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Why ''Employment, Independence, Marriage and Sexuality?" 
Because .... 

We Want it All! 

Diane Nelson Bryen, Ph.D. 
Bonnie M. Moulton, M.Ed., OTR/L 

The theme of this Pittsburgh Employment Conference is Employment, Independence, 
Marriage, and Sexuality. Many have asked, why. What does independence, marriage 
and sexuality have to do with the employment part of the Pittsburgh Employment 
Conference? Quite a lot. It is about being an adult. Adulthood generally means 
working, establishing intimate relationships, being sexual, marrying if we choose, 
becoming a parent, and having personal autonomy and independence. 

Being an adult in America, we want it all! Being an adult who uses augmented 
communication, we want full adult status, too. We want the opportunity to work, earn a 
reasonable income and be valued as workers/contributors. We want to have access to an 
education that adequately prepares us for the roles of adulthood. We want to have an 
effective means of communication with vocabulary that supports our desires and needs to 
talk about adult issues, such as work, intimate relations and , yes, sex, marriage and 
parenting. We want to express our sexuality as responsible adults. We want satisfying 
adult relations, that might be heterosexual or homosexual, that may include marriage and 
having children. 

Why does the idea that people with significant disabilities "want it all" make so many 
people nervous? We would suggest that wanting to be a full adult requires a shift in long
standing attitudes and stereotypes about people with disabilities. It requires a dramatic 
shift in public policy, a shift in financial (dis)incentives, a shift in educational practice, 
and a shift in how we design and manufacture augmentative communication devices. 

Is this too much to ask? Absolutely NOT! In fact, what we are asking is already 
guaranteed under the constitution. In Meyer v. Nebraska (1923), the US Supreme Court 
recognized that a person's right "to marry, establish a home and bring up children" is a 
fundamental right protected by the fourth and fifteenth amendments to the Constitution 
(Gilhool and Gran, 1985, p. 11). 

Is wanting to work and be productive, be educated, have intimate relations, be sexual, and 
be a wife/mother; husband/father or lover too much to ask? Absolutely NOT! In a study 
conducted in an eastern public university, more than a hundred nondisabled students drew 
associations for "woman" and "disabled woman". The associations couldn't have been 
more different "Woman" drew associations of: 
worker ("intelligent, leader, career"), 
sexuality ("soft, lovable, orgasm"), and 
mother or wife ("wife, mother, mom, married, childbearer"). 

Women (and men) with disabilities were virtually never depicted as wife, mother, or 
worker by the more than 100 students (Fine & Asch, 1988; Waxman, 1991). We want 
this to change! 

What Do We Know About Adult Men and Women With and Without Disabilities? 

We know that more than two-thirds (67%) of men and women with disabilities (ages 16 
through 64) are unemployed despite the overwhelming desire to work; despite 20 years 
since the passage of the Individuals with Disabilities Education Act, despite the passage 
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of the "tech act" in 1988, despite the passage of the Americans with Disabilities Act in 
1990, despite improvements in employer attitudes since the passage of the ADA (Harris 
& Associates, 1998), despite the lowest unemployment rates in history, and despite the 
six years of the Pittsburgh Employment Conference. The picture is even grimmer for 
adults who use augmentative communication approaches where only 15% are employed 
(Blackstone, 1993; Slesaransky-Poe, 1997). 

We know that 60% of more than 300 women with disabilities recently studied are 
sexually active (Brownscheidle, 1998); that most women with disabilities have the same 
capacity to conceive as nondisabled women; that the abstinence option which has often 
been encouraged for women with disabilities has no more relevance for women with 
disabilities than for our non-disabled peers; and that many couples with disabilities -
both heterosexual and homosexual -- engage in satisfying intimate relationships with or 
without sexual intercourse. (Welner, 1998) 

We know that people with disabilities marry and have children. In Alberta, Canada, 
58% of people with disabilities are parents, 16% single parents (their sex is not reported) 
and 84% live with their partner (Human Resources Development Canada, 1994). Women 
with disabilities marry less, are likely to marry later, and are more likely to be divorced 
than women without disabilities (Fine & Asch, 1988). 

We know that disability continues to be viewed as a presumption of parental inadequacy; 
that disability continues to be viewed as prima-facie evidence of parental inability; and 
that laws governing the rights of parents with disabilities are still laden with stereotype. 

We know that many state courts continue to treat disability as prima facie evidence of 
parental unfitness (Gilhool and Gran, 1985). 

We know that women with disabilities are more often advised not to have children and 
are less likely to be able to adopt children than women without disabilities (Tremain, 
1992; Ridington, 1989) 

We know that the family is the basic social unit within all societies (Thurman, 1985); but 
what about parents who happen to have disabilities and who have the desire to create a 
family including having children? 

We know that people who are respected and considered an equal are not generally abused 
(Waxman, 1991). 

We know that people with disabilities are at higher risk for sexual violence than are 
people without disabilities (Sobsey, 1994): 

• For people with cognitive disabilities, the rate of sexual abuse ranges from 25 to 
67% and among women with cognitive disabilities, the rate of sexual abuse ranges from 
83% to 91 % (Sorenson, 1997); 

• 50% of women with disabilities have been assaulted 10 or more times& This 
rates compares to 32% of men with disabilities and 13% for women in the general 
population who will be sexually assaulted at some time during their life (Sorensen, 1997); 

• women with disabilities have also been sexually oppressed by being prevented 
from most or all opportunities to fill the normative roles of nurturers and a focus of 
attention for sexual desires. Thus, they are perceived to have no value in our culture 
(Waxman, 1991). 
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We know that the best victim is one who can't tell (i.e., people who cannot communicate; 
vocabulary not readily available on one's communication device). However, there have 
been no studies that have looked at the risks of sexual abuse specifically among persons 
who use augmentative communication. This issue is compounded further by Sobsey's 
data on legal action. Nearly 40% of cases of sexual assault against people with 
disabilities are never reported to the police; when reported, no charges are brought in 
63% of the cases; in 24% the accused is acquitted; in only 13% of the reported cases is 
the accused convicted (Sobsey, 1994). 

What do we Know about Public Policy and Financial (Dis) Incentives: Supports for 
Becoming an Adult Worker, Sexual Being, Partner/Married, and/or Parent 

We know that more that $22 billion was spent in 1996 for services and supports for 
people with developmental disabilities and that during the past 20-year period most 
states spent far more for institutional operations than for community services and 
supports ( only in 1996 did the federal government spend more for community 
Developmental Disabilities services than for congregate care services in public and 
private institutions (Braddock, Hemp, Parish, & Westrich, 1998, p. 12). 

We know that in 1992, American public policy continued to be more invested in sheltered 
employment and nonproductive day activity (81 %); than in supported or competitive 
employment ( 19%) with little improvement in 1996 (80% in sheltered employment or 
day activity; 20% in supported or competitive employment) (Braddock, et al., 1998, 44). 
Despite some changes from the Social Security Administration, there continues to be 
financial disincentives to becoming competitively employed (i.e., loss of not only cash 
benefits, but more importantly potential loss of medical coverage) (National Council of 
Disability, 1997). 

We know that there is no federal legislation entitling a person with a disability to 
personal assistance services. Access to personal assistance services varies from state to 
state. Yet, we know that personal assistance services is one critical "ramp" for 
independence, for competitive employment, for going to college, and for engaging in 
many adult life activities. 

We know that, according to the World Institute on Disability and Through the Looking 
Glass, no state program explicitly permits the use of personal assistance services for 
needed or desired sexual assistance or for assisting parents with disabilities in caring for 
their children. Yet, we know that personal assistance services is a needed support for 
many parents with disabilities so that we can exercise our human rights and fulfill the 
responsibilities that go with parenting (see for example the Michigan Case re: Bill Earl 
and Leigh Campbell-Earl and the issue of personal assistance services and parenting). 

We know how important child care is for most parents -- with and without disabilities, 
especially as it relates to Welfare Reform and rerum to work. Yet according to Litwak et 
al (1987), only a decade ago California attempted to prohibit people with disabilities 
from using their personal assistants to care for children. A decade later in Pennsylvania, 
the situation is not much better. 

When we called a state agency in Pennsylvania and asked "Is there a statewide policy on 
the use of personal assistance services to help parents with disabilities with child care 
tasks?" the answer was that personal assistance services cannot be used for child care or 
pet care unless the animal is a service dog (Personal communication, June, 1998). We 
then called an agency providing personal assistance services in southeastern Pennsylvania 
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and "identified myself as a woman with CP interested in hiring a personal assistant to 
assist with child care -- specifically for tasks involving lifting and carrying of an infant. 
Asked if personal assistance services could be used for such tasks. She said: "If you hire 
your own attendant, you can pretty much ask them to do whatever you want." I said, 
"What if Medicaid funds my personal assistance services?" She said, "It is very rare for a 
person to get funding for personal assistance to help with childcare, what has to happen is 
that care for the child has to be written into the plan. For example, "assist Mary S. with 
feeding and dressing infant child as needed." The personal assistant is supposed to be 
providing services directly to the client and except in rare cases, the child is not 
considered the client unless the plan is written to cover this. I said, "So I could ask a 
personal assistant paid for by Medicaid to walk my dog or feed my goldfish but not feed 
my infant?" She said, "Yes, because the infant is a separate individual, another person. 
But feeding your goldfish or walking your dog is a part of your activities of daily living." 
I asked how caring for one's child could not be considered to be an activity of daily 
living. She implied that she thought this was a reasonable question but told me it was not 
her fault (Personal communication, June 3, 1998). 

We know that the family is the basic unit in most societies and that every state in the 
United States has some family support legislation. The purpose of family support 
legislation is to "preserve, strengthen and maintain the family unit" (Families of Children 
with Disabilities Support Act of 1994, Sec. 702 (a). However, family support legislation 
is not directed to parents with disabilities. No state's family support plan includes 
supports for parents with disabilities. Instead it is focused on children with disabilities 
(Agosta, personal communication, 1998). 

We know that there are financial disincentives not only for working -- a major adult 
activity -- but for getting married as well. The Social Security Administration enforces 
the "1 and 1/2 rule" which states that a single recipient of SSI can have $2000 in 
resources; however, a manied couple on SSI can have only $3000. What are the 
implications for couples with disabilities who are on SSI and who wish to get married? 

To summarize so far, current public policy (including legislation and funding) fails to 
promote the vision, much less the reality, of people who use augmentative 
communication becoming workers, spouses, or parents. As such, current public policy 
implies that "No, you can't have it all. You cannot expect to become full adults who are 
valued in our society. You must remain less valued, poorer, more isolated and with fewer 
supports, and more likely to be victims of crime." 

Education 

Does education prepare students who use augmentative communication approaches for a 
full adult life-- as a worker/colleague, a boss, a friend, a parent, a lover, a healthy and safe 
sexual adult, an intimate parmer, a husband, or a wife. 

We know that since the reauthorization of the Individuals with Disabilities Education Act 
in 1990, all students with disabilities have been entitled to an Individualized Transition 
Plan starting at age 16 to begin the planning process for transitioning out of school and 
into adult life (i.e., work, independent living, higher education). This is in addition to an 
annual Individualized Education Plan. However, many students still do not have an 
Individualized Transition Plan (Petroff, 1998) and little is known about the contents of 
these plans. Less is known about the contents and implementation of Individualized 
Transition Plans for students with significant communication and physical disabilities. 
However, we do know that these plans should begin to address employment; supported 
and/or independent living skills; hiring and managing one's personal assistant; 



developing intimate adult relationships, including, marriage; parenting skills; and most 
importantly sex education. 

We know that at least one court case (In re: CME) found that with regard to parenting 
"we refuse to punish a parent for her lack of parenting skills which is based, at least in 
part, on her limited intellectual ability .... " Young adults with significant disabilities 
should have the opportunity to learn basic parenting skills in schools. Without these 
opportunities, their rights and choices may be compromised. We do not know to what 
extent parenting skills are typically taught in schools to students with and without 
disabilities. 

We know that the best way to confront, resist and report sexual abuse is to learn how to 
talk about sex, acquire a vocabulary, and understand the concepts of positive sexuality 
(Berkman, 1986). Promoting healthy sexuality through education and information does 
not conflict with respect for privacy in intimate affairs. Goals of sex education are to 
enhance self-esteem and the development of loving relationships and to prevent sexual 
abuse. 

"I wasn't given sex education until 
I was 40 years old. 
Lack of information didn't protect me. 
I was sexually assaulted at 20. 
And I couldn't tell." 
(Farrar, 1996) 

As important as sex education is for developing healthy and safe adult relations, we know 
little about whether students with disabilities have access to this information during their 
educational experiences! 

We do know about one student who uses an augmentative communication device (and 
we thank TC and her mother for sharing it with us). 

TC is a senior in a special services high school. She is developing competence in using 
her augmentative communication system and in using a computer for word processing 
and e-mail. She uses powered mobility and personal assistance services to support her 
increasing independence. TC has had some part-time work experience in a family 
business. 

TC has a current Individualized Education Plan and Individualized Transition Plan. 
According to her Individualized Transition Plan, her post school outcomes (long range 
goals) are for her to "reside at home but will explore options for the future. Parent and 
TC want her to be involved in community activities, TC will require a personal attendant 
for all activities. Parent is interested in TC auditing courses at local community college. 
TC will access local transportation for increased community involvement." 

According to TC's Individualized Transition Plan, order to achieve this goal, the 
following "Planning Services will be provided: 

• out-of district program 
• post graduation living arrangements 
• contact with appropriate state agencies (the Arc and Division of Developmental 
Disabilities)." 
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In addition, the following "Pre-Exit Preparation Services may be accessed 
• parent/student counseling 
• vocational specialization 
• participation in job seeking preparation 
• post graduate living arrangement 
• contact with appropriate state agencies." 

Finally, the following "Exit Preparation Services may be accessed: 
• updated assessments 
• independent living options 
• protected work environment 
• linkage with social services 
• linkages with medical/health services 
• post-secondary education services 
• social security information 
• public assistance 
• custodial care" 

Note the absence of educational services that will support TC in becoming a full adult 
(i.e., no work/study program or college exploration program, no mentoring or career 
awareness opportunities, and no sex education and parenting programs). 

We recognize that this is only one Individualized Transition Plan. It is our sincere hope 
that this one Individualized Transition Plan does not reflect "best or current practices" in 
education. 

Communication Devices and Augmented Communication 

Communication is the basis of all human relationships (Creech, 1994 ). That includes 
relationships as a worker/colleague, boss, a friend, a parent, a lover, a partner, a husband, 
and a wife. So ... does the vocabulary that is preprogrammed into our devices reflect this? 
Does this preprogrammed vocabulary meet all of our needs as full adults? Does this 
vocabulary convey to professionals and other allies what is important and legitimate to 
"talk about" or conversely what we should remain silent about? 

Is there vocabulary about employment? Is there vocabulary for adult intimate 
heterosexual and homosexual relationships, including marriage and parenting? Is there 
vocabulary about sex, sexuality and sexual abuse? Is there vocabulary that can be used so 
that no one remains a silent victim when trying to communicate with the criminal justice 
system or with victim assistance services? 

