
:00 [Narrator] There's this thing we do with each other. All the time. This endless stream of words, and signs, and letters: Communicating. But what happens when you can’t speak up for yourself?

:12 [Narrator] Today's story is about being heard. And about what happens when people who've never been heard finally get a voice. It's about a man whose bubble burst, how he stumbled into a world that many Americans had never heard of. And how it changed everything he thought he knew about intelligence, dignity, and what it means to connect.

:34 [Narrator] This is the Treat People Like People podcast with stories from people who work alongside people with disabilities. And here's Dan Reed.

:44 [Dan Reed] My name is Dan Reed and I live in Saint Paul, Minnesota, and I retired a year and a half ago. But about 40 years ago, I kind of stumbled into a new profession, and that's working with people with disabilities. It changed my life and certainly changed the life of the people that, that I supported.

1:07 [Dan Reed] It's been an incredible journey and I'm really excited to talk about it.

1:12 [Narrator] Before Dan Reed became the person he's describing, he was someone else entirely. A guy riding the biggest wave of his generation, the personal computer revolution.

1:24 [Dan Reed] Well, in the old days, when I got out of school, I was real hot shot. I got involved with the release of something called the PC. It was just wild. I got caught up with some startups in the Twin Cities. I got involved with two that were great and both failed, of course. And then, I got involved with another. I got to work with executives all over the Twin Cities, whether it was General Mills, Cargill, U.S. Bank. I introduced them to a product that was the precursor to PowerPoint.

1:57 [Narrator] And that’s when his bubble burst, and he found himself in his brother’s basement, looking for a new job.

2:03 [Dan Reed] My partner had a heart attack, and died. And his family wanted to sell the business, and they did. So then, I went to work with another company, lost all my money. What am I going to do? And then there were no jobs. That was, you know, after the crash of the PC and all that.

2:20 [Dan Reed] And I was just applying for jobs, and I, I used to have a fancy condo up on Summitt Avenue in St. Paul to my brother's basement. And then finally, I found this job in the paper. It was like marketing director for some company. So I went to the interview, and that’s where it all started.

2:37 [Narrator] That company was Midway Training Services. And to understand what Dan was walking into, you need to understand where they came from.

2:45 [Narrator] In 1965, a group of parents in Saint Paul faced an impossible choice: send their adult children with intellectual disabilities to an institution or figure it out themselves. They chose themselves. They rented space at Christ Child School, showed up as volunteers, and gave their sons and daughters a safe space to thrive.

3:08 [Narrator] They kept growing. Outgrew a church basement. Outgrew the Merriam Park Community Center and eventually landed on University Avenue in the Midway neighborhood.

3:18 [Narrator] By the time Dan arrived, Midway Training Services had been quietly proving for decades that people with intellectual and developmental disabilities were capable of far more than the world gave them credit for. The organization later became Ally People Solutions, a name chosen for listening to the people it serves, because what these families need most is exactly that: An ally.

3:43 [Narrator] But in the early days? The world Dan was stepping into looked very different.

3:49 [Dan Reed] It was started by parents who kept their kids at home. They’d been through it all. Your kid can't do this. Your kid can't do that. 

3:57 [Narrator] Sixty years ago, most Americans had never met a person with an intellectual disability. Not because there weren't any — but because they'd been made invisible. Sent away and warehoused by the system. And most people never even thought about them.

4:13 [Narrator] Dan, however, was about to think about very little else in the coming years.

4:18 [Dan Reed] The thing is because people had no idea about people, disabilities, they were locked away. Unless, you had a family member or a neighbor, maybe. We didn't see people with disabilities. They were all sent away and quote unquote, forgotten. Imagine dumped at an institution, not a friend in the world.

4:36 [Dan Reed] They lived in horrendous situations. Like they'd be tied up to their beds and stuff. Oh, that was therapy. Well, there was no funding. So like, you know, the state House was like in Brainerd or wherever Saint Pete, whatever. At night there'd be one or two staff for hundreds of people. And that's just the way it was.

4:51 [Dan Reed] As the state hospital started to close where these people were going to go? And I became unwittingly a part of that.

5:00 [Narrator] Dan's job, it turned out, was something no one had really done before on this scale. As institutions began to shut down across the country, thousands of people with disabilities were moving into communities that had no idea how to receive them. And people with no special training were handed the mission to integrate them into society.

5:21 [Dan Reed] To find employment and activities in the community. Literally thousands of Dan Reeds around the country that had no training and were going to get them jobs. I went to every neighborhood meeting. I was active in all the different clubs. And I'm just very conversational and again, what are your needs at your business, just to see if there might be a potential fit.

5:44 [Dan Reed] I didn't know any better, otherwise I wouldn't have done it. You know, ignorance is bliss. 

5:47 [Dan Reed] Two things that really hit me. They call them clients. If I talk to them 1.5% of the way the staff were talking to the clients we had. I'd be taken off shackles by the security. So that was made no sense to me. 

