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PREFACE
The 8th Annual Pittsburgh Employment Conference

for Augmented Communicators

PEC@ ‘01
The Roles of Mentoring and Personal Assistance in Employment

SHOUT is pleased to be sponsoring the 8th Pittsburgh Employment Conference for Augmented Communicators.  This year's topic: The Roles of Mentoring and Personal Assistance in Employment, are issues at the heart of adult life for people who could rely on augmentative communication systems.  

Mentoring is something everyone needs.  It is often easier to receive mentoring from someone whom we regard as a future version of ourselves.  Augmented communicators are now, themselves becoming mentors of other augmented communicators.  AAC system users are seeing success through people who face the same challenges they do.  This is new in the AAC world and needs to be fostered by the entire community.  

I remember the first time I wrote an academic paper over 20 years ago.  I had seen many of my peers present papers.  I had not, however, done one myself.  It felt like extremely risky behavior.  I was invited by a major university to present the paper, or I would never have attempted it.  Yet, I had seen many of my colleagues write and present papers.  I can only imagine how bold and risky it may seem for augmented communicators to author and present their own academic and personal presentations.  But now, augmented communicators at PEC@ and many other venues, get to see other augmented communicators present.  It's a new world.  Michael Williams quotation from Alternatively Speaking which introduces a scientific study on mentoring is as brief and complete explanation of mentoring in augmentative communication today.

Personal assistance has become an accepted social and economic phenomenon in the disability world during the past 25 years.  Social and government agencies have come to realize the value of personal assistance for a wide range of people.  Everyone now knows that personal assistance, whether for a young person, employed or not, or an elderly pensioner, makes social and economic sense.  The relationship between an individual being served by a personal assistant and his or her personal assistant is a complex one.  Jim Prentice's admirable paper in the Proceedings is perhaps the best treatment of certain issues I have ever read.

This year's PEC@ theme was selected to explore mentoring and personal assistance from the vantage point of the growing political and economic self consciousness of the AAC community.  There will be presentations and the presence on panels of augmented communicators, personal assistants, family members of augmented communicators, as well as employers.  The AAC community needs to make "contemporary sense," both of mentoring and personal assistance.  It is SHOUT's hope that this Proceedings will be a contribution to the understanding of the roles of mentoring and personal assistance in employment.  

Welcome to this year's Conference.

Bruce R. Baker

PEC@ '01 Chairperson
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Mentoring

There is no limit to the kinds of things a person who relies on AAC might want a mentor for... Falling in love, starting a new school, starting a new job, changing communities or homes, mastering a skill, learning a new piece of assistive technology - all are easier and more fun if the experience can be shared with and guided by someone who has ‘been there’. (Williams quoted from Alternatively Speaking)

Janice Light, David McNaughton,

Michael Williams, & Carole Krezman

The AAC Mentor Project:  What We Have Learned from the First Three Years

Proceedings, PEC@ 2001, page 17
Personal Assistance

"Often the assistant is present at all times to address these personal needs when required.  This constant presence can be misinterpreted at times.  In the work environment, the assistant can be viewed as a helper to perform job duties and supply ideas.  This is not the case.  It is important to convey to the employer and employees that you are the one who is performing the required tasks.  You are the one who is qualified to get the job done, and that you do not require help to achieve the requirements of your particular line of work."

James Prentice 

The Personal Assistant:  A Working Augmented Communicator's Perspective
Proceedings, PEC@ 2001, page 24
My Experiences with Personal Care Assistance 

and Employment:  A 20 Year History

Richard D. Creech, M.S.
For six years, while I was attending college, and a couple years after, I completely relied on personal care attendants. The most relevant thing I can say about those years is, God, sure was looking after me; he must have sent several guardians angels during those years. 

What I am implying is that it is not too healthy to rely totally on paid personal care attendants. This is not saying anything bad against them. Just that if you have to depend totally on paid attendants, you are going to have problems. Because with paid attendants, the responsibility for your care ultimately rests with you. If the attendant gets sick during the night and calls in, the problem of you not having any personal care is not the attendant’s, it is yours. If the attendant has car problem and cannot make it to work, the car is the attendant’s problem, your personal care is your problem. And if you try to make it your attendant’s problem, your attendant won’t be your attendant for long. 

When you depend on personal care attendants, you must have backups; and if you don’t have family who can act as backups, you must have paid backups. I first started using attendants when I left home to attend college. My parents and I made the mistake of hiring one male college student. It was a fairly good job, because I am fairly independent. Donny had to be with me for meals, to dress me, to put me to bed, and fifteen-minute periods at set times during the day. The college gave him a room next to mine. It worked out great for a while. Then he got to dating and staying out most of the nights. I wasn’t receiving proper care. My parents lived two and a half hours away; I sure wasn’t going to call them at two a, m, and tell them, I am sleepy, and I have to pee. 

Next we tried a female student to feed me, and split the job of my other personal care between three of my friends. Now that worked until I transferred to East Carolina University. Now East Carolina University used to be an all girl university, and even when I went, the ratio was around nine to one. So, when I transferred there, they asked if I would willing to use female attendants. I I I I I I I, I was horrified, for about two seconds; then, I asked where do I sign up? They found me three attendants. A couple actually worked out, and worked for me until they graduated. After the first time, finding, hiring, training, and scheduling attendants turned out to be my responsibility. It turned out that I had a knack of getting girls to work for me, which is probably why after we were married, my wife took over the hiring of attendants. However, back in college, I employed between three and six attendants at a time. It was necessary, really. They were students with their schedules, and of course, weekends. I needed an attendant in the mornings, noon, mid afternoons, dinners, and bed times. Even with three attendants, it could be difficult to schedule them. I found four or five worked best. Because they were college girls, there were always scheduling conflicts. Fortunately, I always had a couple who were very reliable, and on whom I could call to work for someone else. I didn’t hire four to six attendants, just because I like girls. The practice kept me a live for five years. 

I did hire a couple of males during those years. I also turned around and fired them for good and sufficient reasons. 

I started out paying by the hour, but colleges girls loves to talk, and I loved talking with them; however, they would sign in when they came and sign out when they left, and they included the talk time. That did not work for me. Finally, I started paying by the task, and that worked better. I paid pretty well for each task, I didn’t want to jip them; just that I didn’t want to pay if they talked with me an hour. 

I never had life threatening trouble with attendants until I had to go through an agency to use them. Now to me, if an agency charges the sky to provide you with personal care attendants, the agency is responsible to provide attendants who are capable, clean, reliable, and mentally stable. And the agency is responsible if the attendant calls off to provide a substitute. You think that is for what you are paying when you pay an agency two to four times what they pay their attendants an hour. But no, you get attendants as loony as your great aunt Henryetta; who tells you how her ex boyfriend came after her on her last job with shot gun. Or who looks as if just an hour before she had been a bag lady over on Forty-Second Street. Or who come not knowing anything about you, or what he or she is supposed to do, except to stay x, number of hours. I’m not kidding. These agencies actually send attendants like these. If they send someone, at all. 

I went five years to college having a very intense schedule, hiring and training female college students as attendants, and I did all right. I had a few rough days and some even rougher nights, but that’s life. I graduated college; moved to a state that it is Medicaid was generous in personal attendant care. Only thing; they did not allow a person to hire his or her own attendants. I had to go through a home health care agency. At that time, I had no experience with those agencies. I didn’t know anyone in Richmond; so I thought, okay, fine, I won’t have to worry about scheduling and training. 

First problem, they could not cover weekends. What was I supposed to do; hibernate weekends? But I thought that I got around that by hiring someone, a male, to live with me to use weekends, and to put me to nights, because that was another time the agencies would not cover, late night. Anyway, that live-in, was an unbelievable horror story. In brief, he was a dirty old pervert who chased the good attendants away by wanting a pinch, a peeky, or a kissy poo. I did not know about this until Yolanda, who later became my wife, told me about him. Then I had to get my parents to come so that we could fire him and order him to vacate. 

Luckily, during this time, I met my wife, Yolanda. If it were not for Yolanda, I would be dead, unless my parents had decided to drag me back home to North Carolina. The trouble with using attendants from an agency is that you are just a job, a low paying job, to them. If they call off from work, the agency is responsible for your care, not they. If you aren’t satisfied with they work; well, the agency will transfer them to another low paying case. Why should they care? 

If you hire on your own, you have a chance of hiring someone better suited to your needs. And at least, you can better explain your backup care plan, without the attendant thinking that if he or she calls off, your care is automatically covered. 

Pennsylvania has a nice personal care attendant program. It permits a person either to go through an agency or to employ an attendant privately. I don’t like that it does not permit a person to employ close family, even as back ups. Sometimes family are the best people to use as attendants. Oh, I agree sometimes family members are terrible choices. But are complete strangers safer choices? I doubt it.  They have had lots of complaints about this. 

While I was attending a university, I had an available pool of potential attendants. Outside of college, you have to advertise in newspapers, rely on friends’ recommendations, or steal good attendants from agencies. Except for the latter, you are hiring someone whom you do not know. Of course, even if you use an agency, you still do not know whom they are sending to your home. And believe me, neither do they. All you can be reasonable sure that agencies know about the people they send is that the person has a certificate; the person does not have a criminal record in this state; and whom that particular agency has not been forced to fire. I am deadly serious, folks. That is all you can be reasonable sure that the agency knows about anyone they send you. Now, if you are luckily, an agency may send you someone who has a long work history with the agency and has history of being reliable and conscientious. Or they could, as possible, and more probably send someone whom they keep having to switch from client to client. 

Never confuse an attendant with a friend. Attendants are your employees, and you are their boss. If you want an attendant to be a friend, get another attendant. This is nothing against attendants. It is just that when a person is paid to do something, the person keeps doing it because he or she is paid. It is like, a person might be a friend with an owner of a restaurant, but that owner is going to expect to pay when he or she eats at his restaurant. Now an attendant is paid to deliver personal care to you, which means that an attendant is paid to spend time in your company, a paid companion. It is a job, folks. Now, the attendant may really and truly like you. I like my boss, well, ahhummmm, kind of. But that doesn’t mean I am going to keep in contact after I stop working for her. My wife complains that she cannot get any of her sons to do anything without paying. I tell her she should have never started paying them to do things, because then she became their employer. Does not mean they love her any less. It does mean that they have become accustomed to being paid for services. 

Friends, I rarely ask to do anything like personal care. Personal care is a job; it is something I expect an attendant to do because I pay them. Or a family member, because they love me and because whatever they do for me, I recipicate, in some fashion. 

In the end, an attendant is your employee, and you need to treat them as employees. You, be the boss, be a wise, firm, compassionate, and a cautious boss. 

Changing Jobs, Keeping Personal Care Attendants

David Chapple, Michael Moats

Ten years ago, Dave and his sister moved into a house near southeast Cleveland that had both upstairs and downstairs living spaces.  For obvious logistic reasons, Dave took the downstairs and Angie took the upstairs.  She was providing for all Dave’s personal care needs in the absence of a live-in attendant.  The first summer was difficult in both finding and keeping a live-in attendant.  Mike moved downstairs that fall as Dave was also going through the process of getting a waiver so a health care agency could provide some hours of service during the work days.  There was also another program in Ohio funded by the Rehabilitation Services Commission (RSC) that would help Dave in paying for attendant care services.  Here are how each of these components, the outside personal care attendants, the live-in supports, and Dave’s family, all work together.

Dave:
My attendant in the morning gets me out of bed and helps me with my morning hygiene.  This includes giving me a shower, toileting, brushing my teeth, and dressing.  After we are finished with my initial morning routine, it is time for housekeeping duties.  I normally ask my morning attendant to mop, vacuum, perform light dusting, and do laundry whenever it is necessary.  One of the duties in the job description for both of my morning and evening attendants is driving me places in my van; however, sometimes I have to waive that requirement because of the availability of new attendants at a given time.  In other words, sometimes I have to take what I can get.  Lastly, before my morning attendant leaves they prepare my lunch and feed me.  

In the evening my attendant helps me with my correspondences, which includes paying bills and paper work for my personal assistant reimbursement from the RSC.  When I have an evening attendant that drives (which fortunately I have had for quite some time), one of their duties is to take me to the grocery store and other activities outside the house.  Like my morning attendant light housekeeping and laundry are included in my job description, but I ask my morning attendant to do most of the housekeeping and my evening attendant to do most of the laundry to keep things consistent and to divide the work evenly.  Also like my morning attendant, the evening attendant prepares my dinner and feeds me before they go.  

Mike: 
As a live-in, I generally handle the nighttime and weekend duties.  On weekdays, this usually involves just moving Dave from his wheelchair to the couch, providing some liquid refreshment, then putting him to bed and setting out the next day’s clothes.  For the weekends, I usually just perform all the personal assistance that Dave needs every other day of the week.  The only household chores I need to do involve the dishes that were used for the weekend.   This works out very well, as housekeeping is not my strongest suit.

There are, of course, times when I am out for a Saturday or Sunday or both or longer.  Dave may or may not need somebody else to come in depending on when and how long I am gone.  If he does need somebody, he has at times relied on his parents who live just fifteen minutes away.  There are other family members around who he may go out with and his afternoon attendant come over on occasion if I could take over one of his weekdays.  Dave’s dad has stayed overnight at the house if necessary, and Dave has also spent the night elsewhere if everybody is able to work that out. 

Dave:
I rely on my daily attendants for many things.  When they don’t come, I have to rely on people like Mike and my parents for my minimum needs such as hygiene and meals.  Things like housekeeping and laundry sometimes go undone until my daily attendant comes the next time.  This is sometimes very inconvenient but somehow I get through it and try to have a somewhat normal day.  

Mike:
If the afternoon attendant doesn’t show up, it’s usually not a big deal.  I go home at some point at the end of the day and can prepare leftovers or something else low-maintenance.  The afternoon attendants have been very good and reliable over the last number of years and will call ahead if they could not make it.  Dave will call me at work to let me know that he needs dinner.  If I can’t do it, then he will call his parents.  Rarely has neither one of us been available for dinner. 

The morning people have been another matter.  Dave has been through a large number of morning attendants, more than half not lasting two months.  On the other hand there were about three or four who worked for well over a year and were very reliable.  When a new person starts, either his mom or I will lead the person through the steps.  Since Dave has been hiring on his own, they already know what to expect.  When the attendant care was being provided for by home health care agencies, there were times that it was awkward.  A few of the attendants who were more familiar with the elderly population were a bit surprised that Dave wanted to get up or go somewhere.  Only one of the three agencies that provided service to Dave over the years had a senior staff member learn the routine so they could train a new attendant.  Geric was an outstanding home health care agency that was praised in Cleveland business magazines, and then, unfortunately, grew too big, too fast and went under. 

Once they understand the functions, the next matter is showing up.  With some of the other agencies, an attendant would be a no-call/no-show.  And when you call the coordinator, they say they will do their best and try to find someone maybe by 10:00.  I’m sure they were doing their best and there were times, if neither Angie nor I were working, that we would wait.  But in most cases one of us would get him up and do an abbreviated morning routine.  There also have been times when I am leaving for work and Dave’s personal hires don’t show up and there is no answer at their home.  Then we have to decide whether or not he wants up now or trusts the person enough to wait.  When this backfires and Dave is left in bed with nobody coming and nobody home, he will hit his call button from LifeLine.  They have a series of five numbers or so to call, and by this time of day, they’ll either get me at work or his mother at home.  There have been times when I have left work to get Dave up, but I am lucky enough to work at a job that is sensitive to these problems, to have a position that has flexible hours, and to have accrued enough short-term leave time that an hour or two for a pay period is easily compensated for.

Dave:
When I was working at my old job with CyberAccess, it was more difficult when my morning attendant didn’t come because sometimes it cause me to be late getting started working.  This was an even bigger problem when the attend didn’t call before Mike left for work because I had to push Life Line and wait for Mike or somebody to come to get me out of bed.  Fortunately my bosses at CyberAccess were very understanding of my situation and they usually let me make up a time I lost that evening or on the weekend.  

However, currently I am in the process of finding another job and my new boss may not be as understanding and I will have to find a more reliable attendant.  Another thing I have to consider when I get a new job is whether or not I need both of my attendants to drive so I can get to work.  When I was at CyberAccess I mainly worked at home so transportation wasn’t a big issue unless I had to go to the office for a meeting or to get an assignment.  For my new job I may be required to go in the office every day so I would have to find a reliable attend for both the morning and evening that drives.  If I do need to go into work every day I would also have to figure out my attendant care on the job site for lunch and going to the bathroom.  

The scenario above has worked in this case for about ten years.  Last year Angie moved out and Mike moved upstairs.  This has effected the logistics of the care provided when Mike is away.  But more drastically, this has provided the opportunity for Dave to have his own home computer office and give Mike more space for a piano.  Doors close, then doors open.

Most change is a process and not an event.  When Dave gets a new job, it will be a process working with the attendant to understand how their dependability directly effects Dave’s new responsibilities.  It will also be a process working with the employer in understanding that he requires other people to work for him before he can start his own work day.  As long as people are flexible to change and willing to adapt to another person’s needs, then in most cases potential problems are avoided.

The Role of the School System in Preparing Augmented Communicators:

Where we are, Where we need to go

Ellen Estomin
Records indicate that in 1910 the Chicago Public Schools were the first schools to hire "speech correction teachers." In the 1950's, speech pathologists who worked in a school setting primarily serviced elementary school children who had mild to moderate speech impairments in the areas of articulation, fluency, and voice. It was a great beginning but we omitted to entire field of language. Later with increased knowledge about language development, the speech-language pathologist developed skills in identifying and remediating language disorders, expanding the range of the profession.

