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An interview with Sarah Blackstone, Ph.D. at her home in Monterey, California, November 4, 2009

RUCKER: Sarah, can you tell me about when and how you started in the whole disability area?

BLACKSTONE:  Okay.  I was in my 20’s and going back to college to finish it because I hadn’t done…I hadn’t gone through it the first time, and decided to be in the area of education because I had…I was a single parent and had a little girl who was just three so that would give me summers off, etc, and I discovered during my…during my class work a course on communication disorders and became very interested in that and decided to get my Masters Degree in speech and language pathology.  And so that was my introduction to the field of disabilities, but specifically interested in the field of communication process.  

When I graduated with my Masters Degree…so I wanted to be a clinician—that was my major goal.  I started working in a place in Pittsburgh called a Home for Crippled Children which is now politically correctly called The Children’s Institute.  And 70% of my caseload weren’t able to produce intelligible speech and this was anxiety provoking for me because no one had ever mentioned that in graduate school—that some people couldn’t talk.  We…I learned about articulation therapy and language therapy but I learned very little about children who had more severe disabilities.  But luckily I was working with colleagues who had been working with these children before and so I had some very good mentors and because I had a good bit of a neurology in my Masters program, I was pretty aware that the kinds of speech problems that these kids had, which were neurologically based—dysarthria and dyspraxia—were not going to respond to the articulation therapy they had…they were given and some of them had had articulation therapy for five years and still couldn’t talk.  So I thought it was rather abusive to continue to ask these children to do what they clearly were not able to do, and we started teaching sign language and using symbols.  This was in the early 70’s—1970’s, because I started my graduate work in ’69.  

RUCKER:
I hear that you went on to a couple of projects with ASHA      (American Speech-Language-Hearing Association).

BLACKSTONE:  Okay.  I…one of the things that happened during the time I was working at the Home for Crippled Children was that I had an opportunity to continue my academic work and get my PhD.  So after I got my PhD, I was looking for the next job.  I knew I didn’t…I knew I wanted to stay in the clinical area and I ended up being offered a job at the Kennedy Institute in Baltimore with a position at Hopkins in the department of rehab medicine.  So I had…and I believe I was…and this was in 1980 and I believe that I was hired actually because of my expertise in what we were just beginning to call augmentative communication because…we were doing what we were doing and we were running into people that were doing similar things but we didn’t really have a name for what we were doing yet.  So it was my expertise working with kids who had more severe disabilities and were specifically challenged in speaking and producing language that I think got me that job.  And while I was there, there was an increase in communication devices so we began to experiment with some communication devices and had success with them, even though I have to say looking back, that the speech that was coming out of these devices was not all that more intelligible than some of the speech that we were hearing that was difficult to understand by…with the kids talking.  So I went from the Home for Crippled Children to the Kennedy Institute which had more of an emphasis on research and more of an emphasis on a team approach.  We had what we called rounds every Wednesday where doctors and therapists and teachers and family members would sit around and really dig down into different cases to try to figure out what was going on and how best to help these children.  

We used to bring kids in and for a week and work intensely with them, all of us together, so that…or for a month in some cases so that by the time they left they really did know how to use the device, use their low-tech systems, their positioning was in good shape and they had a lot of interaction experiences.  So…it was a different model; it was a different time. 

RUCKER:  Okay, and was that the first ASHA project?

BLACKSTONE:  No, then…so I was at the Kennedy Institute and ASHA got some funding from the Department of Education to do a project in the area of augmentative communication.  It had two…that really had the focus of leadership training. ASHA recognized, as did the Department of Education, that there was this new area called augmentative communication; that it was beneficial for children and adults who were struggling to communicate, and at that time the specific emphasis was on children with motor impairments who couldn’t speak and adults who had acquired disabilities who also couldn’t speak.  And just as an aside, when you look ahead now, which is 20 some years later, the group of people who can benefit from augmentative and alternative communication strategies and tools and techniques has expanded tremendously.  So we were thinking much more narrowly then…back then.

