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Preface 

Employment and Planning for the Second Half of Life 

Jennifer Lowe B.A. 
Executive Director 

SHOUT Inc. 
Pittsburgh, Pennsylvania 

XI 

Retirement, retirement; what can I say about retirement? It's this year's Pittsburgh 
Employment Conference theme. Initially, Retirement in the world of a; a; c, just sounded 
depressing; it just sounded depressing. Once that the theme was modified to be Growing 
Older & Retirement in the world of AAC, it sounded more positive. 

At least, I convinced myself that, it could be, positive to me. Due to my position as The 
Executive Director of SHOUT, yes, I did recognize that it was my job. When I really 
thought about it, l recognized that it would certainly help me to prepare for the future. I 
have been a person who always thought the sooner, the better. Growing older and 
retirement was no exception. Therefore, I forced myself to be positive. 

We all know that, for most people, the typical retirement age is 65. In fact, the typical 
person usually works for more than 5 decades. However, the average augmented 
communicators don't work like the typical person. Not that they don't want to. They just 
may not have the opportunities available. Take me for an example. When I turn 65 years 
old, I would have worked, for just 28 years, which is a little under three decades. That's 
working a legally part-time job, which is classified as working only 12 hours a week, or 
less. Essentially, that's what I have: a part-time job. I'm an Assistive Technology 
Specialist, at an organization called Pa TT AN, which is the acronym for Pennsylvania 
Training & Technical Assistance Network. My employment situation at Pa TT AN has 
been the steadiest, and, the most reliable financially position that I ever had. It's also the 
job where I work, a consistent 12 hours a week. Since it's affiliated with the Pittsburgh 
Public School System, my working contract included a Retirement package. 

For the non-speaking population, preparing financially for the future seems nearly 
impossible with dealing with Social Security. That's the frustrating part of this theme. 
have encountered frustrations with Social Security too! Unfortunately, I don't have any 
answers for that. What I will answer is how I have started to prepare for the future 
myself. 

This year, I made a couple of strides that I viewed as working toward the future. The 
most significant stride that I made was moving my bedroom to be on the first floor of my 
house. Yes, I live in a three-story house, and for years, my bed was on the second floor. I 
did have a stair glide that transported me to the second floor. Then I started to have 
attendants complain about bathing me. That was almost two years ago now. That's when 
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this change should have happened. The fact that I may need help during the night was 
what prevented this change from happening. Well, my attendant care situation steadily 
worsened. All of us, my parents and I, were just getting totally exasperated! One 
weekend, my hospital bed was moved downstairs. 

XII 

Not only that, but the other significant stiide that I made was that I have started the 
process of getting a ceiling Hoyer lift installed in my house. Fortunately, the Office of 
Vocational Rehabilitation has agreed to fund it. After the ceiling lift would be installed, 
it should make my attendant care situation less stressful. That's what I hope, anyway. 

Speaking of attendant care, I have it Monday through Friday, and the occasional Saturday 
or Sunday now. I have 48 hours of attendant care per week. Usually, my parents do my 
personal care during the weekends. However, my attendant care will increase, as my 
parents grow older, to become seven days a week. 

A few months ago, I had a trial run of having attendant care for seven days. Both of my 
parents were hurt, and were unable to do some of my care; my morning care. Therefore, 
I explained that I required help for a few hours, on Saturday and Sunday for six weeks, to 
my attendant care agency. Well, this was frustrating as all get out! It was difficult, 
because not many attendants work on the weekends. I managed to get through those six 
weeks without too much frustration. I looked at it as practice for the future. Therefore, I 
welcomed it. Since my parents physical state improved, I haven't required attendant care 
on either a Saturday or a Sunday on a consistent basis like those six weeks. Fortunately, 
since my attendant care agency acclimated to the fact that I may require support on the 
weekends, it has become easier. 

Looking further into the future, my attendant care should increase through United 
Cerebral Palsy of Pittsburgh, Pennsylvania, once my parents become deceased. What I 
envision is having my attendants come in shifts. One shift could be 8 to 3. Another shift 
could be 5 to 10. The final shift could be 11 to 7. Of course, I would need someone to 
oversee, to make sure everyone showed. What I have just explained will take a 
considerable amount of planning. That's why I should start planning for this now. Not 
that I really want to, but in the long run it will be better for me to have everything that I 
have to do, mapped out. 

The Internet has been such a wonderful thing! It has enabled me to pay bills on-line. 
Right now, I pay my Edinboro University loan and a credit card, on-line. This has given 
me a significant sense of independence and satisfaction! I hope to pay off my University 
loan soon, so that when I do take over all of the bills, I wouldn't have to be concerned 
with that one. That's the final sti·ide that I have made preparing for the future. 

As I prepare for my future, I don't mind admitting to you that I'm scared to death. Just 
thinking of the time when my parents are deceased scares me to death! That's the reason 
why I wasn't fond of this theme. Like I stated earlier, I learned to view it as education in 
preparation for my future. No, it wasn't easy, but I'm glad that I'll learn about 
opportunities to make this potentially devastating time a little easier. I would like to 
thank you PEC, for enlightening the augmented communicators about what could very 
well be an overwhelming time so that they could feel empowered! 
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Retire1nent: A reward or myth? 

Susan Balandin, Ph.D. 

Faculty of Health Sciences, 

The University of Sydney, Australia 

"Retirement" denotes a time when workers leave the paid work force anticipating 
more free time and opportunities to enjoy their leisure after a l(fetime of work. 
Changes in patterns of work and longevity in Western countries mean that 
parameters of retirement also are changing. Increasingly, older workers are 
encouraged to remain working at least part time or may be forced back to work 
because they are unable to fund their retirement adequately .. Nevertheless, retirement 
will occupy an increasing proportion of the l[f'ecourse. Little is !01own about what 
retirement means for older workers who use AA C. Retirement can result in loss of 
status, income, and social contact. Unless retirees have adequate income, retirement 
can result in increased hardship and isolation rather the rewarding experience 
presented in advertisements aimed at 'the grey dollar'. In this presentation the myths 
of retirement, what it may mean.for workers who use AAC and issues that may impact 
on this new group of retirees will be discussed. 

As populations across the world age and many government departments react to the aging 
of the 'baby boomers' with anxiety, the advertising industry is welcoming ageing. 
Indeed, relatively new words such as 'grey dollar' and 'grey nomads' signal that here is a 
group of wealthy older people ready to enjoy life to the full. These terms also signal the 
earning potentials to be gained from healthy retirees with large financial reserves setting 
out to realize all their dreams that have been on hold until the children left home and their 
paid work routines ended. A rosy future- but is this the reality for most people? 

Retirement is a relatively new concept born in the twentieth century along with pension 
schemes and the welfare state. Now as governments are developing schemes to reward 
older workers who continue working, and at the same time are trying to convince 
employers to overcome their ageist prejudices we may sense that there are clouds on the 
rosy retirement horizon. ln many countries where retirement is lauded, there are large 
groups of workers, especially women, who will be unable to afford to retire or will live in 
poverty if they do. At the same time they have concerns about their health and status if 
they remain at work. People who use augmentative and alternative communication 
(AAC) are likely to be included in this group. 
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There are anecdotal reports that people with disability experience anxiety about 
maintaining productivity at work and retaining their jobs as they age (Overeynder, Turk, 
Dalton, & Janicki, 1992), yet to date there has been little focus on retirement issues for 
people with lifelong disability, including those who use AAC. Clearly it is important that 
older workers ·with disability feel prepared for retirement, as retirement planning is 
significantly related to greater life satisfaction, better health and better adjustment to the 
retirement process (Stems. Kennedy, Sed, & Heller, 2000). A lack of pre-retirement 
planning may limit the opportunities for people with disability to remain in control of 
their lives post-retirement and may place them at risk of social. exclusion and associated 
poor health outcomes (Llewellyn, Balandin, Dew, & TV1cConnell, 2004). ln addition, 
family members may experience difficulty providing support as a result of their own 
ageing, potentially accelerating admission of individuals with impairments to residential 
care (Bigby, 2000). 

Little is known about the experiences of people who use AAC who are growing older and 
in particular about those who move from work to retirement options or into facilities that 
cater for older citizens. Balandin & Morgan (2001) suggested that some preparations for 
these transitions are necessary. Preparations might include making changes to the AAC 
system ( e.g., adding new vocabulary) and education of potential communication partners 
in the new environment. In addition, the retiree's communication systems may have been 
tied in some way to the employment situation. In such cases, the move to a new context 
may necessitate purchasing new equipment and all the funding dilemmas that accompany 
this process (Balandin & Morgan, 2001). However, when faced with giving up work or 
changing day activities solving communication problems is but one consideration. 

In an Australian survey of 78 people aged over 30 years who use AAC, 22% of the 
respondents stated that they were in full or part time employment. The others accessed a 
variety of day options including voluntary work (Balandin & Morgan, 200 I). Lack of full 
time open employment is a problem experienced by the majority of people who use AAC 
(Balandin & Iacono, 1998; 1999). Consequently, few are likely to have superannuation or 
private retirement pension schemes. This, coupled with low home ownership, will 
impact on their ability to maintain a comfortable lifestyle in retirement. Most, certainly in 
Australia, must manage on a government aged pension that is below the minimum wage 
(Australian Institute of Health and Welfare, 2005) Kail es almost 15 years ago(l 993) 
queried how well older people with cerebral palsy will live in the future. Cun-ently, the 
challenges that older people who use AAC face in order to maintain their prefen-ed life 
style within the community are not well understood and consequently are likely to be 
poorly managed. 

Surprisingly, despite the increase in the longevity of older people with lifelong disability 
along with the rest of the community (Australian Institute of Health and Welfare, 2005), 
the applicability of retirement to people with lifelong disability, is contested (Bigby, 
Balandin, Fyffe, McCubbery, & Gordon, 2004). Overall, this group has low participation 
in the labour force. Indeed, many people with lifelong disability, including those who use 
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AAC, who are now ageing have spent much of their life in sheltered employment or day 
programs for people with disabilities which may no longer be suitable for them (Ashman, 
Suttie, & Bramley, 1995). Those who are employed may be unwilling to take retirement 
and the resulting loss of status, income and social contact (Heller, 1999). The 
overarching question is therefore, not whether older people who use AAC should retire 
from their employment or day programs but rather what type services or opportunities 
will meet their needs for ongoing meaningful activities and participation in the 
community. 

Let us consider volunteering. Many retirees volunteer. Indeed in countries such as 
Australia and the US volunteer labour contributes to both economic and social capital as 
well as to the health and well being of the volunteer (Balandin, Llewellyn, Dew, & 
Ballin, 2006; Balandin, Llewellyn, Dew, Ballin, & Schneider, 2006) People with 
disability are interested in volunteering and indeed many do so, particularly if they have 
grown up in a family where volunteering is the nom1. Organizations that use volunteers 
are not against employing people with disability as volunteers. Volunteering does offer 
the chance of meaningful activity, social connections and an added sense of satisfaction 
from 'helping others' rather than being the recipient of help. Why then are there not more 
volunteers with disability and more programs to assist would be volunteers? It may be a 
question of community ignorance or discrimination but is more likely to be one of 
organization, and in particular insurance. Many organizations that have traditionally used 
volunteer labour are now woITied about how they will pay the required insurance 
premium. This impacts on all older people including those who use AAC. Community 
stereotypes cast both older people and of course people with disability as frail, 
nevertheless although this perception may be a baITier to volunteering, a much bigger 
barrier is the ongoing issue of access and support (Balandin, Llewellyn, Dew, & Ballin, 
2006). The battle for access to employment opportunities continues; the battle to access 
activities that other older people who use AAC find rewarding and meaningful has only 
just begun. 

In conclusion retirement may be a reward or a nightmare. In this, as in so much of life it 
depends on the circumstances. Certainly retirees can enjoy a rich and fulfilling life with 
less stress and improved health. At the same time there are many workers who can not 
retire or whose final working years are maITed by anxiety about what will happen in the 
future. Where do employees and retirees who use AAC fit? 

The fact that retirement for people with disability whether it be from work or from day or 
vocational options is still receiving little attention is a concern. It highlights that people 
with disability are still not always viewed as equal members of communities where 
currently at least, the norm is to go through education, work for 40 years or so and then 
retire possibly for another 40 years. At the same time there is not enough attention 
focused on post retirement options for people with disability. Volunteering may be a 
positive activity, whereas attending services for the old and frail may not be desirable. 
PEC 2007, is at the cutting edge of employment issues for people who use AAC. 
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Retirement should be rewarding. For this to be the case early planning, innovative 
services and increased opportunity for community participation along with improved 
access and supports throughout the working life and into retirement are required. PEC 
2007 provides the ideal forum for these issues to be identified and placed on the quality 
life agenda. 
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The Passing of Parents for a Person Who Uses AAC: 
Preparing For A New Life 

James Prentice M.S. 
President, 

Jim's Business Systems, Inc. 
Monroeville, Pennsylvania 

This is a topic that is in the back of everyone's mind. How do you adjust to life without 
your parents by your side. How can I adjust to the inevitable fact of facing life without 
those that gave it to you. Ask anyone. The question is difficult to answer. The hand that 
held you at birth, the primary influence in your early life, the roots to the tree that has 
become you. How do you adjust to this? Take a moment and ask yourself this question. 
Now, place yourself in the confines of a severe physical disability and you have a whole 
new set of questions to be answered. 

l have been asked to discuss the adjustment process from the perspective of my 
disabilities and the loss of both of my parents. How do you adjust? How do you cope? 
Many people have asked me this question. I don't know what to tell them other than to 
get their act together and move on with their life. But, most want more from the answer 
than the obvious cliche. 

When looking at my adjustment to the passing of both my parents, I realize that they took 
the time to prepare me throughout my whole life. They protected me through my early 
years and ingrained in me the independent thought that has served me my whole life. As 
I progressed to adulthood, I acted on the independence by taking time to myself. I took 
frequent trips to the movies, away trips to the mall by myself, trips around the 
neighborhood in my chair. All of this helped to foster in me the independence and desire 
to expand my mind and spirit contained in my disabled body and chair. 

With this in mind, the preparation for separation begins early. As difficult a thought as 
this may be, you need to consider life in the role of decision maker, case manager, social 
secretary, planner, communicator - without a parent there as a helper or facilitator. 
Preparation and planning before you are thrust out on your own is an important 
component. I was in a situation where I knew who I was and where I wanted to be before 
the passing of my parents. Many people with disabilities cannot make the same 
statement. They are dependent on their parents to provide all of their needs. This 
security is wonderful, but the individual becomes vulnerable when this security is 
removed. The time to act is now. You need to begin to develop your independence. 
These can be small steps such as staying at home when they are out, visits to friends or 
neighbors, or trips to local events or functions to allow you your own identity. 

Another important factor to consider is using the resources in the community to discuss 
options for independence. Investigate your options. Find ways to meet your needs. My 
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situation consists of a modified van to provide transportation. With this in mind, I 
realized that I needed aid with its operation to maintain my independence and mobility. 
Finding appropriate aids that can be trusted with my safety was a process that can, and 
should, take time to insure that you can continue to function. You need to investigate 
what options work for you. They may be public transportation, state funded transports or 
friends and family. 

When the parents are gone, people often feel very vulnerable and helpless and cam1ot 
even begin to know where to start to make the adjustments needed. You have to find a 
way to manage your grief and at least continue with those things that give you security 
and normalcy. You need to caITy on by asking your family, friends, neighbors or service 
providers. You have to find a way to work out your primary needs. Once these are 
established, you need to determine what you want to do and what is the best way to 
achieve these goals. You need to create back-up emergency support for yourself to 
address your personal health and welfare concerns. This is dictated by your own personal 
disabilities and health needs. Emergency services, contacts and medical records need to 
be accessed and located where you and others can assist you with a plan to retrieve and 
use them when necessary. 

If a parent or caregiver passes away to hopefully a better life, your life is now in limbo. 
You are placed in an extremely difficult situation of finding a new caregiver. The 
process can be stressful and frightening since you may have to deal with complete 
strangers. If you are fortunate enough to have family to help you through this tough time, 
you may have a better transition when finding a caregiver. But, if this task is left up to 
you alone, it is an uphill battle until you can find a caregiver you can trust. It is essential 
that you try and take care of as much personal business as you possibly can so that you 
will not be taken advantage of. Handling your own banking, paying your own bills and 
other personal matters would be beneficial to your increasing independence. The risk of 
someone mishandling your money would be diminished if you take on your own 
financial responsibilities. Consulting with a lawyer would be to your advantage if you 
are on public assistance. Possibly a trust fund could be set up to protect your assets. 

The most significant thing that you can do is to discuss your future with your parents or 
caregivers. Most likely the parents would die before the person with the disability. With 
this in mind, discussions must begin to remind the parents that if future plans are not in 
place, the person with the disability would be put in a very vulnerable position -
emotionally, psychologically, physically and financially. 

As for the psychological aspect of losing a parent, this event will leave a huge gap in the 
disabled person's life. Parents are the emotional support and life-line of the disabled 
person, and losing them will be a tremendous shock. You will need to find im1er strength 
to deal with all of life's trials and find support from other people to fill the void. 