We know that despite the need for employment-related vocabulary (Stump, 93; van 
Tatenhove, 1993), a review of three vocabulary sets provided only between 6 and 28% of 
typically used work-related vocabulary.) Words that were excluded from one or more 
vocabulary sets include: 

accessible 
career 
e-mail 

accommodations 
employer 
supervisor 

advertisement 
employment 
transportation 

We know that all children with and without disabilities need to know the correct words, 
their usage, and be able to express him or herself appropriately regarding sexual matters 
(Cole and Cole, 1993). We also know that being able to express one's sexuality increases 
our self-confidence and self esteem, and can be a contributing factor in the prevention of 
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sexual abuse, molestation, or exploitation (Farrar, 1996). We know that having the 
vocabulary (and the opportunity) to talk about sex and sexuality will likely help us to 
recognize appropriate versus inappropriate sexual behaviors in ourselves and in others. 

Sadly, despite what we know, Balandin and Iocono (1993), who studied the vocabulary 
on 61 language boards in Australia, found that they lacked words/phrases to control 
conversation. Similarly, in our very preliminary research of three widely use symbol sets, 
we found only between 5 and 17% of commonly used words about sex and sexuality). 
Words that were excluded from one or·more vocabulary sets include: 

sex/sexuality 
gay 
privacy 
diaphragm 
intercourse 

condom 
lesbian 
pregnancy 
contractions 
partner 

frequency 
hormone 
personal 
abortion 

Important vocabulary to prevent or report sexual abuse was also infrequently included in 
the three vocabulary sets that we reviewed. Words that were excluded from one or more 
vocabulary sets include: 

rape 
exploit( ed) 

sexual assault/sexual abuse assault 
molest( ed)/molestation 

Similarly, very few words for relationships, marriage and parenting were found (ranging 
from 12% to 37% of commonly used words). Words that were excluded from one or 
more vocabulary sets include: 

birth 
date 
respect 
single 

birth control 
fiancee 
intimacy 
in-laws 

choice 
mv 
social 
privacy 

So, clinicians, device manufacturers, and symbol set developers, please note that men and 
women who use augmentative communication devices or language boards are often 
dependent on others to include vocabulary pertaining to our sexuality. Do not 
inadvertently conspire to maintain the stereotype that we are not sexual persons. Do not 
inadvertently keep us silent victims of sexual abuse by failing to pre-program critical 
vocabulary that may help us prevent abuse or testify against perpetrators when abuse does 
occur. 

What Does This Mean for a Young Adult Who Uses Augmentative Communication? 

The choice to marry and raise a family is something that most young adults take for 
granted. They assume it will happen some day and, in due course, it usually does. For a 
young adult who is an augmented communicator and who is considering marriage, a 
question that needs to be asked, in addition to a myriad of others, is "How will this effect 
my SSI payments?" Your payments will be effected (and reduced) by something called 
"spousal deeming" wherein assets belonging to your spouse are counted as yours when 
SSI benefit amounts are calculated. If your spouse also receives SSI, your combined 
benefit amount will be reduced by somethlng called the "1 and 1/2 rule". This means, for 
example, that if your SSI benefits were $500.00 per month and your spouse was also 
receiving $500.00 per month, the benefit check you would receive as a couple would be 
for only $750.00. Effectively, you have been penalized for doing what people without 
disabilities do. 
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Let's expand on this scenario. Let's say that you are the romantic type and marry in spite 
of the best efforts of the Social Security Administration to keep you single. Let's say 
further that you and your husband or wife decide to have children and are planning to do 
so with the assistance of the Personal Assistant who has been working for you for the 
past two years. Here comes the next assault on your personal autonomy! If you pay 
your personal assistant out of pocket, you can pretty much ask them to do whatever you 
need. But if the personal assistant is publicly funded, s/he cannot provide assistance with 
child care tasks. So, you have the option, with the cooperation of your personal assistant, 
of lying about what they do for you, paying large sums of money out of pocket, or 
choosing to remain childless. None of these options promote personal dignity or choice 
as an adult. 

Last chapter in the scenario: You acknowledge the fact that the Social Security 
Administration (and very likely several other well-entrenched American institutions as 
well) would prefer that people with disabilities not marry or have children. You may be 
saying to yourself, "Can I at least have intimate relationships?!". Let's talk about that. 
Let's please talk about that for the rest of this weekend and when you get back home, too. 

What? You can't talk about it until you or someone else program the words "intimate,, 
and "relationship" into your device? Well then ... I think we have some work to do. 

I think we need ways to talk about what is important to us, among ourselves and with 
others who we care about. We need to educate ourselves and those who provide services 
to us about what we need, want and deserve in our work, our relationships and our lives -
not to mention our communication devices. Education is important. The freedom to act 
is balanced by responsibility to oneself and to others. We are all adults and we are all 
sexual beings with the choice to express our sexuality in ways that are not harmful to 
others or ourselves. Sometimes that is difficult Many children and adolescents with 
disabilities do not have the same opportunities for socializing or interacting with peers as 
do adolescents without disabilities. The need for sex education is rarely mentioned at an 
Individualized Education Plan or Individualized Transition Plan meeting. Privacy can be 
a rare thing if you need extensive physical assistance with self care from family members 
or a personal assistant This means that some of us may be uncomfortable with our 
sexuality and it means that some - no, many of us - are particularly vulnerable to 
exploitation and sexual assault 

Why are we saying this now after we just encouraged you to think about the possibility of 
having intimate relationships? Because, unfortunately, abuse is a fact of life for too many 
people with disabilities. But, contrary to what some people might believe, refusing to 
talk about sex is not the way to protect ourselves. Leaming about yourself and the way 
you deserve to be treated is a better way. Learning about your body and how to care for it 
and respect it is a better way. Leaming about the ways in which people can and do 
express healthy sexuality is a better way. 

There are better ways to do many things. There are better ways to support people in the 
work.place and in their homes. There are better ways to support parents with disabilities. 
There are better ways to educate and prepare young people - not just for work but for all 
of the roles that an adult citizen of American society is expected to fulfill. Let's keep 
talking about this, because we have a lot of work to do. 
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Setting An Agenda for Change 

Let's begin talking about employment, independence, marriage and sexuality by setting 
an agenda for needed change. This agenda includes all of us here at the Pittsburgh 
Employment Conference, because all of us attending are stakeholders: teachers, 
vocational counselors, therapists, researchers, university faculty, manufacturers, family 
members, and most importantly those of us who use augmentative communication. We 
need to focus on public policy and finances. We need to focus on education. We need to 
focus on how to better design symbol sets and augmentative communication devices. 

Our public policy agenda is very full. First we must continue to shift federal and state 
spending from segregated congregational care (state centers, nursing homes) to funding 
individual supports in the community (e.g., supported/assisted living). We can do this by 
working with our state developmental disabilities agencies to ensure that the Medicaid 
Home and Community-Based Waiver is fully utilized in our home state. Tbis is a 
requisite to living a full independent life as an adult. 

Second we must work to remove financial disincentives to having real work for real pay 
without the fear of losing our medical coverage. We must work with the Social Security 
Administration and with our state Medical Assistance offices to increase income levels 
without loosing public medical benefits. 

Third, access to personal assistance services must become a national policy. Not only do 
we need to work at the federal and state levels, but we must work with influential 
disability organizations, such as the National Council on Disability, ADAPT, and the 
World Institute on Disability to broaden the definition of personal assistance services. 
Personal assistance services must be expanded to include assistance with child care, 
work-related assistance, and assistance in being a fully responsible sexual adult. In 
addition, we must work in our respective states to educate policy makers to broaden 
family support legislation to include support to parents with disabilities. 

The education agenda is equally full. Parents, teachers, and peers who use augmentative 
communication need to help schools and teachers do a better job of preparing young 
students with disabilities for life after school as full adults. This will be no easy task. We 
must be vigilant in insisting that Individualized Education Plans and Individualized 
Transition Plans reflect high expectations for young students with disabilities. These 
plans must identify real opportunities, approaches and experiences for career exploration, 
for developing marketable work skills, for developing mature interpersonal 
communication, and for first job experiences. In addition, while uncomfortable for many, 
we must insist that all students with and without disabilities have sex education that is 
comprehensive, addressing all aspects of mature and responsible adult sexuality, 
including how to prevent and, if necessary, report sexual abuse. 

Finally, communication device designers and manufacturers strengthen your ties with 
your customers -- folks with disabilities and parents of young children with disabilities! 
Your customers will help you design better "hardware" and "software." Listen to and 
believe in our hopes for the future as workers, as spouses, as advocates, as lovers, as 
managers of our personal assistants, as parents and grandparents, and as mature sexual 
adults. Design communication devices that better reflect who we are as full adults. 

Yes, we want it all! 
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Richard D. Creech, M.S. 
What My Father Told Me 

Often parents actions are more Powerful than the words they say. If I remember right, my 
parents and I rarely discussed what they thought my adult years would be like. They gave 
me the best education they could; they saw that I was physically comfortable, and 
mentally stimulated; and emotionally secure; And they were wonderful role models of 
what adults and parents should be. I did not have to go far,, to see what kind of a man, I 
wanted to be, and what kind of a family I wanted when I grew up. I saw how hard it was 
for my father to take care of our family; and I knew that it would be much more difficult 
for me to do what Dad did. 

However, my parents instilled in me, that I had three things that I would always be able to 
depend upon, and to draw strength from. They said that I would never be able physically 
to do all the things others were able; however, I could do things with my mind that others 
would wish they could do. They said that if I use my mind, I could level the playing field. 
They said that I had complete and total control, of my personality. I had the power to 
make the lives of others better, if I developed a golden personality, through which I could 
interact with others. If my mind could level the playing field, my personality, would draw 
people to my playing field. 

The third thing my parents taught me that I could depend upon, without fear of failure, is 
God who loves me. I have done many things in my life. Many brave; many stupid; many 
dangerous; many necessary things; but I wasn't afraid. One of my favorite stories, from 
the Bible, is about when a king was angry at a preacher; and the king had sent his army to 
find and kill that preacher. Well, the servant of this preacher, saw the army riding fast 
toward them. The servant ran terrified to the preacher, crying and screaming; we are 
dead, we are dead; why did you have to make the king angry; couldn't you have use some 
tact when you called the king a Godless murdererf The preacher told the man to look 
again. God opened the man's eyes, and he saw a thousand angels with burning swords, 
between them and the king's army. 

Often, I have remembered that story as I have been in difficult situations, or when I 
decide to do something that, I know I can only do if God helps me. I am not a passive 
person. I don't believe that God owes me a living or a good life if I say praise Jesus, ever 
so often. But I do believe that God loves and respects when I make an honest effort at 
something, and that he will push it my way. To my knowledge, I have never seen an 
angel, but I have felt protected by forces, I do not see. You cannot do what you want in 
life unless you count the cost, and decide to pay that cost; and pay the cost as measured in 
time, comforts, security, energy, and money. However, God refreshes your supply of 
these Things, if we ask. That is what my parents taught me to trust 
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Independence vs. Sexuality 
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For the past two decades, there has been an unbroken trend of state Medicaid 

programs coming to accept AAC devices as meeting the essential elements of Medicaid 

coverage and funding: they fit within the scope of covered services, are medically necessary, 

and also represent the only form of treatment that will be of benefit to Medicaid recipients 

who seek them. The result has been a continued growth of Medicaid as a funding source for 

AAC devices. 

The earliest known Medicaid funding for AAC devices is in the mid-to-late 1970s, in 

New Jersey and Washington State. Since then, the expansion of Medicaid coverage has 

continued such that only 4 states remain with no history of AAC device funding. 1 The point 

almost has been reached where we can celebrate the complete eradication of de Jure (legal- as 

opposed to specific fact-based) opposition to AAC devices in the Medicaid program. 

1 The remaining states are Alaska, Hawaii, New Mexico and Rhode Island. A fifth state, 
Alabama, admitted AAC devices were covered and approved its first device in mid-1998. 
Brown v. James, CV-98-M-663-N (M.D.Ala. filed June 11, 1998)(pending, but approval granted 
for named plaintiff to receive Words Plus system). 
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But any celebration of our independence from these barriers will be premature. 

Indeed, in the past 12 months, a serious threat has arisen to the very foundation of Medicaid 

coverage and funding for AAC devices in particular, and more broadly, all medical 

equipment and indeed, all medical care for people with disabilities. As of the date this paper 

was written, it is uncertain whether the efforts to preserve that foundation will be successful. 

Moreover, notwithstanding this threat to Medicaid as an entitlement, particularly for persons 

who rely on medical devices and equipment for their independence or even their very lives, 

the federal government has been more interested, not in sexuality, but in sex. It hasn't 

expressed any concern about resolving this threat: when the issue has been sharply focused as 

independence versus sex -- the Administration's priorities have been clearly -- yet 

dangerously and foolishly -- focused on the latter topic. 

As state Medicaid programs addressed AAC device funding requests for the first time, 

many recognized that they were not materially different than the eyeglasses, hearing aids, 

wheelchairs, pacemakers and other durable medical equipment and prosthetic devices the 

states already covered. All do the same thing for their users: they augment or substitute for 

parts of the body that are severely mal-functioning or non-functioning. None of these 

devices "cure;" rather their role and their benefit is to restore functional ability that would 

otherwise not be possible due to impairment and disability. 

Some Medicaid programs, however, had either decision or policy making staff or 

administrators who were ignorant about AAC and as often, about the Medicaid program's 

legal standards. They invented a series of excuses that have been addressed in fair hearings 

and about 15 court cases. 
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What emerged from these hearing and judicial decisions was a framework for 

deciding Medicaid funding requests for AAC devices, other medical equipment, or in 

general, any other "type of treatment.'' This "sequential evaluation process, 11 a term most 

often associated with Social Security disability or SSI disability benefits, consists of 4 

questions: 

»» is the person seeking the treatment a Medicaid recipient? 

»» is the treatment able to match the criteria or definitions of one or more covered 

benefit categories (services) of the Medicaid program? 

»» is there any special eligibility rule for the services under which the treatment is 

being classified, and if so, does the recipient meet them? 

»» is the treatment medically necessary? 

These questions, particularly the last, can consist of many parts. The concept of medical 

need, for example, generally includes consideration whether the treatment is experimental, 

whether it is effective for any condition, whether it is effective for the recipient's specific 

condition, and whether it is the least costly equally effective alternative. 

If these questions are a11 answered "yes," then coverage and funding are required. 

This individual medical need focused "sequential evaluation process II for Medicaid 

claims was first proposed to the Court in the Myers v. State of Mississippi (1995) AAC 

device case and was included in the decision. This "test" or evaluation process was 

subsequently adopted by the courts in the Texas and Florida AAC device cases: Fred C. and 

Hunter. 
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The proposal of this test or process was not an advocacy II invention. " Medicaid 

claimants gained no inherent advantage by having it adopted. Rather, it was offered as a 

way to organize the court's thinking in Myers. It simply is a restatement in numbered 

questions of what courts have been doing in Medicaid "type of treatment" cases for years. 

Applying this analysis, courts have consistently rejected state Medicaid program refusals to 

cover and provide a wide range of medical devices. 

In 1997, however, a few Medicaid programs "invented" a completely different way to 

analyze Medicaid "type of treatment" disputes. They claimed that much more had to be 

considered at the second step of the process. Rather than focus only on whether the 

characteristics of the requested treatment matched the definitions of covered services, these 

Medicaid programs asserted the recipient also had to show that coverage of the treatment was 

necessary to meet the needs of "most Medicaid recipients," or stated another way, "the 

Medicaid population as a whole." 