So ASHA’s got a project funded to focus on developing the skills of faculty members at the universities so they could offer courses in the area of augmentative communication to speech language pathologists specifically, but also to occupational therapists and to educators, special educators, physical therapists as well so that that content area would be put in one place and available so it would be more likely that they would get offered.  So that was the first project.  That resulted in a book called, Augmentative Communication an Introduction, a videotape called, Talk is not a Four Letter Word, and a curriculum.  That was the first text and curriculum in the area of AAC (augmentative and alternative communication).

The second project, again, I think this was initiated actually by the Department of Education specifically to help individuals who were in schools; deliver services to kids who had difficulty communicating and who could benefit from AAC.  So in that project, we identified model outreach sites.  There were 11 of them I believe and they ranged from sites that were in…that encompassed a whole school district to sites that were in a single school to a private practice.  So there was a wide range of locations or constructs that defined what the site actually was, but they all were dealing with kids who had significant communication needs and who could benefit from AAC.

And that resulted in a huge book of implementation strategies that range from identifying…how to identify kids to how to assess them, to a range of different kinds of ways to provide treatment and work with children and their family members and teachers, and those strategies were written by the people who were doing the work and then we were editing and structuring and supporting them to kind of get what was in their head out and on paper so that it could be more widely used.  So that was the second ASHA project.  

RUCKER:
 I hear you moved to California.  How were you able to create a job and stay in the field in California?

BLACKSTONE:  Well, I moved in 1987 as I had taken a leave of absence from my job at Kennedy and then done the ASHA projects and then actually didn’t go back to Kennedy.  So I…in 1987 I moved to Monterey for wonderful personal reasons and Monterey, California is a fabulous place; not to be left, but one thing I discovered when I got out here was that, of course, there wasn’t a big medical center.  There wasn’t a rehabilitation facility.  There was some interest in augmentative communication but in order to stay in the field which I was now totally hooked in and passionate about and actually because I had worked with so many wonderful people for so many years, had terrific contacts and didn’t want to lose them, I had to reinvent a way to remain active.  And what I decided that I had always wanted to have as a clinician, was a way to keep up with what other people knew and what they were learning and what research was out there, but I never had time because I was always working into the night on this Board or that Board or this device or this God forbid report that was overdue.  So I decided to do a newsletter and that was…my first issue was published in 1988 and my last issue I’m working on right now and it’s 2009.  So it’s done more than I could have imagined.  I have stayed actively involved.  I have the same wonderful colleagues and many, many more from all over the world now who are always willing to be interviewed and chat with me about various things and tell me what they’re thinking and their frustrations.  So Augmentative Communication News began back then and I’ve written over a hundred issues of it, and Jess by the way, put it up on the internet so that anybody can come and take it and search through it and get the information, some of which is way out of date and some of which actually, probably sadly, is not so out of date.  

RUCKER:
And you have the website. 

BLACKSTONE:  Yes, that’s on my website.  

RUCKER:
Can you give us your website?

BLACKSTONE:  Oh!  The web – yeah; it’s www.augcominc.com—aug-com-inc. 

RUCKER:
Okay.  I hear you also did some work with Berkeley schools?

BLACKSTONE:  Yeah, when I was…so I’m sitting in this wonderful town of Monterey and doing a lot of writing and early on a lot of phone calls, and now of course, more skyping and emailing, but one of the things that I worried about was that although I was active in the field, I didn’t…I wasn’t on the ground level anymore and I wanted to stay directly…my first love has always been the clinical work and working with real people, real families—doing that every day anymore, nor could I.  That would be unrealistic.  However, I started working with the Berkeley Unified School District in probably ’89 or ’90 and I’m still doing consulting there.  And my role there is to facilitate an augmentative communication team, and the team members differ in terms of the configuration because each child, each student, has a different team.  There’s different speech pathologists, different 
OTs, different families, different students, but I do…still am able to go to Berkeley to work with the staff there and to keep my…my hands in and my feet grounded in the real world. 

RUCKER:
Well, my hat off to you.  I just took that journey and I’m not sure I want to do it too often.  That’s quite a trip up to Berkeley.  

BLACKSTONE:  Yeah.

RUCKER:
I understand that you then became a partner in a NIDRR (National Institute on Disability and Rehabilitation Research) funded  project, the AAC Rehabilitation Engineering Research Center (RERC).  Can you tell us about that?