Remember, the most important thing you can do for yourself is to move forward in a 
positive way if you should ever lose your parents, and prepare -prepare - prepare in 
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Realizing Service Dogs Potentials for Augmented Co1n1nunicators 

Rick D. Creech M.S. 
Secondary Transitions 

Pennsylvania Training and Technical Assistance Network (PaTTAN) 
Harrisburg, Pennsylvania 

Assistance dogs can be valuable partners for people with physical and/or mental 
disabilities helping them to reach greater degrees of independence and empowerment. 
Assistance dogs trnly are amazing animals, and strong support to persons who often feel 
isolated. Assistance Dogs not only provide a specific service to their owners, but also 
greatly enhance their lives with a new sense of freedom and independence. 

The three types of Assistance Dogs are GUIDE DOGS for the blind and the visually 
impaired, HEARJNG DOGS for the deaf and hard of hearing and SERVICE DOGS for 
people with disabilities other than those related to vision or hearing. Although Guide 
Dogs for the blind have been trained formally for over seventy years, the training of dogs 
to assist deaf and physically disabled people is a much more recent concept. When I was 
young, I never heard of special trained dogs to assist people with physical disabilities 
other than visual. That was my loss. Although I did have dogs as pets, we never 
considered what a trained dog could do for me. Even after learning about service dogs, I 
saw no practical use I could have for one. However, as I have become older, I began to 
think that a service dog could be useful in an emergency situation because a service dog 
could be trained to bark and/or go to get someone if I needed help. 

One of the reasons I had not seriously considered getting a service dog was because I did 
not know if I could give a service dog the commands to tell the dog what to do. I knew 
that the dogs I had owned as pets never paid attention to my communication devices. So, 
I knew that synthetic speech would not work for dogs. The reason I think is two-fold. 
Synthetic speech still does not provide sufficient tonal quality, and also dogs do not 
identify words coming from a box as human speech directed to them. So, that became 
another rationale for me getting a service dog, professional curiosity. I was extremely 
curious to see how well a service dog could be trained to work with an augmented 
communication device. 

I finally decided to use recorded commands, which I imported into my Pathfinder as 
wave files. I discovered that the sound quality of directly recording into the Pathfinder 
was not good enough; however, when someone recorded it in a computer with a good 
mike; and if I use software to cut extraneous noise from the wave files and import them 
into the Pathfinder, the quality was excellent. 

The person who trained my service dog trained him by using the commands I had put on 
a CD for her to use. So, my service dog was trained to attend to commands from a box 
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My service dog has learned to do things through cues other than through the Pathfinder. 
He will bark if I give him my vocal command to bark. If I yell, he will leave me and find 
someone. If I put a hand on him in a meeting, he lies down. If I switch on my wheelchair, 
he jumps up ready to go. And when I go through doors, he stops, lets me go through, and 
he follows; or if I stop at a door, he will go through, tum around, and back up as I go 
through. My service dog does this without me saying anything. 

Service dogs adapt to the limitations of their human partners. They can be trained to 
attend to whatever consistent cues their human partners can give them, verbal or non
verbal. 

Service Dogs assist physically disabled people by retrieving objects that are out of their 
reach, by pulling wheelchairs, opening and closing doors, turning light switches off and 
on, barking for alert, finding another person, assisting ambulatory persons to walk by 
providing balance and counterbalance, and many other individual tasks as needed by a 
disabled person. 

I am an independent cuss. The everyday physical tasks that Caulon is trained to do for me 
such as retrieving objects from the floor, opening doors, etc., I don't need for him to do 
except once in a blue moon. I wanted to get a service dog for emergency situations. I 
knew that it could be trained to bark on command, and I thought that would add another 
layer of safety for me. The Pathfinder does not yell, and loud grunts from me sometimes 
people ignore. So, I thought getting a service dog would be a good idea. A service dog 
makes me healthier because I have to walk him. Now I am a person who is not going to 
hang out outside unless I have something to do outside. Having to take my service dog 
walking forces me to go outside thirty to forty-five minutes a day everyday except when 
it rains. I know that it is good for my health; however, it is not something I would be 
doing unless I had a service dog that needs exercising. Also l sleep better when a dog is 
in bed holding down covers. My wife could do that, but she yells at me when I flop 
around and hit her; my dogs don't. Actually my other dog is better at this than Caulon. 
Caulon is like my wife; he likes his sleeping space. If l move and kick too much, he will 
jump off the bed. Our other dog, Yoda, is stubborn; he will just lie on my legs, if I move 
too much! 

However, the greatest service my service dog does for me is something I did not 
anticipate when I got him. Caulon is a great conversation initiator. I am sure that most 
people here know that initiating conversations is something most augmented 
communicators find difficult. I am no exception. However, since getting Caulon, more 
people have come up to me and started sensible conversations than ever before. By 
sensible, I mean conversations that do not start with, what's name; how old are you; can 
you say something; bless you, God will heal you. Not that I do need God's blessing, l 
depend on it. But what am 1 going to say to good meaning ignorant people, who think 
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God should take pity on me? I know that conversation starter is an unusual service to 
claim for a service dog; and most people would dismiss it as trivial. Nevertheless, to me, 
it is a service that helps me socialize with strangers and co-workers, and that is not a 
trivial service. Best yet, no one has asked the dog things that they should be asking me! 

Disabled individuals with Assistance Dogs are guaranteed legal access to all places of 
public accommodation, modes of public transportation, recreation and other places to 
which the general public is invited. 

MINIMUM STANDARDS FOR TRAINING SERVICE DOGS 

These are intended to be minimum standards for all service dog centers that want to be 
affiliated with Assistance Dogs International, (ADI). All centers are encouraged to strive 
to work at levels above the minimums. Assistance Dogs International, Inc. is a coalition 
of not-for profit organizations that train and place Assistance Dogs. However, there is no 
minimum standards in the federal law or is there a registration or a certification which a 
dog owner has to obtain in order to claim a dog as a service dog, which makes claiming a 
dog as a service dog highly vulnerable to dubious qualifications. The fact is that as long 
as the dog can perfom1 at least one task for its owner with a disability, the owner can 
claim that the dog is a service dog. In addition, federal law does not specify who can or 
what qualifications are needed to train a service dog; therefore, unless the state legislates 
such regulations, anyone can claim to train service dogs. This should be considered 
dangerously relaxed regulation to the public that could be subjected to dogs that are not 
well trained, to the person with disabilities who is legally responsible for the dog's 
actions in public, and for the dog that could be put in situations that it is not 
temperamentally and/or physically equipped to handle. 

Assistance Dogs International, (ADI) minimum standards sets a minimum of one hundred 
twenty ( 120) hours of training over a period of no less than six ( 6) months, must take 
place under the supervision of a program's trainer. During that time at least thirty (30) 
hours of regularly scheduled training must be devoted to field trips and public exposure. 

2. Basic obedience skills the dogs must master with voice and/or hand signals are: sit, 
stay, come, down, heel and off leash recall. 

3. The training time with the person with disabilities prior to placement must be a 
minimum of no less than 60 hours. This is both public and private. All graduates must be 
given a solid education in appropriate behavior of the team. The dog should stay as 
invisible as possible and not interfere with people. 

An employer or a school must consider a service dog a reasonable accommodation and 
make certain accommodations for a service dog; such as; 

Using a Service Animal at Work: 
• Allow the employee with a disability to bring his or her service animal to work. 

Pittsburgh Employment Conference for Augmented Communicators Pittsburgh, PA August, 2007 © SHOUT2007 



19 

• Allow the employee to take leave in order to participate in individualized service 
animal training. 

• Provide the employee with a private/enclosed workspace. 
• Provide the employee with an office space near a door and/or out of high traffic 

areas. 
• Establish an accessible path of travel that is ba1Tier-free. 
• Allow equal access to employee break rooms, lunclu·ooms, rest rooms, meeting 

rooms, and services provided/sponsored by the employer. 

A person interested in obtaining a service dog can inquire at local dog training clubs 
about local agencies that train assistance dogs. In addition, they can search on Internet. In 
any event, inquire about the minimum standards to which the training agency adheres and 
definitely ask for references. Once a service dog has been trained and with the owner, the 
owner is solely responsible for the dog's behavior in public. Finding a respected and 
experienced trainer of assistance dogs, specifically, behooves the person who will be 
relying on the dog. A dog that has been poorly trained as an assistance dog puts the 
owner and the public at risk. 

Having a service dog ca1Ties with it a lot ofresponsibilities, not only financial, but daily 
care. The human partner must see that the dog is fed properly, groomed, and exercised. 
For someone with disabilitating conditions, that can be major new responsibilities, which 
can be very empowering in themselves because now they are responsible for the needs 
and care of a living being other than themselves. For some, this might be a totally new 
experience; instead of being taking care of, they now have the responsibility of being the 
care providers. For others, this responsibility may not be totally new, but it is certainly an 
increased level of responsibility for another being. That, in itself, is a service to the 
human partners because a person's sense of worth is strongly tied to the responsibilities a 
person perceived as having. A service dog is there to help its human partner do certain 
things, but in other things, the service dog totally depends upon its human partner. This 
dependency on the human partner might be more beneficial to the human partner than all 
the tasks the service dog could possibly pe1form. Dependency on others is a road leading 
to helplessness; having another depend on you is the road to self-actuation. 
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being done at the government level about sustainable energy. The problem with solar 
energy is that when the sun goes down or there is little sun, the batteries are low so will 
not recharge our technology as well. 

Everything relates to everything else, growing older in Australia cannot be taken in 
isolation. There are political and economic realities to consider. Older people are 
demanding the services they deserve. They are a huge political force. 
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Every employer in Australia has to contribute 9% to the employee's superammation. It is 
up to the individual employee what they contribute. I voluntarily contribute 10%. I have 
the option of contributing between 2% and 10%. 

The public service superannuation fund was an unfunded liability. In 2006 the Federal 
Government sold its final 51 % in the Telecommunications Sector. The sale of the shares 
are put into a "Future Fund" to pay the Public Servants Superannuation pensions in the 
future. The Opposition parties have other ideas what to do with the "Future Fund". 

So now it comes down to me and plans for my next life. 

I am a Public Servant employed by the Federal Government. If my body holds old, I 
can retire at 55 on my salary, fully indexed for life. The Government bas just brought in 
on 1st July, new Legislation where you can retire at 60 and the taxed proportion of your 
superannuation will be tax free. My body will not hold out until I am 60. Already it 
costs me $3000 a year just keeping my body in a pain managable state. Luckily I can 
afford Private Health Cover, but will I be able to afford it in the future? 

I had planned to go back to University when I retired. Now it will depend on my body. 

If I was realistic, I would begin searching now for a Retirement Home to move into, 
where they would provide maintenance, meals and protection. However I am not yet 
ready to return to an institutionalized style environment. 

I had planned to get more involved in voluntary groups, however in the past 18 months, 
the internal politics of two organizations I am involved with, have both turned very ugly 
and I have had to play the sacrificial lamb both times. Both organizations need to 
remember they are dealing with volunteers. 

I should be alright financially if my body lasts, but that will depend upon Government 
Policy and the macro economy. 

Carbon omissions, governments, people resources, quality of services, water, and my 
body will all determine the quality of my next phase of life. Let's hope I have the 
strength to keep fighting. 
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Panel Discussion: Employment, Retirement, and the Second Half of Life 

William Adams, B.A. 
Lucasville, Ohio 

Good afternoon ladies and gentlemen I'm Bill Adams, from Lu-casville Ohio, and this 
panel is on employment, retirement, and the second half of life. I guess that it is easy to 
say that I am on the beginning side of that, because I graduated from Shawnee State 
University three years ago, but I have the utmost respect for my fellow panelists, because 
they had worked in the field that they are in, and some of them are retiring, I believe? 
For me I'm just begim1ing my journey. I remember while I was in college, my mind set 
was like, ok, I'm going to school now, but right after I get out, there will be a job just 
waiting for me, I just thought that, but that didn't happen that way. And I'm not here to 
scare any students out there, I am just saying that this is what ["]I had experience in 
[")my life, hopefully your's is different than mine, l have a unique employment life style, 
if you call it, but I'm pretty satisfied with it. 

My work experience began in my last quarter of my senior year at Shawnee. I decided 
to do an internship at our county's MRDD pre-kindergarten school, where inclusion is a 
big influence because they look after disabled children, and non-disabled children as 
well. The reason why I had decided to work with the MRDD program was that they 
helped me so much in the past, with finding the Liberator, and then getting me enrolled in 
college, but I didn't want to do my internship at the workshop, because they knew me, 
and I was wanting to prove myself to people who didn't know me, plus my ex-girlfriend's 
mother works there so she put in a good word for me there. I didn't know what to expect, 
plus this was my first real sense of a job, so I was quite nervous, eager to start, but still 
nervous. The director of the facility broke my time up in half, one part was observation 
of the students, and the other half I would be attending meetings, but I soon found out my 
calling there, if you would say that, because I'm doing it still nowadays, and that is 
working with the children, interacting and playing with them. I found this out when the 
director was giving me a tour of the building, this little boy just crawled to my 
wheelchair, pulled himself up, and walked around it with wonde1ment, and stayed with 
me all day long. He is still with me to this day while school is in session, but that is later 
on. But there was another child that was there, and I kind of got attached to her, because 
I wanted to help her out, because she wasn't independent at all, and my heart just went 
out to her, plus I noticed that whenever I was around her, she stopped her fussing around, 
which both staff members and I thought that it was kind of cool. As my internship was 
coming to an end, I was asked by the director, who is now the superintendent of the 
whole Scioto County's MRDD program, and the old superintendent at that time, if I 
would be a co-chairperson for the 2004 November levy campaign, so I guess that is 
where, and why I remained there up to this day. We didn't pass the levy at that time, but 
as fall was coming, I was missing the children and the staff at the Carousel Center, so I 
thought about helping them out for two days a week, while I was looking for a job. Well, 
time passed, and the following year that little girl that I was talking about earlier was old 
enough to go to our MRDD's school, and I was so close to her after like 14 months 
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helping her out, so I followed her there, and now I work at the school for three days a 
week, Mondays, Wednesdays, and Fridays, and both the girl, and the boy are up there 
now. l have a little joke which I call both of them as my son and daughter, which I had 
known both of them for three years now, and both of them are so near and dear to me, in 
fact both the teacher, and her assistant tells me that the boy acts just like his father, he is 
stubborn like me. I'm also still at the Carousel on Tuesdays and Thursdays. But I have 
more jobs other than working with the kids, last year Special Olympics came back to 
Scioto County after a long hye-a-tus, and I wound up being the public information 
assistant for them, which includes writing articles and putting them in the newspaper 
about events. I'm an ambassador for PRC. I'm a state board member of a self advocacy 
group for the disabled, which is called people first of Ohio and there is a chapter in Scioto 
County. Along with all of the things that l had already mentioned, I am a priest at my 
church, which I give sermons just about every month or two, so I keep myself pretty 
busy, I like to call myself a jack of all trades, because I am constantly staying busy. I just 
hope that I didn't forget nothing that I am doing now, job wise. And yes, there are times 
that I do wish that I could be paid more, but this is my life and I'm pretty happy with it. 

This panel is called Employment, Retirement, and the second half of life, as I already had 
mentioned, I'm certainly not ready for retirement, but Bruce did want me to address the 
second half of life, and l thought, well I'm in the prime of my life, in my thirties 
beginning to face the world with job prospects, I'm not elderly. But he wanted us to talk 
on something, which I don't think that nobody wants to think about, yeah, we are getting 
older, which means our parents, and other people that we love, and who also love us, are 
also getting older as well. Three of my grandparents had already passed away, my 
paternal grandfather died when I was seven years old, but my mother's parents died when 
I was already an adult. I didn't actually know my grandfather, I mean, I knew him, but I 
was just a kid when he had passed, but with my maternal grandparents, they helped to 
raise me into adulthood, so I have many memories of them, I can often recall times when 
mamaw told me that one day that I would be in front of the pulpit, preaching, and that 
was just one of the times that I was so happy that she saw me as a deacon before her time 
was up. But those times, when people that you love, and just never thought of life 
without them leaves, really hits you, reality sets in, that nothing is going to last forever. 
My grandmother passed away in 2000, and two years later, Papaw followed her, and to 
this day I miss them so much, in fact, I believe this topic is the hardest one for me to type, 
because I just don't want to ponder on about the future, but as I said this is reality, and we 
have to face it. My parents are going into their sixties, and they are in fairly good health, 
Dad had a heart attack in 2000, but he's ok now. I guess that when we were all born, our 
parents were wondering about our leyeves, it's funny, now when we are about the same 
age as our parents when they had us, we're thinking the same thing, plus how to cope 
without that good and nurturing support. I don't know what I'm saying, but if your Mom 
or Dad, or both of them is with you this weekend, please give them a hug. And l know 
that my parents brought me up, that l could manage to do it some day on my own, and I 
had done it back in college living on campus, and one of my biggest goals of in the 
future, is moving out on my own, and I know that is what Mom wants, solely because she 
has eyes on my bedroom. But seriously, I believe that our parents want to see us make it 
as a responsible adult, to know that we will be ok when the time comes, and hopefully 
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that is not for a long, long time for us. 

