:00 [Narrator] Welcome to the Treat People Like People podcast. Our guest today is Robert Stack, author of the book, Silent No Longer and the president and CEO of the non-profit Community Options. Here’s Robert:


:14 [Robert Stack] Community Options is a nonprofit organization that I founded in my 30s. So, it's been around for over 30 years. Our mission is to develop housing and employment for people with disabilities. 

:26 [Robert Stack] It bothers me even to this very moment that I'm speaking to you, that there's still thousands of people that are relegated to live in these kinds of facilities. The people didn't do anything wrong, and the people didn't hurt anybody. They didn't do anything against society. And yet they're relegated to live in these warehouses. They're relegated to live in nursing homes. They're relegated to live in orphanages.

:47 [Narrator] To understand what drives that kind of passion and urgency, we have to go back. Way back. To a seminary outside Pittsburgh, Wednesday afternoons, and a little girl named Tanya.

1:00 [Narrator] Robert grew up wanting to be a priest. He was enrolled at St. Fidelis Seminary in Pennsylvania. Six days a week of Latin, French, math, and English. The only escape: Wednesday and Saturday afternoons. You could play sports, which Robert was terrible at, or you could volunteer. Robert chose the latter.

1:21 [Robert Stack] They had us go to this building, which wasn't far away. They bused us there. And it was an orphanage sort of a thing, or an institution. And it was for children with significant levels of disabilities. 

1:32 [Robert Stack] And I met this little girl named Tanya. she was born without a disability from what I understand. Her father was psychotic and he tried to smother her to death. The result was significant levels of brain disabilities and a lot of other sorts of ramifications. You know, she would drool all over her arms and she would have problems. I worked with her every Wednesday and every Saturday, we would go to the mall, we would hang out together, we would play. And I got her to chew, and I got her to do a variety of little things. I was only at the time 13, 14, 15 years old. We had a very nice relationship, and I really liked seeing her. And I liked taking her to the mall and she'd hold my hand and it was like I was her big brother type of thing

2:15 [Narrator] In his junior year, however, Robert realized that priesthood wasn’t for him after all. He left the seminary, finished high school, went to college, and eventually landed in a graduate philosophy program at Kent State. His plan was to get his PhD and head to Colorado. Then came a reunion.

2:35 [Robert Stack] And I went back to the seminary to see my friends. And I decided I was going to go up and see Tanya in this building. And it was totally shut down and out of business. I later learned they moved her and other individuals into large congregate care, institutional warehouses. She ended up in a place called Pennhurst, which was a horrific institution in the Philadelphia area.

2:57 [Robert Stack] I wanted to see what this Pennhurst was. And when I saw Pennhurst, I'm like, this is a horrible place. I said, why do the people live here? And I wanted to see if I could figure out how to get her out. And I was no family member. I was no relative. I had absolutely no blood ties at all. But I was very frustrated because I couldn't do anything about it. 

3:14 [Robert Stack] And that's when it really kind of dawned on me that, that it really wasn't important if people understood the allegory of the cave by Plato or whether or not, you know, Sartre's existentialism was going to have a long-term effect on anyone. And I decided to put the magic marker down, if you will, and, and devote my life to disabilities. 

3:35 [Robert Stack] I was able to get a job at an institution called Suffolk Developmental Center.

3:41 [Narrator] It came with a 50% pay cut and a title nobody had a real definition for: Assistant Recreational Therapist. And what he found there only affirmed what he’d seen at Pennhurst.

3:55 [Robert Stack] I worked on the ward, and I did things and I got involved with all the people with disabilities in this institution. And that's when I saw how really bad it was. 

4:03 [Robert Stack] My roommate and I when we would run in the morning, we would see like a bunch of people, like just milling about in a big day room. And we would see a few staff staring up at a, at a television that was suspended from the ceiling with wire hanging. And then that night, whenever I would come home, I would drive by that same building and I would see the same people, you know, leaning there. And they were staring at the television as well. I was just absolutely astounded at how horrific it was and how no one should really live there like that.


