Wagons to Waivers - Segment 12: The Self-Advocacy Movement

Unnamed Speaker: Do not ever doubt that a small group of people can change things. Indeed, it's the only thing that ever has.

Reba McEntire: Parallel to the Homeward Bound lawsuit was a civil rights movement like Oklahoma had never seen.  A national movement was spreading into the state.  The professionals called it the "self-advocacy movement", but the people with disabilities called it People First, because that's how they wanted to be seen, as people first, and their disabilities second.  People with disabilities were beginning to speak for themselves.

Michelle Hoffman: Along with the lawsuit, we had this self-advocacy movement occurring that was really letting the professionals see how cool people with disabilities were, and how much they had suffered at the hand of paternalism and tokenism, and all the things that occurred to people who are segregated from society.

Judy Leitner: Probably, maybe a dozen states, and most of them were on the east coast that had any kind of self-advocacy groups going.  And so we were beginning, in Oklahoma, to look outside the lawsuit.  We were looking around at what was going on in other states, and we started small.  We started at Hissom and at Paul's Valley, and we would do things with the residents there; dinners off campus, parties, events.

Michelle Hoffman: I actually worked at Gatesway Foundation when I first heard about People First, and I'd read a book by Bonnie Shoultz, who's a national leader in self-advocacy, titled "We Can Speak For Ourselves."  In that book, she talked about a woman named Nancy Ward, and they had both lived in Nebraska and had been involved in self-advocacy there, and I thought "This is really cool."  And I saw a flyer come through the mail that Tulsa ARC was bringing in Nancy Ward to talk about People First.  So I went to the library and heard them speak, and I met a couple of people that were involved in Tulsa ARC, and they were expressing an interest in starting a group.  So, once a month, whoever wanted to go from Gatesway, we'd load up in the bus and we'd go down and be a part of the meeting.  So I became real involved in Tulsa People First.

Judy Leitner: We had a Director change in Developmental Disabilities Services, and they brought in Eranell McIntosh-Wilson, who had been in Michigan, and was in Alabama when she came to Oklahoma.  And she told me that she didn't think Oklahoma had what it took to put together a People First movement like was going on in Alabama.  My cohort and I decided that if Alabama could do it, and they could do it in Connecticut and Michigan and the other places we were hearing about it, we could do it in Oklahoma.

Michelle Hoffman: John Geitit, who was the new director at Tulsa ARC,
asked me if I'd come in and talk to him about self-advocacy.  So I went in, and he said, "I'm thinking about writing the United Way for some money to support self-advocacy in Tulsa, because we have this influx of people moving from Hissom into the community, and we need some self-advocacy efforts."  And I said, "Yeah."  Because he said, "Would you be interested?" and I was like, "Yeah, are you kidding me?"  

And so he wrote United Way, and they funded a position to support self-advocacy in the Tulsa metro area.  So we were starting the Tulsa chapter, and we would work with providers in the different metro areas to see if they would let us start a group associated with the workshop or the group home.  And during that process, I met Judy Leitner and Betsy Stevens and Carla Lumberg, because they were helping support Enid People First and Stillwater People First.  So those were the first three groups, really, that were in the community. 

Judy Leitner: In a matter of a very few years, we went from two groups, to eight groups, to ultimately thirty-plus groups in our state, and they were active, and they were meaningful, and they helped change people's lives.

Michelle Hoffman: We all hooked up, and it was like the perfect storm for self-advocacy, because you have this lawsuit kind of pushing it, you have people with disabilities catching on to the national movement.

Reba McEntire: The storm of self-advocacy started to spread across the state, but the concept was so foreign that it was often difficult for parents, professionals, and even people with disabilities to grasp.

Judy Leitner: I think that was the greatest thing that the People First movement in Oklahoma did.  It liberated us from the old ways and we began, those of us who worked with the group, we made a very diligent effort to look at things through their eyes, instead of through an institutional provider's eyes, or the state's eyes with all the rules and regulations.  And yeah, sometimes people did make some wrong choices, and they did do some things that maybe put them at a little bit of risk, but you know, it was part of the growth process, and I think it was good for all of us.