However in education, until PL 94-142 was enacted in 1975, many students with disabilities were excluded from attending public school systems because some, not all, educators believed that systems were not equipped to handle severe disabilities; they did not have the financial resources, expertise, materials or equipment. Buildings were not handicapped accessible. For those in the field of communication disorders, it was an exciting but frustrating era. Our expanding scope of practice and knowledge about language helped us formulate intervention strategies for untapped disorders, but communication needs exceeded what technology could offer. Although PL94-142 mandated a free and appropriate public education and guaranteed due process rights, we were limited in the types of devices, vocal output systems, and access to devices. Augmentative systems were big, heavy, and awkward. The use of augmentative devices began for adults with head and spinal cord injuries. Most systems, limited in technology and variety, were devised to retrieve messages quickly but contained no vocal output system. The first device to be widely commercially available using voice output was the HandiVoice from HC Electronics in California.  It changed many lives, although it was basically a spelling system.  The first voice output communication aid to be thoroughly based on language structure was the Minspeak system developed by Bruce Baker. Minspeak had the effect of making the voice output communication aid, itself, a foundation for language growth and development.  Since that time, a wide variety of electronic augmentative communication devices have given people with significant speech and multiple disabilities a significant new voice.

In our efforts and excitement to forge ahead and merge the fields of medicine, engineering, linguistics, communication sciences and disorders, and education, we struggled with mechanics: figuring out how to match the characteristics of the devise with the needs of the individual; how to use the strengths of the individual to access the devise; how to anchor the devise; how to position the individual to make the most efficient use of the devise; how to program and repair devises and how to select appropriate vocabulary for efficient communication, but it also diminished time available for focusing on effective communication in a variety of environments when the devise as not available. We, as professionals, know this as frustrating for you and your families. We weren't being neglectful. We were trying to balance new expectations, new learning, and new disorders with the limitations of technology. 

1990 brought another challenge to the field of education, but a major breakthrough for society. PL 101-336, the Americans with Disabilities Act, was enacted. Reasonable accommodations across all public and private settings including schools were required. New construction expanded the number of schools that could accommodate individuals with disabilities and increased the number of individuals with disabilities in traditional schools. No longer were special centers the only option available for learning. For speech-language pathologists, the field of augmentative/alternative communication could no longer be a specialty area. All speech-language pathologists had to increase expertise in augmentative/alternative communication because we learned a lot from you. We learned that we could apply the principles of learning from augmented communicators to other groups of individuals with disabilities. We learned that devises could be used to clarify speech that is difficult to understand. We learned that individuals can choose and need to communicate in a variety of ways, not solely with devises. We learned that to listen to augmented speakers and respect all modes of communication.  We learned that core vocabulary has to be chosen carefully to facilitate social communication. We were instrumental in pushing companies to build devices that were portable, lighter, easier to program and represented male, female, younger and older communicators. We challenged colleges and universities to institute required courses in augmentative/alternative communications. We included special educators in our training teams, but we neglected to expand consistent collaboration with regular educators. While more individuals with disabilities were attending regular neighborhood or community schools, most were educated in special education classes. Our efforts focused primarily on parents, students, and special education teachers. Integration occurred for special subjects, special activities and/or for students who could function at grade level. Our first attempts to mainstream students occurred in music, art and in related arts subjects and it was usually the responsibility of the speech-language pathologist to ensure educational success in mainstreaming opportunities. 

We've come a long way! We consider special education a service, not a place. We consider a two-prong definition in order to qualify for special education services; an individual must demonstrate a need for services. We function as a team, sharing the responsibilities for education and communication. With the reauthorization of IDEA"97, PL 105-17, the consideration of communication and assistive technology needs are assured. Regular education is the first consideration for students with disabilities. Software is available to develop literacy skills in augmented speakers and a variety of devices are available.

We still need you to keep us focused.  We need your input and input from your families so that we can continue to grow and meet your needs.  We need to ensure that augmented communication is effective in the educational setting and in social environments.  It takes a partnership for both of us to succeed.    

Supporting AAC Consumers and Personal Care Attendants in Communicating during Service Routines

Barbara Collier, Speech Language Pathologist

131 Barber Greene Rd.

Toronto

On M3C 3Y5

Canada
Background Information:

People who use augmentative and alternative communication (AAC) are often dependent on personal attendants for their daily care. The role of the personal assistant is to give assistance to the AAC consumer for day to day tasks.  The attendant is directed and guided by the AAC consumer to perform tasks that she or he would do if physically able. 

In Ontario, adult AAC consumers tend to live in one of the following settings:

· own home with individual funding to hire and train personal attendants;

· supported housing projects with 24 hour shared attendant services provided by the agency – AAC consumers must be able to self-direct their services;

· family homes with attendant services from family supplemented by community attendant agencies;

· supported housing projects with services provided by community support workers (CSW) for consumers who cannot self-direct their services;

· group homes with services provided by the group home; 

· nursing homes and long term care facilities with services provided by health care professionals.

Issues for AAC Consumers:

Given the premise that AAC consumers want autonomy in where and how they live, the challenge of learning to communicate effectively about and during their daily service routines is paramount.  In Ontario, transitional training programs are available to assist people with disabilities in learning how to direct their services.  For many, this is the first introduction to directing someone, other than a parent or close family member in what and how they want things done for them. Yet, according to AAC consumers who have limited literacy skills, these programs do not accommodate their unique communication needs.  AAC consumers who are not literate need service related vocabulary on their AAC systems.  In addition, they need information to navigate the available public services and a range of communication and problem solving skills to negotiate how they want their attendant services given to them. 

In an informal survey of 36 AAC consumers, many report that their attendants frequently do not know how they communicate; do not give them opportunities to communicate; do not “listen” to them or follow through on their requests.  They report that their AAC systems are often not set up for them to use; that they have problems explaining how they want their services given to them; that they do not have the vocabulary they need on their systems; that they are often “afraid” to confront attendants who may treat them poorly and that they are not aware of their rights or the process to make complaints.  Some AAC consumers and family members have commented on a feeling of powerlessness in that if they complain, they might lose their residence and / or attendant services.  Given the lack of adequate housing options and services, many AAC consumers accept less than adequate living conditions.  The majority of AAC consumers interviewed were not aware of their rights in relation to attendant service provisions.

AAC consumers experience limited residential options based on their ability to self-direct their services.  Those who have the skills to self-direct may be directed to more supported housing options based on their perceived competency during the intake process, their need for increased time to communicate during service routines and the agency’s level of staff skill in communicating with AAC consumers.  Because of these and other factors, AAC consumers are often denied access to self directed supported housing projects or individualized funding to hire and supervise their own attendant services.  

AAC consumers who access services designed for people who cannot self-direct are often accommodated with extra service time.  However, these settings are geared to “teaching” consumers how to direct services and as such often fail to recognize that some AAC consumers can and want to have full autonomy in their decision making and can do so with adequate support and accommodations.  According to some AAC consumers this continuous “teaching” model demeans their abilities and causes a great deal of frustration.  

Issues for Attendants:

Research has identified a number of partner related characteristics which impact negatively on interactions with AAC users.  The skills and strategies required for successful augmented interactions are not intuitive and need to be taught. (Blackstone, ‘99).  Yet, in Ontario, there is currently no training program which prepares attendants or community support workers to communicate and work with AAC consumers.

In an informal survey, attendants and support workers report that they often do not know how an AAC consumer uses his/ her communication system; that they do not have the time to communicate with AAC consumers; that they frequently rely on quick Yes and No answers and that they know the routine so well there is little need to communicate.  Some report that they would like time to communicate with AAC consumers but that their agencies cannot “afford” this as attendant services are shared with other consumers (Collier, 2000).

Issues for Agencies:

The challenges facing agencies in accommodating AAC consumers are complex and usually defined by limited service resources, funding and agency mandates. Most self-directed service agencies in Ontario do not provide extra service time to accommodate the communication needs of AAC consumers.  Some AAC consumers have commented that they have less service time as there is no communication occurring between consumer and attendant.  Lack of awareness about AAC consumers and the partner’s role in communication can result in erroneous decisions about eligibility based on perceived competence of the consumer to self-direct.  On the other hand, some agencies extend services to AAC users without ensuring adequate staff training and service accommodations.

The Problem: 

The lack of appropriate and effective communication between AAC consumers and attendants can have major negative impacts.  These can range from interpersonal problems, poor service provision, mental anxiety, emotional distress and reduced quality of life for the AAC consumer and decreased job satisfaction for the attendant.  At an agency level it can result in a discriminatory bias due to a misperception of AAC users’ abilities to self-direct their services and/or a lack of understanding of the attendant’s role in the communication process. In some cases this has resulted in competent AAC consumers being considered ineligible for independent living and attendant services.

Project Description:

In Ontario, a series of training programs was undertaken to improve communication between AAC consumers and their attendants.  A two pronged approach was used:

• Training Program for AAC consumers

• Training Program for Attendants

Training Program for AAC consumers:

Three training formats were used which were defined by funding options, travel and availability.  These included:

· 36 hrs. spread over 12 weeks with no attendants present.

· 36 hrs. spread over 12 weeks with pre and post consultations with consumers and attendants and 6 hr. workshop for attendants.

· 12 hrs. spread over 2 days with consumers and attendants present.

Participants: 

In total, 36 AAC consumers attended the trainings.  All participants had Cerebral Palsy and were between the ages of 21 and 65 years of age.  All of the participants were in residential settings which necessitated that they direct or learn to direct their services.  Half of the consumers used voice output devices and all had limited literacy skills.  

Training Format:
The training sessions were given by a Speech Language Pathologist with AAC experience and an AAC consumer who directed his services.  For one program a speaking person who directed his services co-presented the sessions.  Communication facilitators were given an orientation prior to the trainings in order to ensure that they knew how the AAC consumers communicated, and how to verify messages.  There was one facilitator to three consumers.  Attendant services were provided although attendants were not present during two of the actual training courses.

Training included minimal lecturing, extensive role playing, videotaping, discussion group and individual assignments.

Training content:

The following topics were addressed:

· Identifying and sharing the challenges for AAC consumers in directing services;

· Learning about consumer rights for long term care services - Ontario 

· Learning and sharing techniques for teaching attendants how to communicate with individual AAC consumers;

· Documenting how services should be provided;

· Acquiring, learning and using graphic based vocabulary to communicate about service routines;

· Engineering the living space for efficient communication;

· Giving constructive feedback to attendants;

· Learning strategies for conflict resolution;

· Negotiating service contracts

Observations:


· The most satisfactory training format for consumers was the one which provided training for AAC consumers with no attendants coupled with individualized consultation for both consumers and primary attendants and a separate workshop for attendants.

· Few of the AAC consumers had access to the vocabulary they needed to communicate about their services.  While suggested vocabulary was provided for service contexts there was the need to customize, program and develop individualized communication displays.  This individualized support was often lacking for AAC consumers.

· All participants requested more training time to address needs and provide more opportunity for learning, practice and discussion.  AAC consumers have since requested a year long program.  A monthly peer support group is now available for AAC consumers.

· AAC consumers required support in defining and documenting how they wanted their services given to them.  One consumer who took a year to document how his services should be given to him, wrote “This was one of the best things I ever did.  I knew when my services were not given to me in the way I wanted but I had never thought through exactly what I wanted to happen.  Documenting how I wanted someone to assist me when eating, dressing etc.  gave me an opportunity to really define what I wanted.  I have taken the document to summer camp and even to hospital and it has made a big difference”.  

· There was an obvious need for the provision of support and training relative to self directed services for youth and families.  One AAC consumer noted “My mother knew exactly what I wanted and how I wanted to have it done.  I just assumed everyone else would know too.  It made me very frustrated.  I thought all my service providers were stupid.  This course has made me look at my own skills and has helped to put me in charge of my life”.

· A major part of the training was the focus on giving feedback, and learning about conflict resolution techniques.  A follow-up training course was provided to some of the AAC consumers on assertiveness.  

Attendant Trainings:

Nine one day workshops for attendants and community support workers were provided across Ontario.  These workshops were attended by 155 attendants representing 62 agencies.  

Training Structure:

The training sessions were given by a Speech Language Pathologist with AAC experience and when available, an AAC consumer who directed his services.  The workshop used the videotape “Communicating Matters – a training guide for personal attendants working with consumers who have enhanced communication needs” (Collier. B., 2000).  This program includes group discussions and assignments.

Training Content:

The following topics were addressed:

· Awareness of issues relating to AAC and people who use AAC;

· The role of the speaking partner; 

· Partner communication strategies when communicating with an AAC consumer;

· Communication strategies during service routines;

· Interpretation / translation over the phone;

· Agency policies and procedures to support AAC consumers.

Observations:
· Generally the participants gave very positive responses to the training.  Most commented on an increased awareness of the challenges faced by AAC consumers, an appreciation of how AAC consumers communicate and the role of the speaking person when communicating an AAC consumer.  For many of the participants it was their first introduction to the importance of communication as is evident from the following quote received from a participant two weeks after the training. “Since the workshop, I have started communicating better with two women.  I have learned to wait for their responses and never assume that I know what they want.  Both women are much happier and there are fewer behavioral problems.  We now know that one lady is not a morning person.  In the past we would get her up to do her purchases in the morning.  Now given a choice she communicates “No” and always “Yes” to the afternoons.  It is very clear that we were trying to accommodate our needs in the past and not hers.  The workshop really helped to reinforce that these ladies’ communication really matters”.

· While workshops can go a long way in increasing awareness, and sharing resources they are not an effective means to teach communication skills.  On the job coaching and mentoring is required (Joyce B.,& Showers B., ’80).  Unfortunately this level of support was beyond the scope of these projects.  

· The majority of participants felt that training in communication skills should be mandatory and at a pre-service level.  Many noted the need for including a more general overview on communication with speaking people. There was an overwhelming sense from the participating attendants and support workers that they felt the need for more training and that they wanted compensatory salaries to reflect their work and skill level.  

· There was extensive discussion on the role of attendants and support workers personnel with AAC consumers.  It was apparent that there was little consensus on role definition particularly in relation to facilitating communication between an AAC consumer and a member of the public.  One agency has since established a task force of staff and AAC consumers to define this role and to write an introductory strategy acceptable to both parties.

· Attendants and support workers feel the need for administrative policies and procedures to support them in working with AAC consumers.  They expressed the need for more service time to accommodate the consumer’s communication, more input and support on how to communicate effectively, set up and maintain communication devices and enhance communication between AAC consumers and members of the public both in person and on the telephone.

Conclusion:

The series of projects described here have only scraped the surface of what is needed in Ontario.  Due to funding restrictions no attempt was made to evaluate outcomes at an individual level of service.  There is an obvious need to do this in order to document the relationship between the training content and process and functional outcomes.  
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Greetings from ISAAC – German Speaking Countries

Christof Bünk, President, German ISAAC
The Pittsburgh Employment Conference (PEC) is not only an important Conference for the U.S., especially for all the consumers, as I perceived at the TOWN MEETING in 1996, but also for the German speaking AAC field. 

Inspired by my first PEC in 1996, ISAAC-GSC organized for the first time an AAC – Employment Conference in Cologne last year. It was really the first time in Germany, that AAC professionals and consumers discussed experiences and perspectives of Employment.  Bruce Baker inspired the conference with visions and experiences from America.

I am glad to tell you, that some good projects started and individuals have been making hopeful progress in their training, development, and education.

Just two examples: Oliver Theuss, speaker at the PEC 1999 (with Martin Baunach) is going to be the first consumer in Germany, whose perspective is the University. He is the first, who works for his final examination at a German secondary school.  He will be Germany's first augmented communicator who is a graduate from a regular public high school with a traditional university preparatory curriculum.

Kathrin Lemler made a practical course in a printing office and learned how to manipulate and integrate pictures into a text. The printing office is interested in an apprenticeship. 

A new law about Personal Assistance in Germany creates new perspectives. 

As you perhaps know, we have a very tightly-nit social net in Germany. The German government, both local and federal, is more responsible for the employment of people with disabilities than in the US. As a consequence most handicapped people are "employed" in sheltered workshops. The law made the inclusion for physically handicapped people and of course especially for AAC consumers in fact very difficult.

Now a new campaign of the government supports Personal Assistance with the aim to integrate even severe handicapped people in a usual workplace. I do not know, yet, if this support of the government will really help also AAC – consumers, but I am hopeful that these very new possibilities will give some consumers the chance, to show and to convince Employers of their competence. 

Dr. Jens Boenisch and Dr. Nina Hömberg will speak on Sunday on this topic and show you first examples and a new German perspective.

I am looking forward to these interesting and rich experiences of American consumers with Personal Assistance and Employment.  I think that the German delegation will go home with a suitcase of new ideas and experiences.  The thoughts stimulated in German heads may be important for early projects with Personal Assistance in Germany.

The AAC Mentor Project:

What We Have Learned from the First Three Years

Janice Light, David McNaughton,

Michael Williams, & Carole Krezman 

Introduction :

There is no limit to the kinds of things a person who relies on AAC might want a mentor for... Falling in love, starting a new school, starting a new job, changing communities or homes, mastering a skill, learning a new piece of assistive technology - all are easier and more fun if the experience can be shared with and guided by someone who has ‘been there’. (Williams, 1996; p.1-2)

Mentoring by adults who use AAC and who have successfully overcome challenges offers tremendous potential benefits for young people who require AAC. Such mentoring can provide support in collaborative problem solving, access to specialized information on assistive technology and other disability-related resources, and positive social interactions with appropriate role models. 

Currently, there are a number of adults who use AAC who demonstrate the potential to be effective mentors if they are provided with support in developing their collaborative problem solving strategies, information resources, and communication skills (Williams, 1996).  The AAC Mentor Project is a 3-year research project designed to develop, implement and evaluate a consumer-driven mentoring program for adolescents and young adults who use AAC delivered via the Internet.

Objectives:

The AAC Mentor Project has two distinct objectives: 

1.
To develop, implement, and evaluate the outcomes of a leadership training program conducted via the Internet to teach adults who use AAC to use effective mentoring skills (i.e., positive communication skills, collaborative problem solving strategies, and access to disability-related information and resources); 

2.
To develop, implement, and evaluate the outcomes of a mentoring program for adolescents and young adults who use AAC, delivered via the Internet, by adult mentors who use AAC.

Leadership Training Program:

A total of 30 adults participated in the leadership training program.  All participants had cerebral palsy; used augmentative and alternative communication (AAC); demonstrated functional literacy skills; were over the age of 21; had successfully attained meaningful educational, vocational, social, and personal goals in their lives; and had demonstrated leadership potential as evidenced through nomination by peers and rehabilitation professionals.