4:37 [Narrator] In the coming years, Robert would work in different roles for several institutions and in government organizations. And the more he worked with people with disabilities who were shut off from society and any human dignity, a plan started to form in his head. 

4:54 [Narrator] The plan was to move people out of institutions and into the community. Into their own homes. Into jobs. And, most importantly, into life.

5:06 [Narrator] Robert eventually founded Community Options. And somewhere along the way, he started writing about what he'd witnessed. Because he kept running into the same wall: people couldn't see what he saw.

5:20 [Robert Stack] People with disabilities bring a gift. When they come to work, they come to work with dignity and grace. I meet so many people with disabilities who are just really terrific people and they enrich my life and they can enrich everyone else's. But if they're tucked away, if they're segregated to live in large institutions, no one's ever going to find out who they are.

5:39 [Narrator] There’s this misconception that people with disabilities somehow can’t or won’t contribute to society. That they’re ok with not being a part of it. In his book, Silent No Longer, Robert shares the stories of the people he's worked with. To show the world that they are willing and able to contribute to society.

5:57[Narrator] One of those stories is that of Bernard. Robert found him at the John Stone Training and Research Center in Bordentown, New Jersey, an institution he was working to close.

6:09  [Robert Stack] One of the people I talk about my book, Bernard. So here I am at the John Stone Training and Research Center. 

6:17 [Robert Stack] I walk into a ward and there's a guy. And the guy is sitting there smiling and he's at a table. And he has a, a, a bunch of magic markers. And I go, hi, how are you doing? And he goes, “Good, my name's Bernard.” What's your name? And I go, Robert. And he goes, okay, Bob, good to meet you. So I go, oh, good to meet you. And I go, what are you doing, Bernard? He goes, well, I'm taking these magic markers and I'm putting them in the box. I go, then what do you do? He goes, well, I fill up this box and I put the little box in a bigger box. And I go, what do you do then? He goes, after I fill up these little boxes, I fill up the big box. And then I fill up that big box and put it in a bigger box. And I said, and then what do you do? He says and then I dump them out and do it all over again. Ridiculous, isn't it? And he realized without articulating the fact that what he did had absolutely no purpose. Absolutely no reason. 

7:02  [Robert Stack] So I said, well, would you be interested in living in a house in a community? And he said, of course. 

7:09 [Narrator] Robert got Bernard out. He got 17 people out, actually. The ones no other agency would take. Blind, deaf, multiple disabilities. He got them all.

7:24  [Robert Stack] I got Bernard out of the institution. He was very, very bright and very interested. He worked as a volunteer for the Stony Brook Watershed Treatment Center. And he liked it. He could answer the phone and he showed that he had, you know, a really great repertoire. He had this unbelievable verbal retention. 

7:41  [Robert Stack] I found a condo. The banks didn't want to give us the mortgage because they were afraid that if we defaulted, they wouldn't be able to throw a blind guy with intellectual disabilities out on the street. But after a lot of harraging, wheeling and dealing, we were able to get him in. We got him a job and he was a receptionist and he was, he's been a receptionist. I think he's retiring now, but he'd lived there for years and years. And he was living in this apartment. He, he would take a bus on his own to the, to the, to the building that he worked in. He would work there and we give him very minimal support. 

8.17  [Robert Stack] I saw how easy it was to do if you did it right. I'm watching people that didn't have anything to do relegated to live in these facilities. And now they have a purpose, all of us should have a purpose.

8:29 [Narrator] And then came a reporter to do a story on Bernard…

8:34 [Robert Stack] This woman stuck a microphone in his face. And she said, why did your parents put you in an institution? And he said, because the doctors told them that was what was best for me. And then they said, what did you hate about the institution the most? And he thought about it for a few minutes and he said, they told you when to go to bed. They told you when to get up. But the most I hated was that you had to take ice cold showers and with a lot of other people, which I think is a pretty telling story.

