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Interview with Jackie Brand by Chauncy Rucker, November 1, 2007

RUCKER:
I’m Chauncy Rucker.  It’s November 1, 2007 and I’m at the home of Jackie Brand in San Rafael, California.  Jackie is the founder of the Alliance for Technology Access and president of the Independent Living Network.  Jackie, I’d like you to just start out by talking about why you became so interested in technology and what you did to get so many other people involved with technology for individuals with disabilities.

BRAND:
Okay.  I began my interest in technology after my daughter became disabled.  It was an early period in technology.  There was a sense that there was a revolution about to occur.  And I felt that there had to be some technology solutions for some of the challenges that we were facing with our daughter.  I was not by nature or training a technologist in the slightest.  So under almost any other circumstance, I can’t imagine I could have really gotten involved in technology.  I had been teacher, and I think I would have been not at early adopter but a late adopter to the technology.  But Shoshana’s disability really changed all of that because we began to see that this technology that was beginning to evolve could have real promise for enabling her to become a learner, to express herself, to have some level of independence and productivity.  We had no idea what technology was out there in those early days, which were in the early ‘80s, but there weren’t people around that knew anything.  And so after my husband 
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first took a year sabbatical from teaching and went back to school and learned a little bit about programming, and we began to meet with a group of people up at the Lawrence Hall of Science in Berkeley, California and found that there was incredible interest in learning more about the potential of technology.  We had some meetings up at the hall and saw combinations of people we’d never seen in the room together before.  And it was very interesting.  Not only were there parents of kids with disabilities, adults with disabilities, teachers, educators, professional technologists, people who were in the corporate world, by and large, medical people.  All had an interest in understanding what this technology could do in the end and all very interested in seeing technology applied to positive and life-affirming purposes.  So we were very excited by those first early meetings.  I didn’t have at that time in my mind a notion of building an organization, never mind a national organization.  I was just looking as a parent to learn and educate myself and find other people with either expertise or at least interest.  And we got to meeting and after several meetings it became clear that this was a group that really wanted to grow and really to dig more deeply into what was possible, what could we do, how could we influence the field of technology to address some of the needs that we saw that were out there.  And we all began to have a dream and realization that technology really could change the way technology—the way disability played itself out in any individual’s life.  And all of a sudden, “She can’t do this,” became, “Wait a minute.  We haven’t found the tool to help her do it yet.”  And so it was enormous mental change and shift in attitude to begin to understand just the very tip of the iceberg of what technology might mean.  That’s not to say I could have begun to predict where technology has gone, both in positive and negative ways.  I am both delighted by what I’ve seen over the years and disappointed in how much still needs to—

CR:
Mm-hmm.

JB:
—to be done .  But anyways, in those early years it was very exciting and very positive for all of us to think about ways in which we were going to have some impact in helping our kids to grow up with some of the tools they were going to need to be full participants in school and in society.  So eventually, we created this little organization based on just a handful of people that came together.  One of the earliest things we did was create a little committee that became the first board of directors and took a collection.  And with that collection of early funds, put me and another parent on a plane to go to Closing the Gap [laughter] where I met Bud and Dolores Hagen.  And I think it was the second year of CTG.  And I left that conference a changed person for life, of course.  A lot of exciting things happened.  I met Dee and within 10 minutes we were hugging and sharing war stories and—and excitement and all of that.  And I realized that this was something that was going to have a huge impact.  I came back to California so excited and so thrilled about the possibilities.  Besides Dolores, the other very significant person I met at that conference was Allan Brightman, who was working at Apple Computer.  He had given the keynote address and, after that conference, I waited, along with a lot of other people, to try and catch his attention.  I practically tripped him walking past [chuckles] so he had to stop and smile.  And I started to blurt out, “You know, we’re—we’re starting a new group and—and we’re kind of in your neighborhood because we’re in Berkeley and you’re down in Cupertino.  And I wonder if you’d like to come visit us.”  And I started telling him all the things we were trying to get started.  And he said to me, “You know, I have a better idea.  Why don’t you come down and visit us?”