A "needs of most recipients" standard did exist in the Medicaid caselaw. Four cases 

from the early to mid- 1980's applied a "most Medicaid recipients" standard. But the issues 

in those cases was not access to a "type of treatment." Instead, those cases involved limits 

on the number of days of in-patient hospital care or doctors' visits a Medicaid recipient could 

receive within a certain time period. The limits were upheld because it was shown that 

"most Medicaid recipients" had all their needs met even though some small percentage might 

not. 

But none of those cases Jimited the types of care or treatment the recipient would 

receive in the hospital or from the doctor. The recipients had access to whatever care they 
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might need; for some, however, there might not be a guarantee the treatment would continue 

for as long as might otherwise be necessary, or they might not be subject to medical 

monitoring as frequently as might be desired. 2 

The outgrowth of these cases is that in many Medicaid programs, there is a limit of 

the number of physical, occupational or speech-language therapy sessions a recipient can 

receive every month, or each year. But these limits do not also restrict the types of therapy 

treatment provided by the therapists. 

When these arguments first were raised in 1995, it seemed as if they were desperate 

measures by a few obstinate Medicaid programs which refused to accept their duty to cover 

and provide AAC devices or other types of treatment needed by Medicaid recipients, even if 

only a few. Indeed, that only a few people might need these treatments eliminated 

Medicaid's argument about the "cost" impact of covering the treatments being sought. 

The difference between an "amount or duration" limit and a type of treatment limit 

also seemed easy to see: one person was given a coupon book upon admission to a hospital 

good for 14 days of any kind of in-patient hospital treatment. By contrast, a person who 

sought a specific type of treatment that was excluded would get turned away from the 

hospital door and get nothing at all. The difference between an ability to get some treatment 

versus getting nothing seemed obvious. 

Moreover, the states never made any claims that their range of covered treatments 

actually did meet the needs of most recipients, i.e., they never attempted to apply this "test" 

2 For persons who are hospital in-patients, these limits may have no effect at all because 
there are other obligations, as well as other funding sources that may allow or require the 
continuation of treatment even after Medicaid funding is exhausted. 
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to their own programs. Rather, they said this was the recipient's burden: to prove it did not. 

The Medicaid program 1 s silence on th_is point was more than a strategic decision: it was 

absolutely required. When statistics reporting the incidence of specific medical treatments 

were reviewed, it became clear that there was no single medical procedure in the United 

States and most certainly no durab]e medical equipment or prosthetic device such as an AAC 

device, that can pass that test. 

The conclusion drawn about this "test" is that it is nothing more than a "Trojan 

Horse:" a way to grant the states total control to cover or exclude whatever they want. And 

what some states do not want to cover is AAC devices and other forms of medical equipment 

needed by people with disabilities. 

If this "test" were required as the measure of "coverage," it would not matter whether 

the treatment were the longstanding standard way to treat a condition; whether it was covered 

by most or even all other Medicaid programs and other health funding programs; whether it 

was the only way to treat the impairment; or whether it was necessary to protect the 

independence or even the very life of the Medicaid recipient. None of these facts wi11 even 

be considered because the math never works: medical facts are replaced by arithmetic; 

professional medical literature and standards of practice are replaced by the Statistical 

Abstract of the United States as the most significant resource regarding Medicaid coverage. 

In short, if this test is upheld as the one to be used to determine Medicaid program 

obligations to cover and provide individual types of treatment, it will end the Medicaid 

entitlement. 
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The initial presentation of the "most recipients" test in a "type of treatment" case was 

by the Texas Medicaid in Fred C. This case challenges Texas Medicaid's refusal to cover 

and provide AAC devices to adults. Texas covers and provides AAC devices as DME for 

children, and has a common DME definition for all recipients. It also covers prosthetic 

devices for adults. Other states classify AAC devices as prosthetic devices. 

Texas refuses to cover adults, even though in this case, it has conceded that the single 

person involved meets every objective criterion set by Texas Medicaid for access to this 

device: he is a Medicaid recipient; the device meets the DME criteria; he is homebound, and 

eligible to receive DME; and the device, a Dynavox, is medically necessary. 

Refusing to cover adults is an example of the types of narrow limitation to which 

some states have turned. Because they can no longer argue AAC devices do not "fit" within 

the Medicaid program at all, or are never medically necessary, a complete exclusion of AAC 

devices is not possible. Covering children but not adults is a defensive line in some states' 

strategic retreat in the fight against AAC coverage and funding. Texas became the first place 

where this battle was fought. 

Texas claimed the absolute discretion to cover or exclude treatments for adults, and if 

not total discretion, it claimed the discretion to exclude coverage for treatments so long as it 

otherwise meets the needs of most recipients. 

Fred C. has been through the courts twice. The initial decision by the district court 

awarded the device to the plaintiff, saying unless Texas had a medical fact-based reason to 

exclude adults, the exclusion was unlawful. Because this case was reported and was the first 

on this point, it had a very significant impact. Fred C. 's legal analysis was copied in the 
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Florida AAC case, Hunter, and in the months since May 1996 when the initial decision was 

issued, half a dozen or more states have eliminated similar adult barriers. 

The positive effect of Fred C. was not slowed even when the Court of Appeals 

remanded the case, for a technical flaw in the district court decision. Back in the district 

court, Texas conceded the issue that forced the remand was resolved, but it again refused to 

acknowledge any duty to provide the device. The district court then awarded the device to 

the plaintiff again, and once again the state appealed. This matter currently is pending at the 

U.S. Court of Appeals in New Or]eans. 

The "most recipients" test also was raised in a 1997 Vermont Medicaid case in which 

a person with ]ow vision sought a CCTV. There, the court acknowledged the "most 

recipients" test was appropriate to type of treatment restrictions, but then ignored it and 

awarded the device to the recipient. 

The most significant -- and potentially devastating -- application of the "most 

recipients" test was in a Connecticut case known as DeSario v. Thomas. It is directed to all 

DME, not just AAC devices. It was brought to challenge Connecticut Medicaid's use of an 

"exclusive list" of durable medical equipment, which limited coverage solely to equipment on 

the list. Appeals reviewers also were limited to follow the list making an appeal of a denial 

based on non-coverage futile. (One of the named plaintiffs, Howard Wolan, seeks an AAC 

device: they are not on the list.) 

A little history: exclusive lists have been tried by Medicaid programs before. They 

arose in the context of the Medicaid prescription drug benefit, and were uniformly struck 

down. When a recipient showed no drug on the list is sufficient to meet the recipient's 
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treatment needs, courts directed Medicaid to go beyond the list. Other cases addressed lists 

of specifically excluded (rather than covered) items, or decisions by Medicaid on an ad hoc 

basis that categorically refused to cover certain treatments. These restrictions also were 

struck down: Medicaid has been forbidden from establishing irrebuttable presumptions 

against coverage. Instead, as noted above, Medicaid programs have addressed coverage 

simply: do the characteristics of the treatment match the definition of a covered benefit 

category, and for any cover-able treatment, Medicaid programs have then been mandated to 

consider the individual medical need for any such treatment. 

Using this analysis, it seemed as if an exclusive list for DME was a no-brainer: if 

Medicaid programs consistently lost cases in which they made a categorical exclusion of 

specific types of equipment on an ad hoc basis, and consistently lost cases involving 

exclusive lists for prescription drugs, the result should be clear that exclusive lists of DME 

will not be upheld. Moreover, it is possible the state simply overlooked the treatment now 

being sought, rather than intentionally excluded it. Regardless, whether inadvertent or 

intentional, the same question remained: is there a medical justification for the exclusion? If 

not, then the exclusion should fall. 

That was the strategy in DeSario, and it was how the district court initially ruled. It 

granted class certification, and a preliminary injunction barring use of the exclusive list. 

Then the named plaintiffs' claims were sent back for new hearings. Here, the "most 

recipients" issue arose. The state said that rather than consider "medical factors II in these 

hearings, the recipients first had to show the list -- even if not absolutely determinative -

was insufficient to meet the needs of the Medicaid population as a whole. The issue was 
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again brought before the district court, which rejected the most recipients standard. The 

state then appealed. 

On February 24, 1998, U.S. Court of Appeals for the Second Circuit (governing 

Conn., NY, and Vermont) issued what is the single worst Medicaid decision ever written. 

DeSario stands out because of its coarseness of language as well as its substantive result. 

Never in the history of Medicaid litigation has a court ever suggested, let alone concluded 

that a Medicaid recipient's death was an acceptable result because a state did not want to 

provide medically necessary, non-experimental treatment that could fit within one of the 

state's covered benefit categories. 

DeSario reversed the district court decision and upheld the use of exclusive lists, even 

if death is the result. It also said that there could be no challenge to the facial arbitrariness 

of the lists; rather, the only possible challenge is to prove the list does not meet the needs of 

most recipients. And the burden is on the recipient to prove this. DeSario also gratuitously 

stated the impact of this test would be that recipients with rare conditions or unusual and 

costly treatment needs could be written out of the Medicaid program. 

A motion was made to the Second Circuit to reconsider this decision, which was 

supported by an amicus brief signed by 48 national, state, and community based 

organizations. In mid-May, however, the Second Circuit denied that motion. De Sario was 

going to remain as written, unless the Supreme Court overturned it, or unless the Department 

of Health & Human Services issued guidance that nullified its effect. The worst case 

scenario is that other courts will begin to apply it. 
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Under DeSan·o the inadvertent or intentional omission of AAC devices from a list of 

covered DME is unreviewable. AAC devices, alone, cannot be shown to be needed in 

sufficient numbers to satisfy the burden imposed by the decision, i.e., that the needs of most 

recipients are not being met absent inclusion of this device. In addition, even if a state's list 

could be shown to be so narrowly drawn that it did not meet the needs of "most recipients," 

the typical procedure would be for a court to remand the list to the state and tell it to expand 

it such that it covers whatever percentage of all recipients equals "most." But there is no 

obligation a state will include AAC devices: indeed, it is possible the state will intentionally 

add something else. Thus, a person seeking an AAC device can end up with nothing, even 

after s/he succeeds in showing that the initial list is insufficient. 

De Sario is a disaster. 

In late June, a petition for 11certiorari" (review) was filed with the U.S. Supreme 

Court. Because DeSario expressly rejects the prior Medicaid decisions of 3 other courts of 

appeals, and rejects without mentioning the decisions of at least 2 others, one basis for 

Supreme Court review has been satisfied: that there is a "split among the circuits" regarding 

interpretation of a statute. On the other hand, the Supreme Court does not correct every 

court of appeals erroneous decision, even if there is a split. It is possible the Court will 

await further developments to see if DeSario is fo1lowed or not. If other courts ignore the 

decision, then it might escape review, and simply remain an oddity -- adversely affecting 

Medicaid recipients its 3 states, but not otherwise resulting in a change in the general 

application of Medicaid principles. Or, if other courts do follow DeSario, the Supreme 

Court might take one of the next round of cases to resolve the conflict. 
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The risk, however, is that once other courts start following DeSario, its "rogue" 

status is weakened: the ability to argue that it is unique, contrary to everything that preceded 

it and wrong, is eliminated once other courts start to follow it. And it cannot be forgotten 

that the Supreme Court of today is not necessarily supportive of claims that state 

governments have exceeded their authority. Even if the Court took the case, Medicaid 

recipients could lose. A Supreme Court decision upholding DeSario will be the absolute 

worst case scenario. 

The first test of whether DeSario will be ignored or followed by other courts will be 

in the currently pending appeal in Fred C. The strategy in Fred C. is to get the court of 

appeals to hold that "type of treatment" exclusions must be based on medical facts. This is 

the standard that has existed in the Fifth Circuit (LA, MS, TX) since 1980, and if also is the 

standard stated by Texas' own Medicaid criteria. The brief submitted by Fred C. to the 

Court of Appeals is limited to these points. 

Because there is so much else to support AAC funding, as well as so much else 

known about the Medicaid program that will support Fred C. 's claim, and which can be used 

to rebut De Sario, it was agreed that a series of "friend of the court, " or amicus briefs would 

be filed on his behalf. In late June, 3 amicus briefs were filed: one is by ASHA, responding 

to Texas Medicaid's claims that AAC devices are not treatment, do not match the criteria 

for prosthetic devices, and adding how almost all the other states cover AAC devices, 

including for adults. The ASHA brief also refers to communication as a "vital II functional 

ability and identifies AAC users in their various walks of life. The second brief is by the 

Association of Tech Act Projects, which offers the Court a survey of how other state 
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Medicaid programs operate. Its key point is to reinforce to the Fifth Circuit that its standard 

is the same as the one applied by other states. Information about approximately half the 

states is referenced in that brief, either by administrative guidance or court decisions. The 

brief also points out that the "individual medical need" standard still gives states lots of 

flexibility to limit expenditures, and specifically rebuts DeSario 's claims about how the 

Medicaid program operates in other states. 

The final brief is on behalf of 38 national and Texas, Louisiana and Mississippi based 

disability organizations, and it states the most complete rebuttal yet written about DeSario 's 

"most recipients'" test. It explains how this "test" is not a standard required by the Medicaid 

Act or rules, is not a standard the federal government uses to measure state compliance, and 

is not a standard that can ever be satisfied. A copy of this brief is attached. 

It is not possible to predict when the Court will decide Fred C. 

If the Fifth Circuit in Fred C. adopts DeSario, there will be 6 states (CT, NY, and 

VT in the Second Circuit; LA, MS, TX in the Fifth) with express permission to limit or 

exclude whatever treatments they wish. In addition, two other cases, Will T. v. Taylor, in 

Georgia, and Brown v. James, in Alabama, both of which are in the 11th Circuit, also 

challenge AAC device exclusions, and may very well follow the Fred C. precedent. In 

Florida, another 11th Circuit state, a case currently is challenging Medicaid's claim that it 

can limit reimbursement for any type of wheelchair to approximately $ 600. It claims 

recipients have a duty to show the needs of "most recipients" cannot be met by this limit. 
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It also is important to note that DeSario is not limited to medical equipment, as is 

represented by Fred C. and these other cases. It can be applied to any Medicaid category of 

care. For example, although federal Medicaid regulations state that ttICFMR" services are 

intended for 11persons with mental retardation or persons with related conditions," Nevada 

Medicaid refused ICFMR services to anyone not diagnosed as "mentally retarded." In Parry 

v. Crawford, the Court rejected the state's position, noting that there was no difference 

among people in these two categories in terms of degree of medical need for ICFMR 

services. But if the Court had applied the "most recipients,'' rather than a "medical needs

based" test, the identity of needs would be irrelevant: arithmetic would control. If coverage 

of the MR sub-population alone, or along with some other diagnoses equalled the percentage 

necessary to satisfy the "most" standard, it would not matter who else was left out, even if 

their needs were greater. 