The instruction for the leadership-training program was conducted via the Internet using an accessible site on the World Wide Web. The leadership-training program included instruction in three strategies: positive communication skills (lesson 1); collaborative problem solving skills (lesson 2); and knowledge of disability-related resources, legislation and services (lesson 3). The instruction incorporated the following steps: demonstrate the benefits of the strategy; outline the strategy steps; model strategy use; check the learner knows the strategy steps; provide opportunities for the learner to recognize appropriate use of the strategy; provide opportunities for the learner to use the strategy in practice examples based on interactions with adolescents and young adults who use AAC; give individualized feedback; provide opportunities for the learner to generalize use of the strategy to new contexts.  

A single subject multiple probe research design (McReynolds & Kearns, 1983) was used to evaluate the effect of the web-based instruction on the acquisition of target strategies.  Results indicated that all of the mentors successfully acquired the positive communication skills and collaborative problem solving skills.  Time to complete the instructional program and number of practice interactions required to reach criterion varied across the participants.  Over 90% of the participants expressed satisfaction with the training program.  

Mentor Program:

A total of 30 mentor-protégé dyads are currently participating in the project.  The mentors are the adults who use AAC who participated in the leadership training program.  The protégés have cerebral palsy, use AAC, demonstrate functional literacy skills such that their written messages can be understood by others and such that they can understand written texts, are between the ages of 12 and 25, and are experiencing transitions in their educational/ vocational, social, and/or personal lives.

Each protege-mentor dyad interacts regularly in one-to-one interactions via electronic mail for a year.  During these interactions, the mentors implement the skills that they acquired during the leadership training (i.e., collaborative problem solving, information dissemination, and positive communication skills).  Protégés have the opportunity to identify problems or goals in educational, vocational, social or personal domains and work with their mentors toward these goals. Mentoring occurs within the context of real life problems encountered by the protégés, thus ensuring the relevance of the intervention.  

To date, approximately 1,400 E-mail messages have been exchanged by the mentor-protégé dyads. Results will be presented highlighting key issues for adolescents and young adults who use AAC, including problems, strategies to overcome these problems and recommendations to professionals, technology developers, family members, and individuals who use AAC.  Results will be discussed in light of their implications for improved service delivery and for future research priorities in the field.  

Summary:

Mentoring by other consumers with disabilities is critical to give people with disabilities the opportunity to empower themselves (McAweeney, Forchheimer & Tate, 1996). This miniseminar will present data on the three year AAC Mentor Project, including the impact of the leadership training program and the impact of the mentor program on the mentor and protégé participants in this project.  As Josefowitz (1980) concluded, “A mentor provides a brain to pick, a shoulder to cry on, and sometimes a kick in the pants.”  
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Attendant Care Class

Paul Pecunas
Folks, welcome to the attendant care class.  

Funny thing.  I'm an Internet buff.  And Webster's dictionary is on line.  So being an instructor and I wanted to Appear like I know what I am doing, I wanted to give you the dictionary definition of Attendant Care.  So I go to the Webster's dictionary site, I typed in attendant care.  It couldn't find it.  So my theory is, to my knowledge, Webster didn't have a disability therefore he didn't know what attendant care was 

Anyway, My definition of Attendant care is: 

A program funded by the state to provide ways for people with disabilities to live in society with assistance from able-bodied people.   What the heck does this mean?  To put it in English, a person that is hired to perform the services that you request 

I am going to give you a brief history lesson.  When people hear history they fall asleep because history is boring.  But this history lesson won't be boring and will be quick and painless 

In 1962 Ed Roberts became the first is person with disabled to go to college.  Ed was a post polio quad who had to stay in an iron lung. He had to stay in the university hospital because there was somebody there twenty-four hours a day.  In 1966, Two more people came to Berkeley with a disability.    When they were seniors, they organized their own class called strategies for independent living.  This class main focus was to develop a proposal to get independent living in the community.  The problem was funding.  So Ed Roberts Found there was federal funding called the special service program the proposal worked and got students with disabilities to live independently.  They formed the PDSP. The Physically disabled Students Program.  People with disabilities who needed attendant care from the community started calling the PDSP. They couldn't handle the students and the person from the community, so they formed what is now said seal. Center for independent living.  And that my friends is my history lesson for today 

Is everybody awake.  

And that is my history lesson for today.

How old do you have to be to get attendant care?

The ages of eligibility are eighteen to 65. 

To get attendant care services contact your local welfare office and they will refer you to your local CIL, or center for independent living 

Before you could actually hire an attendant, there are four steps you have to go through in order to hire somebody the first step is getting a physical.  Get this.  To see if you really are disabled!  I know.  Hello! Why would you be in a wheelchair if you aren't disabled.  But remember, this is the government, who understands the government?

Okay the second step is contracting your local CIL and getting a pre-assessment.  When you are assigned a case manager, he will assess you.  This tells them how many hours you actually need by going through your day starting when you get up in the morning until the time you go to bed. If you have time it might be a good idea to write the steps of your day down before he or she assess you for two reasons.  First it will go a lot faster.  And second, it shows the case manager that you are on the ball.  But I have to admit I don't do this.  I just wing it 

Second thing is to make out your service plan.  What the heck is a service plan?

A service plan is a plan for your attendants.  What you are to do with your attendants.  For instance my service plan is for my attendants to help me in my daily activities.  You know, cooking, cleaning and all that good stuff 

The third and fourth thing is optional.  And they are to make a job description and a contract.  

The job description is with any job.  It's a paper spelling out all the jobs that the attendant has to do for us.  And how they are going to do it 

The fourth step is to make a contract. 

This is a legal document to protect you and the attendant.  The contract has 

A place to put your name and your attendants name. It also has 

What days the attendant will work and what hours so, to recapp.  Before we actually hire an attendant, we have to, make a pre assessment.  Make a service plan.  Write a job description, and make a contract.  

Now we finally ready to hire the attendant.  Before you actually hire the attendant you have to put an ad in the paper  

An ad is simple to write person needs assistance twenty hours a week 

Simple ad, don't you think?   You could get fancy if you would like such as:   31 year-old person needs assistance 20 hours a week.   Must be reliable and have a twisted sense of humor,  eight one four, seven two four, six one one six g, I wonder whose add this is 

Next step is to interview the person.  Remember, this person is going to be your right hand man so you want to think of good questions to ask.  Like "How long will it take for you to get here in an emergency?  Will you be willing to come in an emergency."

I think it is a good idea to stress emergency because what if, God for bid, you got sick in the middle of the night.  Or if your other attendant doesn't show could they come in? 

I want to stress three things.  First don't hire friends.  I know it's very hard not to hire somebody you already know.  But it's very hard to direct a friend and tell them what to do.  

Now when you hire them, you will build up a friendship.  I will guarantee you will make friends with your new attendant.  It's hard not to make friends with somebody that goes in the shower with you 

The second point is don't hire anybody who is under twenty-five years old.  

When I was teaching this class at ACES (Temple University), we had a controversy over this one.  This is only my option. 

I have found that most people that are in their thirty's and up are more reliable.  Last year, for three months I had been looking for another attendant because I want three attendants.  One woman I interviewed was eighteen.  Normally the people who I interview don't ask are to see my apartment.  This one girl I interviewed just graduated from high school, so I was a bit leery to hire her.  Anyway she asked to look around my apartment.  So My attendant took her for a tour.  After she left, my attendant said there was something about her she didn't like.  My attendant has good judgment in people.  My attendant said she was looking everywhere.  So needless to say I didn't hire her.  

The third thing that I want to point out is, don't hire the person on the spot 

I am guilty of this many, many times.  This is very important because you don't know them from Santa Claus.  You didn't check their references.  What if they are a murderer who just got out of jail.  See it now, the person will come in and everything will go okay up until the shower part.  Then he will become Jason in Friday the Thirteenth.  So don't hire the person on the spot.   

I have to tell you another story.  How many remember the Adams family? 

Okay.  Again I have been interviewing attendants for months.  This one woman came for an interview.  She looked like Mort-tisha.  Swear to God.  This tells you what kind of interviewing skills she had.  She said I was suppose to go to work today, but I said off because it was too cold.  Wait, wait!  It gets better.  She used to live in Pittsburgh.  Everybody knows how to spell where they live right? She asks my attendant, how do you spell Pittsburgh.  My attendant told her.  She still spelled it wrong.  

On the application it asks you if you want to participant in a drug test? She checked no. 

Then she tells us I work at windy, not windies, windy.

There are scary people in this world.  Could you imagine Mort-tisha working for you? The song from the Adams family is in my head now.  I hate that 

THERE SPOOKY AND THERE cookie, the Adams family.  

Anyway moving right along .

The third step of hiring an attendant is to check their references such as their last job.   Don't be afraid to ask their former employer how they worked, and were they reliable.

If they have a family member down as a reference, you don't want to ask them how the attendant will work out because chances are they will tell you they will be good at what they are doing. 

Also as a prospective employer you could ask if you could do a background check and a drug test on them.  But they do have the right to tell you no.  If they tell you no, that's  good sign you don't want to hire them 

like Mort-tisha

A background check is checking to see if they have a criminal record.  

The fourth and final step of hiring you're attendant is training them. 

You could explain to them how you would like your care done.  However, I would suggest getting somebody who is used to doing your care, especially if you have to rely on your Liberator to communicate.  Because I know from my experience, from the time I get up, I would say it's about a half an hour until I have my Liberator.  Because by the time I get a coffee, get a shower, get dressed and get in my wheelchair, it is about forty-five minutes to an hour until I have my Liberator. 

Another thing is to explain ground rules up front.  Your job description may, if you have one, not cover this part because this is a minor thing.   I am finding that when people have questions about me or about the job, they tend to ask the person who is training them.  

This is Coonster's theory so don't quote me on this.  I think the reason people are somewhat intimidated by us is because of how we communicate.  Because I think they are intimidated by the fact that their boss isn't able to communicate naturally, if you will and second maybe your attendant is a smoker and you don't like smoke.  This is where you could set up an agreement.  Maybe you will allow them to smoke in the kitchen.

So to re-capp of Training your Attendant:  First never hire a friend, because it's hard to tell a friend what to do.  Second explain the rules of the house.   

The Personal Assistant:

A Working Augmented Communicator's Perspective

James W. Prentice, B.A.
 The work place is a very stressful environment to all involved.  There is a constant need to meet deadlines, complete projects and accomplish tasks required of your particular position.  This needs to be done to keep the giant corporate machine alive.  In addition to this there is the social requirements of the workplace.  Interacting with your coworkers, developing relationships, and of course, (you have two choices here: 1) find out who is sleeping with who or 2) finding out the juicy gossip.  The choice is yours based on the population that you are delivering to.

These are the typical requirements met day-in and day-out by everyone employed.  Now add to this the additional stress of a disability.  The desire to provide a service in a field that is of interest to you and that you can be compensated for doing is the desire of everyone.  Many times the drive and desire to perform a particular job are present in the mind of an individual with a disability.   Special adaptations, such as my language board, have been developed to increase independence and allow for the freedom to express ideas and to be an integral part in the corporate machine.

But as I stated earlier, there are many aspects to the work place.  The adaptations developed help persons with a disability to function, but all personal needs are not met by the advances of science and technology.  Some tasks may become more time consuming or impossible due to the constraints of a particular disability.  Many of these personal needs can be accomplished if assistance is given to lower the barriers of a disability.  It is this concept of assistance that I would like to address today.

Often an individual with a disability is accompanied by someone to help attend to their personal needs.  Many of these tasks are preformed unconsciously if a disability is not present, but may require additional assistance if they can not be done independently.  These may consist of preparations for meals, placement of eating utensils, help with personal grooming, transferring to different seating situations, transportation safety and toileting issues. Often the assistant is present at all times to address these personal needs when required.  This constant presence can be misinterpreted at times.  In the work environment, the assistant can be viewed as a helper to perform job duties and supply ideas.  This is not the case.  It is important to convey to the employer and employees that you are the one who is performing the required tasks.  You are the one who is qualified to get the job done, and that you do not require help to achieve the requirements of your particular line of work.

As with all new experiences, curiosity becomes a strong desire to people who are not familiar with the relationship between a person with a disability and their assistant.  It is important to educate and orient your fellow employees and manager to your arrangement to decrease confusion, misrepresentation and allow for free communication.  By addressing this innate curiosity, the position of the personal assistant will not be misconstrues.  An understanding of their role in your life can allow you to function without concern of personal opinion.  Often, when people are introduced to new ideas and different lifestyles in this manner, it will allow for ease in communication, a sharing of ideas and comfort level in the work environment.

Another issue that often arises with personal assistance is too much reliance on them for information.  Many people become too comfortable with the relationship of the worker and the personal assistant and address them as one being with one conscience.  Many times questions are addressed to the assistant that are more appropriately addressed to the employee.  This comfort level can alienate the worker and place the care-giver in an uncomfortable situation.  Another mistake is to use the assistant to supply you with the information you need without waiting for the employee to answer.  An example of this is with my language board.  During normal conversation, it takes time to scroll through the many options of words and statements to answer a particular question.  (Again, this is optional based on the group that you are presenting to: Additional time is required to delete the profanity and to be sure not to hit the "bite me" button).  In the interim, the question may be just as quickly asked of my assistant to expedite the process.  The same answer may be obtained, but this is very insulting and can raise anxiety and frustration levels unnecessarily.  (Your option here: This is usually when I hit the "bite me" button, or if I am really angry, the @#$!#$ button).

If this type of behavior continues, the lines between care giver and second employee can be marred.  Liberties may be taken with the personal assistant that are inappropriate for their job duties and lead to frustration with the disabled employee.  This role needs to be clearly defined at the initiation of employment and reinforced throughout the career of the employee with a disability.  Unnecessary reliance on the care giver to perform duties beyond that of the personal needs of the worker should not happen.  Small errands or "favors" should be avoided and emphasis must be placed on their original requirements.  Again, it must be stressed that the employee and assistant are two separate people performing completely separate duties.  One is as the played employee of a company and the other is as help with the personal needs of the client only.

If these boundaries are kept, and the manager and other employees are educated to the specific role of the assistant, a harmonious environment can be maintained.  Lest I be misunderstood, these guidelines convey beyond the workplace.  Assistance is required elsewhere in the community and is often misunderstood.  Often assistants are present in the university setting.  Here, the personal needs may change slightly, but are generally the same.  Some of the needs that may need to be addressed are taking notes, taking tests, or performing assignments.

Due to the geography of the University and the requirement of attending different classes in different departments or buildings, assistance is often required with attendance, transportation and placement of study supplies.

Because the requirements for an education often involve the attendance of class and intake of lecture material as well as reading, the assistant becomes more valuable for the individual with a disability to accomplish the required tasks.  Because of this increased involvement the assistant may be viewed as an unfair advantage to the unfamiliar and uneducated observer in the classroom.  Again, education and free communication are the best ways to decrease confusion.  Students need to realize that the assistant is performing tasks that are unable to be performed by the individual to keep with the steady flow of information and ideas.  They are not available as an assistant to help is the passing of a particular class.  They are not present to perform the work required for the class or to supply additional information that is not available to the rest of the class.

 It needs to be realized that the personal assistant plays a valuable role in the process of transferring information to the student.  They are not enrolled in the course to gain advantage for themselves or the student with a disability.  They are there to assist with the personal needs of a individual to afford them the same opportunities and advantages that a non-disabled individual will gain from an education.  Their role is to assist with the personal needs of the student to ensure this same level of education and understanding in a mainstream environment.  Concerns need to be addressed with the students as to the exact role.  Students need to realize that an advantage is not placed with the individual with a disability, but, for the most part, an increased amount of work above the norm required other students.  This is exemplified during the typical

classroom lecture.  Information is supplied by the instructor to supplement the reading assignments for a particular topic.  In the case of an individual with a disability, the lecture may need to be audio taped with the help of the personal assistant.  This additional information then needs to be transcribed or reviewed through audio tapes in order to assimilate the entire worth of information that may not be recorded during the lecture due to a disability.  This complete process requires diligent attention by the student with a disability and countless extra hours to ensure that all the information was recorded and saved in some manner to review later and retain.  Without the aid of a personal assistant, valuable information that

could not be retained during the lecture would be lost and difficulties

would arise with complete understanding as well as performance during and evaluation.

As you can see.  The advantage of the personal assistant is to allow the student with the disability to maximize their time and performance by assisting in supplemental tasks to gain the full information.  There is no advantage given but the assist provides the necessary means for the individual to achieve an education that may otherwise be delayed by deficits.

In light of the additional amount of work required by the individual with a disability, examinations on understanding the information given provides another area that is important for the assistant and that may be misunderstood by the other students.  Due to some limitations, the assistant may be required to aid in the completion of an examination due to physical disabilities.  This may require the student with the disability and the aid to communicate for the selection of correct choices or answers.  This does not involve the assistant taking the test for the student and should not be viewed as such.  Instead, the assistant is yet another tool required to convey the amount of knowledge that the student has retained.  The assistant is not is a position to assist with the answers to questions by the student and usually is not as proficient in the information as the student.  Their role has been to assist in the personal needs of the student and not to learn the information.  Their time has been spent on preparing the individual for an education and no to learn the information themselves.

Again, this process of test taking requires and increased amount of time and a precise application of the examination by the assistant or the information may be miss-conveyed and poor results of performance can be recorded.  To fully understand the difficulties that can arise with this type of testing procedure, imagine what it would be like to be required to perform the SAT's by having the tester ask you each question and require an answer within a particular time frame.  Precise communication would be a must or the results would be poor.  Attempts to review your work would be more time consuming and require you to guide the personal assistant to the previous question that you wish to review.  This process would become very difficult and frustrating.

 
Again, as I have stated repeatedly, education is the best solution for deterring many of the misunderstandings that may arise.  To ensure that misconceptions do not arise, education and orientation of the students as to the precise role of the assistant can be done.  Often when a misconception is addressed with facts, complete understanding is developed.  It is important to address the obvious concerns and realize that the advantage does not lie with the student with the disability but that hard work and perseverance above the usual required is what is allowing the individual with the disability to accomplish their dreams.  Understanding of the requirements and the application of work will help all involved.