CR:
Whoo—

JB:
And I said, “You’re right.  That’s a much better idea.”  And so I gathered a group of about 15 of us, kids, adults with disabilities, teachers, parents.  And we went down and did about a three-hour show down at Apple to talk about the little—the things we were doing.  We were using Apple II’s and trying to get the Adaptive Firmware Card and the Unicorn Keyboard all working together along with the ECHO Speech Synthesizer.  Anyways, we had a wonderful session where the response was just so positive, and that led to tremendous support and involvement of Apple in the early development of what came to be the national movement, which became Alliance for Technology Access.  The earliest years of Disabled Children’s Computer Group were filled with vendors of products who were developing very small, fledgling businesses, wanting to talk with real users and potential users, and potential users wanting so much to meet with these developers and to share ideas and test out products.  We shared a tremendous amount with the growing—small but growing vendor community.  And we began to get phone calls from all over the country, not just locally.  People who had heard that we were getting started and wanted to do similar things in their own communities.  And you know, I started by saying I’m not a technologist and I wasn’t a technologist.  I literally stayed kind of 10 minutes ahead of the next person that came through the door to learn something about technology.  And I only could imagine having the gall to do that because there were no experts.  And you just had to try and learn it and learn where you can and then turn around and share it where you could.  And so that’s kind of how Disabled Children’s Computer Group got started.  And it has grown over the years.  It is now called Center for Accessible Technology in Berkeley.  And they do great work, working with families, working with people with disabilities, working with educators, working with rehab counselors.  They just do tremendous work in the Berkeley Bay area.  Well, one of the things that happened as we were growing and as we were developing the relationship with Apple, who was an early major sponsor, was Apple started asking us, “Well, is this Disabled Children’s Computer Group kind of a Berkeley thing?  You know, Berkeley’s kind of a unique place.  Or is this a model that could be replicated on a national level?”  And all I could say is that, “I’m getting more and more phone calls from people all over the country who are so eager to develop a center,” and provide services the way DCCG was doing, so that I believe that the time had come to try and see the evolution of these centers.  Apple was very interested and said, “Come work with us and let’s see you travel and go meet with some of these people around the country and see whether there is a basis for trying to form a national organization with centers in various locations.”  So along with Robin Cole, who was at Apple at the time, I traveled for about six months and we met groups and families and people who were getting things started, who wanted to get things started, who were looking for hope, who were excited about the possibilities, and through that whole process of beginning to connect up a national community, started to really build the national organization.  And one of the important things, I think, that happened as we began to bring on other centers—there were 11 centers at the beginning with which we kind of had the courage, maybe, or the chutzpah, maybe, to announce ourselves as a national organization, but the important thing was that we began to connect people who had felt so disconnected, who had not felt in their community there was anyplace they could go, because there isn’t, or wasn’t to learn about the technology and meet up with other people and share stories and hear about how one person’s solution might help you either with that solution or think of your own solution.  And it was really a kind of very, very grassroots and very community-based movement that was developing.  We—with the help of Apple, we were all put on an early e-mail system called AppleLink, where we began to put on—on AppleLink questions and challenges that people were facing.  And from all the centers all around the country people would respond with all of their experiences so that we began to build a knowledge base based on experience that just didn’t exist anyplace else.  And again, I think it was—it led us to feel that we were emerging into an era that was really tranformative for all of us, for our kids and for those of us with disabilities, that it really was going to change what life might look like.  And the challenge for all of us was simply to imagine what an answer might be and then to begin to search for people who were approaching those—those similar kinds of solutions.  So again, I—I remember thinking to myself, ‘Well, it’s been challenging for Shoshana to have a disability but I’m very lucky and our family is very lucky.  And Shoshana is particularly lucky,” for two reasons.  One was where we were located.  We were living in Berkeley at the time, kind of in the middle of the beginning of the independent living movement, where there were adults who looked like Shoshana having productive lives and being models and mentors for her and for other kids, but also because this technology revolution really was going to mean the world to her.  And it turned out that was absolutely true and I’ll tell you a little bit about that as we move along.  Disabled Children’s Computer Group, now Center for Accessible Technology, became the model for the national organization.  And it was actually first called National Special Education Alliance, NSEA.  We still walk around with the briefcases that say NSEA [chuckles] from that era.  But eventually, we understood that this wasn’t just about special education.  This was, first of all, about education.  And it wasn’t just about kids either.  It was about kids and adults, people of all ages, for all reasons, that technology wasn’t just an educational tool.  So eventually, the name was changed to Alliance for Technology Access.  And also, over the years, I would say that, along with the development of assistive technology has grown also a very strong movement toward incorporating the principals of universal design into all technology and all products.  And that’s been a pretty important part of my life over these last 10 or 15 years for sure.  Some people see that as in one versus the other and it’s not.  It’s both.  There are some tools that will never have universal application but are critical to the lives and well being of people with certain disabilities.  But there are lots of tools that, if people are thinking about the broadest number of users, could be developed to be better for everybody.  So this whole notion of universal design, I think, is a field that has come of age and that people are beginning to understand better today, particularly as technology users are aging and don’t want to give up their technology, expect the technology to work for them at all ages and as they need compensations for growing limitations.  So the whole notion of universal design really has huge application today and, just in the same way that when we first started the first center, we thought of ourselves as having a separate center for people with disabilities.  And that has changed as well.  And over the years, through the work of ATA, Alliance for Technology Access, we’ve seen more and more how important it is for standard technology programs to have some of the basic tools that would welcome and enable people with disabilities to function in those centers along with their neighbors and colleagues and friends and not have to go to a separate place.  It’s more cost effective and it’s also more effective in reaching people.  Many people with disabilities may not self identify as having the disability.  They simply just say to themselves, ‘Well, I just can’t see,” or, “I can’t hear very well,” or, “I can’t move very well,” whatever it is, but don’t take the next step of really making that identification.  Well, it shouldn’t be necessary—