Michelle Hoffman: What was important to the process was to support people in learning how to have a voice.  And one of the easiest places to do that was at a round table with supports being those of us from the bureaucracy end, supporting people to lead the meetings, to determine the agenda, to make the decisions, and then support whatever it is that they decided, whether we agreed with it or not.  That was the most critical thing that we could do, begin to help teach people to have a voice.  Then we began to see that we were fortunate, because we had some natural born self-advocacy leaders that could inspire people with the greatest of stories.

Reba McEntire: The leaders who emerged during the early years of Oklahoma People First were the Medders brothers, James and Joe, Julie Miller, and Barbara Easlon. 

Barbara Easlon: When that program came around, People First, that brought more reality to me than most things that ever happened my whole life.  That's what changed my life.  And throughout the years, People First came to be my role model.  That brought a lot of my best part of me
out in front of other people, to speak out for myself, and to learn that you just can't be by yourself.

Reba McEntire: In August of 1990, the first statewide self-advocacy conference was held on the campus of Oklahoma State University.  The chapters that had been forming all over the state came together, and for the first time, they ran business meetings, elected statewide officers,
and honed their dancing skills.
Michelle Hoffman: The first year we had elections, and so there was this voting that went on, and people were kind of timid that first year.  "Ok, we're going to elect a President." But the next year, oh yeah, it was on.  I mean people came with stickers and candy, and it was a huge thing from that day forth.  And even today, you hear people early on in the year kind of claim their position, like  "I'm running for President next year, and I want you to vote for me."  So that's a beautiful, beautiful thing to see that.

Reba McEntire: On March 17, 1992, the first Developmental Disabilities Awareness Day was held. It was the largest gathering at the state capitol in Oklahoma's history of people with disabilities, advocates, families, and professionals.

Michelle Hoffman: The first year we had the rally at the capitol, and there was like 1,500 people there with signs. I mean it was like a fire. It was really incredible.  There wasn't a ramp at the capitol.  I don't know if you've tried to walk up those stairs, but it's not quite that easy, and there were people pulling people up those stairs just to get them in to talk to their legislator.  Legislators really didn't believe in this home and community based services system.  They were really doubtful.  They still believed in that hundred years of medical model thinking, that people belonged in institutions.  And helping people have a voice is the thing that really changed that model, I believe.

Barbara Easlon: We've got to have the support from people in the community, because if it wasn't for the Governors and different people, we wouldn't get the things done for people with disabilities.

Michelle Hoffman: Every time a person went to their legislator and talked about their experience at an institution, or what it's like to work in the community, or what it's like to get married, a Senator or Representative remembers that.  They have to think about that when it comes time to vote.

Reba McEntire: Oklahoma's People First members and their supporters began to fight for equal rights for people with intellectual disabilities.  One of those was the right to vote.  Oklahoma's voter application specifically barred anyone who had mental retardation from voting.  People First members and advocates successfully lobbied to have that changed.  As with any civil rights movement, after the big battles are fought and won, the soldiers tend to relax, and leadership changes.

Michelle Hoffman: It went through its own cycle of growth.  Kind of took a downturn for a while, and was not...  I mean somebody had to come back and revive it and put life back into it, and Elma Rod along with Jim Nicholson, they're really the ones who stepped forward and made that organization survive.

James Nicholson: I believe People First is critical to developing advocacy on the part of people with disabilities.  And I think that our ultimate goal is to meet the needs and provide satisfaction to the individuals who receive our services.  It's important to have their parents and family members comfortable with what's going on, but the real person that we have to please is the person who's receiving the services.  And the only way we know how to do that effectively, or to do it effectively, is for that person to tell us what it is they want, what they want their life to look like,
who they want as friends, who they want to be their spokesperson.  People have got to be empowered to take that step.

Michelle Hoffman: It takes the individuals who are at the helm, like Jim Nicholson, Judy Leitner, Betsy Stevens, Johnny Birch, Steve Pitts, Joanne Goin - all those people have to believe that people can speak for themselves, and should.

Unnamed Speaker: We have important things to say!

Reba McEntire: Learning to speak for themselves changed peoples' lives.  Some of the former  Oklahoma People First members have moved on to not only lead self-advocacy groups in other states, but have risen to national prominence as well, and they have paved the way for a new generation of self-advocates who are growing up and taking the lead.

Michelle Hoffman: Yeah, it's very exciting to see that the work we did early on, and all the gray hair we got through the years, has paid off, and Oklahoma People First is now its own nonprofit organization with a board of directors and paid employees.  And you're like, "Wow, we really did all that."