 There are strong similarities between the two examples that I have given you; the assistant in the work place and in the university setting.  I would like to take a moment to reiterate these key points.  The personal assistant is just that, an assistant to the personal needs of the individual with a disability.  They are not there to perform the tasks of the person they are assisting and they are not available to provide services that the individual is required to perform.  They act as a means to providing help with personal circumstances only.  Another strong point to remember is that the assistant and the individual with a disability are two separate people.  Though they work closely together and may seem inseparable, they are two different people.  Questions and concerns that arise concerning the performance of a work task or school task should be addressed to the individual with the disability and not to their assistant.  Though they do have a strong reliance on each other, the individual is capable of thinking and answering on their own and should be allowed to do so.  The personal assistant is available to help with the needs of the individual and is not present to run small errands for all those in the surrounding area.  Even if they give the impression of not being busy, they are there to assist the individual at hand and not to be the lackey of all who are in the area.

As I have addressed the needs and concerns of the general public I would also like to take a look at the perspective of the individual with the disability and their view of the personal assistant. As I have described to you, they are there to provide a service to help with the general needs of the individual and not perform menial tasks for others or to do the work of a person with a disability.  With this in mind, it is also the responsibility of the person with a disability to remain focused that the person that is helping them is just that; a person.  It is all too easy to rely so heavily on the assistant that they are viewed as an object and not a person.  Some of the duties that they are required to perform become so common place that they are often not requested to perform these tasks.  

The assistant performs the duties without request due to the need and the familiarity with the client.  The comfort level of the individual becomes such that they begin to expect a certain amount of service to be provided to them by the personal assistant.   This type of thinking can lead to alienation of the assistant.  Unintentional neglect and alienation can result and the close communicational and participation between assistant and the person with the disability can be compromised.  This can lead to animosity and poor performance of duties with lack of mutual respect.  This type of stressful situation can lead to a disgruntled atmosphere and result in the loss of a personal assistant that the individual has grown to depend on.

The personal assistant is present to perform their job duties to make the individual with a disability more comfortable and safe in their own environment.  They are not to be considered as the personal property of the individual.  They are the separate entity that was discussed earlier.  They have their own free will and have chosen a field of service.  This should not be overlooked for personal gain.  The duties that are required of the personal assistant should not extend outside of the realm of personal need.

As with the college environment and the work place, simple errands and tasks that can be performed by the individual should be done and not requested of the personal assistant. This will maintain the employee/employer relationship that should be established with the personal assistant.  Even though the relationship extends beyond these bounds, this core concept should remain.  With this in mind, activities and requests will fall within the realm of the appropriate.

Often it becomes difficult to differentiate the duties that the personal assistant should provide and the duties that they should be allowed to provide.  With extended time together, anticipation of needs begins to occur.  With this anticipation comes performance of duties that may have been performed by the individual with the disability.  If they are performed for the person, a complacent attitude begins to develop.  With increasing needs begin met, the individual begins to perform less and less for themselves.  They begin to wait for the assistant to provide the services or perform the tasks that may have been done in the past.  This is not only detrimental to the relationship of the individual and the assistant, but also can be detrimental to the cognitive and physical development of the person as well.  With decreased need to perform tasks of self care and physical demand, inability to perform these tasks altogether may occur. Without requiring the problem solving skills to perform tasks within an persons physical capabilities, a mental stagnation can occur preventing the development and exercise of problem solving skills.

The personal assistant must always be remembered as a person with feelings as well.  With this in mind, conversations that occur in the presence of the assistant should be respectful of their feelings and emotions. Inappropriate conversations or demeaning conversations regarding the assistant should not occur.  This, again, portrays the personal assistant as an object and not as the thinking individual that they are.  It must be remembered that it is very frustrating to the person with the disability when the assistant is addressed in a conversation that was meant for them.

The same holds true to the personal assistant.  Consideration should always be maintained.  Place yourself in the shoes of that person before you speak, or recall what it was like when you were excluded from a conversation or talked "around".  If this train of thought is maintained, then the relationship between the personal assistant and the person with the disability can be one of mutual respect and care.  This will allow for compatibility.

Along the same lines as general respect of the personal assistant, they should not be required to perform duties for other persons.  By this I mean that the personal assistant should not be volunteered to perform duties that they themselves are unaware of.  For example, if an individual is requiring some additional assistance to carry boxes to their car.  It would not be appropriate to volunteer your personal assistant to help with this task.  Remember, your assistant is a person available to assist with your own personal needs.  They are not a slave to your ambitions and desires.  They are not available to be traded or utilized by another individual as if they were a piece of equipment.  This will foster a resentment and alienate the person form the individual with the disability.  This is also a sign of lack of respect for the individual and should be considered inappropriate.  When events such as this occur, it is time to re-evaluate the role of the personal assistant in the life of the individual with the disability.  Is that person there to help with their personal needs, or are they being used as an adjunct to business.  Are they helping to provide you with a service, or are they being used to foster appreciation from other people.  This type of neglect should be watched for.

As stated earlier, much of this type of behavior on the part of the individual with a disability is not intentional.  It is often the result of an increased comfort level as a result of the close working relationship and personal involvement that develops.  As with all areas, education and open lines of communication are valuable tools that should be utilized by both parties involved to continually monitor the progress of the professional and personal relationship between assistant and person with the disability.  This constant review of progress is not that different than month meeting that occur in business.  These should not be events of aggression, but areas to view places of weakness, places or strength and allow for a mutual exchange of ideas.  This allows the blurring lines of individual and assistant to be clarified and to address issues of problems before they become detrimental to the relationship and ultimately result in a loss of a personal assistant.  As you may or may not be aware, finding a personal assistant to provide you with the services that you need, share a personality that you are comparable with and is available to meet you schedule of need can be a daunting task.  With that in mind, taking the time to establish the mutual respect that a person, not an object, requires is well worth the effort.

In conclusion, the bottom line to the issue of a personal assistant in the work place and the university setting relies heavily on the power of education.  Taking the time and the effort to covey to all those that are involved that the assistant is available for your personal needs and not that of the workplace or university can help to deter any animosity or misunderstandings that may occur.   By not making assumptions as to the understanding of your fellow classmates and fellow employees, you can prevent issues from occurring.  This will allow you a more open environment to work and interact without a constant concern of what others are perceiving is occurring.

Remembering that you are an individual and that your assistant is an individual will help to reduce the potential abuse of your important relationship.  Taking the time to allow for open communication without

prejudice can help to alleviate the tension that can occur between a personal assistant and a person with a disability.   

As I stated before, this relationship is a difficult one to establish.  It takes time on both parts and it needs communication and respect to grow.  If efforts are not made to foster this growth and respect, you may find yourself shopping for replacements.  This is a difficult task that requires more time and effort than most deeds due to the close relationship.  Take a moment to look at yourself and determine what type of personality, likes, dislikes and beliefs that you hold.  Now try to consider the difficult task it would be to dined jus that e right person to fit in the shoes that you are wearing.  Someone

that compliments your own personality traits without increasing your level of anxiety.  As I stated before, this is not an easy task and is not one that should be taken lightly.  If you have this type of relationship, it is worth your efforts to keep it as long and as strong as possible.

The personal assistant is a valuable person that can help to reduce the barriers that face individuals with disabilities.  Their role is important to establishing and maintaining a level of independence that is required to improve the quality of life of everyone they come in contact with.  With a little time and effort, their role can be realized and misconceptions reduced allowing for optimal interaction in society.  This allows everyone a chance a an improved quality of life in the work place, university, home and everywhere.

A proactive approach to the society on behalf of person's with disabilities can not only decrease the stress at your current situation, but can also help to educate others on the lifestyle of the individuals with disabilities.  By opening the lines of communication, you are helping all others that come in contact with persons with disabilities to be viewed in a new light.  This will help to remove barriers that may prevent employment, reduce discrimination and foster the mutual respect that I keep referring to.  A complacent attitude can only fan the flames of ignorance and misunderstanding.  If efforts are not made to make change, then change will not occur and each person entering the different venues of life, be it the workplace or the university or elsewhere, will need to establish new paths.

If efforts are made to educate, the foundation can be laid to allow all those that we come in contact with to understand the need that we all have and reduce the barriers in our society.

Authentic Voices of America

Jon Feucht

Voice output 

The biggest challenge in life was that I needed some kind of computer with voice out put so I could talk to people whenever I want.  This was the most frustrating thing in my life because we tried everything and nothing seemed to work right. 

 We started very early in high school to find a communication device in hopes a system would be in place before I started college; however, I was still with out a system after my first year of college.  By that time people at college were on at me to find a system and master it before I went off to the work world.  They also said I shouldn't get an apartment until I get something. They thought what if I needed to call people for help, how would I do it? Then in the summer of 1997 the assistive technology coordinator flew out to California, to a technology exposition.  She came back with the idea of trying a Liberator by Prentke Romich Company. I was very happy with it the first time I tried it:

· It was lightweight 

· Had a big vocabulary 

· Very fast communication 

· Little spelling 

All these things worked well and met my needs.  My communications improved so much that my outlook on life changed. 

Change of attitude 

[image: image1.wmf]
I have always known that I wanted to help disabled people but I always thought it would be in computers.  One morning in the spring of 1999, I was in bed and I couldn’t think of why I should get out of bed.  I knew then that I needed to get out of computer science because I wasn’t enjoying what I was doing.  I left and I thought I would spend the summer just finding myself and hit my psychology major in fall until something came along.  













Boy using a Liberator to communicate 


The starting point of the camp 






By the middle of July of 1999, I had an idea of putting together a camp for children that communicates with communication devices, because I felt if these children are anything like how I was, they just doesn’t know what the possibilities are for them.  Most of them haven’t met anybody like them who communicate with communication devices. I started by taking the following steps:

· Met with Dr. Lee, dean of continuing Education, shared my ideas.  

· He really liked my ideas and supported them fully. 

· Met a couple of more times to find our direction

· Looked into other camps like ours to see what made them successful

Goals for camp 

· To give these children some social experiences that they might not had before.

· To unite children from the same culture. 

· To show them everything possible in their life 

· To  provide successful role models that uses communication devices 

· And to have fun.   

We decided to limit the first camp to fifteen children from the ages 12-18.  We did this because we wanted to insure the best camp experiment for every camper and if we took too many people, then our quality might get jeopardized.  

As the first part of 2000 went on, we discovered that we weren’t ready to put this camp on, we did not have the knowledge of what to do at this camp.  We wanted to see some other camps and I wanted to get first hand experience of working with people with communication devices.  It happened that I was invited to do a two-week internship out at Temple University at a similar program. 
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2000 ACES participants

ACES Augmentative communications empowerment and supports 

 Aces is a two-week very intensive program. It’s based on three different ideas, and classes reflects us them.  They have four classes every day. 

· A large group communication class, which is a class that goes over how to communicate with people in different situation, likes how to communicate over the telephone and how to communicate better with attendants.

· An empowerment class, which taught people about our rights as a person with disabilities.  They went over ADA and how to get attendants. 

· A computer course, which was shotty, they didn’t really teach much in the computer class they just over email and web search. 

· The second communication class was really good.  It gave people one on intention on learning and getting better on their device.

Some time at night they have people come in for programs like self-defense, how to work with service dogs, and how to realize dreams.  They did quite a lot with the dreams of the people.  They first ask what they might want in life and then they help them think of what they need to do to turn these dreams into reality. 

Everybody must bring somebody to act like a coach while there and when they go home so they can keep making progress with everything they have learned.  Also the program did bring in a rep from Prentke Romich Company to fix devices.
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Where the aces’ participant came 

The making of Authentic Voices of America 



       


After I came back from Temple, we hired a lady who had nine years of experience in the field of augmentative and alternative communication and communication devices.   We had a few problems getting on the same thought pattern due to the fact that she brought ideas that we never thought about.  

There were some issues we needed to work out, we had to address four problems that we needed answers to 

· Group of children we wanted to serve? 

· What ages?

· How many campers we wanted?

· And whether or not to accept children with cognitive disabilities?  

I felt like we got nowhere because we couldn’t really come together to work as a unit.  So at one meeting I said all right nothing is really getting done so from now on lets vote on things so we can move on from there.  After that things really went well because we worked together. 

We decided to take campers who are between 12-18, has a communication device and who could attend a post-secondary school.  These ideas were tested after the applications went out.  

We had a lot of people called and asked if they could send older campers.  A lot of these were 19 and 20-year-olds.  Some also had cognitive disabilities labels that were challenged.  We decided to look at everybody on a case by case basis.  

Camp content- straight talk 






   

As we got planning this camp, I thought that I should teach five 1-hour, presentations about what I saw as important issues facing disabled people in today’s society.  These lectures are going to be calling straight talk.  What follows is the context of the speeches:

Dreams

Goals  

· to show them how important dreams are 
· to teach them dreams can change over time 
· to teach them how to never give up on dreams 
Content 

Today, we are going to talk about what makes us keep going on in life, 

Let’s discuss what our dreams in life are.  I think that each and every one here today has a picture in their mind of what they want their life to be like in the future, and I think these pictures or dreams or whatever you want to call them are the most important thing we have in life.   I’m not just talking disabled people, I am talking everybody, don’t you think that president bush dreamed about being president for a long long time.  Some dreams lasts a short amount of time, lets say that you’re taking a class and want a good grade, the dream of getting a good grade will lasts until the class is over or until after you bomb the first test.  Lets say you do bomb the first test, hey it does happen, or so I hear, what do you do then, do you just give up on that class.  You better not or else I will personally come and pound knobs on your head. Other dreams are long-range dreams, some people would call these goals, but as I see it, they are all the same.  Say that some day you want to finish college and well I don’t know, most people owns their own homes, so lets say you want to finish college and own your own home.  Will that happen over night, no way, will that happen in five years, think again! These things are going to happen over time with hard work.  I am here to tell you anything is possible, the world is your stage, and live life with out all passion! All out desire! You can dream anything and actually get it.  Nobody knows how much I love life just for this reason, I know I can do everything I set out to do.  Some of you might think that some dreams that you have are way too big to accomplish, I think first of all, anything is possible and with hard work you can do anything.  Hard work is half of it, the other half is convincing parents, teachers and therapists that you can.  Believe me I had to jump many hurdles in life, and some aspects I am still jumping them.  Dreams like everything else in the world changes and I will guarantee you that when you come back next year you will say, Jon you were right my dreams did change.   Like the song by Garth brooks, a dream is like a river, ever changing as it flows. I find the fact that dreams change to be one of the most exciting parts of life because you never know what’s going to happen next year, next week or even tomorrow, folks that is why I out right love life because you just never know.   Let me share with you the dreams I have and the ones that I have had. I have always dreamt about helping the disabled, so all right I started college studying computer science figuring I could make computer software for the disabled, once I got into my classes I thought know something, I don’t like working on computers for a living and I got out.  For the pass two years my dream was to bring you this camp because I thought that there was a need to have other disabled people like us know that they can follow their dreams and become anything they want.  Right now I want to go around and have everybody share their own dreams, however, I don’t want people to criticize other’s dreams.  My lovely assistant here will write down everybody’s dreams, so who is my first willing sucker, oops I meant volunteer.  How we will work this is she will write down your names and under that we are putting who what where when and how and each one of you must fill them out, we are doing this so it gives you some idea on the clarity about your dreams.  

 These are all wonderful dreams; you all have a clear idea of what you want.  All right that was the easy part, writing down your dreams, however, how will you carry out the dreams you have, it has been said what is the price of a dream not dreamed and what is the price of a life not lived.  I have shown you through my life that there is a life to be had out there by each and every one of you.  So everybody I think you need to live your life by seizing the day every day of your life 

Additional thoughts 

In my life, dreams were so important.  Quite often, I was the only person who believed that I could do things like going to college, live independently.  If I didn’t drive on with my life, I would have failed because nobody maybe would have pushed me to have big dreams.  

Meaning of being disabled

Goals 

· to erase myths about what it means to be disabled 

· to learn how to overcome or live with stereotypes from nondisabled people 

· to learn thoughts and views from their peers with disabilities 

Content

Hi everybody. How is everybody doing? Today we are going to look at something that, to be honest with you, is something I have struggled with myself. We are going to discuss what it really means to be disabled. First of all I was not always comfortable with being disabled. To be really honest, it was not until coming to college that I felt really comfortable being around disabled people. I guess before coming to college I just didn’t know what was out there. We can live by ourselves, go to college, have girlfriends, and go on trips and anything else we want. I want to look at three different things. First, I want to get a working definition of what it means to be disabled in today's society.  So start throwing out some ideas. I am looking for common facts as well as some creative theories. That really looks like an awesome definition. 

I would like now to discuss who we are as a camp. We are, by having this camp, making history because this is the first camp of its kind in the state of Wisconsin, and no camp in the world has been run by a user.  We are all pioneers. There are too few successful users out there making a life for themselves. Hey people, I could have any job in the world, and so could you. I have decided to dedicate my life to help other disabled people so they can outdo me. You could become doctors, lawyers, and even the president of the United States. Do you know how rewarding it would be for me to see you all doing those things? Then you would donate to this camp, am I right? I also believe in trickle down role modeling. Once I have come out in the community and was able to make a life for myself, I could show you what is really possible. When you are all out in the community, think of all the role models the children of the future will have. Those children will be even better off than we are. The best part is you don’t even need to work with people with disabilities for a living to make an impact. You could live your own life doing whatever you want, and when you come across other people with disabilities, you could say, “all right, this is what I do for a living, what are you planning to do with your life.” I have a couple of suggestions for when this happens. First of all, a lot of people who know me think I am so inspiring, and maybe I am. But I see myself as anybody else. I do what must get done. I don’t think of myself as somebody so great. If I did, then it would destroy my life, because why should little old Jon feucht be anybody so big at just 23. 

