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RUCKER:
So, Caroline, would you simply give me an idea of how you got started, maybe some of the people that helped you at first, how you got directed into Augmentative/Alternative communication systems and then kind of trace me on through your history in that regard.
MUSSELWHITE:  Sounds great! Well, I was a tutor in high school with children who were having struggles in learning and it made me decide that I wanted to go into Special Ed in college.  So, when I went to Carolina, the first thing I did was to sign up to be a volunteer at the State residential facility for people with significant kinds of delays…the Murdock Center.  And I went there dutifully every week, worked with some boys who had fairly mild disabilities and were there instead of getting incarcerated.  So, I spent a year working on behavior modification and worked with them.  Really enjoyed it and next year, I went back.  Well, they had never had anybody who came back and so they said, “Oh, now you’re the chairperson of volunteers, working at Murdock Center."  So they said, “Oh, you came back so maybe you’d work on the NAB ward.”  I said, “Sure, I’ll work anywhere”, not knowing, of course, what the NAB meant.  It means the Non Ambulatory ward and so we went there and it was, you know, really scary to me as a sophomore in college and individuals with extremely severe physical, cognitive impairments and I decided that, yeah, that is where I wanted to work and so they put me in touch with this amazing young woman named Cheryl who was about two years younger than me, had lived at home until she was 16 and could no longer be physically carried by her family and so they had had to place her at Murdock Center with great sadness and visiting her whenever they could and sent letters all the time.  They were fabulous.  And so I was Cheryl’s buddy.  I went out to see her every week.  Well, about three weeks into my visits, Cheryl started saying, “Let’s bring Linda with us”, because I would take Cheryl in her little snappy wheelchair.  We’d zip on over out of this horror that was her life, this enormous ward with sixteen huge metal cribs for adults and I would take her and I’d take her to the sunroom.  And Cheryl was totally blind and was physically challenged, had one arm that worked well.  And she was fun and engaging.  Had sort of cocktail party speech and was really fun to talk to.  So we would go and sit down in the solarium in the sunshine so that she could feel the sunshine on her face and get out of that ward.  Well, about three weeks in, she started saying, “Let’s take Linda.”  And here I am, this little 19-year-old and I just don’t get it.  Linda didn’t seem to me to be aware that we’re taking her and I just, you know, just…but I wanted to please Cheryl and that was my job to be there and be a friend to Cheryl.  So, I’d push Cheryl and pull Linda.  Linda didn’t have a wheelchair.  Some wonderful person, I realize now who, sort of fixed equipment such as air conditioners and so forth out there, had taken a piece of plywood and put four casters on it and added a canvas sling-back chair and so Linda’s in this chair, all slumped up like this.  And so every week, I’d push Cheryl and pull Linda.  It takes a lot of time to get down there and we’d get down there and now Cheryl would have a wonderful conversation and Linda is making some noises, but at this point, I still don’t really get it.  I just don’t get it at all.  Well, about six weeks later, I get there and Linda is sitting there and tears are going down her cheeks.  So I, of course, assume she’s in pain.  What do I know.  And so I told Cheryl, “I don’t think Linda feels good today.  She’s crying.”  And she said, “Oh, no.  She’s just upset.”  And I said, “Well, what is she upset about?”  And she said, “Doug died.  We were really worried.  We were afraid he was gonna die.  He finally died.”  And I said, “Oh, Cheryl, I’m so sorry.  Is he somebody on the next ward?”  And she looked at me and she’s like, (making a sneering sound) “Caroline, Doug?  One Life to Live?”