BLACKSTONE:  Sure.  There are about 30 some rehab…RERC – Rehabilitation Engineering Research Centers that NIDRR funds in different topic areas and the one on communication enhancement is known as the AAC RERC.  In 1998 a group of colleagues got together and proposed a virtual center that was actually funded and is now in its third round—so it’s now in its…each round is five years, so it’s now from year 10 to year 15.  It’s…it was the first RERC that was a virtual center and the reason for doing this virtually was to…the research and development in our field is critical to good outcomes for real people who need help with their communication and for the people who they care about and interact with every day.  But the number or researchers and developers is fairly small, so we didn’t want to be competing against each other.  We wanted to work together toward the vision of making life…the quality of life and the people’s ability to have authentic communication possible.  So, the first two rounds were University of Nebraska, Duke University, which has always been a lead, the University of Buffalo, Penn State University, Temple Children’s Hospital, and Augmentative Communication Inc.  The third round includes Oregon Health Sciences and Inacom, which is a small AAC company.  So the work is fairly diverse but it targets both children and adults and it focuses on areas we’re pretty sure other people aren’t going to do, so we don’t want to be reinventing things or…and I think has had quite a significant impact on practice which is what it’s all about.  

RUCKER:
Could you speak about the one project that I was particularly interested in, the Writers Brigade?

BLACKSTONE:  The ACC RERC Writers Brigade, and Chauncy, you were…you played a really important part in that.  

RUCKER:
Well I enjoyed it too. 

BLACKSTONE:  Yeah.  This is a project that…with the idea that individuals who used…who choose to use AAC, often can…often have…appreciated the ability to write as well—not just speak, but to write.  And that employment is…of individuals who have significant communication problems, has always been a huge problem and that the skills that they need to stay employed—be employed and then maintain employment, often can include writing, but not the kind of writing that tells their story over and over again.  So the goal of the project…there were a couple of goals.  One was to increase the knowledge translation of the kinds of things that were going on within the Center to a wider audience.  And to do that, individuals who rely on AAC were supported and trained to do technical writing which is different than writing poetry or writing a story about yourself or even an opinion piece for a newspaper or something like that.  So it was to support individuals who use AAC to learn technical writing skills that would in turn increase their employability as well as their social networking just simply because of their involvement.  And over time, over the five years…the first five years of the project, it was managed by somebody who relies on AAC and she did a brilliant job—Johanna Schwartz, and she supported, tutored, encouraged, edited 12 different individuals who also rely on AAC and at the end of that five years, they had…and I’m not going to tell you the exact number because it’s not in my head, but they had produced over…they had over a hundred citations and so the project was extremely successful and the last thing that we did – Johanna and I wrote a guide so that the hope is that other people could take the concept of this and use it in their own research projects or centers.  And I happen to feel that if you’re…if professionals are doing work, no matter      where it is, and that something like the Writers Brigade could easily be incorporated, you’re creating new skills with people that you’re supposedly serving.  It’s increasing your ability to get your information out and market whatever you’re doing, and it also gives you input to the process that you might not have if you weren’t working directly with individuals who are using…who are supposedly benefiting.  So it’s the nothing about us without us concept in the works.  

RUCKER:
Could you mention the one girl that we talked about earlier who started with the writing there and has gone on to other things?

BLACKSTONE:  Tracy is now probably in her late 20’s and so when I first met her she was probably in her early 20’s.  She has cerebral palsy and is a very determined person.  And she initially got involved with the RERC I think as part of a research project and then joined us in the first round of the Writers Brigade.  She actually published more than anybody else has or is likely to probably.  During the time she was participating in the Writers Brigade I think she was finishing her Masters Degree.  Then she decided she wanted a full-time job and unrelentingly used her social networking which…some of which had come from her involvement with the RERC, and landed a job at a university where she moved away from a very, very supportive family and it was a grant I believe that she was heading up where she actually did a lot more writing and I think she was writing the newsletter for the project, and then decided that she was really interested in making a difference in the area of disabilities and disability rights so she’d go on and get her PhD and that’s what she’s doing now.  She’s in the middle of a PhD program and she’s not one to take no for an answer and although she’s quite physically challenged, she manages to find her way around lots of different difficulties that she confronts.  