6:02 [Dan Reed] They really didn't have any, schooling, most because most of them came out of the state hospitals. But one thing that the first time I was there, one of my staff buddies said to me during orientation. None of these people have friends, only the ones that are paid for the privilege. And that stuck with me. How could people not have friends? And I thought, well, I'm going to see if I can become their friends, I mean, you got to get to know them before you can find them a job, and that's how it really started.

6:29 [Dan Reed] And I used a lot of humor to try and get to them, cause that's how I roll.  One day, I said, how was your weekend? And, you know, they're kind of most, didn't talk, but it didn't matter, you know?

6:46 [ Dan Reed] And I said, well I spent, you know, I spent Sunday at the “Church of Saint Mattress,” and one of my buddies rolled his eyes and I went wait a second. You did that just like one of my other buddies would do that. And he just walked away. I went to one of our speech therapists. I told her and she goes well, that's weird because humor is the hardest thing to so understand.

7:06 [ Dan Reed] Someone said, presume competency. Well okay, I did, and I could see it that they had intelligence.

7:15 [Narrator] Dan was onto something. He could feel it — there was more going on inside the people he was working with than anyone had ever stopped to notice. The eye roll. The reaction to a joke. Intelligence that had nowhere to go.

7:29 [Narrator] Then one night, he was watching the news. And what he saw was something called Facilitated Communication, or FC. It's a technique that emerged in Australia in the ‘70s and made its way to the United States in the late 1980s. The basic idea: a trained support person provides physical assistance while a person with a communication disability points to letters on a keyboard or a letter board, spelling out words, thoughts, responses.

7:56 [Narrator] The premise behind FC is that some people have the cognitive capacity to communicate but lack the motor control or neurological pathways to do it independently. The physical support helps bridge that gap, giving someone access to a voice they already have.

8:13 [ Dan Reed] The first time I saw it was on ABC news, and a person like a caregiver would hold someone's wrist and the person would point at letters on a keyboard, whether it was on like a little personal computer or whatever. We even just had sheets of paper. They would go to letters to answer questions or explain stuff.

8:37 [Narrator] And while researchers debated who was really doing the communicating, the person or the facilitator. For Dan and the folks at Midway Training Services the proof wasn't in the studies. It was in the room. Yet it looked different for everyone.

8:52 [ Dan Reed] Oh, it varies. Some people are just you tap on the shoulder, it's like an encouragement thing. Yeah. You got this, go ahead. And it also encourage them to verbalize too. You know. Yes and no goes a long way.

9:07 [ Dan Reed] Some people like the old-fashioned picture books because they're handy. Um happy, sad. And those can't be discounted, you know, especially if they know that they're going to be listened to. When you listen to them or when you give them the opportunity to explain how they want to communicate. Everything changed. 

9:23 [ Dan Reed] One thing about FC and all of it all was really controversial blah blah blah.  And we took it for what it was. Because we saw immediate changes. We connected and then we knew that there was more in there and that changed the whole relationship. 

9:41 [Narrator] This is the thing Dan keeps coming back to. It’s not the technique itself, but what it unlocked. Because once the people he worked with had a way to speak out and be heard, it turned out they had a lot to say. And what they said transformed the way Midway Training Services operated.

9:59 [Narrator] It also challenged everything the staff thought they knew about communication, including that thing we all do every day: talking.

10:08 [ Dan Reed] Talking is about the least effective communication tool there is, cause it's guarded. Whether it was what's your favorite music? Why do you like this song? And then you just shut up and listen. So it takes two or three extra seconds. Who cares? You really care about them. You really care about their answer. Sit there. Or provide other things. Can you color it for me? Can you find it in a book? I got all day. And once you have that trust, they're calmer. You're calmer. 

10:38 [ Dan Reed] It is almost a little overused, but there's a real power there, because it's so respectful. Once you get there and connect, you pick up all their communication beyond verbal.

10:52 [ Dan Reed] They knew we knew they were smart. That was the most important thing. That they cared about themselves. They cared about other people. They had dreams, well you got to listen, because if they know you're if they know you're going to listen, they're going to do it.

11:05 [Narrator] Once Facilitated Communication was introduced, things began to change. And  fast. Not just for the individuals at Midway Training Services. But also for their families and the staff.

11:17 [ Dan Reed] One story that I was working with one of our guys, he just blossomed incredibly once he was allowed to communicate. So I called his family and I said, can you come in for a meeting? And they hated that. I said this isn't bad. Because all they ever heard was how bad their people were. Imagine hearing that year after year after year, you know, like a little bit of you dies every day, every day you’re at these meetings. 
 
11:43 [ Dan Reed] It's going to be good. Come on in. Well, lo and behold, all of his siblings came. And siblings are very complicated. Lot of hurt feelings at home. It's complicated and I, they sat down on it, and then finally I just said. I’m just going to tell you straight up, we think your brother is really smart. It was really quiet. I looked up and they were all sobbing. I go what's wrong? When we were young, he was the smartest. And they sent him away.

12:09 [ Dan Reed] Swallow that one.

12:11 [Narrator] Empowering someone to use their voice and listening to it doesn't just open up the present. It opens up everything they've been carrying. And the people who came through the state hospital system had been carrying a great deal.	Comment by Erin Vasseur: @jon - does this sound like through our to in the recording? 

can you swap? 