But there are others up here with stories to tell, and the first one is Bill Picard, from 
Portland, Maine. Thank you Mr. Picard, next is, hoping that I say your names right, Lay 
Ann Lightholder, here from Pittsburgh, Pennsylvania. Thank you Miss Lightholder, next 
is Jorge D'Almeda, from Ottawa, Canada. Thank you Mr. D'Almeda, Mr. Lucas McCarty 
is next to speak. Thank you Mr. McCarty for your words, and now Mr. Donald Jones 
from Wilmerding, Pennsylvania is our last panelist on this topic. Thank you Mr. Jones, 
and thank you once again to all of the panelists who had given insights on Employment, 
Retirement, and the Second Half of Life. 
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Panel Discussion: E1nployment, Retiren1ent, and the Second Half of Life 

William Picard, B.S. 
Motivational/Education Speaker 

Executive Director 
The William W. Picard Inspire for Life Foundation 

Pmiland, Maine 

Would you say going to school and having a career would be a big part of having a social 
life? Now think about people with disabilities twenty years ago. Most did not have 
careers because most did not have the same education that others got, therefore making it 
very hard to have a social life. But with today's modern technology, it is easier for people 
with disabilities to communicate so they can go to school, get jobs and have a social life. 
For example, with the help of my assistive technology, I was able to graduate and work 
three years at the Center For Community Inclusion. Who would have thought I would 
get my business degree, being a Motivational and Education Speaker, and manage an 
apartment house? 

Now I am in the second half of life, like many of you, most people do not look in to the 
future however my parents did. They did a very hard thing, they decided to sue the 
doctor and the hospital for me. They could not sue for themselves because too much time 
had gone by. So they sued on my behalf and we won. That changed my life forever. 
The only bad thing was, now that I have some money, I would not qualify for S SI or any 
other programs. So that was another challenge, finding ways to grow the money so I can 
use it for the next sixty years. We did find two programs that I did qualify for, vocational 
rehabilitation and alpha one, that pay for some of my helpers. We decided to put the 
money into the stock market because I was going to be on S S I when the monies were 
gone, anyway. Now it is twenty years later and my parents are in their sixties, and I have 
been living on my own for fifteen years with help. We do not like to get older but that is 
a part of life. 

All that I am saying is to be honest with yourself and look in to the future. 
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Panel Discussion: Employment, Retirement, and the Second Half of Life 

Donald Jones, B.A. 
Wilmerding, Pennsylvania 

When I was asked to give a presentation on the subject of retirement for people who use 
communication devices, it took me a awhile to decide what to say. This is because the 
concept of retirement is, in many ways anti-theme to what I'm hoping to accomplish. 
Retirement to many people, is reaching a stage in their lives when they feel secure 
enough financially to stop working, and relax. 1 wish these people a happy retirement. I 
am hoping, however, that when communication device users, such as myself, are old 
enough to retire they are so content, and satisfied with their careers and daily activities 
that they wouldn't think of retiring. When I graduated high school, I had no idea of either 
what I wanted to do, or could do, and I spent several years between high school and 
college, just killing time. 1 matriculated to Edinboro University, without any idea of what 
1 wanted to do either. My high school guidance counselor advised me to go into business 
administration. I soon found out that this was a big mistake. I not only discovered that I 
didn't have the math background that I needed, but that to me, business administration 
was a bore. My grades reflected this, by taking a nose dive. I brought this up not 
because I'm bitter, but because l want to show that l know how easily people can be 
misled. Fortunately for me, the guidance counselor I had in college was much wiser than 
the one I had in high school. He asked me which course in college I liked the best, and 
when I replied that it was Sociology, he strongly suggested I change my major to Social 
Science. Which I did. Whenever I'm asked what a Social Scientist does, I often say; I 
take all kinds of people place them in a gigantic test tube, shake it up and down, and see 
what pours out of it. Actually Social Science prepares a person to go into the social 
service field, where they work to help members of society. The field of Social Science 
includes subjects pertaining to human behavior, such as Philosophy, Psychology, History, 
Law, and of course, Sociology. There are two lessons that I learned while studying this 
field which pertain to working and retirement. The first lesson came at the end of one of 
my classes. The professor told my classmates and I that when we graduated we would 
probably be given one of two mutually exclusive opportunities. Either we would be 
given the opportunity to work at a profession that we really liked and felt passionate 
about or, we could make a lot of money. We wouldn't, however, be able to do both. The 
second lesson is one that came to me over the years of reading about people and events. 
And that is: very few people are given the opportunity to make a living by working at a 
profession that they actually enjoy. This strikes me as being rather sad. I don't think that 
this fact of life is an excuse for anybody to do anything that is considered to be wrong. It 
does, however, instigate me to cut the misguided a little slack whenever I hear or read 
about them engaging in activities which may be thought of as being pretty silly, such as 
paying rapt attention to the lives of movie stars and socialites or anybody who would 
know or care about those who read about them in newspapers or magazines. Some of us 
are susceptible to the idea that we can make our lives more interesting by vicariously 
living the lives of celebrities who are in gossip columns. 1 had already graduated from 
Edinboro University when I learned about communication devices in the mid nineteen 
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eighties. I learned about the Touchtalker and the Liberator first under the tutoring of 
Andy Jinks at what is called The Childrens' Institute in Squinel Hill and then attending a 
training course at Temple University. The course was established by Bruce Baker and 
administrated by Diane Bryant. After taking the coarse, I was invited to attend a series of 
lectures that were sponsored by Temple University, and aimed at turning its alumni into 
active, members of society. The lecture series was titled Competence and Confidence; 
Partners in Policy making, or C 2 P 2 for short. I was intrigued by all the lectures. 
However, I was particularly interested in a lecture which was given by a man named Tim 
Gruesel. Mr. Gruesel runs an agency in Philadelphia, which not only places a person in a 
job, but also helps the clients establish the careers of their dreams. Since hearing his 
lecture, I've visited a similar agency in Pittsburgh known as, The Vocational 
Rehabilitation Center, or V RC. Both agencies stress the importance of flexibility 
between the client's wishes, and what the agency's staff is able to deliver. Mr. Gruesel 
stated that if clients are flexible and if he's willing to make concessions and 
compromises, their dreams may not come true as they were first visualized, but as they 
work to make even the wildest dreams come true they make their lives easier and happier, 
and there is a good chance they will be pleased with the results. For example: a staff 
member ofY RC informed me of the day a dwarf walked into their office and asked 
them if they might be able to find a job for him as a firefighter. The staff, knowing what 
they had to work with, found a job for their client as a dispatcher. The job applicant 
didn't obtain the job be had requested, but he found work in the professional field that 
interested him. Another factor that can be taken into consideration is that with the 
passing of time advanced technology brings about new opportunities. I watched a news 
program a while ago about a company which made firefighting equipment and a dwarf 
was using it to perform his fireman's duties. How this pertains to retirement, is this. I 
hope that when the members of my audience reach the state in their lives known as 
retirement they can think of it as an opportunity to make their lives more fulfilling, and 
not just the end of drudgery. Thank you for your time. Are there any questions? 
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Many negative stereotypes exist about the competence of older workers. Stereotypes 
often hold are that they are less flexible and have more difficulties learning new 
technologies. On the other hand long practices must be assumed to increase professional 
skill within a domain. So it is also for AAC users. 

Professional competence can be seen as composite human knowledge, skills and abilities 
that can serve productive purposes in an organization (Nordhaug, 1991). Competence can 
be more or less relevant, be latent and be more or less bound to a certain domain 
(Nordhaug, 1991). 

Age will in most instances increase the experience within and across domains producing 
expertise within one or several domains. Studies of experts indicate that domain specific 
knowledge and experience are fundamental for high level perfonnance (Glaser,1987; 
Chamess, 1989). Expert knowledge also produces effective learning and recognition 
within the field but may also create obstacles when unfamiliar problems have to be 
addressed (Chamess, 1989; Charness & Biemann-Coopland, 1992). More experienced 
subjects use more complex strategies and reach more efficient solutions (Ceci & Liker, 
1986). 

From a developmental perspective there are good arguments for both "gains and losses" 
in abilities during the life span (Baltes, 1993; Baltes & Baltes 1990). While basic 
processing-recourses are believed to decline with age, the pragmatics of mind serves to 
compensate for these declines by well-established strategies and experience (Baltes & 
Baltes, 1990; Backmam1 & Dixon, 1992). Intelligence is demonstrated to be preserved 
and developed beyond retirement age (Schaie, 1995). As problem solvers, older people 
seem to give a larger number of interpretations to a given problem and often include 
more social and interpersonal aspects than younger people (Sinnott, 1989). A more 
relativistic problem approach is supposed to be utilised with increasing age (Sinnott, 
1989) and a new cognitive developmental stage of wisdom is suggested for the domain of 
problems of life (Baltes & Smith, 1992). The idea of a live span development (Baltes, 
Reese & Lipsitt, 1980) has in general suggested a more open and positive view on 
development in old age. 

This is quite contrary to the many negative attitudes towards older people uncovered 
within working life (Walker, 1997). Negative traits are more often associated with old 
people and this kind of perception seems to be automatic and unconscious (Perdue & 
Gurtman, 1995). Older workers are believed to be less able learners, more resistant to 
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change and have less potential for development than younger employees (Davies, 
Mattews, & Wong, 1991). Studies of actual work performance give no clear evidence for 
the reality of such perceptions (Rhodes, 1983). Although many laboratory studies show a 
decline on cognitive abilities (Salthouse 1991; 1997) it is far from clear how these 
findings should be related to work perfo1111ance (Lyng, 1996; Salthouse & Maurer, 1996). 

Attitudes have an important impact on possible careers for older workers because they 
influence how older workers are perceived. Decisions made about employment, training 
and promotions within organisations subsequently rely on such perceptions. The 
perceptions of managers as well as the older workers' own perceptions will influence 
their decisions about important issues of career and development. The implicit nature of 
these also makes them tacit and not verbalised, and they will constitute part of a basis for 
evaluation of work competence in old age. 

Design and method 
In the study reported here (Lyng, 1999) on perceptions of work competence in old age 
548 employees (mean age 41.2 years, 34.4% women) from 3 different branches (Industry, 
Banking and finance, and Research and development) participated. The participants were 
asked to check out if they believed each of 24 listed abilities and skills became better or 
worse with age and to what extent the change had an impact on work performance. See 
table 1. Ninety-two percent of the employees responded to the questionnaire. 

Results 
The majority of abilities asked for were evaluated as positively influenced by age and 
with a positive impact on job performance. Negatively influenced by age with an impact 
on job performance were memory, speed and learning abilities. Vision, hearing and 
physical strength were also perceived as age related but were assumed to be without 
impact on job performance. Creativity and flexibility seemed to have a diffuse relation to 
age but with impact on work. 

Factor analysis of the material revealed six factors of perceived work competence in old 
age. The factors revealed that Social competence (knowledge about humans, conflict 
handling abilities, verbal abilities, leadership), Problem competence (problem solving 
ability, assessment skills) and Work Moral (responsibility, interests, values), all had a 
positive influence from age. The factor Productivity was stable or seemed to increase 
with age. Basic skills (memory, vision, hearing and physical strength) together with 
Adaptive competence (creativity, flexibility, learning ability, and readjustment) were 
attributed to a downward trend with age. 

Social competence 1
, Problem competence 2 and Productivity 3 were all believed to be 

increasingly positively related to age with increasing educational level. Work Moral was 

1 ANOV A; F=23.0, p < .00 I 
1 ANOVA; F=3.6, p < .05 
3 ANOVA;F=7.3,p<.001 
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more positively evaluated with decreasing educational level4, while Adaptive skills5 were 
evaluated as more (negatively) influenced by age among the more highly educated. 

Impact on work pe,formance 
When the impact of the ability on work performance was asked for, the factors were 
reduced to four. The four factors were Social competence, Work Moral, Adaptive 
competence and Basic skills. Social and adaptive competences were over all perceived to 
have an impact on work performance while Work Moral and Basic skills were attributed 
to have a less positive impact on work. 

Educational level again influenced how the impact of aging on work performance was 
perceived. Both adaptive skills6 and Social competence 7 were attributed a stronger impact 
on work performance with increasing levels of education. Basic skills had an opposite 
trend8 and were attributed less impact with increasing educational level. There were no 
significant differences in the evaluation of the Work Moral dimension between 
educational levels. 

Conclusions 
The data shows a rather positive picture of how abilities changes with age and the impact 
of age on work performance. A third (8) of the variables from the questionnaire (vision 
and hearing, memory, physical strength, speed, flexibility, learning ability, and 
readjustment ability are believed to decline with age. Two thirds of the 24 abilities and 
traits are believed to become better on unchanged with age. 

The positive evaluation of Social competence, Problem solving competence and Work 
Moral in older workers should be focused on and recognized in work organizations. 
Increased competence on professional problems and social skills are skills of great 
importance in leader positions and would be a good argument for promoting older 
workers to more leading positions. 

There are no studies of perceived work competence among older workers using AAC. It 
is difficult to see that AAC users should develop professional and social skills in a 
different way than those who do not use AAC. Communication problems experienced by 
AAC users, and having to deal with various technological devices, could be expected to 
produce flexibility, patience and wisdom about the many sides of life. On the other hand, 
this kind of competence among AAC-users is not easily recognized among laymen 
because wisdom is associated with discourses that require a high degree of verbal skills. 

4 ANOYA; F=7.7, p < .001 
5 ANOYA; F=l2.6, p < .001 
6 ANOYA, F= 3.11, p < .05 
7 ANOYA, F= 18.5, p < .01 
8 ANOYA, F= 16.7, p < .001 
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Table I. Age related changes in different abilities and traits and their impact on work performance. Percent. 

Age related change Impact on work 

perforn1ance 

Ability/trait Better No change Worsen Yes No 

Vision and hearing .2 10.7 89.1 35.0 65.0 

Memory 2.5 32.4 65.1 72.9 27.1 

Physical strength .9 I 8.8 80.3 14.5 85.5 

Problem solving ability 64.4 25.7 10.0 78.0 22.0 

Assessment skills 82.9 13.9 3.2 80.8 19.2 

Creativity 23.0 38.5 38.5 64.9 35.1 

Verbal expression 78.1 19.3 2.5 75.0 25.0 

Knowledge about humans 96.2 3.4 .3 79.2 20.8 

Conflict handling ability 90.7 7.1 2.2 74.6 25.4 

Management/leadership 76.4 21.1 2.5 67.6 32.4 

Co-operation 50.8 39.2 10.0 76.2 23.8 

Independence 73.3 24.9 1.8 72.4 27.6 

Speed 5.9 20.1 74.0 59.6 40.4 

Responsibility 68.8 29.7 1.5 73.0 27.0 

Flexibility 18.2 30.4 51.3 68.4 31.6 

Stress mastering 40.6 28.9 30.4 73.6 26.4 

Leaming ability 5.8 I 9.2 75.0 83.3 16.7 

Readjustment ability 5.6 16.0 78.4 80.0 20.0 

Stability 70.7 26.3 3.0 61.7 38.3 

Productivity 20.3 45.2 34.6 76.7 23.3 

Job understanding 77.2 20.1 2.7 81.5 18.5 

Social skills 56.5 36.6 6.9 58.1 41.9 

Interests 26.5 57.9 15.5 38.1 61.9 

Values 60.8 36.6 2.6 49.9 49.9 
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In this presentation, creative methods will be discussed regarding how to plan for the 
fun1re in terms of having the lifelong support needed for independent living. In my case, 
being employed full-time and making a modest living makes this a challenge. I don't 
qualify for any government financing of personal support assistance, nor does my income 
level allow me to finance it all on my own. 

In planning for the future, I have had to think outside the box and come up with 
alternative methods of receiving the supports I need to live independently. One of the 
things I will share is an excellent option for all individuals, but especially for those who 
are in this "Catch 22" situation (making too much for the government to assist you, but 
not enough to pay directly for support) is to mTange a bartering system. For example, my 
main support person is "paid" by having a place to reside rent free with utilities. Natural 
supports are also used in a way that's fair and equable for all persons involved. 

Tracy Rackensperger, M.A. 
Institute on Human Development and Disability 
University of Georgia 
850 College Station Road 
Athens, GA 30602 
706-583-0081 
track enspen~er,li:i hdd. u ua.edu 
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Rehabilitation Counseling: A Balance Between Art and Science. 

Donald Angelone, Med, CRC, LPC 
Senior Lecturer, Ph.D. Program 

Rehabilitation Administration/Counseling 
University of Pittsburgh 
Pittsburgh, Pennsylvania 

Rehabilitation Counseling can best be defined as a counselor/client professional 
relationship that is based on trust, hope, advocacy and a be! ief that a productive and fully 
community integrated lifestyle is the goal of the rehabilitation process and relationship. 

Credentialing of rehabilitation counselors and why it matters: 

In 1992 federal legislation required that all counselors in the state/ federal system hold a 
Masters degree in rehabilitation counseling and be CRC eligible. While this requirement 
remains, not all states have complied and are still striving to meet, having their entire 
professional staff ofrehabilitation counselors meet the Masters and CRC eligible 
requirement. Professional credentialing of rehabilitation counseling staff is accepted as 
the best way to set a standard of professional services to clients of the rehabilitation 
system. 

I believe it is important not only to require credential staff in the state/federal system, but 
also is necessary to have the nonprofit and for-profit providers ofrehabilitation services 
also held to the same important credentialing standards. 