CR:
Hmm-mm.

JB:
—to give oneself a label to get access to what one needs to function in life.  So it makes perfect sense for technology to be incorporated in a part of everybody’s technology.  So that speaks to universal design but it also speaks to programs that are fully inclusive, as opposed to a  disability-related program and a non-disability-related program.  I think that I have grown to have feelings about—even about special education.  There’s no special life at the end of it.  [chuckles]

CR:
Mm-hmm.

JB:
It’s all the same world we join and so, again, to the degree that we all learn together, we all work together and we all get access to our technology, we worship, we recreate.  Whatever we do, it’s for everybody and we want to see a world that includes everybody.  And people have a variety of abilities and disabilities.  So over the years, ATA has become more and more focused on finding ways to bring technology into existing programs to serve communities of people with disabilities in ways they may not have thought to do in the early days.  So I think we’ve grown and we’ve learned and we’ve tried to become a part of the world and to see all these tools available much more inclusively.  One great example of that is ATA has worked very closely with CTC Net and with working with all the community technology centers around the country, and making sure that they’re both programmatically inclusive and welcoming, and also have tools and some basic tools about accessible technology, as well as knowledge about where people can get more specific information, should they need it and building those relationships and ties between the communities.  So I think that’s been really, really important.  One thing I—I think that has been more difficult than I have wished is that it’s been an ongoing struggle to raise adequate funds to make sure communities had access to technology.  It should not—it cannot, and it still is a have and have not situation.  The digital divide is alive and well in our community still, and unfortunately, because much of the access to technology has depended on the nonprofit sector, and the nonprofit sector struggles to raise funds, it slows down the progress, because nonprofits are forced to spend a lot of time raising money to exist.  And what we like to see is money out there to really make sure everybody’s got the technology that they need.  Progress has been made over the years, but there’s still a tremendous number of people who do not have access.  And the—the research shows that, that the digital divide is really most alive in the community of people with disabilities.  So we’ve got a long way to go there in—in trying to institutionalize, and I hate to use that word, but in some sense to build in to the existing structures the points for access.  Russ Holland always had this idea that there ought to be a sandbox kind of environment where people would come as they needed throughout their lives to check out products and borrow things and—and figure out what tools would be important to helping them in whatever stage of their life they were in.  And we haven’t gotten very far along toward that dream yet, so there’s still a long way to go.  It’s also increasingly a part of—at least a small part of the development efforts of mainstream companies, some more than others, but still not quite as embedded as it needs to be.  I think there is a growing case for the financial reason to build in accessibility on product development.  Some of the early work that Microsoft commissioned from the Forester Research really demonstrated what a huge market there is for accessible technology.  But I think that, culturally, we are still in a place of seeing technology access and accessible technology development as still too connected to philanthropy and not connected enough to good business—