12:25 [ Dan Reed] We listened to them and we tried to change what was upsetting them.

12:30 [ Dan Reed] As they got more normally treated. Things would flare up. One of our guys was doing phenomenally well. Off the charts well, after we could communicate and all of a sudden he started to get really withdrawn. Sad. Throwing stuff. And I go, what's wrong? He goes, the nightmares are back. He was having post-traumatic stress about how he was sexually abused for years in the state hospital. It's like you let your guard down a little bit and it pops up. 

13:01 [ Dan Reed] And then another guy, oh, you would of loved all these guys, that this guy was like your old grumpy uncle, he just loved you, but he was grumpy, you know? And, he was, he threw some stuff. And I said come in my office. I go, what's wrong? I said, you're acting like a jerk. What's wrong? Just like you would a friend. He start sobbing. And he goes, “When I was in the hospital, my best friend, they drowned him in front of me and I couldn't stop them.” 

13:29 [ Dan Reed] I’d throw some shit around too.

13:32 [ Dan Reed] They could talk about it and share their stories, you know, and they weren't alone and they were supported. So FC opened everything up for us.

13:42 [Narrator] Communication didn't just surface trauma. It created pathways to healing, to learning the truth, and to becoming a working member of society. Employment was actually a big deal, and the Midway Training Services team got creative about it.

13:59 [ Dan Reed] You're there to support them, make them better. That's a whole another very interesting thing about how to prepare them vocationally. Art was really significant. We combine social skills and music. So people could play the piano. They could play their favorite song. Why don't you bring in your happy song? Bring in your sad song. Well, once you did that, then they can talk about why they're happy or why they're sad.

14:20 [ Dan Reed] We did art and social skills. One of our happiest, quote unquote, Down Syndrome, because they're all happy all the time. If anything, they're more emotional because they're really cool people. So it was, “Well, how are you feeling today?” That was how they started it. “But draw it first and then we'll talk.” So they had about five minutes and they drew their little picture.

14:42 [ Dan Reed] Got to him and he goes, oh I'm great. I looked down at his artwork. He was hanging himself. “Hey, what's that about?” 

“I can't talk about it right now.” 

“When you want to talk about. Let us know.” 

Next week he talked about, he couldn't do his whole job anymore. He felt like it was a failure.

14:57 [ Dan Reed] Anyway, we dealt with it there. We took that task off his to do. Job didn't care. “Oh, sure. We love him. Yeah. We’ll have someone else do that for him.”

15:06 [ Dan Reed] The work thing was so big because many, many wanted to work. And like one of one of our best workers; it doesn’t matter if it was the best, the middle of whatever; just he was a good worker. He started having panic attacks on the bus. Well in the old days we would not know what’s wrong. He must not like the job. Pull him off the crew.  And it was typically on a Monday. He goes “I'm afraid I'm going to forget what I'm supposed to do at my job.” 

15:35 [ Dan Reed] Oh, so the job coach said, “Hey, remember how we did it? We did like this.” Even had a little video. “Got it.” So it was to prevent a panic attack. He didn’t want to embarrass himself at work. It was sweet. Cool. That's a simple accommodation and very understandable.

15:53 [ Dan Reed] Oh my God. Nothing more rewarding than have someone, being their job coach, and have them just do a bang-up job. And we were so successful. Well, we went from, what, three workers to 70. They were my clients. I'm there to make them look good, give them the opportunity to succeed, to be better. Because when they're better, I'm better.

16:17 [Narrator] Here's a question that Dan keeps circling back to. Not just what this work gave to the people he served, but what it gave to everyone else. When you silence a group of people, what do you lose? What ideas, what observations, what insights just disappear into the void? Because, as it turns out, the people who had been sitting quietly in the corner of the room for thirty years had been paying attention all along. Very close attention.

16:49 [ Dan Reed] I mean, there's some real insightful people there, and one of the reasons that is they observe the world for 20 and 30 years. They were watching everything.

16:57 [Narrator] Dan's book Paid for the Privilege was published in 1996. It features the kinds of conversations he started having once Facilitated Communication opened the door. Big questions. About justice. Sexism. Spirituality. Faith. What it's like to grow up with a developmental disability or autism. Thoughts that had been forming for decades with nowhere to go. And every word is as eye-opening today as it was 30 years ago.

17:29 [ Dan Reed] I think there's renewed interest in the book, because it's our history and  we're under attack again. And if you don't remember your history, you're probably going to repeat it. It is amazing how, how if you don't maintain their advocacy, things just continue to slip away.

17:48 [Narrator] Despite his complete career shift, Dan has never really left the communication sector. From PCs to FC, he’s always been the guy who connects people.

17:58 [ Dan Reed] And a whole world of new friends and the appreciation for differences. And that quality of life doesn't mean you have six cars and four houses. I mean, these were our true friends. I mean, we actually helped each other. They helped me help them. And, so, you know, very quickly I realized that this is what I was supposed to be doing.

18:18  [ Dan Reed] You know, hotshot baloney.