BLACKSTONE:  One of the things that USSAAC (United State Society for Augmentative and Alternative Communication) did after Katrina was, and actually Harvey and I were the co-chairs of that because we were…many of us as you know were so horrified at what was going on down there, so we…and it’s an ongoing project; this has not finished because the horror of what happened down there. 

RUCKER:
Was there another student involved with the Writers Brigade that had an interesting kind of thing we’d all want to hear about?

BLACKSTONE:  That would be Pam I think.  I mean there’s actually…there’s stories everywhere, but Pam became…Pam is the current Manager of the Writers Brigade, so she’s now managing the Writers Brigade in its second round.  She’s…when…after Katrina happened, there was a group who were working with USSAAC, the national chapter of ISAAC, to identify people along the gulf coast who needed help and raise money to provide support—the manufacturers were really swapping out equipment that had gotten flooded or…and what we discovered actually was that there was nobody there there.  In order words, so many people had left the area that we ended up having some money that we had…that people had donated to spend.  So Pam was among the major contributors to the committee that decided to do a conference in the New Orleans gulf coast area and to let people come for very little money.  It was a very successful conference.  Pam came; she did a presentation, both before the conference to a group of first responders—so she’s taken a national leadership role in making sure that people who have communication problems in emergency situations, that first responders understand their needs, can address their needs, and so she met initially about her presentation at the conference and she’s continued to work in that area and actually has a webcast up on the RERC website about emergency preparedness for people who use AAC techniques and strategies.  Because the truth was…it’s changing now thanks to Pam and other efforts, but the truth was that although people who are deaf needs’ had been identified and addressed, people who are blind needs’ and people who have physical disabilities, but if you couldn’t communicate in an emergency situation, the people who were trying to help you really didn’t know what to do.  So it’s…she’s had a big impact.  And now, in addition, she’s managing the next round of the Writers Brigade.  Yeah.  

RUCKER:
Recently you’ve become involved with the Central Coast Children’s Foundation?

BLACKSTONE:  Yes, Harvey and I have a foundation and that’s the name of it and we have a couple of projects that are…we’re working on; mostly Harvey at this point because I’m still doing other stuff.  But one of them is patient-provider communication which is a real issue across the healthcare continuum. If you can’t communicate…this is really, you know, emergency response is part of that continuum, so if you can’t communicate your healthcare needs there’s…studies have shown conclusively that the problems with communication are the number one cause of sentinel events, of events where bad things happen.  And so communication support for people across the healthcare continuum is something that the joint commission is now looking at; and one of the groups are people who don’t speak English as a first language.  Another group is clearly individuals who come in without…with difficulty speaking or understanding, and another group are people that for reasons…medical reasons, can’t speak because they have…they’re ventilated or they have trachs [tracheotomy] or something like that.  So the group that benefits from AAC strategies and technologies today is recognized to be far larger than when I started back in the early ‘70’s.  And patient-provider communication is a key factor to good medical care, and it’s recognized in a number of different ways.   Systemically we…so one of the things we’ve done is put up a website patient-provider communication.org and we’re working with a consortium with people that meets every month and talks about different issues and the consortium includes doctors and nurses and people from policy making facilities and hospitals.

RUCKER:
Could you speak a little about your involvement with the International Society of Augmentative and Alternative Communication (ISAAC)? 

BLACKSTONE:  ISAAC is…I think it just had its 25th, so it kind of…I’ve been involved since…not the beginning but very close to the beginning and it’s a wonderful organization that brings…whose mission is that to make sure that people around the world who have difficulty communicating have access to communication through a number of different AAC strategies and techniques and tools and technologies.  There are, oh, I don’t know how many chapters now but they’re all over the world so early on there were four countries with a few professionals involved and now there’s thousands of professionals involved in countries across all continents.  So ISAAC’s kind of the mother or the grandmother of AAC as an organization and I’ve served in a number of different roles in ISAAC and the most challenging was President.  There’s always international incidents; you get…it is the best of all learning experiences and the people that you meet internationally teach you so much that you can then take back and use in your own…to form your own visions and missions and practices.  

RUCKER:
Well, there’s some good things though.  Where was the last international conference?