Our Masters program at the University of Pittsburgh is a 60 hour graduate curriculum that 
qualifies you not only for a CRC but also for an LPC, which is Licensed Professional 
Counselor. This important licensure will allow the LPC to build third-party funds for 
their time spent in direct client service. This is an important way for nonprofit 
rehabilitation providers to be able to afford to hire professional rehabilitation counselors. 

One important distinction of our Masters program here at the University of Pittsburgh is 
the requirement that each student completes 15 hours in assistive technology as part of 
the 60 hour curriculum and thereby earning a certificate in assistive technology that 
prepares them to understand, evaluate, and use assistive technology devices and 
procedures that are increasingly important in the successful rehabilitation of people with 
significant disabilities. Our program here at the University of Pittsburgh is unique in the 
country by offering this comprehensive assistive technology certificate as part of the 
rehabilitation counseling curriculum. 
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Categories of assistive technology: 

I. ADL -- aides for daily living 

2. Augmentative Communication: electronic and non-electronic devices that 
provide a means for expressive and receptive conununication for persons without 
speech. 

3. Computer Application: input and output devices both voice and Braille, 
alternative access aids {head sticks, like pointers}, modified or alternative 
keyboards, switches, special software, etc. that enables a person with a disability 
to use and access a computer. 

4. Environmental Control Systems: primarily electronic systems that enable 
someone without mobility to control various appliances, electronic aids, security 
systems in their room, home, work, or other surroundings. 

5. Home/Worksite Modifications: strnctural adaptations or fabrications in the 
home, worksite, or other areas that remove or reduce physical baJTiers for 
individuals with a significant disability. 

6. Prosthetics and Orthotics: replacement, substitution, or augmentation of 
missing or malfunctioning body part with an artificial limb or orthotic. 

7. Seating and Positioning: accommodations to a wheelchair or other seating 
system to provide greater body stability, trunk/head support, and an upright 
posture and reduction of pressure on the skin surface [ cushions, contour seats, and 
lumbar]. 

8. Aids for Vision/Hearing Impaired: aids for specific populations including 
magnifiers, Braille or speech output devices, large-print screens, hearing aids, 
TDDs, visual alerting systems,etc. 

9. Wheelchair/Mobility Aids: manual and electric wheelchairs, mobile bases for 
custom chairs, walkers, 3-wheeled scooters, and other utility vehicles for 
increasing personal mobility. 

10. Viewable modification: adaptive driving aids and controls, wheelchair and 
other lifts, modified vans that include state-of-the-art engineering and electronics. 

Employment of Rehabilitation Counselors 

Rehabilitation counselors practice in both the public and private sectors. ln recent years, 
they have begun to practice in public school programs, independent living centers, 
employee assistance programs, hospitals and clinics, mental health organizations, and 
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employer-based disability prevention and management programs. While the setting in 
which a rehabilitation counselor is employed may affect the emphasis or portions of 
various functions or may introduce specialized knowledge requirements for particular 
counselor's role, there remains a great deal of commonality in the role and function of the 
rehabilitation counselor, regardless of the employment setting. Examples of settings in 
which rehabilitation counselors are presently employed include the following; public 
rehabilitation programs, public school systems, mental health centers, private 
rehabilitation companies, private and nonprofit community-based revocation 
organizations, insurance companies, independent living centers, state careerlink centers, 
community-based rehabilitation centers, employee assistance programs, college and 
university programs, disability management organizations, workers compensation 
agencies, correctional facilities, medical centers, comprehensive rehabilitation hospitals, 
private practice, job training centers, and substance abuse facilities. 

The rehabilitation coµnselor typically works with adults, although rehabilitation 
counselors also work with children and older adults in specialized programs and settings. 
In addition to serving people with physical disabilities, rehabilitation counselors work 
with a variety of other populations including individuals with developmental, cognitive, 
emotional, and addiction disabilities, as well as young adults preparing for future careers. 

Case Management in Rehabilitation Counseling: 

Internal case management practices which refer primarily to the internal accountability of 
whatever organization the rehabilitation counselor might be working for. In the state 
federal system this is an important part of the responsibilities of a rehabilitation counselor 
in organizing, monitoring, scheduling, authorizing services and complying with the rules 
and regulations of the agency, and being held accountable for productivity. 

Clinical-case service management is significantly different. It is predicated upon the 
professional rehabilitation counselor's ability to establish personal, professional and 
support of relationships with the client and to be responsible for orchestrating the 
rehabilitation system in a timely and supportive manner to fit the individual rehabilitation 
needs of each client and to be held to the ethical standards of the profession of 
rehabilitation counseling. 

The leadership role of the rehabilitation counselor in system building: 

In areas in which rehabilitation counselors find themselves with a lack of adequate 
rehabilitation services, it is incumbent upon them to take a leadership role in advocating 
for rehabilitation system building. 
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20 guiding principles that are prerequisites to successful system building: 

1. All vocational rehabilitation programs are to be developed on the industry-
integrated model; i.e., situational assessments, transitional employment, job coaching, 
and supported employment. 

2. All planning and program efforts are consumer driven. 

3. Employer ownership of all vocational rehabilitation program development is an 
important and critical factor for success. 

4. A sense of urgency in all we do regarding customer or client services. 

5. Enter agency agreements are an important complement in jointly building the 
delivery system. 

6. Decision-making -- at the lowest level of competency is an important principle 
towards empowering staff contact. 

7. Entrepreneurship is a form for creativity, financial stability, system change and 
program expans10n. 

8. Public/private partnerships are the cornerstone of a productive and trusting 
relationship. 

9. Independent living programs and services are the begi1ming point to the vocational 
rehabilitation process and provide critical long-tenn support services to living fully 
productive and integrated lives in our respective communities. 

10. Regional and local ownership of the rehabilitation system promotes unique solutions 
to local issues. 

11. Management's role is to provide the tools for professional staff; i.e., programs and 
services, communicate a shared vision, coach, and support the entire process. 

12. Rehabilitation technology is an essential service that needs to be readily available to 
serve the vocational rehabilitation needs of people with significant disabilities as an 
innovative and supportive part of their career development 

13. Rehabilitation system building should occur in the most cost-effective, non
duplicative maimer possible; i.e., building the baseline services in rural communities and 
effectively accessing more comprehensive inpatient tertiary care in metropolitan areas. 

14. One's view of the bureaucracy is a critical factor in successfully system building an 
implementation. Professionals must utilize the rules of the bureaucracy on the client's 
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15. Ideas and creativity should be encouraged as a learning experience and not evaluated 
as a success or failure, both in program efforts as well as individual case service. 

16. Building the system in a complementary manner, minimizing duplication of effort; 
i.e., interlocking circles representing individual agencies. 

17. Grants as "seeds". Grant initiatives, especially encouraging multi-agency efforts, are 
essential to building new programs. 

18. Flexibility, change and resourcefulness are essential elements of effective system 
building. 

19. Management, especially in the public sector must be transparent! 

20. Create a win - win-win - win environment reflecting the successful contributions of 
private nonprofit, public sector agencies, employers, and the clients we serve. 

Pittsburgh Employment Conference for Augmented Communicators Pittsburgh, PA August, 2007 © SHOUT 2007 



Older Parents of Adults with Autis1n: 
Their Co1n1nunication and Employ1nent Stories 

Monique Hines, M.S., Susan Balandin, Ph.D., and Leanne Togher, M.S. 

Introduction 

Disability Initiative 
Faculty of Health Sciences 
The University of Sydney 

Sydney, Australia 

47 

Financial security is a key factor in the realization of healthy, active ageing (Australian 
Institute of Health and Welfare, 2003). This is also true for the growing number of ageing 
parent carers, who may experience negative financial impacts as a result of their 
caregiving responsibilities (Parish, Seltzer, Greenberg, & Floyd, 2004). Further, 
appropriate employment opportunities are fundamental to the achievement of quality of 
life for many individuals with lifelong disabilities (Balandin & Iacono, 1998). The 
available evidence suggests that the majority of adults with autism continue to display 
symptoms that affect their ability to lead independent lives. (Howlin, Goode, Hutton, & 
Rutter, 2004). Yet, despite acknowledgement that autism is a lifelong disability (Brereton 
& Tonge, 2002) and reports of increases in the rate of diagnosis (Fombonne, 2003), little 
is known about the role of employment in the lives of older parents of adults with autism, 
and the impact that their caregiving has on their employment, financial status and 
retirement. 

The aim of this study was to gain an understanding of the employment experiences of 
older parents and their sons and daughters with autism. Such information can be used to 
inform future service and policy development within the field of autism, but may also 
have implications for the ageing parent carers of people with other lifelong disabilities. 

Methodology 

In-depth interviews were held with fourteen older parents, including tlu·ee married 
couples of adult sons with autism. Participants included eight parents whose son lived in 
a group home, two parents who continued to live with their adult son at home, and one 
parent who supported a son who lived independently. Participants were encouraged to 
speak about their experiences as an older parent of an adult with autism, and include 
topics such as the effects on employment and finances and concerns about the future care 
of the adult family member with autism. 

Transcripts were then analyzed using narrative analysis. Stories within interview 
transcripts were identified and analyzed structurally and according to story plots 
described by the participants. Comparing and contrasting the story plots and themes 
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described by different participants facilitated an interpretation of the meaning of the 
interviews and provided a picture of what it is like to be an older parent of an adult with 
autism. 

Results 

Employment stories of sons with autism 

Parents stories indicated a strong belief that employment, whether paid or through day 
programs, was central to their concept of quality of life for their son. Indeed, many 
parents ranked employment alongside accommodation and financial security as the 
factors that contributed to happy, fulfilling lives for their sons, both now and as their sons 
age. 

Further, many parents indicated that appropriate employment was a mechanism by which 
other goals for their sons could be reached. For instance, some parents indicated that the 
structured nature of certain work enviromnents reinforced appropriate behaviour and 
social expectations. For other parents, employment opportunities gave their sons an 
opportunity to learn new skills and highlighted to parents their sons' learning potential. 
Such knowledge gave these parents reason to have a positive outlook for the future. 

A strong belief in the importance of employment lead many parents to have an ongoing 
role in supporting their sons' employment. For some parents, this involved providing 
transport for their son to the workplace or day program, seeking more appropriate 
employment opportunities, and keeping in constant contact with disability support 
workers to ensure that their sons received the required support in the workplace. At times, 
this support role was accomplished at personal cost. For example, supporting a son in 
areas such as employment limited some parents' opportunities to pursue their own 
interests and hobbies. One mother sarcastically remarked: "But in between this and flying 
to get a centre and a program, I'm enjoying my golden years. " 

Parents also described how their son's symptoms created difficulties in maintaining 
employment. For example, challenging behaviours, such as physical aggression were 
identified as key issues which affected some individuals' ability to hold a steady job. 
Others spoke of sensory sensitivities, such as sensitivity to heat, which affected their 
sons' ability to work outdoors in the sun. Such challenges often created considerable 
stress for parents. Yet, despite such challenges, parents described positive work 
experiences for their sons. Some adults with autism had managed to secure paid 
employment in publicly advertised positions, worked in areas of personal interest, and 
had access to the employment support that they required. 

Employment stories of older parents of adults with autism 

Aside from the challenges of supporting their sons' employment, parents also described 
the role their own employment played in their life. Most parents worked either in paid 
employment or as volunteers in retirement, often for disability organizations. Some 
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parents saw involvement in these activities as "therapeutic", as they distracted them from 
their personal concerns and thus helped them to avoid becoming depressed. For parents 
employed in disability organizations, employment was also a source of support in their 
caring roles. These parents were able to access information on autism and informal 
support from other professionals. Thus, the parents' stories underscore the importance of 
employment in the lives of older parents of adults with disabilities. 

Yet, parents also described the challenges they faced in juggling the dual roles of 
caregiver and employee. Some parents explained that they required employment that 
supported their ongoing care roles. For example, parents required flexible work 
arrangements, such as being able to bring their sons to work during holiday periods. Such 
adjustments reflected the sacrifices many parents had made when their sons were 
younger. Many parents reported being unable to pursue careers earlier in life as a result of 
their caregiving roles. For one mother in particular, such sacrifices meant she had lost the 
opportunity to gain financial security for herself as she approached retirement. On the 
other hand, another mother considered postponing her retirement from a successful 
personal business in order to ensure she had sufficient funds to support the future care of 
her son. 

Indeed, whilst many parents held typical hopes for retirement, such as travel, the stories 
of parents who bad retired indicated that their retirement experiences were not normative. 
Indeed, parents' enduring involvement in supporting their sons extended into their 
retirement years. This commitment affected some parents' ability to pursue their goals for 
retirement. One father commented on being unable to take holidays due to his son's need 
for stable routines. He said: "ft 's not too bad ... We've got the caravan. I'd like to do the 
trip around Australia. Eve1ybody else does it. You can't do that. " 

Conclusion 

These older parents' employment stories draw attention to their perceptions of the value 
of employment for adults with lifelong disabilities, including autism. Indeed, despite the 
challenges that the symptoms of autism may pose for securing constant employment, the 
findings of this study indicate that adults with autism are able to engage in positive 
employment experiences. 

However, having an adult son or a daughter with autism appears to have major 
implications for parents' employment. Older parents continue to play major roles in the 
support of their adult sons and daughters with autism. ln addition, parents report that their 
caregiving commitments affect their work life as they attempt to fulfill their caregiving 
role whilst at the same time being employees. These caregiving roles frequently continue 
into retirement, even though older parents may feel that as a result they are unable to 
pursue their plans for retirement. Further, research indicates that parents of adults with 
autism may experience social isolation, particularly if their son or daughter displays 
challenging behaviours (Fox, Vaughn, Wyatte, & Dunlap, 2002). As a result, older 
parents' may face baniers to the attainment of successful healthy ageing, which depends 
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on financial security as well as social connectedness (Australian Institute of Health and 
Welfare, 2003). 

Employment is central to the attainment of quality of life for adults with lifelong 
disabilities (Balandin & Iacono, 1998). Fmther, the current findings indicate that 
employment may also play a role in supporting older parents in their caregiving roles. 
Thus, services need to develop strategies that support people with autism to remain in 
employment, as well as their parents to remain active participants in employment, 
whether paid or voluntary. 
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Further, in this study we did not canvas the perspectives of the adult with autism. Indeed, 
adult sons and daughters with a lifelong disability may experience anxiety, guilty or other 
negative emotions if they are aware of the difficulties their older parents face in 
supporting them, including the impact on their older parents' retirement plans. 
Investigation of such perspectives could prove useful in understanding the nature of 
ageing with a lifelong disability, and may inform professional practice so as to maximize 
the quality of life, not only for the older parents, but also for the individual with a lifelong 
disability. 
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Communication for people with disabilities was touched on several times in the powerful 
documentary "A Day in the Life of Richard Devylder." The issue about communication 
that repeatedly surfaced was the need for successful communication with caregivers at 
home and staff in hospital and other medical settings. The idea was clearly stated that 
living a full life with disabilities depended significantly on a person's ability to 
communicate. 

Communication with hospital and medical workers was portrayed as a central issue in the 
matter of getting weighed and taking blood pressure. Augmented communicators, living 
a full life, often need to communicate special physical circumstances to their personal 
care attendants and medical staff. 

The purpose of the discussion following this documentary is to think together as an 
augmentative communication community to understand communication needs in 
relationship to personal safety with attendants and medical workers. The documentary 
was clear that good communication was an important factor in preventing injuries, both 
for the person with disabilities and for the staff assisting him or her. 

Our first questions will be to elicit situations from augmented communicators and their 
families about the types of communication needed with attendants and medical staff to 
avoid injury. 

Our next questions will focus on describing in tem1s of core vocabulary - not specialized 
vocabulary - how to interact with attendants and medical staff. Core vocabulary is being 
selected for this discussion because most AAC systems have the basic simple words 
without special programming. We want om discussions to be practical for everybody. 
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This presentation is going to go over: what is the International Society for Augmentative 
and Alternative Communication, what is the leadership project, what is a leader? We are 
going to explore these questions. 

The International Society for Augmentative and Alternative Communication (ISAAC) is 
an international organization for AAC professionals, researchers, users, and their 
families. The vision of ISAAC is that AAC will be acknowledged, valued and used 
throughout the world. Achieving the vision of a world in which everyone can have a way 
to communicate, takes people who use AAC and their families, therapists, researchers, 
manufacturers, and the government. We would all have to work together to make 
augmentative communication known and accessible to everyone who can't speak. 

A week before the conference in Germany last year ISAAC was awarded the status of 
NGO(non-govermnent organizations) in special consultative status with the Economic 
and Social Council of the United Nations status. This officially links ISAAC with a large 
network of more than 2700 other NGOs whose work is relevant to the United Nations, as 
well as to persons with disabilities. With NGO status, ISAAC may send delegates to 
relevant international conferences at the United Nations, such as the Convention on 
Protection and Promotion of the Rights and Dignity of Persons with Disabilities. There 
is an annual U.N. Department of Public Information Conference in which NGOs may 
participate each September, and many other sources of valuable info1mation. NGOs 
provide expertise on particular topics, help monitor various international agreements, and 
offer early warning regarding particular initiatives. 

ISAAC supports people who can't express themselves with regular language. We have 
3700 members in fifty countries worldwide in the organization: Australia, Canada, 
Denmark, Gern1any, and the USA are a few of the regions in which we have chapters. 
We provide information about the new developments in the field of AAC to the 
researchers, therapists, AAC users and their families. 