RUCKER:  Laughs.
MUSSELWHITE:  “What!”  And it was just this complete flip of the script, saying here’s this person on a soap opera that Linda watches and she’s really sad.  She said, “Linda and I have been worried for weeks that he might die.”  And so then, the next week I came and so we went down as usual and now I’m talking to Linda more, getting it that this is someone who really knows what’s happening and I’m just starting to realize everything I’ve missed for the last ten weeks.  So, the next week, before I went to pick up Linda, I said, “Cheryl, I just wanted to know how do you know that Linda was upset about Doug?  Like, how do you guys communicate?”, because Cheryl is blind and Linda is completely on the other side of the room and she said, “Oh, well we’ve worked out a system.”  She said, “You see, when it’s time for One Life to Live” or Days of Our Lives, or whatever, she said, I like to tell them to turn it on but they watch the other soap opera then”; “they” meaning the caregivers.  “And so I will say, please turn to One Life to Live.  And they just kind of ignore me. Well, then, when I say that”, she said, “Linda will start screaming and she screams.

RUCKER:  (Chuckles.)

MUSSELWHITE:  And she said, “And now, I don’t even have to say anything.  Linda just watches the clock and when it’s time, she starts yelling and she won’t stop yelling and they finally turned it.”  And she said, “They didn’t listen to me, but they listen to Linda.”

RUCKER:  (Laughs.)

MUSSELWHITE:  I’m like, ok.  And so the more I realized that Linda is someone who really understands and I didn’t do anything.  I mean, I didn’t help Linda get a communication device.  I didn’t know anything about that at this point.  But what I did do was, you know, talk to her more, include her more and think about it more.  And then, the next year, I saw a student out there who had a communication board.  Now, the sad story is that Linda had died during this time, so I was never able to go set up…so, I wish I could tell you this happy ending that I did this wonderful board for Linda and everything’s great.  But I didn’t, because I didn’t know what to do.  I didn’t even think about doing anything.

RUCKER:  Um-hum.

MUSSELWHITE:  But I saw another young man out there who had a communication board and so that just went into my brain and so I changed my career and I went into speech pathology because I wanted to be more focused on the communication piece of individuals with significant disabilities.  And then I went to graduate school and started sort of asking what about kids who have really significant disabilities and everybody’s like, “No, we just don’t work with that population."  I went to West Virginia and got an internship where I could work with individuals who has more-significant disabilities and then just sort of tried figuring stuff out.  Karen St. Louis and I wrote this little annotative bibliography and sold it for three dollars through a communication outlet.  And we had like three hundred requests for it in a month from all over the world and so we thought, wow, there’s this huge need.  So we went to some people to say, gosh, we’d like to write a little short bookette and annotative bibliography, maybe a 25-page little bookette.  So we went to a lot of companies and Sadanand Singh who at that point…the name of the company was Plural Publishing now and I’m blanking now, how sad is that.

RUCKER:  (Chuckles.)

MUSSELWHITE:  But anyway, Sadanand and then his wife Kalah took an interest in us and said, “Yes, we’d like to do it.”  But it was kind of like a wedding.  You know how you can either have a really little wedding or you can have a great big wedding, but it’s really hard to have something in between?  Well, our book was like that.  We could either do a little 25-pager with annotative bibliography…sort of an intro…but they said, “Yeah, but we want more.  You need to go more into depth.”  And all of a sudden, it just grew.  And so we’re writing this book and now we’re thinking, you know, who the heck are we to think we can do this.  So it was really scary.  So we’re writing to all these people all over the world.  I’m writing to Judy Montgomery who was so wonderful and helpful and Greg Vanderheiden sent me information.  Lots of people are sending me information.  And now it turns out that they’re all talking to each other and it’s sort of like they’re saying, “Well, you should talk to Caroline Musselwhite if you’re working on stuff.”  Well, it wasn't that I knew stuff, it’s just that I was writing other people to say, “What do you know?  Tell me what you know so I can compile it.”  I just started doing a lot of visits and reading a lot and researching a lot and ended up writing a book while I was a doc student.  Then I started more and more getting to work with more individuals with really significant disabilities and using AAC and starting to do some lectures and the rest is history.

RUCKER:
  So, basically, you’re independent now.

MUSSELWHITE:  Yep.