Another illustration can be seen in an article printed on page 1 of the New York 

Times on June 17. It reported about nursing home residents with cancer who are not 

receiving appropriate pain medication. According to the study on which the article is based, 

only 13,625 out of 360,000 or 3.8 % of the residents of nursing homes have cancer, and 

only 25-40 % of them or 0.9 % - 1.5 % of the "popu]ation as a whole," suffer from pain. If 

these were Medicaid recipients (which is high]y likely because Medicaid is the nation's 

predominant funding source for long term care), under a "most recipients" test that required 

coverage of as many as 98 % of all recipients' needs, the wholly unnecessary and easily 

preventable suffering of these people would not be front-page news, it would be completely 

permissible. 
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As a final example, consider Myers v. State of Mississippi. Like Fred C., Hunter, 

Will T., and Brown, Myers challenged Medicaid's exclusion of communication devices. In 

Myers, the District Court ruled for the plaintiffs because the sole basis for Medicaid's 

position was the opinion of a consulting physician that AAC devices were never medically 

necessary. As to that opinion, the Court concluded: it was 11without scientific foundation" .. 

. "contrary to the weight of the evidence, and manifestly wrong." Under a "most recipients" 

test, however, the views of this doctor -- who the Court refused to qualify as an expert -

never would have been subject to any scrutiny: because AAC devices are needed by so few 

recipients the state could exclude them for no reason at all. 

In addition to all of the foregoing that discusses the legal basis and flaws of the "most 

recipients" test, this test also is flawed as a matter of political history. Throughout the 

history of the Medicaid program, courts have told states they have broad, but they do not 

have "unfettered," or "unbridled" discretion to limit or exclude the specific types of care 

Medicaid recipients can receive. As a result, courts frequently rejected Medicaid limitations 

on specific types of treatment: examples of courts rejecting state exclusions of specific types 

of physician services, surgeries, drugs, medical equipment including AAC devices, and 

supplies are all represented among the Medicaid case-law. 

The limits on state discretion have never been eliminated or lessened by Congress: 

most notably to the contrary, in OBRA '89, Congress expanded Medicaid programs' duty to 

cover treatments for children, and in 1993, Congress acted to preclude states from 

categorically excluding medically necessary, FDA-approved prescription drugs. 
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Of even greater significance: in late 1995, Congress voted to eliminate Medicaid's 

"entitlement" status and instead shift it to a block grant, allowing the amount, duration and 

scope of covered services to be subject to the economic and political forces within each state. 

President Clinton vetoed that proposal. Shortly thereafter, the National Governors' 

Association offered a "compromise: 11 it claimed to maintain Medicaid as an entitlement, yet 

gave the states total discretion over the "amount, duration and scope" of benefits. That 

proposal was rejected as well. 

As a matter of national policy, Medicaid remained an entitlement, part of the social 

contract we as a nation have with our citizens who are poor and who have disabilities. And, 

a core principle of that national policy is that Medicaid programs cannot -- with no limitation 

whatsoever -- restrict or eliminate the specific types of care needed by those poor and 

disabled Medicaid recipients. 

De Sario, Fred C. and the 11 most recipients" standard should be considered in this 

context. Courts, such as the Second Circuit in De Sario (and possibJy the Fifth Circuit in 

Fred C.) which uphold the "most recipients" standard, de]iver to state Medicaid programs 

what neither Congress nor the Governors could: by judicial fiat they eliminate the substantive 

value of Medicaid as an entitlement and award states complete and total discretion regarding 

what care Medicaid recipients wiJI be able to receive. 

Perhaps worst of all, if the Courts are no longer going to protect Medicaid recipients 

from the closed-minded, tight-fisted, and/or hard-hearted decisions and policies of state 

Medicaid programs, is there anyone else to whom Medicaid recipients can turn? 
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There is only one other possible source: the Administration. But this is where sex 

interferes with irulependence. Another option is to nullify the "most recipients" test and the 

DeSario decision without further judicial involvement. The Department of Health & Human 

Services can accomplish this goal by issuing guidance stating that the II most recipients" test is 

not properly app]ied to "type of treatment" issues, and more generally, that DeSario is 

wrong. The guidance will have to be national in scope but if it opted to do this, DeSario 

will be nullified, even in the Second Circuit. 

But will it? This question still has not yet been decided. Despite the obvious and 

devastating impact DeSario and any other decision upholding the "most recipients" standard 

will impose on Medicaid recipients, particularly those with rare conditions or costly or 

unusual treatment needs -- read people with severe disabilities -- since late February, there 

has been a deafening silence from the federal government regarding this issue. Discussions 

with staff at the Department of HHS and at the White House have not led to any commitment 

to issue policy instructions to address this subject. Instead, officia]s at the White House and 

HHS had no time for this issue because they were busy addressing a non-problem with 

Viagra. 

Viagra is a new pill that aids impotence. Within weeks of its approval for sale by the 

Food and Drug Administration, which occurred after DeSario was issued, the White House 

and HHS issued policy guidance mandating that Medicaid programs cover this drug. The 

guidance received attention because it generated opposition from some states, but more 

telling is that the guidance was wholly unnecessary, and particularly at this time. First, in 

1993, Congress amended the Medicaid Act to express]y prohibit the use of exclusive lists 
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within the prescription drug benefit. So, arguab]y, Viagra must be covered whether the 

federal government issued guidance or not. Second, what was the rush: did any Medicaid 

recipient seek Viagra and get denied; did that denial get taken to court and the court not 

correctly interpret the Medicaid Act; or, did the court prohibit the exclusion of Viagra and 

the state not comply? In fact, none of these events occurred. 

By contrast, DeSario had been through administrative hearings, through a federal 

district court and through a federal appeals court. Fred C. had been through a district court 

and was pending at the court of appeals. All that had occurred before Viagra was even 

approved by the FDA. Also, the risks of non-coverage of Viagra do not threaten anyone's 

independence or life; but the denial of necessary medical equipment does present those 

threats. 

Obviously, getting a policy letter from HHS is not a simple task -- at least not for this 

issue. The lives and independence of people with disabilities, simply are not sexy enough 

issues to grab this Administration's attention. 

Conclusion 

At a time when we shou]d be ready to turn attention away from Medicaid -- to 

Medicare, for example, or insurance -- because al1 policy or legal barriers have been 

eliminated, we have been confronted by a threat to the very existence of Medicaid as a viable 

funding source for AAC devices. Worse, the threat comes from the very source of relief 

from past barriers: the courts. Thus, attention turns, of necessity, to the Administration to 

protect the lives, dignity, independence and vit.al needs of people with disabilities. 
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It has been suggested that only if the White House feels pressure to resolve this issue 

and tells HHS to issue guidance prohibiting the use of the "most recipients" test will it be 

done. In response, an effort is being made to deluge the White House with calls, letters, 

faxes, and/or e-mail messages that ask why the Administration has not taken a strong stand 

against the use of the "most recipients" test, or against Medicaid programs excluding the 

only form of treatment that will be of benefit to a recipient. We have been told that pressure 

of this sort -- and a lot of it -- is the only way the federal Department of Health & Human 

Services will write a policy instruction that prohibits the kind of problem presented in 

DeSario and Fred C. 

Nothing less than the future of the Medicaid program is at stake. If states are 

permitted to create exclusive lists, or apply a "most recipients" test, then the Medicaid 

entitlement will cease to exist. Because there is no way to win any challenge the "most 

recipients" test, states will have complete freedom to cover or exclude whatever they want. 

Help from every person interested in people with disabilities is needed to win this 

battle. I ask you to do all you can to see that the demand for a HHS policy instruction are 

sent. 

Lew Golinker 
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Action Steps 

1. Contact as many individuals, families or other organizations as possible and ask 
each one to send a short, 2 paragraph letter: 

1 1 should protest the Administration's refusal to resolve the issue raised by 
DeSario and Fred C. 

1 2 should state how the ~ dministration should resolve the issue: by directing 
HHS to issue a specific instruction that prohibits Medicaid from excluding treatments 
that meet 4 criteria: (a) fit within a covered service, (b) are medically necessary, (c) are 
the least costly equally appropriate alternative, and ( d) are not experimental. Stated 
another way: Medicaid should be prohibited from excluding the only type of non
experimental treatment that fits within a covered service category that will be of benefit 
to a Medicaid recipient. 

2. Each person who sends a letter should be told to wait 1 week. Then, if they have 
not received a reply, they should send the letter again, with a cover note -- handwritten 
if they want to -- asking why there was no response. 

3. The re-sending of the letter -- with a renewed complaint about the failure to 
respond -- should continue on a weekly basis until the instruction is issued. 

The person to contact at the White House is Chris Jennings, who is the President's 
health policy advisor. Letters should be addressed to President Bill Clinton, The White 
House, 1600 Pennsy]vania Avenue, N.W. Washington, D.C. 20500. The letters and all 
follow-up notes should be faxed to Jennings, at 202-456-5557. 
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INTERESTS OF THE AMICI ORGANIZATIONS 

Amici are 11 national organizations that provide services to and advocate 

on behalf of persons with disabilities in Louisiana, Mississippi and Texas, and 

27 state and community-based agencies, organizations, coalitions and 

professional associations which are based in Louisiana, Mississippi and Texas. 

All the amici organizations work to protect the health and rights of persons with 

disabilities, particularly those who are poor and who must rely on state 

Medicaid programs for payment of their health care needs. All amici 

organizations have devoted substantial resources to ensure that persons with 

disabilities obtain health services to meet their needs. 

The amici organizations support Plaintiff-Appellee, Fred C., and the 

affirmance of the District Court decision. 

In particular, the amici organizations submit this brief to support this 

Court's longstanding standard for reviewing the adequacy and reasonableness of 

Medicaid program coverage of specific types of treatment. This standard, 

which is based on Medicaid recipients' medical need for such treatment, 

appropriately balances the health care needs of recipients against the fiscal and 

administrative needs of the state Medicaid programs. Having been in place for 

11 
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close to two decades, this standard has proven its effectiveness as well as its 

fairness. 

The amici organizations most strongly object to the alternative standard, 

proposed in the Texas Medicaid brief, that would substitute an arithmetic or 

statistical measure, i.e., whether the needs of "most" Medicaid beneficiaries are 

being met. Initially, having never been proposed for adoption by Texas 

Medicaid, the amici organizations do not believe this Court is the appropriate 

place where such a proposal should be presented for the first time. Second, the 

standard is only outlined in the Texas Medicaid brief: details were not provided 

regarding how Texas Medicaid suggests it is supposed to be implemented. 

Third, to the amici organizations' knowledge, this standard is not being used by 

any Medicaid program, anywhere. And finally, even as mirtimally described in 

the Texas Medicaid brief, this standard does no more than articulate a means by 

which Medicaid will have total and unreviewable discretion to select which 

specific types of treatment to cover or exclude. 

The amici organizations are particularly concerned that providing 

complete and total deference to state Medicaid programs to exclude specific 

types of treatment will result not only in the denial of medical treatment that 

addresses functional abilities of vital importance, such as the augmentative 

111 
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communication device at issue in this case, but also will result in the denial of 

life-preserving medical treatment, simply because it is needed by only a few 

Medicaid recipients, and/or it is costly. The amid organizations urge this 

Court to reject the Texas Medicaid position in this appeal because it is 

advocating for adoption of a standard that will permit the unrelieved suffering 

or possibly even the death of persons who are otherwise eligible for Medicaid, 

whose treatment needs are within the scope of covered Medicaid services, and 

which are not experimental or otherwise controversial, except that Texas 

Medicaid does not wish to provide it. To the amici organizations, any standard 

that can or will yield such effects cannot be a "reasonable standard" consistent 

with the purposes of the Medicaid Act. 

A description of each organization participating as amici herein is 

included in Addendum A to this brief. 
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I 

SUMMARY OF ARGUMENT 

The amid organizations urge this Court to reject the Texas Medicaid 

proposal to ignore its consistent Medicaid precedents regarding how the 

adequacy and reasonableness of Medicaid program coverage decisions regarding 

specific types of treatment is measured, and instead adopt the so-called "needs 

of most Medicaid recipients' 1 standard. Texas Medicaid has failed to provide 

any reason, let alone a convincing one, why this Court's eighteen years of 

precedent should be rejected and be replaced by a different standard that is 

articulated only in the Texas Medicaid brief. 

Because Texas Medicaid's own rules for operation of the Medicaid 

program do not address this standard, there is no assertion in its brief that 

Texas Medicaid uses this standard, and there is no claim by Texas Medicaid, 

and the amid organizations are unaware that any other Medicaid program uses 

this standard, Texas Medicaid is seeking nothing short of an advisory opinion 

that such a standard could satisfy the federal Medicaid statute and regulations. 

In any event, the reason that Texas Medicaid dos not use this standard is the 

same reason that it must be rejected: the test is simply unworkable. 

V 
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II 

THE COURT SHOULD REJECT THE INVITATION TO ISSUE 
AN ADVISORY OPINION IN DIRECT CONTRAVENTION 

OF ITS CONSISTENT PRECEDENTS 

This Court's precedents make clear that the test for whether a state 

Medicaid program must cover a specific type of treatment within a covered 

service category is whether the treatment is medically necessary. Stated 

simply, if the treatment is medically necessary and non-experimental, it must be 

provided, notwithstanding how frequently or infrequently it may be sought, or 

its expense. See Mitchell v. Johnston, 701 F.2d 337, 350 (5th Cir. 1983); 

Rush v. Parham, 625 F.2d 1150, 1156-57 1157n.12 (5th Cir. 1980)1 See also 

Ledet v. Fischer, 638 F.Supp. 1288, 1292-93 (M.D.La. 1986). 

This is the standard that the District Court applied in this case, 988 

F.Supp. at 1035 n.3, and, it is the standard stated clearly in Texas Medicaid's 

own guidance related to coverage of durable medical equipment: coverage will 

be established when medical necessity is demonstrated. 25 T.A.C. 29.305. By 

contrast, the Texas Medicaid regulations supply no basis for the denial of 

1 Significantly, in Rush, the plaintiff sought a treatment, sex re-assignment surgery, 
needed by only approximately .003 % of the male population. The Diagnostic and Statistical 
Manual of the American Psychiatric Association (4th Ed. 1994) states that, extrapolating 
from European studies, only one in 30,000 adult males seek sex re-assignment surgery, while 
only one in 100,000 females seek such surgery. 
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coverage of a requested treatment simply because most recipients' needs are 

met and Medicaid does not want to also cover this requested treatment. 

In fact, Texas Medicaid does not claim -- nor can it -- that there is 

support for the new proposed test in the federal Medicaid statute, regulations or 

legislative history; in Texas Medicaid's filings with that federal agency; or in 

Texas' own statutes, regulations or guidance. Texas Medicaid does not claim 

that it or any other Medicaid program even uses the 11most" test, and does not 

explain how the "majority of the population as a whole" test would be applied 

to the thousands of different medical treatments that Medicaid recipients might 

require. Of equal significance, Texas Medicaid does not suggest to this Court 

that it meets the proposed test of satisfying the needs of the majority of 

recipients, that data about such satisfaction has been sought by Texas Medicaid 

in determining what treatments to cover, or that such data are even available. 

Rather, Texas Medicaid simply asks this Court to impose a new, 

unwritten, untested and unproven standard on Medicaid recipients that must be 

satisfied in addition to all the existing criteria. As applied to the facts of this 

case, notwithstanding the agreement between the parties that Plaintiff-Appellee 

Fred C. has met all the written criteria for coverage of an augmentative 

communication device, he would still have to show that coverage for this type 

Vll 
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of treatment is required for Texas Medicaid to meet the needs of the majority of 

the Medicaid population as a whole. Thus, that a treatment meets all the 

criteria of covered Medicaid services, that it is not experimental, and that the 

recipient has established a clear medical need for the treatment no longer 

controls, may very well be irrelevant to the ultimate determination whether the 

treatment is provided. Instead, reduced to its essence, Texas Medicaid is 

asking this Court to make arithmetic -- the calculation of some percentage of 

needs of Medicaid recipients -- the single most important factor in determining 

whether Medicaid recipients are able to obtain vitally important health care, as 

has been recognized here, 988 F.Supp. at 1034, or perhaps even life-preserving 

health care. 