As you know, I have named this the “authentic voices of America camp”.  I did it for several reasons. One of those reasons is because the word authentic means something real, not phony. I consider myself to be very authentic. What you see is what you get. I don’t say things just to make other people happy. If something is not right morally, I say so. I think that if everybody would live like who they really are, then they will be much happier. When somebody tells you that you can’t do something because you are disabled, don’t listen. Just do not listen. You must do what makes you happy. You have to live with yourself for the rest of your life. I don’t want you to say down the road, “why did I listen to this person?” what I am going to say next might be misunderstood first, please show your parents a great amount of respect and always listen to them. However, here is the catch. You very well may be the only disabled person they know.  Like you, they don’t know what’s out there for people like us. Let me tell you a story from my own life. Please keep in mind, I am not saying that everyone should do I was really fortunate that everything worked. There were times in my life that I went against my parents’ thinking. They didn’t want me to go to college. They were actually scared to send me. I told them outright, I am sorry, but I have to do this. The next time was when I got my first apartment. Again, they said, “Jon, you are not ready.” I said, “yes I am.” A month after moving in, my parents said, Jon, please stop listening to our ideas, you know what is the best.  

Additional thoughts 

One of the biggest problem that disabled adolescents face is that people are going to tell them that they can’t do something because they are disabled.  Most of the time they believe them because they are older and they respect their thinking, when most of these people just don’t know what is really possible.  Who these adolescents should be listening to and be mentoring by are older disabled people who has already established a life for themselves on their own.  In the past there has been little or none of this going on.  I know for my own life.  I had nobody to look up to and model myself after. 

There is a big misunderstanding in today’s society that if you are disabled, then you can’t do much. These adolescents must realize that it is totally wrong, disabled people can do anything they set out to do.  We are going to discuss what it means to be disabled in the world today.    

Why we use AAC

Goals

· to get them using communication devices on a regular basis

· to teach them how important communication is in the world 

· to boost their confident to take risks through communications 

Content 

Good morning everybody, I don’t know about all of you but I am having so much fun doing this camp.  Today we are going to talk about how we use our communication devices and why we do use them.  First of all communication devices are suppose to be use for communication, I know what you are thinking, you are thinking, duh Jon, we know that.   But bare with me, I do have a point here.  My point is I know many users of communication devices, and what separate the good users from bad users is how they use their device.  Something that really really bothers me is people that uses short answers, like yes and no, I want, I like.  People, this really drives me nuts.  

How will people know how intelligent we are if we don’t prove it through our communication.  I’m not saying everybody’s communication must be perfect, I know I’m not, I know I have holes in my communication.  In fact I will tell you, I have barely nothing programmed into my Pathfinder and most of the time I don’t walk into a discussion with my first thought down ready to go.   Another problem that I know some people have is once they have their communication devices, they out right just don’t use it, some out right hate using a communication device.  I feel communication is one of the most precious things we have and it’s beyond me why people wouldn’t use a communication device in today’s culture.  Before I opened this to the discussion of why some people don’t use their communication device, I feel that I need to share a story from my own life.  While growing up I did have a communication device, got it in 1986, when I was, oh never mind how old I was, I am old compared to you, let us leave it at that.  Well anyway, I didn’t like to use it because it was slow, I had to type it out and it didn’t nearly have the capability of the communication devices we have today.  I know all of you have your feelings on this and I really would like to hear what you think.  

Great discussion people, good job.  One of my goals for you is that you can hold a good conversation with people.  Some of you already learned your device and some of you are still learning.  I can understand how long and frustrating it is to get a simple sentence out, I know how disheartening it is not having people respect you because you can’t talk fast, but you need keeping on keeping on because I am going to tell you it is worth the pain. You will find people patient enough to sit with you and talk for hours.  Seize these opportunities, learn from the people you are talking to and teach these people.  Teach them that disabled people have a lot to say.  I know many disabled people who sit back, feeling sorry for themselves. As you can see, I am in no way like that, I took command of my life, I’m not afraid of talking to anybody, I’m not ashamed of telling people my thoughts and ideas.  Two years a go I had to go to the dean of grad school and say hey I have this idea for a camp for adolescents with speech disabilities, I put together a rough over view of ideas. It was sink or swim.  I know I don’t need to tell you how it ended.  There are so many people, disabled and nondisabled who just sits on ideas because they keep saying they can’t they can’t, I take ideas and tell people about them, I actively talk about them, I e-mail people my ideas, if they are good they will catch on. The biggest problem I think, is that when people get ideas that they believe in, they don’t take leaps of faith because they are worried that the outside world would think now what is he doing, or he’s always following his stupid ideas.  I wouldn’t have gotten anywhere by worrying about those things or without my communication device, it literally has given me a voice and I am making myself heard.  A lot of people often ask me, okay Jon, what makes you successful? To be honest, I don’t know, and I really do not care figure out why, like I said before, I do what needs to get done and I don't consider what I do as anything special.  You all need to figure out what works for you, I know you all can build great lives for yourself, it’s easier these days to be disabled, with all the disabilities laws there are. Right now I would like us to share our own communication secrets, now this is optional, if you don’t want to share, that is fine, I know some want to keep the theories they have to themselves. 

Additional thought 

A lot of people who needs communication devices either gets them and then never uses them or they just don’t get them.  Other people another problem that both disabled and nondisabled people have is that they don’t carry out their ideas.  They don’t believe in their communication with people.  Another straight talk will be about how to use a communication device the best way to optimize their ideas and thoughts.  

Communicating with attendants 

Goals

· to teach them how important their relationships with their attendants are 

· to show them how good speech ties into this relationship to make it work 

· to have them discuss different ways to problem solve problems that they might have 

Content
Well good morning everybody, how is everybody? Say, how did you get up and ready to see my beautiful face.  Most of you need a person to help get you ready right?  The relationship you have with your home care workers are, in my considerations, the most important and the most complex relationship that you will have.  Let me say, you need them and you are going to need people to help you the rest of your life.  I will be straight with you, when I was first starting out in life, I didn’t realize this and I was cocky, and out right mean to my people.  Then something hit me.  Know something Jon, this is your life and you will always need these people, and it’s time to start respecting them.  

The three things that you need in order to have a good relationship with your workers are communication, communication communication.  I can’t emphasize that enough, whatever you communicate as they come in to get you up will set the tone.  If your person has done something you don’t like, don’t do what I have done early on, don’t just let it go without saying something, because every time you see them you will think about it and get madder and madder until you blow up at that person.  On the other hand, you can’t start yelling at them right away and say what are you doing! Stop that! You won’t get far that way.  So all right, how do you handle this, well, I am going to share my thoughts and then I want you to tell me your ideas because even I want some different ideas how to work these problems out.  First, what I would do is soon after the incident that you didn’t like happens, I would say know I didn’t really care for what you did then and could we discuss how to do it differently.  I am getting to like doing things diplomacy instead of yelling at people.  

Now, I would like hearing all your ways of working out problems.  Nice ideas people, I am very happy with our discussions.  I want to discuss another issue that we have in life that is you will become friends with your care workers, because you work so closely with them.  I want to talk about whether being best friends with your workers is such a good idea.  I have been at both ends of the spectrum, I had best friends that were awesome workers, however, I had a friend who was a wonderful worker but he had some problems and had to leave my life, it was a double whammy, I lost both my best friend and a pretty good attendant.   Want to discuss whether we should separate the business of home care from our social life.  I don’t believe that there is an easy yes or no answer to this question.  First, before we get into this, does everybody understand the question I am putting forth?   All right, let’s get into this, what role does friends have in home care.  You all got good ideas. I do appreciate the points being made; I am really learning from all of you.  That’s what it’s all about, we need other disabled people around us to bounce ideas off of.  Like I said before, this is a place where we exchange ideas, we’re all here to do.

Additional thoughts 

I had a lot of problems when I first started working with attendants.  The biggest problem was communication.  I just didn’t know how to get my point across without getting mad.  Over time I try different techniques of getting my point across.  I kept the ideas that worked and abandon those that failed.  
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Low tech communication devices 

Goals 

· to identify what low tech communication devices are 

· where and when to use them 

· make a simple word board 

Content
Good morning everybody, hope everything for everybody is still going all right.  We have talked about and worked with high tech communication devices, now we are going to discussed what is a necessary thing for all of us, we are going to talk about low tech communication devices.  First of all, what do you think I mean by low tech communication devices, does anybody have any ideas?   Exactly, I am talking about communication devices that are not electronic by nature.  Does anybody have an example to show us, I am talking about word boards, wordbooks, anything that the person you’re communicating with must read as you point to?  Thanks all of you that shared; now let’s dive into situations where you would need to use them once again will write these down.  Let me now tell you the list that I came up with and lets see how many of yours are on my list.  First, I was in the shower one day thinking hey, how would I communicate if I needed to while I was in here?  Obviously I can’t take my Pathfinder in the shower.  I would get fried! Unfortunately I know people who would pay to see that happen, but that is an another story for an another day.  So, what would you do, my idea is laminate a small word board and take it into the shower, you might even want to tape it to the wall of the shower.  Lets now look at how you should communicate at a beach, I don’t think your communication device company would like it too much if you said you lost your device in the ocean, it actually sounds like something I would do.  So what would you do, I wouldn’t take it, take your low-tech device. More places that you wouldn’t want to take high tech communication devices would be out on a fishing boat, it would be a good anchor, but after that don’t think you could talk with it; likewise, you wouldn’t want to take it to a water park.  Now let’s discuss what you would do in libraries, movie theaters and you’re place of worship, these are places you wouldn’t want to have your communication device talking really loud.  So what exactly do you do, would you suggest taking a low tech?  I don’t think that is the best because then it says that you know that you aren’t in control of your device.  I would take you regular communication device and be sure that the volume is way down before you go in.  Another place where you can’t take it is on planes during take off and landing because it interferes with their equipment, so what would you do then believe it or not what I do is wait it out.  I know what you are thinking, you’re thinking is Jon Feucht really telling us not to communicate during this time, well, yeah I am.  Yes communication is the most important thing we have, however, to truly enjoy life, there are times when you need to sit back and take things in.  Besides you don’t want to haul too many things with you on the plane. All week long, I have said how important it is to speak up and making yourself heard.  That is very very important, however I believe there are many times in life away from speaking situations where you should stay quiet and just enjoy things around you.  One of my favorite things to do is to walk down by the lake and just sit and think.  Also, you should learn how to listen people.  I have got really really good at picking up on people’s feelings just by listening to the little things they say. Actually I think good communication should be 50 50, 50 percent talking and 50 percent listening to people and taking things in.   
Tech Time












Another aspect of being disabled is knowing how to use computers, data shows that 27% of non-disabled people uses the Internet, compared with 49% of disabled people. Having computer skills is extremely for this population because it’s another way to communicate.  There are a couple of computer skills we are going to teach these campers. 

They are going to learn how to work with instant message programs.  With these, they can talk to people all over the world in real time. 

They will also learn how to e-mail people, this levels the playing field for people with speech disabilities because now they can take their time composing their ideas down instead of feeling rushed.   

We will also teach them how to build their own home paper and other Internet skills.

Another critical skill for these people is how to use a telephone by themselves.  This is important because what if they’re home alone and needs help.  They need to have a way to at least call 911.   

Community













Being able to go to a store and buy something is also important to these people as they are growing up.  They need to know o go into a store and ask people to get things up for them, how to check out with the clerk’s help.

Everyday of camp, we are going to take them out to different stores and let them practice this.  Once they are living out on their own, they will need to do this on a regular basis by themselves.

The last problem that we are going to address is that a lot of disabled people has problems communicating with another disabled people.  The communication styles, not being able to understand what they are saying and lack of exposures of all problems.  We are going to help this by m

Asking them working together on a task every day of camp.  Things like writing stories together, playing games like Survivor will help them build communication.  

Additional Information










Each camper will be assigned to a college student, who is studying to be speech teachers in the school districts.  These college students will assists the camper with communication problems that they might have.  They will also help the camper to expand their ideas and make sure their sentences are in proper grammar.   

We are going to collect data from the campers’ communication devices.  This data will tell us how fast and how well they are communicating.  We will constantly work on getting their communication faster and be better in quality.  If they want to or planning on to go to library, their communication must be inflapable.  Many people with speech disabilities has problems putting together sentences, they forget the small words like “the“, “an”, ”a”, among others.  These errors make the text hard to read and will make people think the disabled people has a cognitive disability.  People with speech disabilities also have problems at time expanding their thoughts and ideas, and we will also help with this process.  

This camp was designed by a disabled person for disabled people; we at first didn’t want to have parents at this camp because we think they would interfere with the camper’s learning.  We had to change this rule because there were children who wanted to come but they had unfortunate events happened to them in the past that made them scared to come without a parent.  

We have seven campers for our first camp. They all have great potential to make lives for themselves. After two years o planning, I’m convinced we will have an enduring program for years to come.
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Pre-camp survey (camper)

Name_______________

Grade in school__

Grade point Average____

What are your dreams for the future?

Do you know other AAC users?

Do you have any kind of low-tech aug. comm device (i.e. word board, letter board)?

How often do you use your AAC devices?

Do you get along with everybody you work with?

8) What do you want to get out of this camp?

How to Hire the Personal Care Assistant for the Job

Irene Hohn

high-tech-hohn@juno.com
Good Morning!  How are you all doing?  

Before I begin speaking about hiring an attendant, I would like to tell you a joke to wake you up.  A funny thing happened to me at my eye doctor.  I had an appointment and my doctor was late. I drank a whole bottle of water before going, so I had asked the receptionist if she could assist me in the bathroom.  I told her it was a very easy process and she said, "I can't leave my desk."  She said, "Let me get my supervisor."  Remember this was at U C L A, Medical Center.  So I went into the bathroom with the supervisor.  I put my foot over toilet bowl.  You must remember that my release valve is so easy a monkey could do it.  I asked the lady to open the valve, and she panicked.  She ended up pulling out my leg bag.  Then she tried to drain my leg bag out upside down.  Then she tried to put it on upside down.  "No," I said, "the other way because I know my leg bag."  Then she put her hand on my pant leg. She had a pair of scissors in her hand, and I knocked them out of her hand.  I said what are you doing and she said, " I need to tear your pants opened.  I said oh but no, these are my brand new birthday pants from my husband.  The nurse re attached my leg bag my way and emptied the bag and she put gauze over the end of the tubing. The next thing I knew, there were 2 E M T In the women's bathroom, and they said "What's your medical problem.   I said I have no medical problem -- the supervisor is brain dead.  I just needed to drain my bag,  It is so easy a monkey could do it.  I said, "Mark, would you please show them how it is done?"   Do not worry folks, it is only water!   "Mark your banana is on the table.  Thank you Mark!  Good monkey."   Then they proceeded to put the blood pressure cuff on my arm.  I asked why are you doing that?  I am healthy as a horse.  They said, "We need to justify the trip.  Then they offered me a ride to the E R.   I laughed and said, "I would gladly go with you if I weren't married."  I say this because there is no perfect attendant, so you guys need to respect your attendant.  And give them a lot of grace.  Even the nurse wasn't able to do it.  Now how do you expect the average woman or man to know what they are doing.  On the other hand, do not let them walk all over you.  When you hire them be sure and tell them that they are your hands, legs and voice, not your brain -- or your mother or father.   

How to Hire an Attendant

First thing you do is create a job description (Mark would you please turn on the overhead, thank you).    As you can see, I made my own job description, which is very detailed.

1.   You place the hourly pay rate.

2.   You put the hours and if you are able to, try to give them half a day off on the holidays, with pay.   Try to get a friend or family member to do your nighttime routine, if you are not able to, make it up in other ways.

3.   Write down a little BIO about your life.

4.   Give a very detailed job description.

5.   Put an ad in the Penny Saver, it is very reasonable on the budget.  When they call you about the ad, which should be about over 30 phone calls, ask why they want the job.   The typical answer is because I like to help people.  

Remember it takes a very special person to be an attendant.   If they say may I please speak to someone else about the job say no thank you because they are not right for the job. You must remember that they spend five days a week with you or more, and if they cannot understand your voice or an AC device then they won't last.  Now when you set up an interview remember to tell them to bring three references with them giving them the time and day.   As they arrive have a pen, piece of paper and the job description on the table and have them sit down and read it.   It would be nice if you had a cold drink for them as well.   By law, you cannot ask former employers why the person was fired. We can ask them what kind of jobs they did for them and how well they did it.    How was their attitude?   

What makes a good attendant, is all in the word "attendant."   Please allow me to break it down for you. 

A. is for ambitious

T is for tender

T is for tenacious

E is for encouragement

N is for noble

D is for daring.   They will go where NO man has gone before.

E is for effort

N is never doing  The JOB their own way

T is for tolerance.   

Remember that being an attendant not only physically draining but emotionally draining as well.  Imagine your hands, legs and mouth working and you were an attendant, now double that times two.   If you were a part-time attendant and you had a family with a couple of kids and your significant other wanting all your attention.   Let's say you got off work at three o'clock, if everything goes well that is, for example, if your boss has a migraine headache begins to vomit at 2:59 p.m.   You certainly cannot leave your employer in that condition, of course.   You would have to wait for the backup to arrive, then you need to call either the principal or babysiter, perhaps both, telling them that you might be late.  

Let's say your back up does not arrive until 3:30 p.m.  Now you run out the door and jump in your mini-van and pick up the kids and God forbid that you forget to go to the market on your day off, and if you did your are already brain dead from trying to understand your employer all day long.    So here you are in the market with the baby in your cart and a couple of kids running around the store throwing candy and junk food in, knowing full well that nowadays you cannot whack them on the butt anymore without going to jail. Now, you would know that your mate expects dinner "on the table."  

Now you're finally in line behind ten people, and it never fails that there his always  a problem with the first person in line with "a check"  -- of course, even taking more time away from you.   Let's say that you're significant other gets home at 5:30 p.m.  So you are home about five o'clock and you're significant other says oh by the way honey, we have a double date and hopefully you're significant other finds you a baby sitter.   Are you getting my point yet?   Then you end up home about midnight and your honey wants to fool around a little before going to sleep.   You probably don't fall asleep until 1 am only to get up at 6 am to start it all over again.   So now do you see how difficult it is to be an attendant?   I would like to declare an Attendant Appreciation Day, every year what makes a good boss?  Is someone who is able to tell someone what to do and how to do it with out making them feel dumb a good boss always plans their day the night before good boss needs to be ready for anything a good boss needs to be understanding, not demanding.  A good boss always has 2 or more employees otherwise, they are in danger of burn out it is a good idea to have a check list by the door remember, you are the boss.