We have a great conference every other year: full of great talks, courses before the main 
conference, and a lot of fun in the evenings. The conference is in different countries 
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every two years. During the last seven years we have had the conference in Washington 
DC, Denmark, Brazil, and last year it was in Germany. ISAAC 

In 2008, we are going to have our next conference in Montreal, Canada. The theme is 
"Leading The Way". There will be a scientific program, exhibits, and people from fifty 
countries celebrating leadership in AAC. That is ISAAC's twenty-fifth birthday. There 
will be a lot of presentations on leadership in the form of pre-conference workshops. 
During the conference there will be many wonderful presentations. It is going to be a lot 
of fun with our twenty-fifth a1miversary. 

ISAAC has one user on the Executive Committee. I am that person at this time. One of 
my major responsibilities is the leadership project. ISAAC has been led by the 
professionals in the field of AAC up to now. We would like to see more AAC users in 
leadership positions. 

Okay, what is a leader? How can I lead a meeting with my augmentative 
communication? You may be asking yourself these questions. I am going to answer 
these questions for you from my own experience. 

I want the AAC users to think about how you can be a leader. And I want the non-AAC 
people to think of what is keeping you from thinking of AAC users as leaders. 

To our knowledge there is no leadership specific program or resources for young adults 
using AAC to get ready to take a part in committee meetings. ISAAC felt there was a 
need to develop such a program that could be used worldwide. There are three phases to 
the leadership project. Last year, we worked on the first phase of identifying what the 
barriers to taking on leadership roles are. Stakeholders of ISAAC, AAC users, and 
parents participated. The first part of the fast phase was done through our interactive 
website forum, and took about four months. This was a group of seventeen people from 
9 countries around the world. We talked on the internet about what it takes to be an 
effective leader, and how to prepare the AAC users for leadership roles. This phase was 
just brainstorming, and we thought of what ba1Tiers keeping were AAC users from 
holding leadership roles in committees. 

In America, we have the Girl and Boy Scouts to get children and teenagers ready for 
leadership roles. Nonnally, Boy and Girl Scouts are for "children and teenagers with no 
apparent disabilities" and they teach the children how to be leaders. But, how do children 
with disabilities learn how to lead a group of people? In fact, they don't. It is a deep lack 
of opportunities for AAC users to learn how to lead a group or meeting. That is sad 
because children with disabilities need to learn how to lead a group. I was lucky my 
mom got me into girl scouts at an early age. 

You may not think of time as a barrier, but in fact, time is a big barrier for people with 
disabilities. We have personal assistants to help us to do almost all activities of daily 
living. That takes time. The time barrier includes the time it takes an AAC user to 
develop a sentence. AAC users typically communicate at a rate of ten words a minute 
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The AAC-RERC: 
Research and Development Activities 

to Support Communication Enhance1nent 

McNaughton, D., Rackensperger, T., Beukelman, D., Blackstone, S., Bryen, D., 
Caves, K., DeRuyter, F., Higginbotham, J., Light, J., & Williams, M. 

1) The AAC-RERC 
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The Rehabilitation Engineering Research Center on Communication Enhancement, 
commonly refen-ed to as the AAC-RERC, works to positively affect the lives of 
individuals who rely on augmentative communication. The Center is funded by the 
National Institute on Disability Rehabilitation Research (NIDRR) and includes university 
faculty, clinicians, rehabilitation engineers and individuals who use AAC from 7 
organizations: Duke University, Temple University, University of Nebraska at Lincoln, 
State University of New York at Buffalo, Pe1m State University, Children's Hospital at 
Boston, and Augmentative Communication Inc. The mission of the AAC-RERC is to 
assist people who rely on augmentative and alternative communication to achieve their 
goals by advancing and promoting AAC technologies, and supporting the individuals 
who use, manufacture, and recommend them. 

A full description of AAC-RERC activities is available at their website - ww,v.aac
rerc.orn:. In today's presentation we will provide a brief overview of four selected 
projects: the Visual Scenes Display research project, the Writers Brigade, the Micro
Enterprise Employment project, and the Webcast series. 

2) Visual Scenes Displays 

Individuals who are just learning to make use of augmentative communication face a 
number of challenges. For example, cmTent AAC devices that are available to young 
children or individuals with significant linguistic limitations ( e.g., aphasia) often contain 
isolated symbols, whose meaning must be learned. These symbols are typically arranged 
in rows and columns. Users must navigate through pages of symbols to retrieve phrases 
or words to construct meaning, or they must learn to use coding strategies (abbreviation 
expansion, semantic compaction, Morse code). These approaches all pose significant 
cognitive challenges, and may detract from the communicative interaction. 

Visual Scene Displays portray events, people, actions, objects and activities against the 
backgrounds within which they occur or exist. Visual Scene Displays are designed to 
provide a high level of contextual support and to enable communication partners to be 
active and supportive participants in the communication process. These scenes are used 
as an interface to language and communication. Take, for example, a Visual Scene 
Display showing a photo of picnic tables and family members eating, drinking and 
having fun at a reunion. If used on a low-tech board, the photo provides a shared context 
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for interactants to converse about topics related to the reunion. When used on an AAC 
device, spoken messages can be embedded under related elements in the digitized photo. 
These are known as "hot spots." Someone with aphasia may use a Visual Scene Display 
to converse with a friend by touching hot spots to access speech output, e.g., "This is my 
brother Ben", or, a three-year-old child with cerebral palsy may tell how "Grandpa" ate 
"marshmallows" at the reunion by touching the related "hot spots" on her Visual Scene 
Display. 

David Beukelman (University of Nebraska at Lincoln) is investigating the use of Visual 
Scene Display technology with individuals with aphasia - more information and a 
webcast is available at 
http://w,;vw.aac-rerc.com/pages/news/beukelrnan webcast.htm 

Janice Light (Penn State University) is investigating the use of Visual Scene Display 
technology with young children - more infomrntion and a webcast is available at 
http://www.aac--rerc.co111/pages/ne\vs/Li2:ht webcast.htrn 

3) Writers Brigade 

The Writers Brigade has two goals: enhancing employability for adults who depend on 
assistive technology, and publicizing the activities of the AAC-RERC. 

Each year (2004-2008), four to six individuals who rely on AAC are asked to participate 
in the AAC-RERC Writers Brigade. The AAC-RERC Writers Brigade project manager, 
Johana Schwartz, coaches the participants in the process of writing and revising articles 
for publication. The writers con-espond with Johanna over email, submitting drafts in 
exchange for customized feedback. The manager supports participants throughout the 
writing process, starting with brainstorming sessions and usually ending with submitting 
the manuscript for publishing. 

To date, 11 individuals who use AAC have participated in the W1iters Brigade, and have 
written over 90 articles that have appeared in online and print media. Look for Writers 
Brigade productions in Com1SENSE, AT Journal, Advance Magazine, SpeakUP, the 
RERC E-Newsletter, Alternatively Speaking, and Augmentative Communication News. 
The accomplishments of the Writers Brigade were recognized at USAAC's Bubbly Ball 
this year - please see the story at 
http://v-.;ww.imakenews.com/aac-rerc/e article00067 6434.cfrn 

For more information on the Writers Brigade, please go to 
l1ttp:i/1.v,;vw.au2:corninc.corn/rerc-brigade.html 

4) Micro-Enterprise Employment Project 

During the past 6 years, we have worked to document innovative approaches to 
employment for individuals who use AAC. We have documented the employment 
experiences of individuals who use AAC and are employed full-time in the workplace, 
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the employment experiences of individuals who use AAC and who work from home, and 
the perspective of employers and co-workers. In our most recent project, we have 
examined the use of micro-enterprises: the use of small consumer-directed employment 
activities. Typically these employment activities have social ( e.g., community 
involvement) goals as well as financial goals. These activities also typically involve 
substantial support from a caregiver or support worker. 

Marcie McNeill, a doctoral candidate in Communication Sciences and Disorders at Penn 
State, and David McNaughton (Penn State) conducted interviews, and gathered videotape 
of the micro-enterprises developed by five individuals who use AAC. The information 
will be shared in conference presentations, publications, and a webcast. 

A webcast on supporting successful transition to adult life for individuals who use AAC, 
including a discussion of employment for individuals who use AAC, is available at 
htt:p://www.aac-rerc.com/pa2.es/news/mcnaul':hton webcast.htrn 

5) Webcasts 

The AAC-RERC has prepared webcasts on a variety of topics related to AAC. These 
webcasts can be viewed by anyone with internet access, on either PCs or Macs, and 
feature PowerPoint slides, audio nan-ation, video clips, and a written transcript of the 
presentation. 

a) How Far We've Come, How Far We've Got to Go: Tales from the Trenches 
Michael B. Williams 

Through the medium of historical biography, Michael B. Williams, a long 
time practitioner of the art of augmented communication, elucidates many of 
the key social and technological issues in AAC today. 
htt:p://aac-rerc.corn/pages/news/Williarns vvebcast.htm 

b) AAC - A User's Perspective 
Colin Portnuff 

Colin Portnuff talks about receiving his diagnosis - Amyotrophic Lateral 
Sclerosis (ALS) - and stepping into the world of people with disabilities. He 
shares some of his techniques for managing conversations and presents some 
interesting and provocative information for us about the application of speech 
and voice technology in AAC. 
http:/ /aac-rerc.comipages/11ews/Portnuff webcast .htm 

c) Supporting successful transition to the adult world for individuals who use AAC 
David McNaughton, Ph.D. 

This presentation will provide infomrntion on major barriers and important 
supports to successful transitions for individuals who use AAC. Case examples 
provided by individuals who use AAC will be used to illustrate transition 
strategies that promote positive outcomes for individuals who use AAC. 
http :i /aac-rerc.comipages/news/mcnau gbton webcast.htm 
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d) AAC Interventions to Maximize Language Development for Young Children 
Janice Light, Ph.D. 

This presentation discusses: ( 1) effective designs for AAC systems to better meet 
the needs and skills of young children, and (2) effective techniques to implement 
AAC with young children who have significant communication disabilities (ages 
0-3) and their families. 
bttp:/!aac--rerc.com/pages/11ews/Lig:ht ,vebcast.htrn 
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e) AAC and Aphasia: A Review of the Visual Scenes Display Project 
David Beukelman, Ph.D. 

This presentation will review the research and development activities 
associated with the Visual Scenes Display (VSD) Project at the University 
of Nebraska, Lincoln. Examples of VSD setups for specific individuals 
with aphasia are presented 
http://aac-rerc.com/pages/ne,:\iS/beukelman webcast.htm 

f) An Overview of the Health-based Funding Programs that Cover Speech 
Generating Devices 
Lew Golinker, Esq .. 

This presentation will discuss the key concepts or principles that support 
coverage and where applicable, the key issues related to SGD access. 
Those who participate will learn the key vocabulary used by each program 
to cover SGDs, the history of coverage; some coverage resources, such as 
web pages with additional infom1ation; and the role of the SLP related to 
SGD funding by each program. 
bttp://aac-rerc.com/pa2:es/nev,'s/Golinker \Vebcast.htm 

g) Maximizing the Literacy Skills of Individuals who Require AAC 
Janice Light, Ph.D. 

This session will discuss effective evidence-based practices to maximize 
the literacy skills of individuals who require AAC. Case studies (including 
video) will be used to illustrate effective interventions to help student who 
require AAC: (a) acquire phonological awareness skills, (b) learn to read 
words, ( c) participate in shared reading activities with personalized books, 
and ( d) write their own stories. With appropriate instruction, individuals 
who require AAC can achieve improved literacy skills and will be able to 
maximize their educational and vocational outcomes. 
http://aac-rerc.com/pages/news/Light Reacling webcast.btm 

Since January 2007, the webcasts have been viewed by over 2,700 individuals, 
including individuals who use AAC, parents, teachers, communication professionals, 
and AAC manufacturers. They also have been used as part of pre-service training 
activities in special education and speech language pathology programs. 
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Optimizing Communication Perfonnance: 
AAC Institute Initiatives and Resources 

Hill, K., Hurd, R., Romich, B. and Chapple, D. 

I) AAC Institute 

AAC Institute (AACI) is a 50lc3 not-for-profit charitable organization dedicated to the 
most effective communication for people who use AAC. AACI is a subscriber 
organization with around 9000 individuals and organizations around the world enrolled. 
Financial and other support for AACI activities are provided by sponsors ( currently 24, 
including SHOUT), product sales, and donations from subscribers. (If you are not 
receiving the AAC Institute Update! email messages, either sign up here or visit the web 
site. Archives are available at the web site.) The AAC Institute scope is international. 
AACI has no paid staff. 

Communication performance can be a significant factor in the life experience of people 
who use AAC. Therefore, AAC Institute initiatives focus on optimizing communication 
performance. This is accomplished through various efforts directed toward individuals 
who use AAC, families, AAC professionals, funding parties, and others. Following is a 
summary of some of those efforts. 

2) AAC Institute Web Site (www.aacinstitute.org) 

Much of the resources available from AAC Institute can be found at the web site. 
Anyone with an interest in AAC can find items of interest if a few minutes are invested in 
browsing. 

3) Resources for Families 

Parents' Corner is a monthly column written by Robin Hurd, mother of twins who use 
AAC. Robin occasionally organizes for guest authors. Topics included in this resource 
cover a wide range, including literacy, school issues, vocabulary, symbols, etc. Over 
three years of columns are available in the archives. 

AA C Parents is an online discussion group only for parents of individuals who use AAC. 
Participants support each other through public discussion of important issues, sharing of 
resources, and connecting for private discussion. Participation is international. 
Sharing and Idea Album is a section of the Parents Corner area where teaching ideas 
from parents and from Robin's hand's on training sessions are shared. Some great 
teaching ideas for a variety of AAC systems are available to download, and more are 
being added regularly. 
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4) Education Initiatives and Resources 

Symposium on AAC Evidence-Based Practice is an annual event, the fifth of which was 
held immediately prior to this conference. The symposium focuses on topics that 
contribute to optimizing communication performance. 

Self-Study Program presently offers three courses, each requiring around two hours to 
complete. (A number of university AAC instructors assign one or more courses to their 
students.) Presently available courses include: 

a) Language-Based Approach to AAC Assessment and Intervention 
This course provides information on a structured approach to AAC 

assessment and intervention that focuses on language issues rather than 
technology features. 

b) AAC Performance Report: Definition, Generation, and Use 
This course identifies and defines the 17 quantitative summary measures 

of communication performance contained in the AAC Performance Report, how 
to generate the report, and how to use it in guiding clinical practice. 

c) AAC Symbols and Language Representation Methods. 
Three language representation methods are used in AAC: alphabet-based 

methods, single meaning pictures, and semantic compaction. This activity 
provides examples, and reviews their characteristics. 

Additional courses are coming. 

AAC Institute Press offers peer reviewed publications in both paper and downloadable 
formats. "AACtion Points: AAC for Beginners" is available here. 

Conference and other presentations, both live and via videoconference are given 
frequently. 

AAC Institute is providing administrative and other support for the first annual Clinical 
MC C01~ference to be held at University of Kentucky in September. This conference is 
focused on AAC research that contributes to optimizing communication performance. 
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listen to other people?s fears because that is their garbage, not mine. I have learned to not let 
them hold me back from my successes, l have learned to listen to my own instincts and make my 
own decisions and I have found an incredible support team that can envision my dream. 

Pictured here is Sally, my personal agent. With out her, none of this would have happened. 
Sally kept saying YES when everybody else was telling me imh NO. nnp 

But now, Sally has a different job. So, Debby Silence has taken over. 

Another important part of my support team, is my apartment manager, Lori Bannister and her 
wonderful staff. What makes them so special is that they are a support outside of the paid
support system. Lori never hesitates to give me her time and her ear when I need to vent. She 
listens to me, gives me hope, energy and sanity when I just need a friend. Her support is 
constant and unwavering. I am truly blessed to have her as a support. 

That brings us to where I was when I was last here, so now lets look at what has happened since 
then. I received long tern1 contracts at two schools, Kamiak High School in Mukilteo 
Washington, and Parkwood Elementary School in Seattle, WASHINGTON. 

At Kamiak I was specifically hired to work with a young man named Frank, names have been 
changed to protect the innocent. When I first met Frank, he would always wait until someone 
addressed him. He was not confident enough to start a conversation with anyone which isolated 
him from the rest of the class. Can you imagine how he felt? When I heard his story, it brought 
up memories of when I felt alone and frustrated. I could relate. This allowed me to reach out to 
him. I moved directly in front of him so we were face to face and said ?let?s talk?. Frank was 
reluctant to talk and I had to pull it out of him. Two things happened that I was not aware of 
until later. Frank was observing me using my device which gave him some confidence after 
seeing that it could be done and Frank experienced that if he used his device, people would 
listen. Imagine my surprise on my next visit to the school when the SLP told me that Frank 
entered the room and spontaneously used his communication device to speak to the class. 
Success. 

At Parkwood Elementary School, I was contracted to visit the students once a month for five 
months. I worked with the school SLP Christine Dunbar. Cluistine wrote and received a grant 
for $1500. She used the money to hire four people to come into the school to show the children 
that whoever you are, whatever you do, we all do our best. Besides me, Alan and Sharon King 
came in to show the children how to paint with their feet and Dr. Rytter showed the children how 
to communicate with your eyes. At the end of five months, the four of us did an all school 
assembly together. 

