, 3 minutes late, past 
5:30. I apologize. Thank you very much. Go over ... You need codes. 