Getting the Literacy and Language Skills needed for Employment:  Teaching is the Solution

Randy and Kimberly Horton, 

discussion leader Laura Meyers
Our session is called, “Getting the Literacy and Language Skills needed for Employment:  Teaching is the Solution".  My name is Randy Horton.  I would like to introduce my fellow presenters.  The first, very valuable team member is my wife, Kimberly Horton. She told me to say that family support is critical to successful learning of assistive technology.  I agree!  And I would like to introduce my teacher, colleague and my friend, Dr. Laura Meyers, also known as Dollie.  We will be presenting together today.  We will begin by telling you about my experience with Assistive Technology (AT), before I met Dr. Meyers.  Next, we will talk about my AT assessment with her.  Her Assistive Technology assessment was very different from everybody who had evaluated me before.  Dr. Meyers  always asks for teaching time at the end of her assessment.  So, the rest of our presentation will be about what I needed to learn and how she taught me.   Okay, let's get started!  My previous experience with Assistive Technology.  Oh man!  What a disaster!

My previous experience with AAC  

I have spent most of my life unable to communicate clearly.  I am 40 years old and most people cannot understand me when I talk, because of my cerebral palsy.   Even my wife has to work very hard to understand my speech.  After 13 years of marriage!   Because of my disability, I cannot write with my hands, either.    I need technology to be able to write.  Like all of you without disabilities, I needed to be taught how to write, at the same time that I was writing.   I could not just listen and watch, and learn how to write. People without disabilities receive 12 years of writing and language teaching during school. I had next to none.   I was in totally segregated, special education classes, in elementary and high school.  I will never forget the one teacher, Robert Lee, who made my first letter and word board.  I could point to words to communicate.  I could spell a little, but mainly I pointed to words.   I had him for four years (2nd grade to 6th grade, 7-11 years old).    He would take the time to communicate with me on the board.   No one else ever did.    

The device I have now is my third.  My first device was in the Dark Ages, more than 20 years ago.   I was in high school. The device was very small, about five inches long, with a standard keyboard and very small display.   I couldn't store messages on it.  The output was a very narrow, long, tape that came out one side.    I couldn't see what I was typing on the display.  I had to type each message, which took a very long time. I couldn't spell and my language was wrong.  I stopped using it, because it was impossible to carry on conversations with it.   

In 1992, I was assessed by a team.  I was given 30 minutes to try three devices.  I chose one that I had seen a friend use.  His name is Ryan Duncanwood and he is presenting Sunday morning.  He's here now.   I wanted the device I had seen him use, because he communicated better than most nonspeaking people.  What I didn't know, was that he had decided that his device was obsolete and was replacing it with the device I have now.   The center that assessed me gave me one, two-hour session to learn how to use this device.  There was no more support or teaching.  I had problems.  The speech output was hard for people to understand. The only way to make it better was to store many words as speech exceptions, hiding a pronunciation behind the correct spelling.   This was beyond me.  My wife tried to help me, and other friends did, too.   It was hard for them, too.  I stopped using the device and relied on my wife to interpret my unclear speech, for the next seven years.    I watched my friend, Ryan, become a very effective communicator on his Liberator.  I was interested in trying it, but I was not sure that I could use it.   In 1999, Ryan and his mother, Karen, encouraged me to meet with his teacher, Dr. Laura Meyers, to see whether she thought I could learn to use it.   Karen Duncanwood advocated for me at numerous IPP meetings and finally got an assessment funded.    Kimberly, would you like to talk about what my previous experience with AAC was like, for you?   

Kimberly Horton:  When I met him, Randy had a Canon Communicator, at home, in his closet.  We tried it out.  Reading the tape was very difficult for us.  Using it for conversation was impossible.  On the Epson, the speech output was too difficult to understand.  We had to store too many exceptions.  Hiding the phonetic spelling behind the correct spelling was very stressful.  We had to work to hard too make it say what Randy wanted to say.  We gave up.  It was easier to interpret his speech.  It was exhausting finishing Randy's sentences for him.  I got tired jaws. 

Randy Horton: Dollie, have you comments on my previous experience with AAC? 

Meyers: About letter boards and the Canon, they are good in emergencies, but I consider speech output to be an absolute necessity for independent use of language.  As Ryan Duncanwood says about letter boards, "If you're not looking, I'm not talking".  Another of his great quotes is, "Technology gives me speech.  Without it, I am not alive".   About spelling devices, like the Epson, the rate of production, using spelling only, is very slow - not close to conversational.  For example, a fast literate typist with CP typed 4-5 words per minute on the Epson.  After 72 hours using Minspeak, he produced 16.4 words per minute. Randy did not have the spoken language or literacy skills to be successful using AAC, without extensive teaching.  His previous AAC assessment did not include recommendations for teaching time. 

Randy Horton: Dollie, why don't you take over now and talk about how you do an AAC assessment?   

The assessment  

Meyers:   I first saw Randy Horton at a disability rights meeting in 1992.  He was very animated, showing that he had much to contribute.  His speech was extraordinarily limited and unintelligible.  In 1999, when I was asked to evaluate him for a communication device, I was delighted.  He has the passion and charisma of a leader.  I wanted him to have a voice.    Randy said in his introduction, here, that my assessment was very different from his previous ones.   This is due, in part, to my background in linguistics.   I learned that language is a system of mental rules that link personal meaning with speech and text.   It is learned during active participation in conversations.   People, with disabilities, which make speech difficult for them, cannot participate as actively as other children.    What do I want for person who uses AAC? What Kimberly describes as 'the full power of spoken and written language", in both production and comprehension, including: phonetics, phonology, morphology, syntax, pragmatics, spelling, writing and reading.  For AAC to provide the full power of language, "It must enable us to produce and understand new words, phrases and sentences as the need arises.   In short, human language must be creative  - allowing novelty and innovation in response to new thoughts, experiences and situations.  (O’Grady, Contemporary Linguistics, 1997)  

My work is dedicated to using AAC to give the full power of language to all people.  Almost every nonverbal child or adult who needs a communication device has very limited experience producing spoken or written language.  This lack of access to production results in severe spoken and written language deficits.  Over the past 20 years, I have found that linguistic theory is wrong in assuming that listening to a language is all that is needed to learn it.  All of my students have listened well, but have failed to acquire details of the morphology and syntax of language.   Children with CP, as young as three years old, with severe speech deficits, need AAC to fully learn spoken language.   They are already learning written language spontaneously. Although Randy was 39 when he started working with me, well beyond the "critical age for language learning", I knew that he could learn.  The critical age hypothesis is like Swiss cheese - full of holes - and exceptions.  The bottom line is that Randy "might" not learn "in the same way" as a young child learning language.  But he is not new to the process, he has been trying to participate in conversations, using English, all his life.  I have consistently found that when people with severe language deficits are given access to language through a combination of technology and teaching, most are able to learn, at a rapid rate, regardless of age.  

I require 6-10 hours for an AAC assessment.  As background, I review records (but don't believe what they say, since the consumer has not had access to a production tool), and interview the student, his family and support staff.  I find out what is meaningful to the student, so that I can start to help the student build the grammar by linking that meaning to speech and text, using AAC.  I determine what functions the student needs in AAC. Randy needed to be able to give speeches, manage meetings, make long announcements, store many messages to manage his daily care, his transportation, his finances and his political life.  He needed to be able to participate in conversations and to talk with his wife without her struggling to interpret his speech. Randy needed to communicate with his friends and teachers at school, at church and in the community, medical professionals, social service professionals, his regional center staff, IHSS, HUD and access services for transportation.  He needed to participate in leadership role on three regional center committees and the MTA advisory committee, in self-advocacy groups and to give talks at workshops and conferences.  He needed a fast rate of production, to be able to spell with word prediction, to store messages and retrieve them, notebook for speech longer than a few sentences, editing capabilities and an on-board printer to convey messages when there was noise or he needed privacy. 

With his wife, Kimberly, interpreting for him, Randy immediately expressed concern about his limited language and literacy skills.   He was interested in trying a Liberator, because he had seen one of my other students become a very effective communicator with this device.   He was impressed with the rate of production that this student achieved using Minspeak software  (18-25 words per minute, during spontaneous conversations, conversational rate when using stored messages and notebooks).  I told Randy Horton that I would see how he learned during teaching sessions, so that I could determine his potential as a Liberator user.  

I consider teaching to be the major component of the assessment process.  I always meet with my students for six to eight hours, using the technology.  I teach spelling, language structure and device use during this time.  Randy used a loaner Liberator to communicate during the assessment.  He spent seven hours learning how the device worked.  He learned the meaning of 45 icons and used 40 icon sequences to construct utterances.  He constructed and stored 20 messages on the device and was able to retrieve them.  He began to try to spell words that he needed.  Often, his utterances were ungrammatical, but once his meaning was clear, I could teach him the language structure he needed.  Early in the assessment process, Randy said: 


I liked Minspeak at first that I tried Liberator 


I worry more about my spelling and language  

I like word prediction I can see the words coming up. Maybe it will have the word     that I want 

After seven hours of hands-on assessment/teaching sessions, and a month using a loaner, Randy chose the Liberator.   In my report, I included the result my interviews, a description of Randy's present skill level in spoken and written language, a report on what he had learned (his potential), six detailed IPP goals to help him get funding for the device, a recommendation for four weekly two-hour sessions, for six months (48 hours) to help him meet his goals and detailed recommendations for equipment (including model numbers, mounts, software, shipping and handling, contact people).   Because I could demonstrate Randy's potential for learning to use the Liberator in my written report, the regional center funded the device and the 48 teaching hours.  

Randy Horton:  My assessment with Dr. Meyers was radically from other evaluations I had before this one. I had seven hours of teaching and over a month using the Liberator, before I made my choice.   I knew that I could learn Minspeak, because I had already learned 45 icons.   Without the teaching during the assessment, I would not have thought that I could use a Liberator.   I knew that I was not literate and that I did not know how to construct grammatical sentences.  I could learn.  For the first time, my AAC assessment included funding for a teacher, and the hours of teaching time I needed.  I know many people who have assistive technology, but they can't use it, because their assistive technology assessment just gave them less than six hours of teaching.  We must fight for the right to enough teaching hours for all assistive technology users!   Kimberly, what do you think about the assistive technology assessment that Dr. Meyers did for me?  

Kimberly Horton:  My major role during the assessment was helping Dr. Meyers understand what Randy wanted to say on the Liberator.  As the assessment progressed, I saw the difference that enough hours and teaching made for Randy.  Then, I just experienced the joy.  Seeing Randy understand quickly and learn.  

The teaching session

Teaching is the missing key.  During most training for professionals specializing in assistive technology, there is no focus on implementation.  Courses just address choosing the "right" device, usually based on what the person can do in a one-hour session. Usually the consumer is given two to six hours of teaching how to use the device.  Extensive, intensive teaching during implementation is the key to success. 

How do I teach?  I encourage the student to come with a personal agenda, something they need to use the AAC to express.  Randy learned while creating notebooks to introduce himself, to lead the consumer advisory board meeting at his regional center, to give conference presentations and workshops to day program providers.   I take the student's content (meaning) and provide the correct language structure.  I teach phonics for spelled words, encourage guessing with spelling.   I teach icon sequences, with icon prediction and word prediction on.  I teach support staff and family to use these methods.  They sit with the book of messages stored on the device and look up the icon sequences, provide phonics and help with spelling, provide correct language structure.    We keep a master list of what the student learns, revising it each session.  

Randy made impressive progress in his first 48 hours of teaching sessions.   He constructed many spontaneous grammatical sentences using Minspeak and spelling. (Examples:  PLEASE PUT MY COKE IN MY CUP; CAN I CALL BOB AND PUT IT ON MY PHONE CARD; LAST FRIDAY SOMEONE CAME UP TO ME AND ASKED ME WHAT IS THIS.) He made grammatical errors such as not marking third person verbs (-s), using the wrong tense markers on verbs and incorrectly embedding sentences. (Examples:  WHAT IF THE REGIONAL CENTER SAY NO ABOUT MORE HOURS?; I HAVING PROBLEM TO GET FUNDED BUT WE CANNOT GIVE UP; THINK ABOUT ME ON THE 13TH I AM GIVE MY REPORT TO THE REGIONAL CENTER; I TALK TO BONNIE - SHE SAY IT IS OK.) At first, Randy didn't want to try to spell, because he didn't want to make mistakes. Now, he wants to get his meaning across and is more willing to make mistakes. He has mastered basic literacy skills.   Randy learned all the functions of the Liberator very quickly.  He stored the agenda for the consumer advisory board meeting in a notebook, with help, during one of his first teaching sessions.  Now, he just edits the notebook on his own each month.  Constructing notebooks to introduce himself, to give instructions to staff, to manage his transportation and chair committee and church meetings has empowered him. 

 About two months into his first set of 48 hours, Randy said, during a presentation, that he would need 96 hours to learn what he needed.  He had made so much documented progress at the end of 48 sessions, that his regional center funded another 48 hours.  He is now consistently forming spontaneous long complex utterances, with very few errors.  

Randy Horton: I felt better knowing that I would have Dollie with me to help me learn my Liberator.    It was reassuring to know that I had someone to teach me, every week for two hours.     I have learned some Minspeak, some spelling and how to make correct sentences.  I still need to use my Liberator more, and Kimberly less.   I had not done it on my own without the support.    Kimberly tried to help me, but she did not know how to teach me.   Manny Ruiz, my support staff, has come to most of my teaching sessions.  Kimberly has, also.  They know how to teach anybody who has a Liberator, now.    I feel that I control what I say on my Liberator, 90-95 percent of the time, without any help.    I would not have succeeded without the teaching for a whole year.   I have learned enough Minspeak to have become a very fast augmented communicator. When I make a mistake in language structure,   I hear it, and I correct it,   myself.     When I need to spell something,   I usually guess the first three letters right.   I still need help with word prediction and editing long notebooks,  like this one.   I can't find what I need when there are lots of words on the Liberator display.    The new Pathfinder,  from Prentke Romich, has a much better display.    Barry, can I trade my Liberator in,   for  a new Pathfinder?  Will you give me a great deal,  after this plug?   As we say in L.A., let's do lunch!  

Kimberly,   what do you want  to say about the teaching sessions? 

Kimberly Horton:   I learned about language structure, how to teach spelling, some Minspeak and technical details of the device.  I enjoyed encouraging Randy by helping him with sentence structure.  His confidence has soared.  But, old habits die hard.  I am still talking for him.  The transition from being his full-time interpreter to being his conversational partner has been difficult.  Sometimes, he is angry when I refuse to interpret his speech.   I see the future as, "RANDY TALKS TO THE WORLD!  HE IS FULLY UNDERSTOOD.  I REACH MY GOAL OF BECOMING AN ASSISTIVE TECHNOLOGY SPECIALIST".  

Dollie, any last words?  

Dr. Meyers: What a privilege it has been to work with this powerful man, his talented wife and his willing support staff!   At the end of his most recent session, Randy created the following sentence, with no help, " Yesterday, a girl and her mom came up to me, and asked me, "How can I get something like that for her?".    Victory is ours!

Randy Horton: Finally, I need to thank my teachers.    Kimberly, Manny and Dollie, thank you.   I could not have done it without you.   I have my full voice in the year 2000!    Teaching is the solution!    Thank you for listening.     Any questions? 

Contact information:  Randy E. Horton, Kimberly Horton,  14300 Foothill Blvd. Unit 6C, Sylmar, CA 91342,  Phone:   (818)  364 9575,      E-mail: FOURWHEELS@loop.com

Laura (Dollie) Meyers, Ph.D.  13900 Fiji Way, #310, Marina del Rey, CA 90292,  

(310) 306 4749, E-mail: dolliemey@aol. com 

Long Distance Mentoring:  How it Works

Sarah Lever

Thank you so much for allowing me to be here.  My name is Sarah Lever.  This is my favorite conference.  I think it is because we spend three days learning, eating, and playing together.  It’s always so good to see old friends and make new ones. I was in such a hurry to get in here I lightly hit the glass door and the policeman gave me a ticket for driving while impaired.  Ha ha ha 

During this presentation I would like to share with you: the definition of the word “mentor”, tell you about some of the people who have been mentors to me, how I helped mentor a new AAC user, the AAC Mentor Project from Penn. State University, the ISAAC conference, and mentoring in employment.  

Bruce asked me to speak on mentoring, so I looked it up in the dictionary; generally it said a mentor is a trusted counselor, teachers, guide or advisor.  I feel I have so many mentors in this room.  I would like to name just a few.  Bob is one of my mentors, because when I need advice or information regarding conferences Bob gets e-mail. He always writes me back with great suggestions.  Bruce is the guru of mentors because he puts this conference together which advises, teaches, and lifts our spirits.  Diane Bryan is my good friend and a person I look up to for guidance to achieve my goals.  When I was around six years of age, my mom and I used to eat dinner at the K & W in Chapel Hill.  Often we would see Rick Creech and his parents.  Rick was using AAC at that time.  I was amazed at how he could talk.  Rick was a major mentor by teaching through setting an example of how a non-verbal person could communicate so beautifully with AAC.   It held out hope for my mom and me during some very rough times.  

In North Carolina, where I live there are other people who are my mentors in my personal life.  My mom is the most important mentor I have because when everyone believed I wouldn’t make it on an augmentative communication device, she believed in me.  Also, over my life I have met some special people. Especially, Karen Casey, speech-language pathologist who also believed in me and got me started on a Touch Talker.  Of course, I have other mentors in my life, last year our church got a new pastor.  She and our family have become good friends, she teaches me something each Sunday that I can take out of her talk and use it in my life.  

At my college, I have teachers and friends that e-mail me when I miss class. They send me the assignments because they know I like to make good grade.  I have so many more mentors, such as my CAP (Medicaid) caseworker, the special advisor at school and the list goes on.  Some people in our community have a circle of friends who meet with a person once or twice each year and advise the person on how to handle their problems.  