On my first visit, I was introduced to the children. For my second visit, the children had 
prepared questions for me. Christine sent me the questions and I made the following slide show. 
Here are the questions that the kids wanted to know: 

Where did you go to school? 
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Why do you type on your device? 

What music do you like? 

What are your hobbies? 

What can your device do? 

Why does your head move like that? 

How does your wheelchair move? 

Where do you live? 

How do you talk? 

What did you like about school when you were a kid? 

What was hard for you in school? 

When you were a kid, what did you hope for? 

How has using your device made your life different? 

What things do you need help with? 

What things can you do for yourself? 
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These were the questions on the children?s minds. Now take a look at Palmtree Enterprises in 
Action, 

Palmtree Enterprises has been busy this year. 
Here is what I'm doing presently. Palmtree Enterprises had a 9 month contract with the Mukilteo 
School District until June of 2007 and we are cmrently in discussions for the next school year. 
Palmtree Enterprises also had a five month contract with Parkwood Elementary School in 
Shoreline until May of 2007 which will most likely extend to next year. I am co chairing for the 
Snohomish County DD Advisory Board, 1 am still an ambassador for PRC, and 1 am on contract 
indefinitely with Service Alternatives to Co Train a class called Right to Risk. 

What?s coming up for Palmtree Enterprises in the near future? I am presenting at the Value 
Lives Conference in Wenatchee Washington in September, l am presenting at the Supported 
Employment Conference in Bow Washington in October, lam presenting at the TASH 
conference in Seattle Washington in December and I am going to be working on a video to help 
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with my trainings called A day in the life of Scott Palm. I have also been approached by the 
trainer of a company in Seattle to help train her staff on how to do PowerPoint. 

Here are some of the other events that I have done. 

Life hasn?t been all work. I have also played a little bit too. 

Here is a signed autograph from Amanda Tapping who I met at a convention. She is a smart, 
kick-ass woman on Stargate SG 1. 

I have also gone to a bar, and entered a carry oahkee contest. Thank you Snoopi. Here's a 
picture of him. And here is him singing. I like to think of Snoopi as an ultimate user. By the 
way, I won $25 when I sang. 

I use these examples in my teaching presentations so other people with devices can see how 
powerful their device can be in a social setting. It isn?t just about school or work. It is about life. 

I want to pass on to the next generation of people who use an AAC device to never give up. 
Everyone should have an opportunity to reach their full potential. With all due respect, a speech
language pathologist can't motivate somebody to use their device the way another user can. As 
the device users in this room know, there are difficulties we go through that a speech-language 
pathologist is powerless to help with. One such difficulty is to motivate a user. Some times a 
speech-language pathologist can try everything and anything, and nothing works until that 
person sees somebody else using a device. Then it clicks in his or her mind that they can do it 
too. ['] And. 
That's where Palmtree Enterprises comes into the picture. So if you, or, you know somebody, 
with a communication device from the Prentke Romich Company and are having difficulties, 
here is my contact information. 

This is the most exciting time of my life. Finally, I have a chance to make a difference, because 
I have something to give. 
but I have a lot more to do. 
To be continued. Please listen to my theme song before we have questions. Thank you. 

Are there Questions? 
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Panel Discussion: Independence From Parents Over Time 

Robe11 O'Gurek A.A. 
Summit Hill, Pennsylvania 

Good afternoon everybody, my name is Robert O'Gurek Junior, or you can call me 
Bobby. I am from Summit Hill, Pennsylvania. My independents from my mom and 
Dad began when I entered college in the fall of 1999. Even though I live with my 
parents, I began a state waiver program which allows me to hire personal assistants to 
come take care of me rather then being dependent to my parents. 
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Growing up, I was very lucky to have a caring and loving family that took great care of 
me and pushed me to my best in life and in the classroom. As I got older and taller, my 
parents and I decided to look into state programs which offered some personal assistant 
waiver programs. At first, like any other young adult with a disability, I was hesitant 
about people who I didn't know were going to take care of me. However, I knew it 
would help my parents out tremendously and give me more independence. At that time, 
I was entering my first semester at Lehigh Carbon Community College. All tlu·oughout 
my grade school years, I had an aide by my side to help me take notes or if I didn't 
understand something, they would explain the material to me. But when l began my 
college career, the college denied me having an assistant in the classroom with me. l 
didn't realize why they were doing that to me. As the semesters pass by semester by 
semester, I began to get use to being independent in the classroom and l loved it. 

There was another obstacle I wanted to achieve that gave me more independence. The 
college is 45 minutes away from my house and in a different county. This limited me to 
use the public transportation in my area, because the county bus transit would not cross 
the county borders to transport me to college. This problem took away my independence 
which I stride for each and everyday! In the meanwhile, my parents and my Uncle 
Walter had to take time out of their lives to transport me to classes. I really appreciate all 
they do for me. During this time, my Uncle Bill was running for the county 
commissioner and got elected. I approached him with the county bus transit borders 
limitations that they had. To cut this story short, he and his fellow commissioners, 
Lehigh Carbon Community College and the Lehigh Carbon lntem1ediate Unit got a state 
grant for the county bus transit so they can cross the county lines. After the carbon 
county community transit got the state grant, they worked with my course schedule and 
took me to class till I graduated. I loved it because l was on my own going to college 
and it gave my parents a break. I felt like any other college student. I still use the 
county transportation till this day. Some days when I have an appointments that are out 
of the county, l take the bus at seven o'clock and l don't get back till 12 30. You might 
be thinking, he must hate that. But actually I like it. Because sometimes especially in the 
winter, I am in my house for days and I go crazy! I am sure most or all of you know 
what I am talking about. 
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However, I am a volunteer fire fighter for the Summit Hill Diligence Fire Company. So 
every Monday and Thursday night I drive my wheelchair over the firehouse to hang out 
with my friends and to help with administrative work. This is another big factor that 
gives me more independence and gives me a social life as well. When there is a counsel 
meeting, I usually attend them because it is interesting to hear what is happening in town. 
When I don't go to the firehouse or a counsel meeting, I usually take a ride around town 
in my wheelchair and visit my fliends during the evening. When I come home from the 
firehouse or a ride around town, I have a personal assistant come to feed me a snack and 
get me ready for bed. For the most part, I have personal assistants come everyday for 
breakfast, lunch, dinner and snack. It feels like I am taking care of myself, except there is 
a person with me. I have respite hours to use each week. My one assistant named Donna 
who is my cousin, takes me and her children to see 2 movies at the drive in. It gives me 
something different to do and I can stay out long. My independence goals and dreams 
will hopefully continue in the future. Some of my future goals are to build an accessible 
house for myself. 

However, to build a house, I will need a good successful job which I am proud to 
announce that I will be starting my first real job on Monday with S & 0 Computers. 
This is really special to me, because S & 0 Computers is own by my two best friends 
who I went to grade school and high school with. I was lucky to make life long and true 
good friends being mainstreamed in the Panther Valley School District as such at a young 
age. It is going to be really exciting working for them. Eventually they are going to open 
a store front with offices. I will work in there developing web sites and working on 
other computer stuff. 

My other goal, like any other individual, I want to find somebody special and start a 
family. This stuck with me all throughout my life and it would be a big step in my 
independent life. I am going to leave you with a famous quote the late Jim Valvano, the 
former North Carolina men's basketball coach said while he was battling cancer at the 
1993 ESPY Awards on ESPN. "Don't give up, don't ever give up." That is a 
powerful statement for the augmentative community also because anything you want to 
do is possible! Thank you! 
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Panel Discussion: Independence from Parents Over Ti1ne 

Taking on the New Responsibilities 

Paul GaITick 
Olyphant, Pennsylvania 
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Good afternoon. 1 have been asked by Bruce Baker and the SHOUT staff, to speak to you 
on the topic of gaining my Independence and taking charge of my life after losing 
someone that I loved. I lost my father about five or six years ago. ln that time, I have 
made some changes, accepted new responsibilities and tried to be open to the many 
suggestions that I received. Some good , some not so good. When people lose someone 
that they loved, like a parent or a friend, every person handles each situation in different 
ways. Also, l am not sure what I have on this topic that would really assist anyone in this 
room, but l will try. Yes, I am Paul GaITick, an augmented communicator like most of 
you but I was lucky enough to be in the small percent of people who are not wheelchair 
bound. My experience of losing my father has been a learning one. In addition, it is 
changing me in ways for the better. I hope that you could find some beneficial 
information in this presentation. 

I have found myself taking over my father's every day responsibilities around the house. 
With every opportunity that I get to learn something that deals with those responsibilities, 
I just watch the person who is fixing the problem around the house or the automobile. 
Then I listen to the person's advice ,and ask questions, and learn from it. . Whenever 
anyone tells me anything concerning any repairs ... I recall that information and I try to 
fix the problem myself if the issue arises again. Or I can identify the problem before my 
mother decides what to do. That is calling one of her sons or a repairman to get the work 
taken care of. Besides having brothers to acquire repairing or home improvement 
inforn1ation from, I am working for a local church and that is great place to pick up small 
tricks on taking care of every day problems. 

As I told you all , every situation is different and everyone handles things in different 
ways, especially when losing someone that you loved. The best piece of advice that I 
have for you all, but especially those of you who use wheelchairs ... After you lose a 
loved one like a parent, you will need to take the time to find your own ways to handle 
the lost of your mothers or fathers and taking on the new responsibilities that your mother 
or father left behind. There is no preparing that you can do except think ahead of what 
you may do to handle the extra responsibilities that you would have make a decision 
about. Like ... how you would get the things done that your parents once did? Who would 
do that for you? A friend or a professional? Also, when you would have it done? And 
then seeking out help. There are some things that we just cannot do ourselves. 

With that, I would like to say "Thank you" for listening to me. 
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A Day in the Life of a TA in AT 
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This presentation will focus on my professional experiences as an individual who utilizes 
augmentative communication (AAC). After obtaining a college degree in Special 
Education and working in the various jobs in the field of Assistive Technology (AT) over 
the past five years, I took a full-time teaching assistant position with the Assistive 
Technology team for Austin lSD. 

As an AT teaching assistant, I traveled district wide, providing support and training to 
students who use AAC devices and professionals, i.e. teachers, speech therapists. I also 
served as a communication partner to encourage students to use their devices. 

It is an amazing experience to be able to empower students by giving them a 
communication tool that compliments their other modes of communication. My 
communication interaction with the students has been incredible. We are able to make a 
connection that motivates them to communicate using their device. 

After having wonderful experience as a AT Teaching Assistant and seeing the successful 
outcome of a "communication role model", 1 envision this vibrant educational approach 
for student success in other school districts as they develop a similar position employing 
individuals who use AAC. 

Abstract: 

As a teaching assistant for a district level Assistive Technology Team and a lifetime user 
of AT and alternative and augmentative communication, I am able to provide support and 
motivation to student users. Join me on a journey to discover and learn the benefits of a 
consumer role model. 

Bio: 
My name is Kate May. 1 grew up in the Houston area and completed my public 

education in the Spring Branch Independent School District. I have a BA in Special 
Education from the University of Texas at San Antonio. I work for the Austin 
Independent School District as a Teaching Assistant on the Assistive Technology team. 
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Objectives: 
• To learn the benefits of a consumer role model. 
• To encourage school districts to implement consumer role model program. 
• To demonstrate the positive effects of a consumer role model on educational staff 

members. 
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Approaching the Realities of Adult Life, Enjoying Daily Gifts, 

Planning for the Golden Years 

Solomon V. Rakhman, BBA 
Computer Assistant 

Navel Sea Services Command 
Interactive Electronic Technical Manual Section 

Philadelphia, Pennsylvania 

80 

Over our past two meetings it has become a tradition for me to speak on the themes of 
American history. The years following the great exploration campaign of the Corps of 
Discovery had firmly planted in the American mind that we do indeed have a "Continent 
for a country". With the finn belief that hard work is the only way to build a better future 
for oneself millions of our fellow Americans, braving tremendous odds, went West to 
settle the land. For the vast majority, this gamble paid off: settling on newly-hewn tracks, 
they started farms, ranches, businesses, developed into civilization what had previously 
lay idly in a State of Nature. 

In 1862 President Lincoln signed into law a Homestead Act, giving a title to 160-acre 
plots of Federal lands to a person who either bought it at a nominal price of $1.25 per 
acre, or promised to live on it for 5 years and improve it, by building at least a small 
house. Interestingly, the law had a provision for am1y veterans that deducted the length of 
the military service from the 5-year requirement. In the following years 600,00 families 
took the challenge of Western Lands; founding 372,00 farms and fulfilling G-d's first 
commandment to Humanity: to "subdue the earth" (Genesis 1 :28), i.e. put it to good use, 
on the more than 8 million acres of America's Western Lands.9 

Since then and for ever more, the Homestead has become a symbol of the American 
Dream: with hard work, ingenuity, and diligence you can build a comfortable life for 
yourself and your family. 

I think for us, persons with disabilities and complex communication needs, the same kind 
of opportunity for Liberation came with the passing of Americans with Disabilities Act of 
1990. Signed by another, "unpopular" Republican President, it extended of full civil 
rights to the disability community. However, to enable us to equally participate in 
society, besides change of laws, policies, and public attitudes, an extensive infrastructure 
of accessibility has to be in place. This Act combined with earlier laws gave a mandate 
for the creation of this infrastructure. 

9 Data from: "Homestead Act." Wikipedia, the free encyclopedia. Accessed at: 
http://en.wikipedia.org/wiki/Homestead Act 
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The infrastructure we are talking about includes the means of access to public places, 
employment, and accessible public transportation. Another major source of support for 
disabled people is a diverse set of products collectively known as Assistive Technology. 
In the spirit of entrepreneurship, as soon as demand become clear and funding available, 
the new vibrant industry sprang up. 

The most important step toward independence and participation in society came with the 
advent of computer technology as a whole, especially with the development of 
augmentative communication devices. As more and more jobs became computerized, 
such devices extended the opportunity for people with disabilities to be an active part of 
the new work force, bringing their talents and abilities into the economy. In return we 
received recognition and a change of status from wholly dependent on the charity of 
society to equally contributing and spending members of it. 

As we hear throughout this conference, our new careers brought with them many 
rewards, as well as new responsibilities to make infonned decisions, including financial 
ones - not only for ourselves, but for our families and others who depend on us. Now, 
this is a new turn of a phrase: "others dependent on us". For years we have worked to 
gain our independence. Once we have attained it, many of us have become if not yet sole, 
at least equal, breadwinners for our families. This is the case in my family. 

I have just surpassed the 7-year mark in my career as a Computer Assistant with the 
Navy's Electronic Teclmical Manuals Authority. For anybody familiar with the U.S. 
Government's Civilian Grade-Series-Step system, I am at GS 05-05. For the rest l can 
hint that it is about 75-80% of the cun-ent U.S. Median Income. Although not exorbitant, 
I think it is quite respectable. This is almost identical to what my Dad earns, perfonning 
his great feats of rehab engineering and ingenuity at the Widener Memorial School in 
Philadelphia. Anyone interested in more details of his capabilities can join me for a tall 
cup of Starbucks cappuccino. That way you could help me contribute to the growth of my 
Roth IRA - as I own a few shares of this great company, while learning about my father's 
engineering capabilities. 

Speaking of IRA' s and my retirement pl arming ... With proper self care of my body and 
mind (the latter of which I have lately been somewhat neglectful of), I don't see why I 
should not have about 30 or 35 years of a fulfilling, successful career ahead of me. As I 
have learned, there is a provision in retirement savings programs, such as the Roth IRA, 
that waves the early withdrawal penalties for persons with disabilities. I believe it is 
essential for me to save and invest a substantial portion of my income, as I will need it to 
maintain my independence. To this end, I participate in the "Thrift Savings Plan," which 
is comparable to a 40 lk pension plan for Government Employees. It allows me to invest 
up to 12% of my salary - tax free - into a variety of stocks and mutual funds. CuJTently I 
contribute 10% of my pre-tax salary, of which my employer matches 5%; for a total of 
13% of my bi-weekly paycheck going toward my future retirement. With another (very 
small) portion of our long-term savings, my family and I also participate in the broad 
market by making regular monthly investments in the stocks of several companies. Also 
on-line brokerage services such as ShareBuilder.com have so-called "Automatic 

Pittsburgh Employment Conference for Augmented Communicators Pittsburgh, PA August, 2007 © SHOUT 2007 



Investment Plans". These allow gradual acquisition of shares with very small cash 
outlays, since there is no lower limit on the value of each purchase. 
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One more point about investment I think is important to stress. Each share of a stock or a 
mutual fund represents a portion of ownership in a given company. Thereby, as in a 
Republic, a shareholder of a publicly traded company is an employer of everyone 
working for the company, including CEO and all governing officers. Each share 
represents one Vote. Routine votes include a selection of a financial auditor and electron 
of the Board of Directors. Mergers and Acquisitions of one company by another have to 
be approved by shareholders of both parties. So, if the proposed acquisition of Dow Jones 
& Co. (a parent of the Wall Street Journal, my favorite newspaper), by the News Corp 
will ever come to a vote, all of my 3 shares will vote a vehement "NO"! All of this is to 
say that, in my opinion, as more and more people are able to participate in the market, the 
perceived gap between the "Big Corporation" and "the less affluent" that we hear of will 
decrease as both sides will come to understand each other. Being a shareholder, even on a 
small scale, is a very powerful incentive for full participation in society. 