Since Texas Medicaid does not even apply the "most" test, it is 

effectively asking this Court for an advisory opinion as to whether such a 

standard could be consistent with the federal Medicaid statute. This request 

should be summarily rejected. 

Vlll 

44 PEC@ 6th Annual Conference Pittsburgh, Pennsylvania 1998 



III 

THE PROPOSED "MOST" TEST MUST BE REJECTED 
FOR THE SAME REASON IT IS NOT APPLIED 

BY ANY MEDICAID PROGRAM: IT IS UNWORKABLE 

If this Court were to indulge Texas Medicaid and issue an advisory 

opinion on its proposed test, the "most" test would in any event have to be 

rejected. As explained herein, the test is unworkable, establishing a standard 

that is inherently impossible to satisfy. It is simply a means by which Texas 

Medicaid can acquire total and unreviewable discretion to select or to exclude 

specific types of treatment. 

A. The Needs of the Population as a Whole Cannot Be Calculated 

Initially, the needs of the Medicaid population as a whole must be 

calculated. Texas Medicaid, however, offers no explanation how that can be 

accomplished. In 1994, there were 2,514,000 Texas Medicaid recipients. 2 

The amici organizations are aware of no national or state-wide survey or other 

data collection instrument that has been utilized to measure those needs at any 

time; moreover, because health care needs are not static, the survey or other 

measure will have to be repeated over and again so that data are generated 

about the current needs of the Medicaid population. 

2 U.S. Dept. of Commerce, Bureau of the Census, Statistical Abstract of the United 
States at p. 117 (1997). 
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Of equal significance, the vast majority of Medicaid recipients have no 

ongoing medical needs: approximately 68 % of all Medicaid recipients qualify 

for Medicaid because they are from poor families with minor children, i.e., for 

reasons having nothing to do with advanced age, disability or blindness. 3 

Under the proposed standard of the "Medicaid population as a whole,." 

however, Texas Medicaid does not state whether they are to be counted, or 

excluded, due to the absence of ongoing medical needs. If they are counted, 

then according to the standard proposed by Texas Medicaid, the treatment needs 

of a significant majority of Medicaid recipients may be satisfied, and as a 

result, the Medicaid program will have no obligations to cover, any treatments 

beyond those required for routine preventive services. 

This result will occur notwithstanding Congress' selection of persons with 

disabilities and the elderly, who are most likely to have chronic health 

conditions and treatment needs, as two of the populations for whom the 

Medicaid program was created. 42 U.S.C § 1396. Their treatment needs will 

effectively be written out of the program. The very real possibility that 

Medicaid programs will proceed to enforce such exclusions is illustrated by the 

3 By contrast, only about 16 % qualify due to blindness or disability, while only 11 % 
qualify as elderly (age 65 or older). This is based on 1995 statistics. U.S. Dept. of 
Commerce, Bureau of the Census, Statistical Abstract of the United States at 118 (1997). 
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facts of this case, in which Texas Medicaid insists it has the right to refuse a $ 

2,500 piece of equipment which they concede to be medically necessary and 

non-experimental. 

B. Calculation of Medical Needs Is Itself A Medical Judgment 

Another flaw in the Texas Medicaid proposal is that the identification of 

medical needs is itself a medical judgment. Texas Medicaid does not identify 

who is going to sort out the various sub-populations of Medicaid recipients, 

such as those with conditions for which there is no current treatment known to 

science or for which only experimental treatments exist. Nor does Texas 

Medicaid explain whether people in either of these two sub-populations -

assuming they can be identified -- should be counted within the population as a 

whole. Yet depending on the size of these sub-populations, their inclusion or 

exclusion from the measure may affect the overall question whether the needs 

of most recipients are being satisfied. 

C. Calculation of Needs Is Dependent on Medical Assessments 

Another issue completely overlooked by Texas Medicaid is that medical 

needs of Medicaid recipients may be under-counted because Medicaid does not 

pay for evaluations by the health services professionals who must identify 
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treatment needs. Thus, these professionals may be unwilling to conduct pro 

bona assessments for Medicaid recipients. 

In this case in particular, Texas Medicaid does not cover speech-language 

pathology services for adults. While it has been stated that the Plaintiff

Appellee, Fred C. is the only Texas adult who has presented a funding request 

for an ACD, it is impossible to tell whether he is the only Medicaid recipient in 

Texas who requires one, or simply the only one lucky enough to have been 

evaluated. 

Texas Medicaid does not even acknowledge the possibility that the scope 

of treatment needs for specific types of treatments will be under-reported; 

therefore, it offers no suggestions how to "correct" such under-counts to 

accurately reflect the need for ACDs. 

These are not make-weight issues: whether people are counted as having 

unmet medical needs will impact the overall data related to the needs of the 

population as a whole, and ultimately the obligation of Medicaid programs to 

offer a range of treatments to meet some threshold percentage of those needs. 

D. No Individual Type of Treatment Can Satisfy The Standard 

The amid organizations have asserted that the proposed Texas Medicaid 

standard is no more than a crude request that this Court grant Medicaid total 

XII 
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and unreviewable discretion to determine the specific types of treatments to 

cover or exclude. Proof that this assertion is correct can be shown by the 

inability to identify any specific medical procedure that can satisfy the proposed 

standard. 

The most common types of health conditions in the population as a 

whole, such as arthritis, diabetes, heart disease and asthma, arise, respectively, 

in only approximately 13 % , 3 % , 9%, and 6 % of the general population, 

according to federal government statistics. 4 However, for each of these types 

of health condition, there is an extremely wide array of possible treatment. For 

example, pacemakers are surgically inserted devices that control the rhythm of 

the heartbeat for persons (such as the late Ella Fitzgerald and Mr. Justice 

Douglas) with cardiovascular disease. Pacemakers are life-saving prosthetic 

devices; they have been available since the late 1950's; and they are routinely 

covered and funded by Medicaid programs, Medicare, and commercial health 

insurance programs. But life-saving importance, and longstanding and routine 

acceptance by the medical community are all beside the point under the 

proposed Texas Medicaid standard: the sole question of relevance is how many 

people need them. 

4 This is based on 1994 statistics. Statistical Abstract of the United States supra at 8, 
143. 
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On this measure, however, pacemakers fail to pass the grade: the surgical 

insertion of pacemakers represented only 2.8 percent of all cardiovascular 

surgery, which is only one of many different forms of cardiovascular disease 

treannent. 5 Its significance to the population as a whole, the vast majority of 

whom do not have any cardiovascular disease, is profoundly smaller. 

The most common single medical procedure performed in the United 

States is childbirth. Yet it is needed by only a small percentage of the general 

population annually -- approximately 1.5 % 6 Another common procedure, 

appendectomies, is performed on only approximately 0.09 % of the population 

each year. 7 

Using these treannents as examples, even if the standard of "most" 

Medicaid beneficiaries is not set at a simple majority of more than 50 percent, 

but at 90 % of all recipients' needs, none of these procedures could meet the 

proposed Texas standard. 

5 American Heart Assoc., 1998 Heart & Stroke Statistical Update 27 (1997). 

6 This is based on 1994 statistics, including the total U.s. population. Even if the 
universe were limited to women aged 15-44, the percentage would still be only 6. 7 % 
Statistical Abstract of the United States, supra, at 8, 74. 

7 The total number of appendectomies in the U.S. in 1995 was approximately 237,000. 
Phone conversation with Kay Brown of the U.S. National Center for Health Statistics, 
Centers for Disease Control and Prevention, June 17, 1998 (appendectomy statistics drawn 
from 1995 National Hospital Discharge Survey Annual Summary). Based on the resident 
population of the U.S. in 1995 of 262, 890,000, the percentage of appendectomies 
throughout the population is 0. 9 % Statistical Abstract of the United States supra, at 8. 
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In sum, under the proposed Texas Medicaid standard, whatever the 

specific treatment choices the state elected to cover, Medicaid recipients would 

have no recourse to overturn the exclusion of medically necessary, even life

preserving care. Medicaid will be given carte blanche to create irrebuttable 

presumptions against coverage of specific treatments. Indeed, a Medicaid 

recipient would be denied the opportunity to challenge even a facially arbitrary 

coverage exclusion within a Medicaid covered service. 8 

E. The Proposed Standard Is Inconsistent With The Medicaid Act 

The standard proposed by Texas Medicaid is a paradigm of an 

unreasonable standard for Medicaid purposes. 42 U .S.C. § 1396a(a)(l 7). It 

imposes requirements to collect data that do not exist; it supports use of 

irrebuttable presumptions against coverage of specific types of treatment, but 

see 42 C.F.R. § 440.230(b), which renders meaningless the substantive right to 

appeal Medicaid decisions, 42 U.S.C. § 1396a(a)(3); it can result in the 

complete exclusion of all treatment opportunities for people with specific 

conditions, but see 42 C.F.R. §§ 440.230(c) and (d); and cannot be applied, 

8 If, for example, a Medicaid program chose to cover a surgical procedure to improve 
circulation and thus save lower extremities from amputation, but chose only to cover such 
surgery for the right leg, this would be acceptable -- and unchallengeable -- because only a 
small percentage of Medicaid recipients require this type of surgery at all, let alone such 
surgery for the left leg specifically. Under the standard proposed by Texas Medicaid, any 
facially arbitrary coverage decision, short of unconstitutional line-drawing based on suspect 
classifications, will be permissible. 
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even for the purposes of illustration, to require coverage of any specific medical 

procedure, including standard, routinely-used devices and procedures that are of 

life preserving significance, but see 42 C.F.R. §§ 440.230(b) and (d). 

To state this reality is to identify precisely why the Texas Medicaid 

proposed test is unworkable: the Medicaid program was not intended by 

Congress, and has never before been held by the federal Medicaid agency or by 

the Courts (other than in the one recent decision discussed below), to allow 

states participating in the Medicaid program to provide solely for the types of 

medical care needed by the majority, at the expense of the minority. See Curtis 

v. Taylor, 625 F.2d 645, 652 (5th Cir. 1980); 42 C.F.R. § 440.230(c). 

The unworkability, indeed the sheer danger, of the proposed Texas 

Medicaid standard, is fully illustrated in the recent decision, DeSario v. 

Thomas, No. 97-6027 Slip Op. (2d Cir. Feb. 24, 1998). 

In DeSario, the Second Circuit upheld Connecticut Medicaid's use of an 

"exclusive list" of covered durable medical equipment, which Texas Medicaid 

does not use. 25 T.A.C. §§ 30.305(a)(4)(C) and (D). In doing so, the Second 

Circuit declared that states are free to deny all treatment to an individual with a 

rare condition or unusual [treatment] needs," so long as the needs of an 

unspecified percentage of the Medicaid population are met. Slip Op. at 38. 

XVI 
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However, the DeSario Court completely disregarded a federal Medicaid 

regulation that prohibits condition based treatment exclusions, 42 C.F.R. § 

440.230(d); failed to recognize that Medicaid is the payor of last resort and that 

the non-existence of other resources to meet the medical needs of Medicaid 

recipients was why the program was created in the first place, see S.Rep.No. 

146, 99th Cong. 2d Sess. 1, 312; 42 C.F.R. § 433.139(b) and (c); failed to 

recognize that imposing amount or duration limitations on in-patient hospital 

days, as was upheld in a few other cases, does not result in premature or life

threatening discharges or discontinuations of care;9 and rejected as "baseless 

9 See e.g., Tallahassee Mem. Regional Med. Ctr. v. Cook, 109 F.3d 693, 696, 700-01 
(11th Cir. 1997)(reviewing circumstances in which termination of Medicaid payment for 
ongoing in-patient hospital care does not result in termination of ongoing necessary hospital 
care). In Charleston Mem. Hosp. v. Conrad, 693 F.2d 324, 330 (4th Cir. 1982)(upholding 
numerical limit on amount or duration of in-patient hospital stays, because 99 % of Medicaid 
recipients had their needs met within the limits) the Fourth Circuit rejected the argument by 
hospital-plaintiffs that application of the numerical limits "constitutes an unconstitutional 
taking of property because they will be forced to treat without compensation indigent parties 
who require care beyond the ... time limits," because under both federal and South 
Carolina law, hospitals were already required to provide additional services beyond those 
limits. 693 F.2d at 333, 333 n.18. See generally Flagstaff Med. Ctr. v. Sullivan, 962 F.2d 
879, 882 (9th Cir. 1992)(discussing federal Hill-Burton Act's requirements on hospitals to 
provide free care to the poor, 42 U.S.C. § 291 et. seq.); In re: Baby K, 16 F.3d 590, 593-
96 (4th Cir. 1994) cert. denied, 513 U.S. 825 (1994)(discussing prohibition against discharge 
for persons with unstable medical conditions imposed by Emergency Medical Treatment and 
Active Labor Act, 42 U.S.C. § 1395dd). 

.. 
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and unworkable, 11 the medical need based standard followed by this Court, as 

well as by the Eighth, Ninth, and Tenth Circuits. 10 

Most significantly, the Second Circuit in DeSario failed to recognize the 

inherent inconsistency between the goals of the Medicaid program to provide 

necessary medical care to groups of people who cannot otherwise afford it, 42 

U.S.C. § 1396, and its acknowledgement that "[p]ut bluntly" the effect of its 

holding would mean a "death sentence for some [Medicaid] patients." Slip Op. 

at 35. To the amici organizations, the unrelieved suffering and death of 

Medicaid recipients, caused by the denial of coverable, available, non

experimental and obviously medically necessary care, cannot be considered a 

reasonable or an acceptable result of proper implementation of Medicaid 

program standards. 

10 See Rush v. Parham, supra, 625 F .2d at 1157 n. 12(requiring coverage of sex re
assignment surgery if non-experimental); Pinnecke v. Preisser, 623 F.2d 546 (8th Cir. 
1980)(requiring coverage of sex re-assignment surgery); see also Hern v. Beye, 57 F.3d 906 
(10th Cir. 1995); Dexter v. Kirschner, 984 F.2d 979 (9th Cir. 1992). 
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CONCLUSION 

Based on the foregoing, the amici organizations urge this Court to reject 

the Texas Medicaid proposed standard for deterntining the adequacy and 

reasonableness of Medicaid program coverage of specific types of treatment and 

to instead affirm the District Court's application of this Court's longstanding, 

medical need based standard. 

Dated: Jackson, Mississippi 
June 18, 1998 

Respectfully submitted, 

John Bach, Esq. 
Mississippi Protection & 
Advocacy System 
5330 Executive Place, 
Suite A 
Jackson, Mississippi 39206 
601-981-8207 

Attorney for Amici Curiae 
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Communicating at Work: 
What Australian Augmented Communicators Say 

Susan Balandin 
Centre for Developmental Disability Studies, 

Sydney, Australia 

In Australia there are few augmented communicators in full time open employment. This 
study investigated the topics and vocabulary of meal break conversations between six 
employees who are augmented communicators and their natural speaking work 
colleagues. The augmented communicators all used devices that relied on spelling for 
message construction. The implications of this study for future services to augmented 
communicators will be discussed. 