CR:
Mm-hmm.

JB:
—and good market building.  And until we’re able to do a better job of that, I think, you know, we’ll see slow and halting efforts.  We’ve all been through versions of products that seem to be getting more and more accessible, and then another version comes out and you lose access.  So it’s two steps forward and one step back.  I believe that accessible technology, that whole field, has drawn from a very broad range of expertise, different fields that have never been involved together before in areas of concern to people with disabilities.  And bringing that expertise in and all of that brainpower and innovative thinking has allowed some incredible tools to be developed.  Having said that, I still cannot believe, when I look to the schools today, when I look to the corporations today, when I look out in the world today, how few people still have access to the right technology and how few people are using that technology to have productive lives.  It’s still a very small number.  The unemployment rate among people with disabilities is sky high and not—not decreasing very quickly at all.  So we have so much work to do.  And also, I have to say that even the technology, as phenomenal as it is, and I’m going to go back to Shoshana to talk about the technology that she uses and what she’s done with it—still, that technology needs evolution.  There—it’s still clunky.  It’s still difficult to make the parts fit together and work smoothly.  It’s difficult to keep it going without a lot of technical support.  So there’s a long way yet to go.  Shoshana, as a child, was expected by the schools and by the institutions around us not to be able to achieve very much.  So there was pretty low expectations for her.  Just putting a computer in her hand in a way that she could maneuver it in those early days totally changed the way people looked at her.  They immediately thought, ‘Wait a minute.  This kid must be smart.  She’s using technology.’  And it was a technique for me, frankly, to try and bust through those barriers of low expectations and attitude about disability in a way that nothing else could do.  It was kind of a miraculous thing.  It really brought her into the academic environment with some expectation that she could learn.  And the tools that she brought with her—the pencil didn’t work.  She couldn’t read the books because having very little vision.  Because of her CP, she couldn’t maneuver a pen or a pencil or a piece of chalk.  So the technology literally was her pencil and paper and literally was the entrée to an academic world, which has been very important to her.  Today, as a 32-year-old, she runs her own small business called Blue Rose Videos where she rents out—she’s kind of the Blockbuster for the visually impaired community.  She rents out films that have been audio-described to people with vision impairments so they can enjoy the movies like everybody else.  And it came from a few things.  One is, as a child, that was her favorite gift to have is to get a—a descriptive video purchase from WGBH in Boston—

CR:
Yes.

JB:
—which is where you would get them.

CR:
Mm-hmm.

JB:
It’s not to say that they were expensive, but just like the typical video-viewing public, you don’t want to have to buy every video.  You want to spend a few bucks and rent it, return it and get something else.  So Shoshana kept thinking, ‘Wouldn’t it be great if we had that kind of service?’  And she eventually grew up to create that kind of service and she operates a computer that runs her program, her business, keeps her inventory, keeps her customer list, keeps all of her transactions.  She does all of that on the computer.  And then her attendants, who support her, help her with the boxing and the shipping aspect of it.  But she feels and is providing a great service to the community because these films can be shipped free matter and there’s no charge on postage.  She doesn’t have to be a store.  She can be a mail-order type business or an Internet type business.  And therefore, customers come to her from all over the country.  She knows she’s doing great work.  She’s proud of the work she’s doing and I sure am proud of her as well.  And there is no way—no way in this world it could have happened without the technology.

CR:
Right.