Now, I would like to touch on how I helped mentor a young AAC user.  This five year-old attended a development center.  The speech language pathologist at the center, called me to see if we could get together with her, the young girl, (Sarah), and her family.  Young Sarah didn’t know anyone who used AAC, and wasn’t doing that great.  Her family was overwhelmed by AAC.  We met, exchanged pictures, and talked using AAC.  Afterwards, the speech language pathologist wrote me, saying that, “The meeting had shown Sarah’s dad just how effective AAC can be.  That experience showed Sarah that she could communicate with people by using her device.  I write the speech language pathologist a couple of times each year and she says the girl getting much better with her device and gets very excited when I write them.  I hope I am showing the girl that being an augmented communicator is not half bad.                                            

Recently, I have been participating in THE AAC MENTOR PROJECT, from Pennsylvania State (all communication is via the internet).  First, you part go through a training program. The training program teaches you how to respond to another, younger, AAC user when they are having problems of any type.   This program is based on problem-solving skills and guiding them through the process.  This is much better than telling another person what you would do in a situation.  The second part of the mentoring program begins when you are placed with your younger AAC user.  At that point you begin using the skills you learned during the training phase of the program.  You will have regular e-mail interactions with the person you are assigned to mentor. Sharing information and support is the purpose of this program.  On a brochure from Pennsylvania State’s Mentoring Program, my friend, Michael Williams states,  “There is no limit the kinds of things a person who relies on augmentative and alternative communication might want a mentor for… Each transition can be smoother with the help of a mentor.”

Last summer, August 2000, I attended The ISAAC Conference in Washington, D.C. ISAAC is an international organization which: promotes the awareness of augmentative and alternative communication, supports and empowers AAC users through education and the knowledge that we are not alone, we are part of something bigger.

AAC users, professionals, and vendors from around the world came to attend this conference.  Everything was professional and full of love.  I learned a great deal and would love to attend again.  The ISAAC Organization is a true mentor to all AAC users.  

Employment can be a wonderful thing or a nightmare.  A good mentor could make the difference.  A place to start is Vocational Rehabilitation (VR).   VR provides counseling, training, and education.  They place individuals with disabilities into employment.  An environment engineer will assist with setting up an accessible working environment. A job coach will go with you and stay until you feel comfortable and secure in your new position.  Last year in North Carolina, employers hired over nine thousand individuals who’d been served by VR.     

I have tried to share with you: the definition of the word “mentor”, tell you about some of the people who have been mentors to me, how I helped mentor a new AAC user, the AAC Mentor Project from Penn. State University, the ISAAC conference, and mentoring in employment.  Thank you for allowing me to present this important information.  

Working as a Remote Trouble Shooter for an AAC Company

Anthony Arnold & Janie Burgan
I’m Anthony Arnold from Grand Forks, North Dakota; some of you might know me from being on ACOLUG, attending past conferences and/or receiving a chance of speaking to me on the Prentke Romich Company technical service line to get answers to your questions and/or problems on communication devices.  Today my boss and one of my great friends Janie Burgan from the Prentke Romich Company and I received this great chance to share what I believe is a great success story on both the Prentke Romich Company’s end as the employer and on my end as the employee.  But it doesn’t stop with these two ends being happy and pleased, the most important part of the triangle is our PRC customers, which are some of you here today.  

As most of you can figure for yourself, I have Cerebral Palsy and use a communication device to communicate.  Unless you have been lucky and know something I don’t, you know that receiving meaningful employment for people with disabilities is very difficult to find for a number of different reasons, unfortunately most of the reasons are just stupidity on the employer’s part with the jobs.  In talking with you today, we’re hoping that there’s some employers sitting here today and listening very closely to what we’re saying and after today will take this back to whatever kind of business they have and try to follow our lead by hiring somebody with a disability and expecting that there’s some meaningful output done by the person with the disability at the end of each work day.  During the time, I was planning what to say today, I was e-mailing some of my friends out at the University of Washington, that worked with me during my high school days, in my e-mails to them I was saying that I feel the problems with getting jobs for a person with a disability is sometimes we just place an individual with a disability anywhere we can even if it’s at a job that nobody actually needs done, which really puts down a person by not seeing their work actually get used by somebody or something in the end.  To me, we need to stop doing this just to have something that looks wonderful on paper saying that we have one more individual employed cleaning the bathrooms at The McDonald’s on the corner, even if that person could do more like fixing computers, working in a bank inputting transactions or whatever kind of job they have the knowledge for and would enjoy it a great deal more.  

I, myself, had a few job placements from Job Service, which were a few months in an actual job setting which in the end looked like “busy work” because I was just sent home to sit after my time working somewhere and actually mastering the job they were having me do wonderfully.  I did receive an interview at the place where I was at for nine months cataloging books for them, needless to say I didn’t receive the job that I was wonderful at and I think that my disability helped them to decide not to hire me .  Which is probably something I should have looked into more but I didn’t want to make waves with them and in the end receiving the job and being labeled as a trouble maker.  I know that there might be some of you sitting out there thinking that this Anthony Arnold character is too nice by not wanting to make any waves with them and yes I realize that I should have but at the time I was 21 and I was brought up in a home where advocating for rights and bugging people about being equal was done but we didn’t think we had to take everyone to court for what we wanted done or demand our way or no way because we usually go 50 – 50, which I still live by, however I do my advocating and educating people in the most common places where you don’t usually see people in wheelchairs and using communication devices.  

It took me sometime of sitting at home doing nothing beside volunteering at places and also making some mistakes, which if you haven’t ever made a mistake I would suggest that you make one sometime because you would learn a lot from it and mistakes are how we become better people, better employees and better employers.  Talking to you here today about my current position as a Remote Troubleshooter at the Prentke Romich Company technical service department is actually a honor for me because PEC was actually where I learned that the Prentke Romich Company was beginning to get interested in contracting with actual communication device users to become Remote Troubleshooters that are trained to answer technical service calls directly from their own homes.  At first, it was slow getting started as a Remote Troubleshooter and getting trained on problem solving each communication device that PRC makes or has made in the past, however I had always dreamed of working for PRC or anywhere else where I could help people with communication devices to help them to over come their speech disabilities, I have experienced in my own life and I have always wanted to provide the experience for somebody else and to watch them wheel into somewhere and openly communicate something like I have been able to ever since my Touch Talker days, to me it’s nothing else besides being neat and cool to see somebody communicate with whatever communication device it might be because without a communication device we wouldn’t be so openly communicating.  

Ever since I was at the actual Prentke Romich Company for training last summer, we have received some very nice feedback from customers who have been helped either by myself or the other Remote Troubleshooter who is Dave Chappel, I thought I should add that he is also a Remote Troubleshooter because communication devices can also complain easier than general communicating.  To me, it isn’t the nice feedback on a job that was well done by myself over the phone to wherever, the real award for myself is when I have to call a parent who needs to reboot, to do some programming or whatever and they receive a call from an actual communication device user explaining whatever steps they need to follow to get the device to do what they want it to do.  Most often when a device starts doing what they want it to do, they thank me for helping and sometimes they also thank me for the encouragement I have given them for their own child with a disability. Which I think we would have done the same, had we been helped by a Remote Troubleshooter, when I had communication device problems or questions as a child starting to communicate and in school with no clue what an adult with a disability could do.  I feel that my parents would have felt very encouraged and thanked them in the same manner.  

Also when I was planning what to say here today, I was asking my Mom if she remembered a man who was in some kind of accident and lost his leg and was trained to make and fit braces at the rehab, I was also telling her that I remember when the man helped by measuring me for AFO’s and how encouraged I was to be helped by another person with a disability and how cool it must have been for him to have a job somewhere where they helped him once.  Before I paint a picture that says give back what you have received yourself, which I shouldn’t because I realize that there’s a lot of other fields besides medical and assistive technology that I could have entered and probably would have done a great job there too, but my interest is communication devices, and I feel it isn’t because I use one myself like I know some may think, but it’s important to understand that no two people think the same.  However I have to tell you that due to the development of technology and the ability of linking two or more physical locations together, I feel we should and better hire more people with disabilities because it’s getting so that we can just stay home and turn on the computer and phone to do most things we have had to go to the office to do before.  Sure, we will always have to work on a schedule like Dave and I do every week night, but we’re on a rotating schedule.  But I’m sure that anyone can handle a schedule if given the chance to do a job and not just “busy work”. 

Another example I have to give you dealing with working remotely is I actually have two cousins who also live in North Dakota and they both sit home on their computers and phone lines, and they do entering of medical records for hospitals.  One of the two even does this from her and her husband’s farm which is about 25 miles from any town, so she has shown the family that you can work anywhere and make a reasonable wage if you have a phone line and a power source, which isn’t too hard to find now days.  

In closing so Janie can say whatever she wants hopefully all good, I want to say that I again hope that you have received something from listening to me, and I truly hope that at the next PEC, you will be giving the same speech up here with your boss because it’s definitely time to walk the walk instead of talk the talk.  This is the most important thing that my Pathfinder has ever said to anybody, but I feel getting a job, a house or whatever you may want to have always begins if the individual who is commanding the communication device actually turns up the volume and begins speaking because nothing is going to happen until than because people can’t and don’t have the time to guess what you want and even sometimes they could actually give a darn to help you, like what I have had happen.   

Getting Attendant Care

Leigh Lightholder 

I was told; I was to independent to qualify for an attendant when I was living at the dorms and taking classes at United Cerebal Palsy. In the summer of 1990.

I found out that I would be graduating in August from U C P, independent living program. Up to then I would have place to live and an attendant if I needed help with anything. So I had stuff to put in order, you think that I wasn’t scared out of my mind.  

Well let me get started! U C P, taught me how to be more independent in my personal care and housekeeping, but they forgot to help me with how I would put things in order for when I moved to a place of my own. Boy was that a trip! My mother and I looked and looked, called and called, after two hundred and ten places, we found an apartment. 

Since the middle of December of 1990, I have been living on my own. My first apartment was not wheelchair accessible, at that time I was able to walk with a walker and stand up to do stuff in the kitchen. When we were looking for a place I knew that I didn’t have an attendant so I moved close to my mother in case something would go wrong. My mother or my gram was a phone call away. They were acting like my attendants. 

Four and half years later, I made another move. That’s how long I was on a waiting list, for the senior citizen high-rise. This apartment was   wheelchair accessible; I had it made now.  Since I have been in the accessible apartment, I realize how much easier it was living on my own.  I was finally doing more cooking and making different kinds of meals than I did before, and I felt more confidence.

Once again; my life needed to make another change.  I needed surgery on my left hip. Even before this I called the Center for Independent Living of Southwest Pennsylvania, to see if they might be able to assist with getting an attendant for a few weeks until I was able to get back on my feet. They said, they didn’t have a program that provided services for a few weeks. Now; I had to figure out something with my family once again. I knew that I would need someone here for the most of the day and someone else needed to stay over nights, since I wasn’t able to bare weight on my left leg. So guess who came to my rescue again! YEP, you got it my mother and gram. We had gram come in for most of the day, to get me out of bed and help me with my personal needs she prepare my breakfast and lunch too.  My mother came and stayed the evening until the next morning.

About two years ago, my mother’s reoccurring back problem surfaced again.  We decided it was time to investigate again into attendant care. We were talking to a good friend and he told us about the program at U.C.P.  He explained to my mother about the program and how to make a referral.   We followed through and in a few weeks a coordinator got in touch with me and we set up a meeting.  When Rosemary came to meet me, she explained the program for attendant care.  She asked me some questions about why I felt it was important to get help.  I told her that I was looking sown the road to the future.  My mother’s heath is very important to me and we are very close.  I also told Rosemary it was time for me to take responsibility for my care.  Rosemary did an evaluation and she told me that she would review her findings with U.C. P. and get back to me.  I quality for twenty-one hours a week and was told I needed to find a person to be my personal assistance.  Here we go again looking and looking and calling and calling for someone to assist me in my daily living adventures.    It was not easy to find someone to work a few hours a day.  But finally my mother hit on the idea of asking a fellow who was unemployed to help me out.  He wasn’t sure about taking care of a lady.  My mother and I agree if you fall in the tub you don’t care who helps you out.  Harvey talked it over with his wife and said he would give it a try.  Harvey been with me for a year and half and it is working out.  Here is nothing wrong with having a personal care attendant.  It doesn’t mean you are less of a person.  We all need each other to help one another in some way each day.  People need to work as a team to accomplish life adventures.  There is no “I” in team.  You don’t need to do everything by yourself.       Thanks

My Future Goals

Donald C. Jones

Ambassador's Program
In the future, I would like to see people with physical disabilities, especial those with severe physical disabilities participating in areas of employment which interests them.  Work at what some like doing is the key to a successful life.  

In the past, organizations like United Cerebral Palsy and the Three Rivers Center for Independent Living have trained people with physical disabilities to live independently within the community.  The next step should be to encourage people to attain their goals and fulfill their dreams.  

Over the years, I have been participating in advocacy groups which have shown me that people who are persistent and flexible attain goals which satisfy them.  Although these accomplishments may not be the exact goals that they initially dreamed of, there is a good chance that they can be happy with the results of their efforts.  For example, someone interested in fire fighting, but lacking physical strength to be a fire fighter, may work as a dispatcher for a fire company.  

People who cannot physically participate in a certain sport may act as officials or judges to the sport.  This is not what they would be doing if everything had worked out in their favor.  However, it is part of their dream and it is certainly better than nothing at all.  

Personally, I wanted to be an airline pilot.  Instead, I am going to work toward becoming an advocate for people with disabilities who travel.  Someday, I hope to have my own travel agency.  This is my goal for the future.

The Pittsburgh Ambassador Program 

 Jennifer Lowe 

The Pittsburgh Ambassador Program is consisted of a group of individuals who utilize augmentative communication devices, to speak with. The original Ambassadors are Don Jones, Greg Smith, Leigh Lightholder, Jim Prentice, and, me; Jennifer Lowe. I’m the lead Ambassador. Jim Prentice is my assistant lead ambassador. Vince Gentile joined our group shortly after it began. David Young and John Pfab participated in a few meetings. Recently, Anthony Dixon joined our group. 

 The overall purpose of The Pittsburgh Ambassador Program is to provide opportunity for we, Ambassadors to improve our communication skills. Once a month, we have a meeting where we discuss our problems that we may have with our devices. We Ambassadors may provide solutions to our problems. Also, during these meetings, we frequently encourage each other about utilizing our devices. For example; if Greg has gotten faster in speaking, we praise him. Better use of our devices, is a primary goal of this program. Also, during these meetings we learn about presenting at speaking engagements from Bob Conti, the man who founded this program. Some of these are paid speaking opportunities for us. When we don’t have meetings, we still communicate with each other. Most Ambassadors communicate through E-mail, at least, once a week. For those who don’t have E-mail, we call those Ambassadors. While doing that, it promotes friendships between us which are the most important part of this program.

The Pittsburgh Ambassador Program also communicates with other individuals who utilize augmentative communication who live in other states. Among these include Paul pecans, randy Horton, Jessica Johnston and Snoopi Botten. We look forward to expanding this component.

The improvements to The Pittsburgh Ambassador Program that I would like to see are as follows. I would like to see membership growth, on E-mail, as well as in attendance of meetings. Hopefully, now since the elevator is finished in Semantic Compaction, it will encourage more people to become involved. Another improvement that I’d like to see us have, is more funding. With more funding, we ambassadors can travel to more speaking engagements, such as we did to Washington d c for the Isaac conference. Not only that, but, if we get more funding, it would increase hours for Jim and me. Then, I could come into the office at Semantic Compaction more frequently. If it’s feasible, Jim could come in to Semantic Compaction more frequently too. More funding would also mean every Ambassador could get paid, once that we fulfill certain criteria. Finally, with more funding, our support people could be paid for their time and effort.

We, at The Pittsburgh Ambassador Program are supposed to improve our communication skills so we could live and gain employment. With these improvements, we at the Pittsburgh Ambassador Program would ultimately achieve our goal. I sincerely believe our goal is in reach.

Assistants are Vital to Working Success

Jennifer Lowe
I’m sure all of you, augmented communicators, can identify with your assistant holding you back in one form or another. I have had that experience more than I would like -- not that my assistants intentionally wanted to.   Aw, Jen, do I have to go to Saint Barnabas, again? Do I have to accompany you to the Pittsburgh Employment Conference? Do I have to accompany you to that speaking engagement?  This really held me back. It made me feel like it was futile to line any work up. 

 When I hired Yvonne to be my attendant, I was amazed how much more active that she enabled me to become. She actually liked to go out. All I would have to say would be, “let’s go to the mall, movies, or visit so and so, and she would say, “okay Jen. Not only that, she had absolutely no qualms with accompanying me to places that I had to deliver presentations. Yvonne was like a breath of fresh air!

Due to Yvonne being flexible, I established myself in the work force. That was a dream come true. 

After Yvonne helped me to establish myself in the work force, it came time to take care of her compensation. That was only logical; no one wants to work without being compensated. However, that presented a dilemma for me. My dilemma was, how could I go out for a job and expect my potential employer to essentially, hire 2 people for one. Therefore, I avoided getting into the typical work situations. I’m referring to a job that required me to work nine to five, Monday through Friday. Fortunately, I have found jobs that were prepared to compensate my attendant to help me physically at my job. 

When I started to work for Semantic Compaction for The Pittsburgh Ambassador Program, I educated Bob Conti, my employer, that without Yvonne’s assistance, I couldn’t do a; b & c. I educated him that she deserved to be compensated. Now, I don’t have to get involved about that. Yvonne and Bob handle it among themselves. That’s so nice, not having to be concerned about that. Face it; it would be an uneasy situation for anyone. You’re asking someone to pay the person, who gets you up in the morning, bathes you, feed you, etc. Of course, you think this person should be well paid. I think that’s how it should be. The employer should recognize that their employee, who uses an augmentative communication device, can’t function without an assistant, and compensate that assistant for their time and effort, like Bob Conti does. 

Now, think about it. Would you, work without being compensated? I don’t think so. Why should our attendants? 