9:05 [Narrator] Choice. Dignity. Self-determination. Those aren't abstract values in this work. They're the difference between being trapped in someone else's schedule and rules and a life that belongs to you.

9:20 [Narrator] Aaron’s story is a good example of how people can thrive when you, in his case quite literally, cut them loose.

9:28 [Robert Stack] Aaron was a fellow who was placed, he's from New Hampshire. His mom is from New Hampshire and Aaron was placed. He has, he was called level three, whatever that means. Level three autism, which is a nice label. Everybody loves to give labels to people. So they gave him the level of level three autism, meaning he had pretty aberrant behavior. And everyone decided they couldn't take care of him. And so they put him in the Judge Rotenberg Educational Center. The Judge Rotenberg Educational Center is based in Massachusetts. And at a very high cost, they kept him in this institution.

10:03 [Narrator] The Judge Rotenberg Center uses aversion therapy. The idea behind aversion therapy: pair an unwanted behavior with an unpleasant stimulus, like an electric shock or physical discomfort, until the brain stops associating that behavior with anything but pain. It's been used on people with disabilities for decades. Most major medical and psychological organizations now condemn it as cruel and harmful. 

10:31[Narrator] At Judge Rotenberg, the primary tool was electric shock.

10:36 [Robert Stack] They use a lot of electric shock therapy. And when I say electric shock therapy, I don't mean like the kind, like the cuckoo's nest where they shock your head. I'm talking about aversion therapy. They have backpacks, and the backpacks have a really nice battery pack, so they don't lose any, any electric, uh, juice. And they can shock people that way.

10:56 [Robert Stack] That's one method. They use a whole bunch of methods. They would, like, they roll people up in mats and sit on them. They use restraints and they, they tie them up. And that's a normal thing. But electricity seems to be their most common way of dealing with behavior that they find is being aberrant.

11:14[ Narrator] So, what exactly is “aberrant behavior?” Well, basically everything that isn’t “normal.” Self-injury, yes, but also aggression, compulsive repetitive movements, non-compliance, refusing an instruction, and behaviors that in any other context might just be a bad day.

11:34 [Narrator] But back to Aaron.

11:37 [Robert Stack] He was tied to a conference table when we first met him. And so that was the first impression that we were given. 

11:44 [Robert Stack] This just happened a few years ago. From what I can understand, it was under a court order from the Department of Justice or somebody that they had to get people out of these places and they had to do it pretty quickly. And I said, well, look, we can do it, but we just, we just started working with you. We have no homes for anybody to live in. We have no infrastructure. We have no staff. We have nothing. And they said, oh, well, can you put them someplace else? So I said, well, we have a vacant house in San Antonio, Texas. They said that sounds fine. 

12:13 [Robert Stack] So I had the woman, her name is Samantha Cutler, do a FaceTime of the house in San Antonio and show it to the families and to the clinical people. And they go, oh, it sounds like a nice house, looks like a nice house, sounds like a plan. So they said, okay, let's do it. 

12:27 [Narrator] Then came the problem of how to get Aaron to Texas. No government ID. No commercial flight. The Judge Rotenberg Center offered a solution.


12:37 [Robert Stack] How are we going to get them to Texas? San Antonio, Texas and New Hampshire are pretty far. So they all opted to fly him. 

12:45 [Robert Stack] However, the problem that they had was they had no government ID.  So they couldn't put him on a commercial flight at all. And they were afraid to do so anyway. So the Judge Rotenberg Center said, what we can do is we will fly him down there on a Pilatus air ambulance. And the state of New Hampshire said, we'll pick up the cost. So I said, okay. But my staff said. We'll go. And they go, no, no, we don't want you to go. So we said, okay, fine. My staff got very upset and they were saying we think we should handle it. I said, look, we won the war. We might've lost the battle of who flies him down. 