JB:
She went to Department of Rehabilitation in the early years and they kind of looked at her and said, “Gee, you know, we haven’t a clue how to give her employment.”  And here was a case where we had to just go back to the drawing board and—and share ideas and think about what is it she wanted to do, and not could she do it or can’t she do it, but how can she do it?

CR:
Right.

JB:
And again, the technology was the answer.  So that’s been a real exciting thing to see and, of course, people who use the service just write her and e-mail her and call her with massive thank yous for giving them access to films that they haven’t had access to—

CR:
Oh, that’s terrific!

JB:
—all their lives.  So that’s been really great.  One of the things that, even with all of the work that so many people have done with ATA and other organizations, Tech Act Work, people like you, Chauncy, and just all—all of the community who has done this work, nonetheless, we know we reach such a small proportion of the public and that part of the barrier to getting access to technology is just having an awareness that it exists, that it’s possible to get, that one can compensate for one’s disabilities through technology, and that some technology isn’t very expensive at all and that there are ways to get a hold of it.  So that story keeps needing to be told and, as ATA is approaching its big gala 20th anniversary and thinking about the next 20 years, I think if we can transform that experience so that most people know that there are other options out there and where you go to find out about them and how you get them funded if you need help in funding, that would be great.  In an effort to see that happened, I got involved a few years ago with a project that led to a film called “Freedom Machines.”  And that was the point also of this film, to try and raise this question of access to technology to a level of a question of civil rights, really.  This is a matter of a huge community, 60 million people or whatever the number is we choose to use today—60 million people, who with technology, can be working, can be productive, can be having full lives and yet, don’t know about it or don’t feel that they can get it, don’t qualify for the services that would help them to get the tools.  So to me, there is a massive awareness campaign that needs to grow.  With that will be—will come obvious markets.  With obvious markets comes development.  With development comes new products.  It’s just a self, you know, fulfilling prophecy that we need to see get revved up and grow into the future, because it’s still a slow process and—and “Freedom Machines” has had a lot of viewers.  And I find I have done many, many presentations where I’ve shown either clips of, or the entire film and then had a discussion with various groups.  It’s amazing to me how surprised people are to see people in that film and what they—what they’re doing.  And also, I think the other thing that the film has brought out to a lot of people is that, “Well, wait a minute.  That person—I didn’t know that person would consider herself disabled.  She’s just got a hearing loss.  Is that a disability?  Well, I have a hearing loss.  I guess that is a disability.”  And there are things we can do.  It’s not just go in a corner and, you know, wait to grow old and die.

CR:
Right.

JB:
It’s, how do you deal with the needs for extended capabilities in various areas?  And I think “Freedom Machines” has done a really great job in trying to raise the public awareness.  But I think a lot more public awareness needs to take place.  I would really like to see a campaign that we could find partners that would come together to really promote awareness of technology, not only broadly across communities, but with an understanding that various different cultural and ethnic communities look at disability and technology in different ways and need to be approached in ways that are comfortable and are appropriate to those communities.  We are growing, as a country, to be such a diverse country.  And yet, I think that the field, both of disability and the field of assistive technology, is so disproportionately a story of middle class white folks.  And that’s not who we are as a community.  So we’ve got a lot of work to do in terms of really reaching out effectively to all communities and, certainly, work is being done in this area.  But it’s an area that still needs a lot of work.  One of the things that I’m involved in right now with Shoshana, or I have been in the last 10 years, has been to try and help her to reach a level of independence, to maximize her ability to be independent and to look at the role that technology might play in helping that happen.  For individuals with significant disabilities who have relied upon a lot of person power, attendant support and so on, there are things that can be done, not necessarily to remove attendants from the picture, but put the person with the disability in charge of the picture—

CR:
Mm-hmm.

JB:
—with support as needed from attendants.  And that’s what—that’s what we’ve seen evolve with Shoshana.  And when I created Independent Living Network over these last several—10 years, it was with an eye toward figuring out how to develop models that use technology to enable people with significant disabilities to shine and to demonstrate who they were, and to choose the life that they wanted to have and to have the ability to do as much of the pieces of that life as they could, and to then direct people in helping them to achieve whatever they needed to achieve.  Shoshana lives in her own house today.  And the technology is really pretty amazing, on the one hand.  The technology allows her to automatically open her door, to leave if she needs to leave, to answer her phone by voice, to use her computer to communicate with the world and do her research and run her business, to use technology in the bathroom, to give her more independence to what she does there.  So she uses a huge amount of technology.  On the other hand, her technology at her computer is old technology.  And it’s still pretty clunky. 