BLACKSTONE:  Let’s see, we were in Canada; in Montreal.  And next time…this summer, coming summer, we’ll be in Barcelona.  

RUCKER:
Yes!  And you’ll have to go won’t you?

BLACKSTONE:  I have to go, right.  Yeah…yeah…

RUCKER: Can you think of any questions I should have asked that I didn't ask?
BLACKSTONE:  I want to go back…just one thing with the Central Coast Children’s Foundation because another project is…and I think this is really important and people can do more than they think they can do.  Although ISAAC has done a great job and there are people all over the world that know about AAC and can benefit from it, actually the truth is most of the world doesn’t still—including places in the United States.  So the effort to spread the word and just give whatever little support you can to places that don’t have resources yet, don’t know all that much, and are about to start reinventing the wheel and don’t have to because we’ve been doing this for so long.  So we have what’s called an AAC World Network and it’s run by a woman in Canada for us, who’s retired, although she works all the time, and she has the ability to form relationships which is so important, with people from every continent where things are just getting started.  And she produces a newsletter every month which she sends out.  We send little packages of things…some of the manufacturers provide us with samples and

have been great.  We’ve supported the start of AAC in Mexico City through…and other places that have been involved with the Bridge School—something else I didn’t talk about.  And, you know, from little islands to Russia, to China, but with just a little bit of help…one of the examples was one of the…Pat, from the United States, happened to be visiting her daughter who happened to be in Egypt, so we got her in touch with the person in Egypt; the only person that we knew of that was doing work in Egypt and as a result of that, all kinds of things are happening.  Same with Cuba right now.  We can’t go to Cuba, but people from Canada can go to Cuba and they’re going and it’s going to be 10 days of training in AAC.  So just by a little bit of, you know…a little drop in the…can get these…

RUCKER:
Uh-huh, and can you give the website for that?

BLACKSTONE:  Yes.  It’s www.centralcoastchildrensfoundation.org – I think.

RUCKER: Is there another question I should have asked?
BLACKSTONE:  Yeah, something that’s very important that we haven’t talked about is a newsletter called Alternatively Speaking.  And it was…it is written by and edited by Michael B. Williams who lives in Berkeley with his wife and kids.  He is a…he was one of the early disability rights movement participants and his newsletter, Alternatively Speaking, started publishing that and so I’ve worked together with Michael and his wife, Carol, who’s the editor for both Augmentative Communication News and Alternatively Speaking since the early ‘90’s.   So he’s just finishing up his round of newsletters—each issue targets a specific area of concern for people who use AAC and/or their family members and each issue is written by people who rely on AAC and…so that this Alternatively Speaking was really a predecessor to the Writers Brigade in that we learned that there was a need to get the perspective of people who actually are using the technology and to put that in front of not just a presentation.

RUCKER:
Well, let’s wrap it up, though there might be some more questions, with your involvement with Medicare funding issues.  

BLACKSTONE:  Although I have to say that we haven’t solved all the funding issues, there was a huge step forward to addressing major…getting major funding for individuals who can benefit from and choose to use devices, which now we call speech generating devices. And the truth of the fact is that in the early…early in this century, 2000, there was somebody who worked in the Medicare building who was an appointee and had a pretty good job—this was under Clinton—and who also happened to use a speech generating device, so we had somebody on the inside who knew the importance.  And at that time Medicare was not funding AAC devices, so the policy shift from not funding to funding is a very interesting experience.  It requires a lot of political knowhow and we learned a lot, those of us who were involved, but it was always clear that if we could make this happen it would be huge, because where Medicare goes, so go other insurance companies.  So if we could make it happen within Medicare then we knew that many of the barriers that we’d always confronted and people had…who needed couldn’t get, would come down.  And that happened.  And there was a lot of negotiation.  It required enormous amounts of evidence, so we had to search and go everywhere to find the evidence about who would benefit and how they would benefit.  We had to remove some of the terror that Medicare had that there would be fraud.  And so it was…policy making’s a very important, slow, tedious, detailed oriented and patient…lots of patience…process; a process that’s really important, has made a huge difference.  

RUCKER:
Excellent, thank you very much.  

BLACKSTONE:  A pleasure.
Copyright © 2010 by The Assistive Technology Oral History Project