13:18 [Robert Stack] Anyway, they flew him down and he was in handcuffs and, uh, leg irons and he had been shackled to this, uh, to this plane. It reminded me of the old Silence of the Lambs with Hannibal Lecter, you know, shuffling, with a grotesque mask on and the epitome of evil, but this wasn't a movie. It was real.

13:38 [Narrator] Wonder what happen next? Right after Aaron was placed in the San Antonio house, something shifted.

13:45 [Robert Stack] He was placed into a small house in San Antonio. And in very short order, he was pretty much, uh, able to deal with, uh, all the things he had to deal with, including, um, going out into the community. He would walk down the street. People knew who he was. Staff would be with him. They took him to places like a rodeo. They took him to fast food restaurants. And he was very, very happy.

14:10 [Robert Stack] I said, you know, we have to get this guy some government ID. The guy had no government ID. That's how little valued he was. And the, the funny part about it is they had, the staff had a hard time getting him a passport. Samantha, who runs the place and she was the one that really catalyzed the placement. She said, well, what, what is your problem with, why can't you just get him to get a passport picture? Well, they said, in passport pictures, you are not supposed to smile. And it was very hard for us to get him not to smile because he loved to smile so much because he was so happy.

14:44 [Robert Stack] He was there for quite some time, and we wanted to, um, keep him there. But, uh, the state of New Hampshire said, no, no, no, you have to bring him back. So he wound up back in New Hampshire. And, uh, the last time I saw him, quite frankly, was probably around Halloween. And he was with staff, uh, picking pumpkins. And he's doing well. No one ties him up. No one hurts him. No one holds him back. And he lives a life now that he never would have lived before. His mother is delighted with the progress he's made.

15:11 [Robert Stack] He doesn't speak, uh, but he's an example of why I say silent no longer, the title of the book: “Silent No Longer,”  because how long are we all going to be silent no longer? And when are we going to speak up for people like Aaron who can't speak up for themselves and say, “Hey, you really shouldn't shackle me. You shouldn't handcuff me. I didn't hurt anybody. And I don't deserve to be manhandled in such a grotesque, uh, way in such a medieval way. And I'm not a prisoner. I didn't do anything wrong.”

15:42 [Narrator] Aaron's story isn't an isolated case. There are hundreds, thousands of cases like his. Robert knows their history all too well, and he needs you to know it too. Because it's far from being. Even if most people think it is.

16:00 [Robert Stack] In the 70s, there were hundreds of thousands of people living in institutions and they, they made them farms. It's kind of like, well, we're going to put them all where they can be with each other. And all the people with intellectual disabilities can all be with each other. The doctor would say, well, the best thing for you to do is go into one of these institutions. And they, they built them more and more and more.

16:24 [Robert Stack] They're going to be safe. No one's going to hurt them. No one's going to bully them. No one's going to make fun of them. They're not going to run away. We're all going to, we're going to make sure that they're in our care. They'll be with their own kind, which I always thought was kind of a disgusting comment, but that's what they would say. They'd be with their own kind. The parents felt, well, they, they can take care of them. I can't. So it's in our best interest and in our son's or daughter's best interest for them to be in those institutions.

16:47 [Robert Stack] It was a way to separate them, put them in a place where they would get that quote unquote proper care. And then no one would have to worry about them again.

16:55 [Robert Stack] I think parents, by and large, were confused or they were sold a bill of goods by being told that institutions were good for their son or daughter to live in. And I know that it's different now. Parents are starting to see that if their son or daughter lives in the community, they're going to live a better life in general. And it's also more social because they have more people that they can interact with. What we do is we believe that people with disabilities should live in the community and they should live a good life and they should be with other people.

17:29 [Narrator] Robert is still at it. Community Options operates across multiple states. He's still moving people out of institutions. Still making the same argument, one placement at a time.

17:44 [Robert Stack] If I can get one more person out of a crappy environment of an institution, I feel like I've done something.