RUCKER:  And is it hard in this economy in terms of that sort of work?

MUSSELWHITE:  Yes.  That’s a great question.  So this fall, I found that workshop requests were down by like 80 or 90 percent.  I mean, I still had a little bit of work, but the requests…

RUCKER:  Um-hum.
MUSSELWHITE:  Usually I was saying, “Gosh, I’m sorry but I’m full.  I can’t do it.”  And so sometimes you get what you need not what you want. So what happened is that I ended up doing a whole lot of more-local work in schools, in classrooms and it’s just been so wonderful.

RUCKER:  Um-hum.
MUSSELWHITE:  It’s what I really needed to be more working hands-on.

And so I’ve always been doing some work, keeping a few clients and doing…oh, we have an out-and-about, we do a community group that’s sort of involved.  It started out with three teenage girls, the Fox Girls and then we decided that, you know, it’s not just teenagers who need to be out in the community using their devices.  And so we invited some other kids and then one of the young women in our out-and-about group decided that she wanted to start a group in the West Valley, because it was so far for her to come into town every time.  And she was 16 and that was her idea to help…maybe she was 17 by then.  And so she and I started a group in the West Valley called “Motormouths”.

RUCKER:  (Chuckles.)

MUSSELWHITE:  Then a mom said, “No, how about the East Valley?  We need a group in the East Valley in Phoenix.”  So that’s where “Chatterboxes” started.  So there’s lots of that sort of stuff going on, but there wasn’t a lot of doing workshops for a living.

RUCKER:  Right.
MUSSELWHITE:  And so I just told friends, you know, “Hey, if you have a workshop that you can’t do or if you hear about a workshop, let me know” and now I have, again, as much as I want. But a lot of it’s in Europe.

RUCKER:  Wow!
MUSSELWHITE:  Interesting. And Canada.  So the economy seemed to be a little more robust there.

RUCKER:  One last question.  What about speech-language people in general and their acceptance of AAC?

MUSSELWHITE:  Right. Bonnie Minton is a wonderful mom who does a lot work in AAC and she and I have a phrase called “Islands of Excellence and Pockets of Poop”.

RUCKER:  (Laughs.)

MUSSELWHITE:  And every state has that in terms of exemplary programs, but every state has, you know, places that aren’t so great.  And I see that with speech therapists that there are some who are just absolutely wonderful.

RUCKER:  Um-hum.
MUSSELWHITE:   I’m sad that there aren’t enough university courses to get people excited.  I do find that so often when a speech therapist comes and actually works with kids with significant disabilities and sees positive change, that we’ve got them hooked for life and they just never want to go back to the Land of S&R. They now are into this and realize like how amazing this is.  So the bottom line is we have to get people young and get them excited, get them actually doing it, you know, going to the workshops, having more videos so that they see more individuals using AAC really effectively and interactively and having fun with it.

RUCKER:  Um-hum.
MUSSELWHITE:  And getting them excited because once you hook one, they never go back.  I mean, you don’t see somebody who worked in AAC for a couple of years and says, “Gee, you know, I really think I’d like to go work on kids with our problems.” That just doesn’t happen.

RUCKER:  Right.
MUSSELWHITE:  So we just have to get them young and get them excited and we have to work with ASHA.  We were having this conversation yesterday…how many individuals have you worked with in your life…if you’re working in the school system, with voice problems and the answer is often none or one across a course of years.

RUCKER:  Um-hum.
MUSSELWHITE:  And yet, you know, most speech pathologists with have at least one class in Voice Disorders. And other types of things.  Change does not come easily to the field of speech pathology.  Every teacher who works at a public school is going to see someone who either uses an Augmentative Communication device, or needs one and doesn’t have one and they can make a difference.  So we just got to keep working with ASHA.  We’ve got to keep working with all the universities.  We’ve just got to keep pounding that, because it’s huge.

RUCKER:  Fantastic.  
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