CR:
[chuckles] 

JB:
And she has to correct a lot and it’s slow for her.  And it should be smoother and it should be faster.  So, you know, while I see how much technology has achieved for her, and it’s definitely allowed her to live much more independently and much more productively, to feel in charge of her own life, which is so significant, I sure wish there was better technology out there for her still.

CR:
Back when I talked about “Freedom Machines,” I had a quote here—well, my own quote.

JB:
Yes?

CR:
“For me, Jackie Brand was the most powerful voice in the film.”  You’re just a fantastic spokesman for people with disabilities.  And look at—look at the impact you—one person really can make a difference.

JB:
Mm-hmm.  Well, one thing you learn as a parent is you learn to roll up your sleeves and get to work is what you do.  And you learn that, you know, you can kind of get stuck in the historical attitudes and availability of stuff for people with disabilities and just say, “Oh, darn.  I guess that’s what it’s going to be.”  Or you can say, just like you’d say with all your own kids, “It’s not going to be that way for my kid.”

CR:
Yeah.

JB:
“My kid deserves more.”  My kids, both—I have two kids.

CR:
Mm-hmm.

JB:
And they both deserve more.  They deserve a chance at life.  They—and the—and the world deserves a chance for them to contribute and participate and—and leave their mark as well.

CR:
Mm-hmm.

JB:
And to do something good with their lives.  And I think that it’s easier to be more passive when you don’t have a kid with a disability.

CR:
Mm-hmm.

JB:
There’s—you know, it’s kind of—it’s a constant kick in the butt to you—when you have a kid who should be, but isn’t—you

know, in a regular classroom, should be, but isn’t employed, should be, but isn’t out there playing with friends.

CR:
Right.

JB:
You know, all those things just force the issue.  And I was lucky enough to have been trained as a teacher.  So I had some education background, a certain amount of gall [laughter] and tremendous incentive and then the ability to find and connect with amazing people around the country.

CR:
Mm-hmm.

JB:
I have met the most amazing people on this journey.  And I’ve learned so much.  And as I said at the beginning and in the middle, and I’ll say it again, I’m not a technologist.

CR:
Right.

JB:
But I know what I want to have at the end.  Somebody else has to go do it and figure it out but I know—I knew when Shoshana was six what it needed to look like for her to have a good six—

CR:
Yeah.

JB:
—and get to seven and with the skills she needed.  And, you know, that’s what parents know and—and then, now Shoshana knows what she needs as an adult to get to the next stage in her life.  And it’s just a matter of having a commitment to realizing that the tools are—are potentially out there if we care enough to invest—to invest in this community, to invest in all our kids, to invest in all—all of our citizens, you know, to all the people in our country, to say, “They deserve the right to—we need their talents and their expertise.”  And if we did that and invested, that would come back to us as a country and as a community many fold.  So—so this work has been, you know, a work of love, mostly, because it’s based on, you know, such a strong desire to see those things come to Shoshana.  And then as I saw Shoshana get the benefits of technology, it just killed me, why shouldn’t every child have those same benefits?  So it would be, you know, kind of selfish just to go out there and think, ‘I just want to get something for my kid.’

CR:
Mm-hmm.

JB:
And so it was just natural to be looking to meet and, you know, build organizations with other people with like interests and so on.  So, you know, I’ve sometimes been a spokesperson around some of this.  But the only reason I can tell the story is because I know there are so many stories out there.  There are so many people just like me and just like Shoshana.

CR:
I’m not sure there’s that many just like you.

JB:
[chuckles] 

CR:
That it’s that natural for others to do what you’ve done.

JB:
Mm-hmm.

CR:
Thank you.

JB:
You’re welcome.