Despite the fact that work is regarded as one of the most important ways in which 
an adult can contribute to and participate in society (Lakin, Hayden, & Abery, 1994; 
Storey, H., & Lengyel, 1995), the employment rate for individuals with a severe 
communication impairment (SCI) is significantly lower than that of the general 
population (LaPlante, 1993). Blackstone (1993) noted that there is a dearth of research 
focusing on adults who use augmentative and alternative communication (AAC) in 
community based employment, yet communication has been designated a work related 
issue that must be addressed for students with physical and multiple disabilities 
embarking on vocational training programs (Carlson, 1994; Sowers & Powers, 1991). 

If successful interactions between employees using AAC and their natural 
speaking co-workers are to take place at work, augmented communicators must have an 
adequate means of communication and access to relevant vocabulary (Creech, 1994; 
Ylvisaker, Urbanczyk, & Feeney, 1992). Augmented communicators have suggested that 
their own communication must be exemplary if they are to obtain and keep a job 
(Callahan, 1993; Creech, 1993), and have recounted instances when they believed they 
were not successful because they used an augmented communication system (Williams, 
1993). Recent studies of conversations at work in Australia (Balandin, 1995; Bal.and.in & 
Iacono, in press-a; Bal.and.in & Iacono, in press-b) have indicated that it is possible to 
identify words and topics that occur frequently in meal.break conversations. In fact it has 
been argued that five topics account for at least 58% of the meal break conversation on 
any given day of the week (Balandin, 1995; Balandin & Iacono, in press-a; Balandin & 
Iacono, in press-b). Balandin and Iacono (in press-a) also suggested that professionals 
may not be skilled in selecting topics and vocabulary that will be relevant to the meal 
break conversation. Balandin (1995) also suggested that vocabulary for social interactions 
at work may contain slang and specific words that are important within the work context. 
She argued that augmented communicators may benefit from access to such vocabulary if 
they wish to 'fit in' with their work colleagues. Consequently, she recommended that 
considerable care should be taken in selecting useful vocabulary for the work situation 
and suggested that the augmented communicator be actively involved in the vocabulary 
selection procedure, and that efforts be made to check that the vocabulary selected is 
actually useful. 

The aim of the present study were to extend the findings of Balandin's (1995) 
original study and investigate the topics and vocabulary used by augmented 
communicators during meal break conversations at work. 
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Method 
Participan ts2 

Six augmented communicators, four females and two males, agreed to participate 
in the project. Four of the participants preferred to use their own speech if possible and 
used their communication devices to support their spoken communication if they were 
not understoocl Two of the participants never used speech , but both used vocalisations, 
facial expression, laughter, gesture and body movements to express themselves. One 
participant used signs with friends familiar with sign language. 
Communication devices used included LlghtwritersTM, a TouchtalkerTM, and a Real 
VoiceTM. 

Materials 
An omnidirectional, low impedance 50-15000 Hz response RealisticTM tie pin 

microphone and a voice activated RQ - L340 PanasonicTM mini cassette recorder were 
used to record each participant's conversations. 

Data Collection 
Participants wore the recorders for 15 minutes during their morning tea break, 

after which time the recording equipment was removed. The participants were instructed 
not to touch the recorders and not to feel obliged to create artificial conversations for the 
sake of the research. They were reminded that confidentiality would be maintained. The 
investigator was not present in the room during the recording. 

Data Transcription and Analysis 
Daily conversation samples Each daily recorded conversation sample was 

transcribed into WordPerfectTM (Version 3) for a MacintoshTM computer. The samples 
were typed verbatim according to a predetermined set of transcription rules similar to 
those utilised by Stuart et al. (1993). Filler words (e.g. "er'', "oh", "ah", "mm") were 
typed orthographically and the total sample was analysed for typographical errors using 
the spellcheck tool on the word processing program. 

Analysis of the weekday topics. The procedure for topic analysis was based on 
procedures discussed in the literature (e.g by Balandin & Iacono, in press; Bedrosian, 
1993; Stuart, et al., 1993). -

Analysis of vocabulazy. The vocabulary was analysed using the Vocabulary 
Frequency Analyser (Tice, 1989). Based on previous research (Balandin, 1995; Balandin 
& Iacono, 1997; Stuart et al., 1993), words occurring with a frequency of .5 per 1000 or 
higher were considered the core (most frequently used) vocabulary. All other words were 
designated fringe vocabulary. 

Results 
Topics 
The participants referenced 47 different topics. A total of 66% of all topic reference was 
a single word message that was expanded or understood as a whole phrase by the natural 
speaking partners, for example 
Augmented Communicator 11Tickets" 
Natural speaking communication partner (Co-worker) "Did you send the tickets?" 
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The augmented communicators referenced the present tense most frequently and made 
frequent reference to themselves. Four topics accounted for 82% of the total topic 
reference. The 12 most frequently referenced topics are contained in Table 1. 

Table 1 
The 12 Most Freg_uently Topics 

Topic Percentage of total topic reference 

Single word messages (not true topic) 66% 
Questions seeking information 9% 
Work 4% 
Statements 3% 
Equipment 2% 
Harr/beauty 2% 
Emotional Status/feelings 2% 
Judgements 2% 
Social events 1 % 
Food 1% 
FamilyLife 1% 
Health 1% 

Vocabulary 
The participants used a total of 2,136 words of which 365 were unique or different 

(i.e., the sample consisted of 365 different words, many of which occurred more than 
once). A total of 225 unique words made up the augmented communicators' core 
vocabulary (Appendix A). This vocabulary accounted for 70% of the total word use. 
Comparison of the core vocabulary with Balandin's (1995) core vocabulary indicated that 
143 words were common to both lists. The augmented communicators' used a small 
fringe vocabulary of 140 words. 

Discussion 
Topics 

The topics used by the participants in this study did not differ greatly from those 
used by natural speakers in Balandin's (1995) study although the augmented 
communicators referenced fewer topics. However, the augmented communicators 
frequently used utterances that it was not possible to categorise code as a topic. Although 
these utterances were not in themselves topics, they were references to the topic of 
conversation which suggests that programmed topic vocabulary may not be necessary for 
augmented communicators who can spell providing they have the social skills to interact 
with their natural speaking peers. 

Core V ocabulazy 
The results indicated that there is a small core vocabulary that could usefully be 

programmed into communication devices that will be used for general conversations. 
Research into acceleration vocabularies has suggested that frequency of occurrence is 
more important than word length in saving time and energy (Vanderheiden & Kelso, 
1987). However, it should be noted that core vocabularies may only be useful to 
augmented communicators who are using full sentences. Therefore, they may be more 
useful in written rather than spoken communicative contexts. 

Frin~e Vocabulary 
The small size of the fringe vocabulary was surprising. All the participants were highly 
competent communicators, yet they rarely used long sentences and frequently relied on 
one or two word utterances to express their messages. These results call into question the 
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practice of setting up communication systems in a sentence format and of encouraging 
young augmented communicators to converse in full sentences when practising 
conversational skills. It is of course important that augmented communicators have a 
good understanding of grammatical syntax, nevertheless casual conversations or chats, 
may not be the best context in which to practise these skills. This study supports the 
belief that a competent communicator is one who can maintain a conversation using a 
variety of communication modes, including gesture, vocalisations, and facial expression. 
Unfortunately it was beyond the scope of this study to analyse the additional 
communication modes used by the participants. However, it was clear from the 
conversational samples that single words were used not only to express ideas, but also as 
confirmation, emphasis, and turn taking strategies. It was also clear that the natural 
speakers often used repetition of single word messages to clarify the conversational drift 
and to elicit more information. 

Implications for AAC 
The participants in this study were a select group. There are very few augmented 
communicators currently working in open employment in Australia. This may mean that 
they are not 'typical' of Australian augmented communicators. They are however, very 
successful communicators. The results of the present study call in to question the belief 
that breaks in the work context provide opportunities for socialisation. Breaks were not 
taken regularly by the participants under 'non research' conditions and at least two of the 
participants were unable to eat, drink, and converse during a meal break. 

The results also underline the importance of nonverbal communication in 
socialisation and the value of natural speech ( even if difficult to comprehend by others). 
Speech pathologists, carers, and service providers should be sensitive in providing 
augmented communicators with strategies to assist them make optimal use of their own 
speech and vocalisations. 

None of the participants expressed any enthusiasm for having vocabulary pre
programmed into their devices. This may have been because they were all competent 
spellers and able to generate and maintain conversations with relative ease. 

Conclusions 
This results of this study suggest that the vocabulary used by augmented communicators 
du.ring meal break conversations in the work force may differ from those of natural 
speakers. Consequently, it may not be advisable to suggest that a vocabulary used by 
natural speakers will best suit augmented communicators in a similar situation. It may be 
time to cease endeavouring to promote communication similar to natural speech for 
augmented communicators' social interactions. Rather, it is now time to examine the 
context and culture of augmented communicators considered successful by their peers, in 
order to learn from them what strategies and communication techniques are important for 
positive social interaction. 
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Appenclix A 
Core Vocabulary 

a car going keeps oh 
about check good know ok 
after Chinese got last on 
afternoon cold great let one 
ah community guys like only 
all cut had listen opposite 
alright days hair lot or 
am did happy lunch our 
and didn't has mad out 
any do have mail park 
anything doesn't he make pay 
are doing he's mall people 
as dollars hear man recital 
ask don't heart massage right 
at drink hello matter ring 
away driver her maybe said 
back emptying here me Santa 
bad far hi mean scare 
be farm holiday meeting see 
beach fascist home message seven 
been feels how mm seventy 
bet fillet howya months she 
big find I more sick 
boss first I'd morning sleep 
break five I'll mum slips 
bring fix I'm must so 
bull for I've my some 
busy form if naughty someone 
bye four in need spoken 
cab Friday into new still 
cafe friend invited night Sunday 
cake getting is nine Ten 
call girl it no testing 
came give it's not than 
can giving its nothing thank 
can't go just of that 
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that'll 
that's 
the 
them 
then 
there 
there's 
they 
think 
this 
three 
through 
Thursday 
time 
to 
today 
two 
very 
wait 
want 
was 
water 
we 
weekend 
well 
went 
what 
when 
whena 
where 
will 
wine 
without 
work 
working 
would 
ya 

yeah 
yes 
yesterday 
yet 
you 
you're 
your 

1 Susan Balandin, PhD, Centre for Developmental Disability Studies, PO Box 6, Ryde, 
NSW 1680, Australia. Phone:+ 6129807 7062 Fax:+ 612 9807 7053 Email: 
susanb@med.usyd.edu.au 
2 The study received ethical clearance form Macquarie University Ethics Committee and 
the Spastic centre of New South Wales' ethics committee. All participants signed a letter 
of consent. The project and issues of confidentiality were explained and explored in 
detail. 
7 Communicating at work 
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Intimacy, Relationships, and Marriage 
Rick & Irene Hohn 

The first thing that we will be talking about is weighing the cost (if you 're handicapped 
and plan to marry another handicapped person) financially. We want to remind them that 
SSI will cut their benefits, and they lose their SSA benefits. They may even cause you to 

- receive overpayment, and then have to repay it over time, like we are doing. We received 
an overpayment of $3,500.00 from SSA. We are in no way going to advocate living 
together to continue to receive full benefits, because we are true believers in marriage. 
We will also remind them different ways that they can supplement their income. 

In our opinion, we think intimacy and sex are two different issues, but they go together 
hand in hand. We will be talking about how different ways that the disabled husband can 
be inti.mate with his wife, as in wining and dining, dating, maybe buying a bouquet of 
flowers for his mate, etc. Although intimacy leads up to sex, the wife needs intimacy to 
be stimulated. Whereas the husband is stimulated by what he sees; all the wife needs to 
do is put on a negligee and that boy is ready. Ha, ha! 

The major part of intimacy, is communication, no matter how disabled you may be. In 
fact, lack of communication, is the major cause of divorce in any marriage. There may be 
some couples that are not able to have sex independently, but there are trained persons 
who will come to their home will compare that to a caretaker or attendant and remind 
them that it is no different than giving them a shower or taking care of other personal 
needs. So they don't need to be ashamed about someone coming in and helping them 
have sex. And we will also be reminding the men that just because they can't have sex 
independently, it doesn't take away from their masculinity. It is not their fault Maybe 
they need to be more creative and uninhibited; they might just need to find the right way 
or position for them. Or due to their disability, they may be impotent Which, again, is 
not their fault and may need the help of an urologist. 

I (Irene) will be addressing the women regarding being encouraging, understanding and 
try to encourage their husband to see medical help and advice. I will also remind them 
that this is a very sensitive issue for the husband, and needs to be handed with care. The 
typical man believes the lie that just because they're not able to perform sexually, they 
are less than a man. So the wife must find other ways to satisfy his sexual needs, without _ 
damaging his ego or self-esteem. 

Friendship and Relationships 

We will be emphasizing the importance of being a friend, before a person gets involved 
in an intimate relationship, otherwise, it will be shallow. We believe that you must be a 
friend to have a friend. Otherwise, the relationship will not be permanent, and will 
probably just be physical, and in this day and age, that could be dangerous. 

When you become best friends first, then if you begin an intimate relationship, you can 
trust your mate with all of your heart You will respect each other, and will be 
considerate of their needs (be it emotionally or physically). One person can talk about 
anything, and the other will not take it personally, because you became best friends first, 
and can be trusted absolutely, and they know you. The problem today is the person gets 
involved in an intimate relationship too quickly, then when they marry it may only last a 
short time, because they don't really know each other. Whereas in the olden days, the 
average couple became best friends first, then they "courted" and didn't expect a physical 
relationship until after marriage. They were married up to 75 years and never got 
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divorced. We really commend them, and respect the "old fashioned" values. We feel we 
need to bring back the moral values practiced in those days. 

We feel the problem and lack of self-esteem, with the disabled person, is the lie from the 
able-bodied population that just because they have a disability, they are of no value to 
society, they cannot get married or start a family. So, our mission is to break that lie and 
open the eyes of the disabled people at this conference. 
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The Ugly Facts of Life: The Abuse of Intimacy 
Katya Hill, MA CCC-slp 

Robert Seaver, MD. 

Societal myths about sexual abuse and exploitation have put individuals with disabilities at 
extreme high risk of victimiz.at.ion to these crimes of violence. In general, our society prefers to 
deny the existence of sexually abusive and exploitative behavior or shroud the discussion in 
secrecy. This may be particularly true for individual with disabilities. 

The startling statistics on the pervasiveness of sexual abusive behavior in our society shou]d be 
alarming to professionals working with individuals with disabilities, especia1ly individuals who 
have significant communication challenges in addition to physical disabilities. They are the most 
wlnerable victims to sexually abusive and exploitative behavior. The abuse of intimacy has 
become an all too common fact oflife for many augmented communicators. 

Incidence 

The United States ranks first among industrialized nations in violent death rates. Annually 2.2 
million people are injured by violent assaults. One in every five female children and one in every 
ten male children will be sexually abused before the age of eighteen (Finkelhor, 1979). There is 
indication that over 80% of the sexual abuse of children is by someone the child knows, not a 
stranger (Cole, 1991). 