We have heard lot a about incentives and disincentives for work for Augmented 
Communicators here. One of the major obstacles is the ability keep to Medicaid medical 
coverage while receiving competitive, full-time salary. Departments of Public Welfare 
(DPW) that administer Medicaid in each state have a plethora of rules and regulations 
governing the income tlu·eshold. Numerous times over the past 7 years I have received 
letters from DPW threatening to cut my eligibility for Medicaid, which would effectively 
end my career. Fortunately, I was able to connect with a telTific public attorney at the 
Disability Rights Network of Pe1msylvania. This lady pursued my case relentlessly 
tlu·oughout all this time. Just last month we were finally able to establish that 
Pennsylvania has a category that allows workers with disabilities to keep Medicaid 
eligibility, regardless of income. I can't thank her enough for that discovery and continual 
support. 

As for the rest of my life ... I think most of the time, I am happy with what I have 
achieved and what I do. In my leisure time I read a lot, travel, go to the movies and 
theaters, so my life is self-sufficient and fulfilled. I have started to do a lot of independent 
regional day travel, pmticularly to Manhattan. As we all know, it has endless variety of 
things to explore. 

My speech-making engagements continue. This December I was invited to make a 
keynote address at a "Tsad Kadima" (Step Forward) Conference at Tel Aviv, Israel. I am 
particularly honored by this invitation, as the idea of this conference is show people there 
what Augmentative Communicate can do for an individual. Hopefully, I will be able to 
make that presentation, using my New ECO-14! 

My family is still in good shape and still very supportive, despite some times seeming 
overly so. Just kidding! During the summer we take a couple of weekends as a mini 
vacation at our Pe1msylvania "mini-Alps" a mountainous area called Poconos, just a 
hundred miles North of Philadelphia. Mom & Dad have become fond of gathering 
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blueberries on the lake shores there. While they comb the lake edge in search of berry 
bushes, happy as schoolchildren, I put on my IPOD and open a book of Herman Melville 
or Richard Henry Dana. And transfer myself to far-off lands and climes in pmsuit of new 
unexplored or teeth-chattering adventures. We have the grandest of times. 

What are my hopes for the future? They are simple? To keep building our "Homestead" 
where each family member will be content and satisfied for as long as possible. To see 
our wonderful country prosper, by enabling all people to work together with yet 
unimagined technologies. And to speak to all of you at the wonderful conferences, like 
PEC@! 

Thank you very much!! 
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Why Retire at the Second Half of Life - It's Too Much Fun! 

Rick Hohn, B.A. 
AAC Consultant 
DynaVox LLC 

Escondido, California 

Since the second half of my life is much more enjoyable than the first, I have to ask 
myself this question: "Why would I want to retire when I am enjoying it so much?" It is 
probably a question posed by only a handful of augmentative communicators, who like 
me, got a late start in life. Personally, I couldn't communicate effectively until I reached 
46 years of age and began using an Augmentative Alternative Communication (AAC) 
device. Now, at age 60, with career doors opening to me in my career as my ministry 
also continues to blossom, I ask myself why I would want to retire when I am having so 
much fun. 

1 have many memories of my dad's retirement at the age of 65. It was a difficult time for 
our family with me being the only child. My mom was particularly bothered by him 
staying at home - under her feet. It was quite an adjustment for me too, as he was 
involved in my business. We didn't have a good relationship up to that period in my life 
because of his drinking. Alcohol made him a negative person disliking what was new. In 
fact, he avoided change whenever possible. Therefore, when I wanted to go to college, I 
had to fight to go. Fortunately, my mom was on my side and helped me break through my 
dad's opposition. This was shortly after colleges and universities could no longer 
discriminate against people with severe disabilities from attending classes, so I wanted to 
take advantage of receiving a higher education. 

A few years had passed when a rare family meeting was called. Dad made an 
announcement that my mom supported. They told me they were selling their house and 
moving to Texas to spend the rest of their retirement there. Of course, I was expected to 
move along with them. However, I fell in love with a young woman at college, and 
planned to ask for her hand in marriage. 

At the age of 30, I started my own life and married my first wife. After a wedding, my 
parents moved to Texas. My bride and I stayed in California, where we had both lived 
since childhood. Although my morn tried to keep busy with artwork, it wasn't enough. 
She was used to feeling needed by meeting my physical needs for 30 years. The void was 
too much for her. She had a mastectomy three years before moving to Texas. Her cancer 
had been in remission. However, in five short years it had spread tln·oughout her body. 
My dad knew that she was going to succumb to the disease, so he sent for me to a San 
Antonio hospital to visit her probably for the last time. 

Ten days after I visited her, a social worker at a convalescent hospital where I was living 
at the time told me that my mom had passed away. I couldn't cry, but I knew that I 
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needed to grieve. I wheeled to my room and wrote the following poem on my electric 
typewriter. 

Let my soul be quieted within me, 0 Lord, 
For my precious mother has just fallen asleep; 

Let me rejoice at the victory 
That her spirit and soul is still living 

--Awaiting for her glorified body which will live forever! 

Yes, Lord, I grieve at the loss of my mother 
Who was such a big part of my life; 

And l know You expect me to go through this grieving process 
In the midst of this underlining joy 

That she is with You and is no longer suffering. 

She was quite a mother! 
ln addition to doing what regular moms do, 

She willingly and unselfishly took special care of me 
Because I was born with a disability of cerebral palsy. 

She met my physical needs for 30 years 
Like nobody else could-- the way she did, anyway; 

When she saw I was getting bored from no one to play with, 
She took time from her busy schedule 

To play dominoes and scrabble with me. 

What a great mom she was! 
Maybe I am prejudiced, 

But I know my mom was the best mother who has ever lived! 

Thank You, Lord, my God, for giving her to me! 
Thank You, Lord, for letting me 

See her one last time 
Before she went home to be with You, 

For she strengthened my faith 
To the reality of heaven 

As she was aglow with the joyous expectancy 
Of her eternal home. 

I held her hand that had gotten very thin 
Like the rest of her body, 

But she smiled and winked at me 
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As she was saying, 
"It's okay, my son; it's okay." 

Her wink meant so much to me! 
With her glowing, radiant spirit, 

She was as an overjoyed bride 
About to meet her groom down the isle 

And later be honored at the wedding banquet! 

Written on December 20, 1983 
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A year after my mom's death, my dad moved back to California to make amends with 
me. While in Texas, he stopped drinking, making me very proud of him. Still, I found it 
difficult to start the new relationship that he suddenly demanded of me. He missed his 
wife and had nobody to talk to except for me - coming to my first apartment at least 
twice a day. At first, he was opposed to my living independently, but as time passed, he 
saw my successes as an artist and a writer, and realized that I was fully capable of living 
outside of a nursing home. His words were a great comfort to me - making up for years 
of telling me that he disapproved of new things that I wanted to try. Shortly afterwards, 
my dad had a heart attack and died - three years after my mom had passed away. 

People need to have a plan when they retire, lest they die inwardly from inactivity, which 
can incite physical death. They must enjoy themselves whether by taking a cruise, 
sightseeing, or doing something meaningful and significant to them personally. 

As far as I am concerned, I plan to work for DynaVox Technologies as long as possible. 
My work for the AAC manufacturer is more of a ministry than a job. 
In addition to my passion for my work, I must continue to earn enough credits by Social 
Security standards to live comfortably. Because I am employed late in life, I'm not 
permitted to retire until the age of 65 years or more ifl expect to collect Social Security. 
Retiring at that age is possible if I keep enjoying my work as much as I have to-date. 

In preparing for this topic, I wrote to Michael B. Williams, a top augmentative 
communicator and the Editor and Chief of Alternatively Speaking. Here is what he said 
to me: "I think the benefit of being 60+ is that you have permission (if you can afford it) 
to do whatever you want. You have done the "productive citizen" thing, now you can 
really follow your heart. I encourage you to do this. Work as long as it is better for your 
health and peace of mind to work, and then just do what you love. In your case it is your 
ministry, in mine it is to study Jazz and to engage myself with good literature and its 
readers." 

I suppose I will eventually retire from my full-time position at DynaVox, but if health 
permits, I will never retire from my preaching ministry. Preaching about the love of God 
is my greatest joy in life. It is in my genes, carried over from my grandfather, who was a 
missionary in America from Germany. The lineage continued to four uncles and a cousin, 
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all of whom were pastors. With the aid ofmy AAC device, I am following in my 
relatives' footsteps. So, I ask myself again, "Why would I want to retire when lam 
enjoying my life and all it bas to offer so much? " 
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When I was growing up I thought my parents were going to live for ever, as every child 
does. My parents did everything for me and my sister and brother like any set of parents 
would like caring for us when we were sick, going on family trips, and making sure we 
did our homework. But of course since I have cerebral palsy I needed more attention 
than my other siblings. This is true, from my knowledge, for every child with a 
disability. As I grew into adulthood, and although I was becoming more independent by 
getting my own place I still relied on my parents for a lot of things. Well, one thing I 
sometimes needed help with had nothing to do with my disability. Okay, I want a show 
of hands here. How many parents out there have your children asked for money. Yeah, I 
figured as much. But now I am older and somewhat wiser so I know how to manage my 
money. Getting back to the point, although I did have aides when I moved on my own 
there were many times I needed my parents to come take care of me when the aide went 
on vacation or just didn't come. Of course my mom didn't like getting a call at 7 in the 
morning letting her know nobody showed, but of course she came right over. Since my 
dad was still working at the time it was my mom that commonly came in an emergency 
like the aide didn't come, I had to go to the bathroom in the middle of the day, or 
something happened to my wheelchair or communication device. Then a funny thing 
happened, for some reason, that I don't remember, my mom was looking for a job and at 
the very same time I was looking for an evening aide. So I asked her if she wanted to 
work for me and she said yes. For the first couple months we butted heads because for 
about 7 years I got to tell my aides to do things my way, but now my mom wanted to do 
things her way. We came to agreement on a lot of stuff and for about a year everything 
was going great. Then my mom had a heart attack. I was really upset and of course she 
didn't come back to work for me again. I will get into this in a minute or so but her heart 
attack wasn't even the tip of the iceberg of her health problems. So now I couldn't really 
call my mom if I needed help unless it was an absolute emergency. A few years passed 
and I had aides come and go, but now I couldn't rely on my morn to completely fill in the 
gaps like she used to when I was between aides. Now I had to be even more independent 
in that I needed to make sure I used the bathroom before my aide left and everything was 
setup so I could work. Once I was getting used to things, suddenly I had to let my 
evening aide go for reasons I'm not going into now, but I will say I really had no choice. 
So I thought I was going to be stuck. Well, oddly enough, once again, my dad at that 
time was looking for a part time job. Can anybody guess what happened next? My dad 
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came to work for me. I have to admit he was one of the best aides I had. He had a 
schedule for like cleaning, working in my garden, and helping me to pay my bills. He 
worked for me for about four years until my roommate and I decided to move to the 
country about an hour away. As you can see although I had become independent as I 
possibly could but I still relied on my parents. But the past seven years hasn't been good 
for my parents, especially for my mom. My mom has been living with diabetes for over 
20 years and the last seven years it is finally taking its toll on her. I have seen her going 
from being able to walk to being confined to a wheelchair. Seeing her going on dialysis. 
Going to the hospital thinking she could die. Finally, not been able to talk to her on the 
telephone like how I used to because she gets out of breath when she talks. It really has 
been some experience for me because she has been my best friend all my life. My dad 
also has been a friend to me and we still do a lot of things together. Two of our favorite 
things are going to baseball and hockey games and we still go today. But he can't 
transfer me to and from my wheelchair anymore, because I am just too fat. Seriously, he 
is going to be 70 and he just can't do it. Now I have to rely on my sister and her husband, 
my nephews, my aides, and of course my roommate. This is a huge change for me 
because I have to ask different people for help. But l realize that is what l have to do 
because I know my parents aren't going to live for ever. However, my parents are 
relieved that I do have such of a great support system in place. Unfortunately I do think I 
am an exception because I have seen many people with disabilities having no plan in 
place once their parents become disabled themselves or even die. This is now the reality 
for me and although I am upset about it I know I have to figure out how to live without 
the help of my parents. I have a lot to say about this but l know I have a time limit. I 
want to thank you for listening. 
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Introduction 

90 

Due to improved health care, better living conditions and advanced technology and 
communication, we are now seeing the first generation of people with life long 
developmental disabilities experiencing an increased life expectancy and old age. 
Nevertheless, as people who use AAC get older, there is some evidence that their health 
care and communication support needs may increase (Balandin & Morgan, 1997; 
Murphy, Molner, & Lankasky, 1995; Overeynder, Janicki, & Turk, 1994; Willner & 
Dunning, 1993 ). At the same time, their most familiar communication partners, their 
parents, may themselves be experiencing a decline in their health and their ability to 
support their son or daughter using AAC (Hemsley & Balandin, 2004). 

As the person using AAC gets older and parental support is no longer available, the main 
informal network may hinge on the sibling relationship (Dew, Llewellyn, & Balandin, 
2004). Lefley (1987) reported that many ageing parents felt it was unfair to ask their 
non-disabled children to be responsible for, or become involved in the care of their 
sibling with disability -even when they were willing to take on this role. Yet other authors 
(Bigby, 1997; Freedman, Krauss, & Seltzer, 1997) have suggested that most older 
parent-carers hope, and indeed many expect that a sibling, usually a sister, will take over 
the care and support of the person with a disability when the parents are no longer able to 
do this. Little is known about how people who use AAC and their siblings feel about 
this. Indeed there is no research involving both adults who use AAC and their brothers or 
sisters who do not. 

According to Cicirelli (1995), the sibling relationship is potentially the longest 
relationship that a human will have. In typical adult sibling relationships, siblings feel 
close and provide social, emotional and instrumental support to each other throughout 
their adult lives. Typical adult sibling relationships are usually egalitarian in nature and 
are based upon reciprocity (Cicirelli, 1995). When a sibling has a disability and uses 
AAC, despite the shared family history, reciprocal and egalitarian adult sibling 
relationships may not be possible. 

Much has been written about the relationships between siblings when one or more 
children in the family have a disability. However, most of this research has focused on 
the detrimental effect on non-disabled children, typically in the younger age range 
(Breslau, Weitzman, & Messenger, 1981; Lobato, Barbour, Hall, & Miller, 1987; 
Opperman & Alant, 2003). Parents were frequently reported to be driven by the demands 
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of caring for their disabled child and so spend less time with their non-disabled children. 
Reportedly, non-disabled children experienced feelings of isolation, anxiety and guilt 
which may last into adulthood. They may also become increasingly involved in care
taking activities even as quite young children. However, there are benefits for siblings 
when a brother or sister has a developmental disability (Burton & Parks, 1994; 
Grossman, 1972; Wilson, Blacher, & Baker, 1989). These include feelings of closeness 
due to reduced competition in the sibling relationship and learning to value personal 
qualities in their brother or sister which 'flows' onto other relationships in their lives. 
Developing attributes of tolerance and of being aware of the consequences of prejudice 
may also be benefits from having a sibling with a disability. Despite this exploration of 
childhood sibling relationships, little is known about how the childhood relationship 
impacts on the adult relationship. 

We wished to explore the adult sibling relationship where one sibling has cerebral palsy 
and may use AAC. This is part of Dew's doctoral research examining the transition of 
care from ageing parent carers to adult siblings for people with cerebral palsy. 

Method 
Participants 

A total of 15 people with CP and 15 of their non-disabled siblings will be recruited for 
this research. However, in this presentation we will focus on four people with cerebral 
palsy (two men and two women) and five of their adult siblings (two men and tlu·ee 
women). Table 1 provides information about these participants' age and work status. 
Pseudonyms have been used to protect participant's anonymity. 

Person with Age Work Sibling Age Work 
CP status without CP status 

Caroline 52 Day Margaret 50 Works part 
Placement time 

Betty 53 Semi-retired Paul 58 Retired 
Bob 65 Retired 

Richard 62 Semi-retired Rebecca 69 Retired 
Bruce 62 Retired Charlotte 70 Retired 

Two of the four people with CP who were interviewed were profoundly deaf and relied 
upon AAC to communicate. They both used low tech fonns of AAC including an 
alphabet board and w1itten communication. The other two people had dysarthric speech. 
The first author conducted all interviews and utilized a range of strategies to assist in the 
interviews based upon participants' communication needs. 

lndepth Interviews 

We conducted separate indepth interviews with each participant. We provided 
participants with the interview questions prior to the interviews to enable them to think 
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about their answers. Interviews lasted from 1-2 hours and were tape recorded with 
participants' permission. We asked them if and how they are negotiating ongoing future 
support at a time when they are both facing aged related changes in their lifestyle and 
circumstances, such as retirement. The findings presented here have a particular focus on 
retirement and the issues of reciprocity and future planning. 

Results and Discussion 

All participants spoke to us about the changes which they felt were occurring in their 
lives as they got older. These changes impacted upon their relationships as siblings. 
Participants with CP told us that they were experiencing a decline in mobility, an increase 
in health problems and difficulties in communication. Non-disabled siblings too, were 
getting older and experiencing their own ageing issues. 