I’m saying that we, as the individuals who need personal assistance, should advocate for our assistants. We should advocate or lobby for them to be compensated for assisting us at work. No matter how you look at it, without their physical help, we wouldn’t be able to successfully get up, & prepare for work. Some of us, like me, wouldn’t be able to use the bathroom at work. There is no doubt that our assistants are vital to our being a productive part of society. Therefore, I’m urging you to advocate for our assistants pay because, without assistants, we couldn’t earn paychecks of our own. 

The Pedal Hits the Metal:  Conversations between employees who use AAC and their attendants during meal breaks

Susan Balandin, Ph.D.

School of Communication Sciences and Disorders,

PO Box 170, East Street, Lidcombe, NSW Australia

Email: S.Balandin@cchs.usyd.edu.au
In this presentation the conversations between three employees who use augmentative and alternative communication (AAC) and their attendants will be explored. The conversations took place at work during the mid morning coffee break. Analysis of the conversations indicated that attendants used more conversational turns to interact with each other than with the people who used AAC. The attendants used more words and referenced more topics than the people who used AAC. However in their conversations with the people who used AAC, they tended to focus on tasks that needed to be completed, or on context of the meal, whereas they referenced a wider variety of topics when conversing with each other. In addition, the attendants made few attempts to include the augmented communicators in their conversations. The implications of these findings for training of attendants and for developing conversational skills at work will be discussed.

There can be little doubt that good communciaiton skills and access to good and appropriate attendant care is a key issue for those who are working, use AAC, and require assistance from an attendant. Nevertheless, there appears to be little research in this area, consequently much of the information on this important topic is spread by word of mouth. Many of the issues that are important to consider when discussing employment and attendant care or personal assistance are relevant to any situation in which attendants are employed. For example,  Michael Williams (2000) provided an excellent overview of issues that are important when interviewing a prospective personal care assistant. Yet little is written about how best to foster successful communicative interactions with attendants.

There are anecdotal reports from people who have become close friends with their attendant and have suffered feelings of grief and loss if the friendship was either not reciprocated equally, or the attendant left the job and consequently abandoned the friendship. Such reports are particularly prevalent within the literature that centers on people with an intellectual disability living in community houses. Within this area there has also been some research into the interactions between paid carers/staff and adults living in group homes (Clegg, Standen, & Cromby, 1991; Felce & Lowe, 1995; Felce & Perry, 1995; Owen, McDonald, & Baine, 1994). The results of these studies indicated that staff are more likely to engage in social interactions with each other than with the people they are working with. In addition, their communicative interactions with the group home residents are often directive. Staff may not respond to conversational initiatives by the individuals or if they do, may not maintain the conversation over more than one or two conversational turns. Clearly people who use AAC have much experience in communicating with staff or personal assistants in a variety of contexts. Therefore, the lack of research information may well reflect the limited opportunities that people with AAC have to be involved in research that is meaningful to them and which they are able to lead.  

One of the benefits of employment for people with disabilities is the opportunity that community-based employment provides for the development of friendship. However, Barry (1994) struck a cautionary note when he stated "The fact is many people work for bosses they don't like, they do jobs they don't like, they work with people they don't like. Of course they wish it were otherwise" (p. 90). The importance of community-based employment in enhancing quality of life for individuals who use AAC has been recognized (Balandin, 1999; Blackstone, 1993; Creech, 1993; Jiranek & Kirby, 1990; Joyce, 1994; Leslie, 1993). Both investigators and individuals with a disability have acknowledged that the workplace provides opportunities for social interactions and development of friendships, as well as contributing to employees' feelings of self-worth and financial independence. Attitude studies have indicated that both employers and nondisabled co-workers are likely to develop positive attitudes towards people with disabilities if they experience successful interactions with such individuals at work; yet, there have been few individuals with disabilities, especially augmented communicators, in community-based employment. Consequently there are few studies of the interactions between those who use AAC and their work colleagues (Balandin & Iacono, 1997) or the effect that the use of a personal assistant or attendant may have on communicative interaction in the workplace. The aim of this project was to explore conversations between people who use AAC and their attendants during meal breaks at work.

METHOD

Participant description

A total of 3 people who used AAC and worked in a not for profit organization and 3 attendants agreed to participate in the project. The details of each participant are summarized in Table 1.

The age of the people who used AAC ranged from 52 - 63 years (M= 49 years) and the age of the attendants ranged from 19 - 55 years (M= 44 years. Two of the people who used AAC preferred to use their own speech if possible and used their communication devices to support their spoken communication if they were not understood. One person who used AAC had no functional speech but used some vocalizations and facial expression, laughter, and body movements to express herself.

Table 1

Participant characteristics
	Participant
	Gender
	Age
	Marital Status
	Occupation
	Communication system
	Qualifications

	People who used AAC
	
	
	
	
	
	

	1 Graham1
	male
	52
	married
	Project Officer
	Natural speech and Lightwriter
	B.A.(psychology)

	2 Lorna
	female
	33
	single
	Typist
	Natural speech and Lightwriter
	Welfare course 

	3 Barbara
	female
	63
	single
	Mail Courier
	 Lightwriter, vocalisations
	

	Attendants 
	
	
	
	
	
	

	4 Sue
	female
	41
	married
	Attendant 
	Natural speech 
	School Certificate

	5Tom
	male
	38
	married
	Attendant 
	Natural speech
	Leaving certificate

	6 Tony
	male
	55
	single
	Attendant 
	Natural speech
	Printer


Note 1 = the names of the participants have been changed

Materials:

 
An omni directional, low impedance 50-15000 Hz response RealisticTM tie pin microphone and a voice activated RQ - L340 PanasonicTM mini cassette recorder were used to record each participant’s conversations.  

Data collection - recorded samples


Recordings were taken from each participant for 15 minutes every weekday for one week. This yielded a total of 30 fifteen-minute samples.

Data transcription and analysis


The conversational samples were typed verbatim according to a predetermined set of transcription rules (Balandin & Iacono, 1998). The samples were then analyzed for the number of conversational turns taken by each speaker in an interaction, and the content of the interactions.

RESULTS :


The attendants at meal breaks were employed by the organization during the day to assist anyone who required help with eating and drinking and to assist with work tasks (e.g., operating computers, helping with phone calls). They did not assist with personal hygiene.  Attendants were stationed in bathroom areas to provide help in this context.

The attendants used more than twice as many conversational turns as the people who used AAC. In addition, they used a more varied vocabulary and referenced many more different topics (Balandin & Iacono, 1997). If the attendant wasalone  with the person who used AAC he/she interacted with that person, however, (with one exception) if there were other attendants present they were more likely to talk with their natural speaking peers. One attendant, Tom talked with the person he was assisting, Graham, and supported him to get the attention of others who were engrossed in their own conversations. He was the only attendant who interrupted the person using AAC if he was unable to follow the message. The others were likely to seek clarification at the end of the utterance and did not always wait to hear the clarification.

Tony, who assisted Barbara frequently read her message as she typed it and then ‘took over’ her conversational turn, even thought she always finished what she had to say. However, by the time she did this, the conversation had moved on and she often did not receive a relevant response. Graham was the most communicative and used his own speech as well as his device; his attendant Tom communicated successfully with him and their interactions flowed fairly smoothly, although Tom asked many questions when waiting for a reply. Lorna also used her own speech, which was hard to understand. Her attendant, Susan hardly spoke to her but interacted with the other attendants. Lorna took her meal break with others who could use natural speech, consequently she had far fewer communicative interactions than either Graham or Barbara.

Some of the interactions focused on the meal break situation (e.g., ‘have you got a straw?’ ‘Is this OK?’) but for the most part the attendants initiated the interaction and the topic, and frequently did not wait for the person using AAC to respond. Instead of waiting for a response, the attendants either changed topics completely or bombarded the person using AAC with a series of questions, despite the fact that it was clear that the person using AAC was composing a message.

During the recordings, none of the people who used AAC gave their attendants any instructions relating how they would like the interaction to be managed. From the recordings it seemed that the attendants were not well trained communication partners despite the fact they worked in an organization that provided services to many people with a severe physical disability who use AAC. The people who used AAC did not provide any instruction on mealtime management during the recordings. All staff undergo training in mealtime management procedures so it may be that the attendants were well trained and knew exactly what to do. However, it is also possible that the people who used AAC did not consider they had the right to instruct their attendants, as they did not employ them directly.

The amount of support for work offered by the attendants varied. Tom checked with Graham at the end of each meal break on the schedule for the rest of the day and he reminded Graham if there were any tasks that were urgent or needed to be completed. The two other attendants did not do this, and in fact were heard to ask other people in the room about the work schedule rather than the person they were assisting. Nevertheless, despite what appeared to the investigtor problems with the management of the communicative interactions during the meal breaks, there was a great deal of laughter and good-natured joking. Interestingly, the people who used AAC made very few attempts to interact with each other.

DISCUSSION AND CONCLUSIONS:

Exploration of the interactions between people who use AAC and their attendants during meal breaks at work, revealed that overall the attendants were not skilled in communicating with people who use AAC. There were examples of the types of interactions that people who use AAC have noted as undesirable (e.g., not having enough time to answer, being patronized, having the message completed without permission). From the recordings it was not clear if the people who used AAC were content with their communicative interactions with their attendants or if they would like the attendants to have more training. Clearly, working as an attendant does not in itself ensure that appropriate communication skills will develop. It may also be difficult for people who use AAC and who do not employ attendants directly to be assertive about how they would like the attendant to interact.

There is a wealth of experience of managing attendants within the group of people who use AAC. People who use AAC are the experts in this area. It would seem timely for them to develop training guidelines for both attendants and for people who use AAC who will interact with attendants in a variety of contexts including that of work. Any policy or training program development in this area must include people who use AAC. The Pittsburgh Employment Conference provides a forum for the sharing of ideas for forging both national and international links in this area. Communicative interactions between people who use AAC and their attendants at work have a wider impact than the comfort of the AAC/natural speaker dyad. These interactions may serve as exemplars for others who interact with the person who uses AAC and may impact on the development of social networks and friendships. Those who have experience in interacting successfully with their attendants can lead the way to develop better communication at work and a more satisfactory employment situation for all concerned.
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1.
The system of occupational rehabilitation in Germany

In Germany a comprehensive system for care and occupational rehabilitation has been built up over the last 30 years.

People with severe disabilities even after their schooldays are legally entitled to comprehensive care and/or workplace.

Usually these workplaces are:

--
accommodation in a supportive day care center

--
an occupation in a sheltered workshop

A day care center offers individual care, pedagogical support, therapy and various activities.  These centers are "collecting tanks" for the mentally disabled as well as for people with multiple disabilities for whom a workshop is not suitable.

Very simple activities are usually carried out in a workshop.  These activities include counting and sorting jobs, bagging plastic dishes, simple woodcrafts, etc.  Usually these are services for other companies.  In a sheltered workshop pedagogical employees and skilled workers care for the employees with disabilities.  They earn approximately $100.00 per month.  They either live at home with their parents, homes for the disabled or other sheltered housing forms.  The offers of supply and occupation do not do justice to a lot of people with disabilities.  

In Germany besides day care centers, there are also vocational training centers.  These centers offer juvenile vocational training adapted to their individual needs.  There are centers that specialize in physical handicaps, speech disabilities, or sensory disorders.  They can be trained as, for example, an office worker, administrator, media designer, carpenter, or electronics-related professions.  Lessons take place in specially equipped rooms.  Each training ends with a state-accredited exam.  There are approximately thirty vocational training centers in Germany altogether, of which six are for youths with physical disabilities.  The young people study, work, and live at the same house and go home only at the weekend.  The complete training and the boarding school are paid by the government.

After the training period, the step into the primary job market is rather difficult for people with disabilities.  Even those who have been trained in a vocational training center later usually end up in a sheltered workshop.

2.
The New Law on Severe Disability

The new law on severe disability plans the building up of an overall network of integration services.  The integration services develop ideas of a suitable employment on the primary job market and plan the general conditions together with the employees.  Besides safeguarding care and mobility, the general conditions include accompaniment at the workplace.  

The integration services must look out for suitable companies for people with disabilities.  These point out the possibilities of financing to the companies, guarantee supporting equipment, and break down prejudices.  

The integration services are responsible for the provision of qualified personal assistance.  This personal assistance prepares people with disabilities for their new occupation, accompanies them at the workplace and trains important courses of action.  After a certain period of time, this assistance will become superfluous.  The employees of integration services are sometimes trained for their job in special courses.  There they learn:

--
basics of supported employment

--
law of support and rehabilitation in Germany

--
individual career planning and drawing up an ability profile

-- 
marketing and job acquisition/individual job hunting

--
consulting of companies/firms:  Advising employers, colleagues, and employed people with disabilities, workplace analyses -- business manage mental thinking

--
qualifying and coaching in the company process of integration -- qualifying in the company/firm

--
maintenance of the job -- discussion, cooperation, and crisis-intervention, that means long-lasting support, for example in the form of reliable advice and support in case of problems, psychosocial or workplace assistance for the lasting safeguarding of the employment relationship.

"It is the goal of the qualification to impart to the participants (the employees of the integration service) the necessary knowledge and relevant methods for the working field as near to practice as possible, to reflect and to develop further the past way of working together in professional exchange.  With that the professional competence of action of the integration advisors shall be strenghtened and the integration work of the services on the spot shall be further developed" (Putzke, S./Doose, 2000).

The integration services work along with other institutions and adm inistrative bodies, for example the employment exchange, the social welfare office, the pension scheme to financially secure the offers.  In the future, the integration services shall be called on independent of the seriousness of the disability.

3.
Summary and Outlook

The attitude towards people with disabilities is starting to change even in Germany.  Up to now, the social welfare legislation has regarded the effects of a disability as individual deficiency and not as "loss of having equal rights in social participation" due to social shortcomings (Doose 1997 a, 17).  Subsequently, the rehabilitation system was quickly inclined to regard people with impairments and disabilities as "not fit for work", "not trainable" or "having no change to placement" and to give them a place in a sheltered workshop or in a day center.  Meanwhile, a lot has changed in society's attitude.  This essentially thanks goes to the autonomy-movement of people with disabilities.  

The German government has made it its business to support the entrance into employment and gradually to lessen the unemployment of people with severe disabilities.  Their strategy of placement has fundamentally changed.  Up to now, people with disabilities had to adapt to the demands of the job market.  Now, workplaces are sought that enable people with disabilities to become qualified -- with individual support.

At the same time, the government promotes acceptance.  Nationwide,  they have started a big campaign using the motto "50,000 new jobs."  Besides financial incentive is offered to future employers.  While lots of companies and firms so far have preferred to pay instead of fulfilling their duty to take on people with disabilities, it is becoming more attractive for employers to provide a workplace for employees with a severe disability.  The state assumes the costs for the workplace's adaptation with special equipment, the wage costs for personal assistance and up to 60% of the overall wages during the first year.  

Bibliography:

Doose, S.:  Neue Wege in der beruflichen Integration für Menschen mit Lernschweierigkeiten:  

Unterstützte Beschätfigung:  Eine Untersuchung von Integrationsfachdiensten und unterstützten Arbeitsplätzen in Deutschland.  Bundesarbeitsgemeinschaft für Unterstützte Beschäatigung.  Hamburg 1997_a, 17.

Ginnold, A.: Schulende -- Ende der Integration?  Berlin 2000.

Lemler, K./Gemmel, S.: Kathrin spricht mit den Augen. Köln, 1997.

Lemler, K.: Mein Leben im Jahr 2030.  In: Unterstützte Kommunikation (2001) 1/2, 43. 

Pearpoint, J./O'Brien, J./Forest, M.:  Planning Alternative Tomorrows with Hope 


A Workbook for Positive Possible Futures.  Toronto 1993.

Putzke, S./Doose, S.: Berufsbegleitende Qualifizierung in Unterstützter Beschäftigung für 

Integrationsberaterlnnen.  Konzeption und Erfahrungen des europäischen Modellprojektes der BAG UB.  In:  impulse Nr. 16, Juli 2000, S. 11-16 (vgl. http://bidok.uibk.ac.at/ -> impulse Informationsblatt 16/2000)

 Author's Index 
Anthony Arnold
54

Susan Balandin, Ph.D.
62

Jen Boenisch








       68

Christof Bünk 
15

Janie Burgan
54

David Chappel 
4

Barbara Collier 
9

Richard D. Creech  
1


Ellen Estomin 
7 

Jon Feucht
30

Irene Hohn
43

Nina Hömberg







       68
Kimberly Horton
46

Randy Horton
46

Carole Krezman 
16

Donald C. Jones
59

Sarah Lever
52
Janice Light  
16

Leigh Lightholder 
57

Jennifer Lowe
60, 61

Martin Luther








       68
David McNaughton 
16

Laura Meyers
46

Michael Moats 
4

Paul Pecunas
19


James W. Prentice 
23

Michael Williams  
16
� EMBED Excel.Sheet.8  ���





� EMBED Excel.Sheet.8  ���





� EMBED Excel.Sheet.8  ���








PEC@              8th Annual Conference                 Pittsburgh, Pennsylvania 2001
3

[image: image6.png]


[image: image7..pict][image: image8..pict]_1049727894.xls
Chart1

		total campers

		need attendant care

		bringing somebody

		using agency



#  of campers

the camp's home care need

8

7

4

3



Sheet1

		total campers		8

		need attendant care		7

		bringing somebody		4

		using agency		3





Sheet1

		0

		0

		0

		0



#  of campers

the camp's home care need



Sheet2

		





Sheet3

		






_1050160839.xls
Chart1

		Indiana

		Iowa

		Missouri

		Michigan

		Wisconsin



campers by states

2

1

1

1

3



Sheet1

		Indiana		2

		Iowa		1

		Missouri		1

		Michigan		1

		Wisconsin		3





Sheet1

		



campers by states



Sheet2

		





Sheet3

		






_1047822447.xls
Chart3

		Ohio

		Philadelphia

		Allentown,PA

		New Jersy

		Georgia

		Germany



1

3

2

2

1

1



Sheet1

		Ohio		1

		Philadelphia		3

		Allentown,PA		2

		New Jersy		2

		Georgia		1

		Germany		1





Sheet1

		





Sheet2

		





Sheet3

		