Results of research indicate that 80% of all handicapped persons are victims of sexual abuse at 
some point in their lives (Senn, 1988). A general estimate is that 20% of the cases are reported, 
the rest are silenced. In her chapter, Facing the Challenges of Sexual Abuse in Persons with 
Disabilities, Cole ( 1991 ), reports a study conducted by the Seattle Rape Relief & Sexual Assault 
Center over a seven-year period revealed that 99% of developmentally disabled reported victims 
were sexually abused by relatives and caretakers (residential staff, bus drivers, recreation 
workers, volunteers, work supervisors, and others serving in care-provider capacities). 

Definitions & Language 

The Child Abuse Prevention and Treatment Act defines sexual abuse as 'lhe use, persuasion, or 
coercion of any child to engage in any sexually explicit conduct (or any simulation of such 
conduct) for the pwpose of 

• Producing any visual depiction of such conduct, or 
• Rape, molestation, prostitution, or 
• Incest with children." (NCCAN, 1974) 

Child abuse and neglect encompasses a wide range of behaviors which involve physical, 
emotional and sexual abuse. Definitions of sexual abuse contain language that precisely and 
graphically identifies and describes the behaviors contributing to the victimization of the child. 
Sexual abuse may involve the following: direct sexual contact including intercourse, genital 
fondling or oral sex; occur within the f.amily or with a person known to the child or family; 
involve force and trauma or the child may be bribed, coerced, or enticed to engage in sexual 
conduct (US Department of Health & Human Services, 1993). 
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According to the National Center on Child Abuse and Neglect (NCCAN, 1992), sexual abuse 
includes a wide range of behavior: fondling a child's genitals, intercourse, rape, sodomy, 
exhibitionism, and commercial exploitation through prostitution or the production of 
pornographic materials. To be considered sexual abuse, these acts have to be committed by a 
person responsible for the care of the child (for example, a parent, babysitter, day care provider, 
or other person responsible for a child). Sexual assa~ on the other han~ is usually forced sexual 
act committed by a person not in a care-giving role or an unknown assailant. 

Sandra Cole provides a more detailed description of the language needed for children to discuss 
sexual abuse: 

A helpful definition of sexual abuse to use with children is: 
Forced or tricked touch or sex. This touch can begin anywhere on your body and 
may mean the person touches your breasts, buttocks, the vagina, or penis. Sexual 
abuse can also involve oral, anal, or vaginal penetration. Rape is sexual abuse 
with penetration. For children, a way to discuss penetration is to say that one part 
of a person's body (finger, tongue, or penis) goes into a part of another person's 
body (vagina, anus, mouth). Penetration may occur with an object or a body part. 
(Cole, 1991) 

Effects of Victimization 

The physical effects of sexual abuse may be obvious for violent attacks; the emotional effects, 
however, are frequently hidden. The two most devastating repercussions of sexual abuse are 
intemaliz.ation of shame and guilt (Cole, 1991). Victims of sexual abuse :frequently view 
themselves as being responsible or contributing to the cause of the behavior. For individuals with 
disabilities, who already may be experiencing shame and guilt toward their disability, the 
emotional impact of sexual abuse compounds their sense of victimization. 

If shame and guili contribute to the loss of self-esteem and self-wo~ what other factors 
contribute to the increased vulnerability to sexual abuse to persons with disabilities? In his article 
on the Glen Ridge Rape case, Fred Pelka discusses the contribution of compliant behavior 
training toward promoting sexual abuse (Pelka, 1993). Researchers agree that the primary model 
of care for people in institutional settings requires compliance. Compliant behavior may lead to 
increased vulnerability and, therefore, increased victimization. 

The inability to communicate may be the greatest psychological impact and contributor toward 
increased victimization. The person's risk of having the abuse re-occur increases the failure to 
communicate the sexual abusive behavior (Bedard, 1992). In addition, the likelihood that the 
offender will successfully be prosecuted decreases if the victim has a communication impairment 
(Sobsey, 1988). The inadequacies perceived by victims due to their communication deficit 
increases their vulnerability. 

Reviewing the signs of abuse helps professionals understand the effects and dynamics of 
victimization (see Table 1.0). Since many signs are ambiguous, professionals may need to look 
for an overall pattern or impression of behaviors rather than identify a single, powerful sign 
(Orelove, 1991). 

Clearly the evidence indicates the seriousness of the risk involved for persons with disabilities.· 
Incidence statistics indicate that they are at a much greater risk then the general population in 
experiencing some form of sexual abuse. Their wlnerability due to their physical disabilities 
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makes them a target for sexual offenders. Even as adults, sexual offenders may have a false 
impression of the defenseless, child-like appearance and/or limitations of the person with the 
disability. An individual with significant disabilities frequently requires a high degree of personal 
care that increases the opportunities for physical contact, and the development of co-dependency. 
Finally, the inability to communicate fosters the cycle of abuse. The sexual offender feels safe in 
continuing the behavior since the person can not report the abuse. As this pattern of behavior 
continues, the abused person's feelings of guilt and shame will increase and further stifle 
communication. 

TABLE 1.0 SIGNS OF ABUSE (taken from: Educating Children with Multiple Disabilities by 
Orelove and Sobsey, 1991) 

All Forms of Abuse 
Direct observation Disclosure Sleep disturbance Stoical responses to discomfort 
Withdrawal Escape behavior Passivity Inappropriate behavior 
Resistance to touch Hypervigilance Reenactment Behavioral regression 
Fear of specific caregivers Fear of specific environments 
Poor self-esteem Self-abuse 
Victimization of others 

Physical Abuse 
Frequent injury 
Unexplained coma 
Noncompliance 

Unexplained injmy Atypical injury Patterned injury 
Threats Aggression Temporally dispersed injuries 
Grab marks Unreported fractures 

Sexual Abuse 
Genital irritation 
Aggression 
Resistance to touch 

Low affect 
Dehydration 

Noncompliance 
Gender specific fear 
Promiscuity 

Indifference to other people 
Unusual need for attention 

Threats Inappropriate sexual behavior 
Sexual precocity Unexplained pregnancy 
Sexually transmitted disease 

Neglect 
Poor nutritional status 
Stoical responses to discomfort 
Untreated illness or injuries 

Abusive Caregiver Traits 
Authoritarian behavior 
Seeks isolated contact 
History of violence or coercion 
Dehumanizing attitudes 
Difficulty relating to authority 
Hostility toward reporters 
Abusive counter-culture in setting 
Fearful of victim 
Grooming behavior 
Competition with child 

Prevention and Intervention 

Unusual concern for privacy 
Use of alcohol or disinhibiting drugs 
Problems with self-control 
Negative evaluation of child 
Failure to support abuse control measures 
Expression of myths of devaluation 
Subverts investigation 
Blames victim 
Limit testing behavior 
Self~reports of stress 

Undemanding the scope and sequence of current prevention programs for sexual abuse is a 
logical starting point for developing effective prevention and intervention programs for 
individuals with communication challenges. In developing preventive intervention protocols for 
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people with disabilities, it is useful to describe interventions as primary, secondary, or tertiary 
(Patric~ 1997). Primary prevention would include programs and materials developed for the 
general population regarding the issue of sexual abuse prevention. Secondary prevention 
programs would address issues involving screening and early detection of sexual abuse among at
risk populations. Tertiary efforts would focus on treatment and rehabilitation once sexual abuse 
has occurred. The goal of tertiary programs is to restore functional behavior and decrease 
recidivism. 

Education is a powerful intervention against abuse (Orelove, 1991). To prevent increased 
victimization it is necessary to educate children, adolescents, aduhs, parents and professionals 
about sexual abuse (Bedard, 1995). Educational prevention programs should start with 
recognition and acknowledgement that sexual abuse is happening (Cole, 1991). According to 
Cole, "Prevention efforts must include programs for individuals that inform them of their right to 
trust their feelings, to say 'no,' to tell someone, to live in a safe environment, to not permit any 
touch or behavior which frightens, confuses or hurts them.'' 

Different modes of presenting the information necessary for effective primary and secondary 
programs have been used such as theatre groups, public agencies, storybooks, coloring books, 
films (Bedard, 1992). Targeted organizations used to disseminate information and materials 
include health care facilities, community-based agencies, social services and schools (NCCAN, 
1992). Curriculum materials to teach both the preventive and reactive aspects of sexual 
exploitation have been developed for mild and moderately cognitively challenged individuals. 
The following materials are available: 

1. Lifefacts: frost and personal safety from James Stan.field Publishing Company. 

2. Life/acts 2: &xual abuse prevention by N. Cowardin & J. Stanfield. 

3. Feelings yes.feelings no program bythe National Film Board of Canada. 

4. Vulnerable populations: sex:ual abuse treatment for children, adult survivors, offenders 
and persons with mental retardation by S.M Sgroi & J.A. Carey. 

The best general intervention is ending the abuse and ensuring a supportive environment that can 
begin to nurture some positive growth (Orelove, 1991). This usually requires medical treatment 
and counseling along with teaching self-protection skills to reduce the chances for repeated 
victimization. Additional intervention strategies include the use of various support and advocacy 
groups to address public educatio~ self-help, strengthening of natural support networks, and 
empowerment (NCCAN, 1992). 

Communication and Augmented Communicators 

Successful prevention and intervention requires communication. The ability to communicate 
during counseling is an important component needed to minimize or reverse the effect of abuse 
(Orelove, 1991). Although several commercially available programs on sexual abuse have been 
designed for persons with severe developmental delays, materials have not been forthcoming for 
persons with severe communication challenges. In fact, service providers' lack of awareness and 
knowledge regarding the needs of Augmentative and Alternative Communication (AAC) users 
may act as baniers in providing effective sexuality education (Farrar, 1996). 
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Effective psychological counseling for sexual abuse demands access and functional use of a 
vocabulary to express feelings, relationships, body parts, actions etc. A variety of issues may 
impact negatively on a nonverbal person's vocabulary usage needed to discuss issues of intimacy 
and sexual abuse. However, exposure and access to a functional, pragmatic vocabulary is crucial 
to dialoging on the topic. Consequently, professionals and caregivers mu.st provide vocabulary 
on AAC systems that allow for expression of these topics. 

Conclusion 

The aftermath of sexual abuse leaves psychological wounds that if healed, still leave scares. In 
order to ensure that the victim is a survivor, recovery will need to consist of the combination of 
programs that include crisis intervention programs, individual and group counseling, support 
groups, and :friends. During the recovery process, sometimes the victim will need to just be able 
to listen, sometimes they will need to be able to cry, but at all times they will need to be able to 
communicate. Without the empowerment of communication, the victim will remain victimized, 
and will never be able to say, "I'm a survivor.)! As professionals working with individuals with 
disabilities who have significant language challenges, we have an obligation to ensure that those 
individuals have access to effective and functional communication. 
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The Economics of Dating 
Robert S. Watson 

What does a date normally cost? Ice cream for two: $8.00, going Dutch for 
Dinner: $15.50, Dinner and a movie (Treating your date): $49.50 or Dinner and a Show 
(Dutch treat): $75.90. Dating can definitely be an economic drain but well worth it. 

Now, what if we took the same scenario and placed a person with a significant 
disability in the equation? The price of dating would increase by the following. 

- Ice cream for two: Just suppose the fire alarm went off which in turn made you 
spastically squeeze your milk shake and it leaked into your communication device. The 
cost of your date jumped from $8 to $608. 

- Going Dutch-treat for dinner: Your communication device says Salisbury 
Steak and your server brings you Surf 'n Turf. The price of your dinner has gone from 
$15.50 to $28.95. 

- Treating your date to dinner and a movie: You and your date are feeling 
romantic. However, your PCA is watching your every move. You finally convince them 
to go away, with a $30.00 bribe. The cost of your date leaps from $49.50 to $79.50. 

- Dinner and a show (Dutch-treat): You both reach for your credit card, but your 
date drops theirs. Trying to be helpful, you pick it up with your magnetized reacher, 
erasing the coded strip. You've now seen one show for the price of two. $151.80 

Having a disability is expensive in the broadest sense of the word. But we all 
have expenses and we all want to date eventually get manied and follow the American 
Dream of a house, two wheelchairs and 2.3 house pets. 

Whenever you have a debit on one side, such as dating, a car, a house, etc. you need some 
type of credit or income to make it equal/balance out such as: a dead rich uncle who left 
you a few mil, a one of a kind Powerful ticket, a job, or even better a GOOD PA YING 
JOB. 

What makes me an expert on dating and economics? With a Masters degree in 
social work and as Executive Director of dateable (a dating service for people with and 
without disabilities) since 1992, I have worked as the equivalent male version of Dr. 
Ruth. If anyone wants to discuss a sexual matter or relationship they are facing, the call 
will be forwarded to me. 

During my time with Dateable, I have interviewed over one thousand people who 
wanted to become members of the dating service. During those interviews I have 
discussed everything from I know I'm bald, sho~ and a little overweight, but the other 
person needs to be perfect to friends tell me that they don't know why I'm still single, I 
just have not met the right man. 

How can I date someone if I don't have any money. 

In 1987, before becoming the Executive Director of Dateable, I was a 
member. I happen to have moderate Cerebral Palsy and friends have described me as a 
scarecrow in a windstorm. Compared to Daniel Day: Lewis' character in the film My 
Left Foot, I look like a ballerina Two months after joining Dateable I was introduced to 
a women who was 6 and 3/4 years older than I, and who was and still is 5 foot nothing, 
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who loved football and happens to have very mild Cerebral Palsy. We dated four years, 
were engaged for 13 months, and married in 1992. We have just finished building our 
dream house on the family estate in Southern Maryland and will live there with our two 
dogs Heide and Hetcher. 

Wow, didn't that sound easy? NOT. We had our ups and downs, broke up 
once and wondered if it would ever work. The only reason the relationship worked and is 
still working is it that we had to look with in ourselves for change before we excepted 
others to change. 

In my presentation on Saturday it is my challenge to combine my life experience 
with professional experience to assist you in the ultimate question that we all ask 
ourselves, AM I DATEABLE? and can I afford to be Dateable? Throughout the 
presentation I may refer to examples of people who happen to have different disabilities. 
You as the reader/listener will find that we all have challenges to face in life and how we 
happen to handle our challenges will make or break us. Whether we are insecure, 
overweight, tall, short, use augmentative communication, wear glasses, cocky, walk with 
a limp or use a wheelchair, we are all in this dating world together and we need to realize 
that human nature does not always dictate logic or who we fall in love with. 
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Mentor Project 

The Mentor Project: 
Sharing the Knowledge of AAC Users 

David McNaughton, Janice Light, (The Pennsylvania State University) 
Carole Krezman, Michael Williams, (Alternatively Speaking) 

Kevin Cohen (Institute on Disabilities, Temple University) 

Introduction 
Individuals who use AAC confront significant barriers in pursuing their 

educational, vocational, and social goals (Lowe & Hollman, 1994; Estrella, 1996). In a 
longitudinal study of special education students, Blackorby and Wagner (1996) 
found that less than 4% of individuals with severe disabilities pursued post
secondary education, and less than 6% lived independently. A comprehensive 
survey of AAC consumers across North America yielded a total of only 25 
individuals who were employed in community-based jobs (Light, Stoltz, & 
McNaughton, 1996). Individuals with severe disabilities also may experience social 
isolation, and experience difficulty in gaining access to social activities (Morgan, 
Patrick, & Charlton, 1984). 