Two of the sibling dyads had neither parent still alive, one dyad had only their mother 
still alive and one had both parents still alive; however, their father was very old and 
unwell. The non-disabled siblings who had lost both parents told us that they felt a 
greater sense of responsibility towards their sibling with CP and had increased the 
amount and intensity of contact they had as a result of this. The other two participant's 
parents were very old (in their 80s) and becoming increasingly frail so that non-disabled 
siblings spoke about the need to provide support to not only their ageing parent/s but also 
to their sibling with CP. Taking on a care-taking role for ageing parents in middle age is 
a recognized care responsibility; however, for these participants they were also needed to 
increase their involvement in their adult sibling's life. 

All but one participant (Margaret) was retired or semi-retired from work. Participants 
spoke about the importance of work or some other form of meaningful activity in their 
life. Being at work provided them with purposeful activity, structure, and social contact. 
The importance of having hobbies, other interests and a social network once they retired 
was mentioned by all participants. Concerns about the loss of these benefits were cited as 
reasons why some participants had reduced to part time work but not retired completely. 

Being retired or semi-retired facilitated contact between the non-disabled sibling and 
their brother or sister with CP. The lack of formal work responsibilities meant that 
siblings were more available to spend time with their sibling with CP including going on 
holidays together. 

Conclusion 

As siblings get older their relationships with each other change. When one sibling has 
CP and may use AAC, the changes are likely to mean a greater role by the non-disabled 
sibling in the life of their brother or sister with CP. This is particularly so when parents 
are very old or have died. Retirement can facilitate greater contact by enhancing social 
contact. 
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Living at Home and My Thoughts for the Future 

Anthony Arnold 
Technical Service Department 

Prentke Romich Company 
Grand Forks, North Dakota 

Greetings, I'm Anthony Arnold an augmentative and alternative communicator from 
Grand Forks North Dakota. Some of you probably know me, I'm a remote 
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troubleshooter for the Prentke Romich Company, and I also do a lot of the beta testing on 
their newer communication devices such as the new EC0-14. 

Working for a company such as the Prentke Romich Company is a great goal to have in 
mind, but it did take years of preparation to get to this point. I like to believe my 
transition to adulthood, independent living and employment started to happen on the day 
my parents learned of my diagnosis of cerebral palsy because the longer you put off the 
educational and rehabilitation element the less likely you will witness these things, they 
don't happen just from attending PEC or simply writing goals down on a piece of paper, I 
know we all wish it's this simple but it takes hard work and dedication from everyone's 
part. After my parents learned about my cerebral palsy, they started taking me to 
therapies and a preschool program just to have a starting point to expand expectations 
over time. One of the first developments was the development of a communication board 
with 6 symbols, communication is a very important element for employment and 
independent living, so you want to start laying the groundwork as early as possible or 
again you would witness fewer results and the end goal is likely to not happen as you 
would like. 

I attended a couple of preschool programs and therapies at the rehab for a couple of years 
before reaching kindergarten, and over this time period I made some amazing progress in 
both educational and rehabilitation. It also helped my parents to become comfortable 
with having other people care for me, parents unfortunately don't live forever, so trust in 
other people has to develop, which is still helping me yet today as I become more 
independent. 

In elementary school, I was fortunate to have a resource room teacher who was 
determined to teach me how to read hell or high water, which I must say reading is a 
necessary skill to attain if you're hoping to attain employment some day, I can't name a 
job where they don't require basic reading skills. During elementary school, they also 
taught me how to spell and write, which is a skill I have to use every day at the Prentke 
Romich Company, and sometimes they like to use my strong writing abilities to write 
technical manuals because I know how to word things. During this time period, I was 
also introduced to my first communication device that played a great impact in having me 
express myself, and I also believe a good communication device allows somebody to 
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learn more and higher their capabilities to accomplish more, and again I can't name a job 
that doesn't require some fom1 of communication and the ability to express yourself, so 
the earlier you learn how to communicate the better results you will witness. I was 
fortunate to have had a communication device since 2nd grade, and I must say it really 
allowed my teachers and parents to not only educate me but prepare me for independent 
living and employment some day, it was nice to have that groundwork laid out instead of 
worrying about it after high school graduation, I was able to focus on independent living 
and attaining some sort of employment. 

l graduated high school in 1996, and it's hard to believe it has been 11 years ago, it seems 
like yesterday when I was a freshman tow-ing the high school, we definitely need to focus 
some of our energies in developing a device to slow down time. After graduating high 
school, I tried college at the University of North Dakota because I thought that was the 
traditional thing to do beyond high school, but I quickly found out that it wasn't 
traditional for me, so I left after my 2nd semester and started looking for employment. 
While looking for employment, I started volunteering at places such as Options 
Independent Living Center in East Grand Forks Mi1mesota, and there I served on their 
board for a while which was not only volunteering but a good learning experience to take 
to the Prentke Romich Company and other places, now that I know how a organization 
operates which is something I feel the common every day person doesn't know, they just 
see a building named whatever and it does this but nothing beyond what is physically 
seen. 

After leaving college, I took a part time job at the library at the University of North 
Dakota, they bad me cataloging books on their online system something I got good at, but 
needless to say the position only lasted for 9 months because of a cut in funding. Right 
after I left the library, I learned that the Prentke Romich Company was basically on the 
ground floor of employing augmentative and alternative communicators to be Remote 
Troubleshooters in the technical service department to mainly answer overflow calls at 
that time. 

As for now, I usually keep up on any product updates and/or changes by use of the 
Internet, which has been really handy and almost like being actually there meeting with 
PRC in house people. We usually talk every day on instant messenger. l are also 
responsible to keep all my calling data; what time a call came in, the person's name, their 
problem or question, their phone number, their device's serial number, our actual calling 
time and where the person is from; so there's a lot ofresponsibility which is only right, I 
feel. 

I must say since joining the PRC family, my life has improved greatly. From witnessing 
my success with helping different customers, has really encouraged me to try different 
things throughout my life. My biggest improvement is I'm living alone with help coming 
in just a few hours a day. Another development and basically a fom1 of enjoyment is I 
decided to join a gym for weight lifting, which has also surprised everybody. Another 
major accomplishment was the purchase of my van with a lift, my dad helped me co-sign 
a loan, and with my paychecks from PRC I was able to pay that off in no time, which 
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really helped me establish credit for future purchases I may have to take out loans for. 
My next goal is probably to take over ownership of the town house I live in, which might 
benefit everybody. Another thing I would like to h·y is college again while still 
remaining involved at PRC, I feel our customers would appreciate that, they count on me 
answering their telephone calls and e-mail messages. 

In closing, I want to say thanks to newer technology like the device I'm cunently 
delivering this speech with, I feel it's time to get more augmentative and alternative 
communicators employed, we have technology such as Windows XP and Internet 
capabilities built right within, a person can easily work with these kind of modifications 
established, a business wouldn't be out anything but the time for training the individual. 
Thank you 
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Designing Beyond Limits: Accessible Outdoor Recreation 

Abstract: 

Dianne Goodwin 
BlueSky Designs 

Minneapolis, Minnesota 

Access to outdoor recreation has improved significantly with improved public facilities 
and trails, and the development of accessible technologies and inclusive outdoor 
adventure programs. Outdoor activities provide social, physical and psychological 
benefits to participants. Camping, hiking, boating, fishing, birding and photography offer 
lifelong affordable recreation and vacation alternatives. The presentation provides 
information on outdoor recreation activities, accessible technologies, inclusive programs 
and resources. Newly available accessible products and developing technologies will be 
described. 

Introduction 
The pursuit of happiness is every person's inalienable right. Outdoor recreation positively 
impacts participants in a variety of ways. Not only does it improve a person's health and 
psychological well-being, it fosters a connection with nature and provides a healthy 
social outlet, increasing a person's sense of belonging. Whether a person enjoys time 
alone in nature or prefers group activities, outdoor recreation accommodates either. 
Boating, fishing, camping and hiking can be solo, family or group activities. With the 
right information, advance planning and appropriate technology, outdoor recreation is 
more accessible than ever. 

The outdoors can be an experience in which you sit quietly, watching for wildlife to 
appear or the sun to rise or set. Outdoor activities provide opportunities to connect with 
others, such as telling fish stories, asking how the fishing is, which bait to use, which 
trails are best, or what the weather forecast holds in store for you. At the campsite, 
people recall what they saw or did that day, tell scary stories and sing around the 
campfire. Part of the joy of any recreation experience is sharing stories of your 
adventures with others, through writing or direct communication. 

Camping 
Camping was found to be the top "soft adventure vacation" of U.S. adults in recent years, 
with 64.7 million, or 33% of U.S. adults camping in the 5 years studied. The National 
Survey on Recreation and the Environment reports people with disabilities camp and 
participate in outdoor recreation activities at numbers equal to or greater than those 
without disabilities. Physical baniers and a lack of accessible facilities were two of the 
most frequently cited barriers to their participation in outdoor recreation. 

New tent technology has been developed to improve the camping experience, providing 
an accessible shelter with a storage area for a person's assistive devices such as 

Pittsburgh Employmen1 Conference for Augmented Communicators Pittsburgh, PA August. 2007 10 SHOUT 2007 



98 

communication devices, wheelchairs and walkers. An accessible vestibule for a private 
commode will be available in 2008. Information on these and other technologies or 
strategies will be described. 

Access Anything, a Colorado group, has published books on accessing outdoor recreation 
areas in Colorado and California (www.accessanything.net). The state of Minnesota has 
published a book on accessible outdoor recreation in Minnesota. Many organizations 
offer inclusive camping and wilderness adventures (see Resources). 

Boating 
Over 60 million Americans go motor boating and 24 million canoe [7,33, 34]. 1.5 
million anglers with mobility impairments made a total of 26 million fishing trips in 
2001. An almost equal number, 1.3 million, gave up fishing because of personal health 
or disability issues [31]. As popular as these activities are, they remain marginally 
accessible to people with mobility impai1ments[26]. Transfen-ing into or out of a boat can 
be difficult, physically awkward and potentially injurious for either the person being 
transferred or those assisting. Yet, people with mobility impaim1ents go fishing or 
boating in spite of the difficulties. 

Strategies to keep AAC devices dry will be discussed. Lift and transfer teclmologies are 
available for pem1anent installation on a larger boat, pier or dock. A new seating system 
to aid in providing more stable seating in a canoe is available. New portable transfer 
technologies to be developed under a new Small Business Innovation Research grant will 
be described. Other technologies will be described, such as a one-handed paddle and a 
foot-propelled "paddler". Organizations such as SailAbility, Wilderness Inquiry, 
Shepherd Spine Center, SPLORE, BOEC, and Courage Duluth provide accessible 
boating programs. 

Accessible facilities 
Since the ADA, accessibility standards for campsites, trails, docks and boat launches 
have been developed. Public facilities and programs have been made more accessible. 
For example, based on total number of sites, a minimum number of accessible sites are 
required per campground and a minimum number of accessible boat slips, picnic tables 
and toilets are now recommended for public areas. State and federal agencies provide 
information on the accessibility of their parks. 

Hiking and trails 
Most state and national parks now incorporate some accessible trails, vistas, boardwalks 
to allow visitors with mobility impairments to better view the natural environment. 

Information will be shared on a Universal Trail Assessment Process which documents, 
rates and maps the accessibility or ban-iers of a particular trail. Various devices are 
available for assisted hiking and wheeling on uneven terrain, such as the People Pack, all 
ten-ain wheelchairs, mountain bike-style wheelchairs, Trail Rider, beach chairs, and 
accessible surfaces used at beaches. Local chapters of organizations such as Wheelin' 
Sportsmen offer activities in which A TVs are used to go trail riding in parks. 
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Hunting 
Adaptations have been developed for individuals to hunt using guns and cross bows. 
Wheeling Sportsmen and other organizations such as Capable Partners pair participants 
with able-bodied individuals on hunting excursions. 

Fishing 
Rod holders, switch-activated electric casting devices, and accessible pontoons are 
among the adaptations which enable people who use wheelchairs or have limited 
dexterity to fish. Access to Recreation is a catalogue focused on accessible recreation 
products. 

Organizations and inforn1ation resources 

National Center on Accessibility 
Products 
www.ncaonline.<:lrQ 

Trail access information 
http://www. trai !explorer. on:.h:ew /bome.cfm 

Buck.master's site for hunter with disabilities 
http://www. bad f. orQ/Di sab ledH un ters. h tm ! 

National Center on Physical Activity and Disability 
http://ncpad.org/Ji.m/ 

Northeast Passage 
Camping, biking, scuba, paddling, hiking, water skiing, 
vvww. nepassrw:e. or!! 
http://w\vw.nepassaQe.org/resources.htmi 

Wilderness Inquiry (Minnesota, but trips are worldwide) 
Accessible adventure trips ( canoe, kayak, dogsled) 
www. wildernessinouirv .orr: 

Breckemidge Outdoor Education Center (Colorado) 
Kayak, canoe, rafting, camping, climbing 
w,;vw. boec. orQ 

SPLORE (Utah) 
Rafting, camping, climbing 
w,vw.splore.org 

BlueSky Designs 
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Accessible tent, boat transfer device (under development), garden stool 
www.blueskvdesigns.us 

Dianne Goodwin 
BlueSky Designs 
2637 27th Ave S 
Suite 209 
Minneapolis, MN 55406 
612-724-7002 
Toll-free 1-888-724- 7002 
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C01n1nunication in a S1nall Group: 
Exploring Successful Interaction 

Bronwyn Hemsley, Ph.D., Susan Balandin, Ph.D., and Leanne Togher, M.S. 

Introduction 

Disability Initiative 
Faculty of Health Sciences 
The University of Sydney 

Sydney, Australia 

In a work setting, adults with lifelong disability and complex communication needs may 
be required to participate in group discussions. When these discussions influence 
decisions, the adult's ability to engage in dialogue within the group can impact upon his 
or her future. Successful communication in a group is important for building relationships 
with workmates, and for being included in meetings that influence or exist as part of 
workplace procedures and conditions. 

To date, little is known about how adults who use AAC interact in a small group to 
maintain the interaction that enables the group to be effective. In order to find out more 
about how adults who use AAC communicate in group settings, we reviewed the 
literature on focus groups involving these adults (Iacono, Balandin & Cupples, 2001; 
Murphy, 2006). Although reports on previous studies indicated that focus groups, 
including adults who use AAC, were a useful way to gather participants' views, these 
reports did not include a description or analysis of how the participants interacted with 
one another to give their views in the group. 

Aim 

The aim of this pilot study was to analyze and describe the moderator's and participants' 
roles in a focus group discussion involving six adults with complex communication 
needs. This study was conducted as part of a larger focus group study (involving a total 
of three focus groups of different stakeholders) conducted for the primary purpose of 
exploring participants' views on the roles and needs of family carers in hospital. The 
content themes of this focus group were also analysed and are reported elsewhere 
(Hemsley, Balandin & Togher, 2007). 

Method 

In the focus group, participants used a va1iety of AAC systems and speech with an 
interpreter, and the moderator had a role in clarifying participants' individual 
contributions for the group. A moderator's assistant was also present within the group to 
take written notes documenting who was contributing and part of the comment. As well 
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message, we found that approximately one third of the contributions of the tlu-ee speaking 
participants were made to clarify a previous contribution. The implication of this is that a 
person with dysartbric speech participating in a group discussion may need multiple turns 
in a conversation to clarify and repair a single statement. 

The adults using AAC had a lower frequency of contribution than participants 
communicating using dysartlu-ic speech with interpretation or clarification and repair. 
These participants needed more time in the discussion to compose their messages using 
AAC. While doing this, the continuing group interaction meant that they also needed to 
attend to the group discussion. However, as other participants took multiple turns for 
clarification and repair, participants using AAC had multiple opportunities to hear what 
was being discussed in the group while they were composing. However, as we did not 
evaluate the focus group, we did not ask pa1ticipants what it was like for them to be 
composing their messages using AAC while others were speaking. Therefore it is not 
possible to say whether they perceived that this focus group experience discriminated 
against their participation or supported their involvement in the discussion. 

Analysis of the roles of the participants, the moderator and the interpreters demonstrated 
that (a) participants using limited speech needed the opportunity either to clarify or 
confim1 messages, and participants using AAC needed additional time to compose 
messages or else needed to compose their messages while others were contiibuting; (b) as 
well as guiding the topics of discussion in the group, the moderator took an additional 
role in supporting the participation of all group members through engaging directly with 
participants in clarifying and repairing communication attempts; and ( c) the speech 
interpreters were attentive and responsive to all group members and provided speech 
interpretation when necessary. 

Conclusions 

The results of this focus group indicate that a focus group of adults with complex 
communication needs using diverse methods of communication can proceed successfully 
and yield meaningful group discussion. In this study, the moderator's active role in 
clarification and repair supported all participants in the discussion. However, it also 
added to the number of contributions from the moderator. Moderators of focus groups, 
including adults who use AAC, may need training and experience in communicating 
effectively with adults who use AAC, a variety of AAC systems, and in conducting focus 
groups. Further research is needed to evaluate methods for collecting and analyse (a) the 
non-verbal contributions of participants, and (b) the timing issues involved in using 
multi-modal communication methods in a group setting. Focus groups are a specific type 
of group discussion designed for gathering the views of participants. Further research is 
needed on other context-specific groups (e.g., meetings at work, brainstmming groups) so 
as to guide adults who use AAC in preparing for communication in groups at work. 
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