The challenges are particularly problematic for adolescents and young adults 
who are experiencing difficult transitions in their educational/ vocational, home, 
and social environments. Adolescents and young adults have three critical needs to 
support their efforts to overcome life's challenges: (a) well developed problem 
solving strategies; (b) access to information on disability-related resources, services, 
and legislation; and (c) encouragement from relevant role models (Bereiter & 
Scardamalia, 1993; Williams, 1996). Problem solving skills and knowledge of 
resources are critical to facilitate greater self determination. With appropriate 
problem solving skills and access to relevant resources and services, the individual 
is empowered to solve immediate and future challenges (Wehmeyer, 1992). 
Another key factor to promote the transition to successful adult life .is the active 
support of an encouraging adult, ideally an individual whose life experiences closely 
resemble those of the young adult or adolescent (Creech, 1995; Williams, 1996). 

Potential Benefits of Mentor Programs 
Mentoring relationships have been used successfully in other fields ( e.g., 

business, education) to ease transitions and to support novices in achieving their 
goals (e.g., Gaskill, 1993). A mentor is an older, more experienced person who 
teaches, sponsors, encourages, counsels, and befriends (Goldstein, 1993). Josefowitz 
(1980) describes a mentor as one who provides " ... a brain to pick, a shoulder to cry 
on, and sometimes, a kick in the pants". 

There is a group of adults, across the nation, who use AAC and who have 
successfully overcome many challenges; they have achieved personally desired 
outcomes in their educational / vocational, social, and personal lives. These 
individuals offer a rich potential source of disability-related information, effective 
problem solving strategies, and encouragement for others with similar disabilities 
who confront comparable challenges. These adults have much to teach about what 
outcomes are maximally possible and about how these outcomes can be achieved 
(Light 1988). They can offer knowledge, skills, and support that can not be provided 
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Mentor Project 2 

by professionals or family members who have not faced the same types of 
challenges. As Bowe, Faye, and Finch (1980) argued, "Disabled individuals with 
several years of disability experience are frequently better aware of the needs of 
disabled people and better informed about government benefits than able-bodied 
professionals in the rehabilitation delivery system" (p.285). 

Mentoring by adults who use AAC and who have successfully overcome 
challenges offers tremendous potential benefits for adolescents and young adults -
support in collaborative problem solving, access to specialized information on 
assistive technology and other disability-related resources, and positive social 
interactions with appropriate role models. As Michael Williams argued: "There is 
no limit to the kinds of things a person who relies on AAC might want a mentor 
for ... strategies for independent living, relationship development, employment 
issues, education issues, self advocacy, personal assistant management, psychosocial 
issues, communication skill development, life goal planning .... Each transition can 
be smoother with the help of a mentor. Falling in love, starting a new school, 
starting a new job, changing communities or homes, mastering a skill, learning a 
new piece of assistive technology - all are easier and more fun if the experience can 
be shared with and guided by someone who has "been there'." (Williams, 1996; p.1-
2). 

Facilitating Access to Mentors 
For many adolescents and young adults who use AAC, access to potential 

mentors is limited by geographic isolation, economic limitations, architectural 
barriers, transportation difficulties, and communication barriers (Williams, 1996). 
Many individuals who use AAC live in areas where they have few opportunities to 
meet or interact with others who use AAC at home, school / work, or in their 
immediate communities. Without access to appropriate role models, adolescents 
and young adults who use AAC are typically uncertain about future opportunities 
and develop unrealistic or reduced expectations for their educational/ vocational, 
social, and personal lives (Creech, 1995). 

Fortunately the barriers to mentoring are not insurmountable. 
Teleconferencing technology, specifically the Internet, offers tremendous promise to 
overcome geographic isolation, economic limitations, architectural barriers, 
transportation difficulties, and communication barriers. Internet access 
" ... evaporates the tyranny of place and to a considerable degree of time" 
(Schaefermeyer & Sewell, 1988; p. 112). For adolescents and young adults who use 
AAC, the Internet offers the opportunity " ... to move from a situation of being a 
single isolated user sitting alone ... to a person with unlimited ability to interact with 
others" (Marlett, 1988; p. 261). 

Pilot Research 
Recent pilot research by Cohen and Light (1998) provided a preliminary 

investigation of the use of electronic mail as a medium to deliver a mentoring 
program to a small group of adolescents and young adults who use AAC. The study 
indicated that electronic mail was used effectively by the adolescents and young 
adults to establish regular communication and develop supportive relationships 
with mentors who also used AAC. The adolescent and young adult proteges used 
the network to interact socially and to work on personal goals r~lated to education, 
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employment, independent living, personal care attendants, assistive technology, 
family issues, communication difficulties, finances, and disability-related resources. 
The majority of the participants in the pilot study reported high levels of satisfaction 
with the mentoring program and indicated that they would definitely participate in 
a mentoring program again. 

Results of the pilot study suggested that mentors need to be carefully selected 
and matched to proteges if the mentor program is to be effective. Currently, there 
are a limited number of adults who use AAC who have experience as mentors; 
there are, however, many adults who demonstrate potential to be effective mentors 
if they are provided with support and training in the problem solving strategies, 
information resources, and commvnication skills required (Williams, 1996). Thus, 
there is a critical need to assist adults who use AAC in developing mentor skills. 

The Mentor Project 
In order to address this needs, a team of consumers and professionals, 

including Janice Light, David McNaughton, Carole Krezman, Michael Williams, 
and Kevin Cohen have developed "The Mentor Project" 1 . The Mentor Project will 
systematically investigate the effectiveness of a constituency-driven leadership 
training program and a mentoring program, delivered via the Internet, to empower 
individuals who use AAC to maximize education/ employment, economic self
sufficiency, independence, and inclusion into society. The Mentor project has three 
distinct objectives over a three year period: 
1. To develop, implement, and evaluate the outcomes of a consumer-driven 

leadership training program conducted via the Internet to teach adults who 
use AAC to use effective mentoring skills; 

2. To develop, implement, and evaluate the outcomes of a mentoring program 
for adolescents and young adults who use AAC, delivered via the Internet, by 
adult mentors (trained under Objective #1); and 

3. To develop, evaluate, and disseminate resource materials to support 
replication of the mentoring program to be used by other individuals who 
use AAC, individuals with other disabilities, their families, and rehabilitation 
professionals . 
Research suggests that individuals who receive effective mentoring in their 

lives are more apt to themselves become effective mentors (Viranyi, Crimando, 
Riggar, & Schmidt, 1992); thus, it is anticipated that the project will serve to establish 
a legacy of mentoring for future generations as well, with many of the proteges in 
this project eventually serving as mentors of the next generation of youth. We have 
high hopes that this project will enrich the lives of participants, generate 
information on issues identified as important by the AAC community, and create a 
foundation for a long-standing mentor network in the AAC community. 

i Light, J. & McNaughton, D. (1998-2001). Exemplary Practices for Developing Supportive Mentor
Protege Relationships via the Internet for People with Significant Physical and Speech Disabilities. 
Funded by the U.S. Department of Education, Office of Special Education and Rehabilitative Services, 
National Institute on Disability and Rehabilitation Research (Grant No: H133G80044). 
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Life in the Fast Lane! 

Anthony Robertson 
Founder of "Jndeoendent Expressions" 

and AAC Consulta~ 

During this presentation, I should like to give you an idea of how my 
life has developed over the last few years in which I have worked full
time for one company, become self-employed and started my own 
business as well as getting married and, a few months ago, having 
our first child. I shall be detailing some of the aspects of how I work, 
how my different communication systems help me perform my work 
and how important it is to have support from family and friends but 
also maintaining my independence. Finally, I would like you to take 
away three key points - believe in yourself, communication is the key 
to life and realise whatever you put into life you will get the 
appropriate rewards out again. 

INTRODUCTION 

In the early 90s, I joined the staff of Liberator Ltd., as the coordinator of their 
Ambassador programme. Ambassadors are very proficient users of Minspeak 
systems and I was given the responsibility of organising the scheme with 
Liberator's professional team of clinicians. 

As I have always been a highly-motivated person to get on in life, I decided to start 
my own business, Independent Expressions in January 1997. I have also started 
User Groups for users of different types of AAC systems and of all ages. 

For all of this, I have had the support of many people including my wife, family and 
friends as well as having good personal assistants. In spite of travelling around the 
UK a lot of the time with my work, I do enjoy being at home with my wife, Judy and 
playing with our 4 month old daughter, Amy. 

For most of the last year I have been without a Personal Assistant but have carried 
on in the hope of finding the right person although it can be very easy to take 
anyone because of the frustration which not having a Personal Assistant can 
cause. 

I have several means of communication including my 100 Blissymbol board which I 
have used for over 20 years, a large word board and my Liberator2 with the Words 
Strategy3 Minspeak Application Programme. 

1 liberator Ltd. is the supplier of PRC communication aids in the UK and Ireland. 
2 Liberator is a trademark of the Prentke Romich Company. 
3 \.Al---1- C""'•-•--•• !- _ -"•-------1,,, -~ C"----.-1,:- I"----_..: __ c,,,..,_ .. ..,. __ 
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My Employment Experience 

ulndependent Expressions" 

The aim of setting up "Independent Expressions" was to give support, advice and 
training to people with communication disabilities, their families and their support 
staff, including their rehabilitation professional team. It was also designed to be 
directly involved in promoting a positive image of people with disabilities and 
communication impairments, towards people with disabilities themselves, 
professional bodies and the general public. 

This has meant going to talk to groups of professionals, work with individual users 
of AAC systems and help support their families in their schools, colleges and 
homes all over the UK. 

Ambassador Coordinator 

Although I have set up my own business, I work on a contract basis for Liberator 
Ltd. as their Ambassador Coordinator. The Ambassador Scheme started six years 
ago with five Ambassadors and has now grown to over thirty. Most of my work is 
planning the workshops ( basic and advanced) to train Ambassadors which I also 
present with a Liberator Speech and Language Therapist. I am also involved with 
preparing Ambassadors to work with Liberator on a contract basis. 

User Group Coordinator 

A few years ago, I decided to start up AAC User Groups throughout the United 
Kingdom for those using any form of AAC. In the first group, which I and Gillian 
Rumble, an AAC Consultant Speech and Language Therapist, started about 7 
years ago in the South East of England, about 50 users now attend with a facilitator 
at any one meeting. Some Groups have a theme for the meeting such as 
'Independent Living' or 'Employment and Disability' with outside speakers. In most 
cases, I both organise and run the groups. I have also had to try and find funding 
for them from different charities which has often been hard because it is difficult to 
explain on paper the benefits of a User Group apart from the obvious advantage of 
giving people the chance to communicate together. 

WHAT DOES 'INDEPENDENCE' MEAN TO YOU? 

In my opinion, this is a very important question because 'independence' can mean 
different things to different people. For my part, I believe it means having ideas and 
thoughts and being able to communicate them using whatever AAC system I have 
at the time or using my non-verbal communication. However, I do not believe it 
means that you have to be able to look after you_rself and carry out self-help skills 
yourself. For example, Professor Stephen Hawking, probably one of the most 
intelligent people on this Earth, is independent of thought and ideas but needs help 
for personal care. 
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When I was in hospital in January I was able to use my 100 Blissymbol chart to 
communicate despite being too ill to use my word board or Liberator. However, I 
still needed someone with me who knew me to be able to interpret this 
communication to its fullest. 

CONCLUSION 

During this presentation, I have been talking about myself and what 1 do for my 
work and in my life but to end with I should like to suggest how you could work in a 
similar way. 

You have to believe in yourself and be sufficiently confident to take the bull by the 
horns and carry out your objectives. It is worthwhile always remembering great 
things can come from small dreams but only if you have the drive to follow that 
dream to the end. 

Communication is the key to life. You must be able to communicate fast and 
efficiently. I have found, like many other AAC users of high-tech systems here today 
and around the world, that Minspeak allows for fast communication using real 
language and conversation. This means I can talk to people just like anyone else 
with natural sounding speech. 

Finally, you are responsible for your own destiny. If you have put a lot of work into 
your life you will get the rewards you deserve at the end of the day. 

Anthony S. Robertson, 
Independent Expressions, 
54 Pondcroft Rd., 
Knebworth, 
Herts. SG3 6DE 
UK. 

Tel/Fax: +44 (0) 1438 813658 
Email: independent.expressions@btinternet.com 
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"Never Sell Anyone Short" 

Ron Meeker 
Robin Reynolds, M.R.C. 

As a young boy growing up in rural Arkansas, I often heard the expression "If it don 1t kill 
you, it'll make you stronger". Later in life, while studying philosophy in England, my 
professor (who was a tenured Fellow from King's College, Oxford University) informed 
me that the verbatim statement is 1'That which does not kill me, makes me stronger" and 
was attributable to the noted philosopher Nietzsche. For me this was a great relief. As a 
young boy in Arkansas I thought the expression was of local origin and 
firmly believed it referred to moonshine whiskey. 

As a student of history and philosophy and anthropology and psychology and disability 
issues, I have some good news and I have some bad news. I'll give you the bad news 
first. 1The fundamental nature of life is adversity ,and the fundamental nature of human 
involvement and relationships is conflict''. Luckily the good news is a little more 
optimistic. "The nature of all human growth and development is the process of meeting 
this adversity and conflict, developing the resources to respond to these challenges, and 
ultimately persevering to overcome them". 

If Charles Darwin were in this room today, he would tell each and every one of us that we 
owe our survival and every IQ point we possess to millions of generations of our primate 
ancestors developing the resources to overcome the adversity and conflict in their 
environment long enough to contribute to the gene pool we currently share and enjoy. 
Luckily, we have also evolved socially to the point where we can see the worth of every 
individual, and we have developed the societal conscience to contribute great resources to 
the growth and development of the less fortunate among us. I have no doubt that the 
most positive statement that history will record about the Americansociety of this 
generation is "We the people have embodied in Law, the fundamental right of every 
human being to access and fully participate in our society at every level''. 

This brings me to the story of my good friend, Ronnie Meeker. Ronnie has severe 
cerebral palsy because he attempted to be born in this world butt first. I've always 
thought this was his first attempt to express his attitude toward the universe. 
Unfonunately, it did result in his being twisted in his umbilical cord and being deprived 
of oxygen for a few precious minutes. But even though Ronnie1s family is very 
impoverished, they loved him and kept him at home until he went to Little Rock to an 
Easter Seal's program for his early education. After seven years he returned home and 
continued his education for another 13 years at a day program at the Exceptional School 
in Portia, Arkansas. Sadly, Ronnie's father passed away, he was deeply affected, 
withdrew from school and essentially "retired" to the restricted environment of his room 
and a few square blocks of Hoxie, Arkansas. Luckily for American society, this was only 
the first chapter in Ronnie's life. Through the involvement of several case managers at an 
organization called "Focus Inc." Ronnies potential became known and with a lot of work 
by a lot of people, he got his Liberator. This was not easy, and Ronnie worked so hard to 
help raise the money it almost cost him his life on two occasions. He was going out in 
his electric wheelchair with a stick with a nail attached to collect aluminum cans to raise 
money for the Liberator. On one occasion, he turned his wheelchair over in a ditch and 
suffered second-degree sunburn. On another occasion, he got his wheelchair stuck on an 
active railroad trac~ and if help hadn't arrived in time, we wouldn't be here today. But 
finally with his perseverance, a federal grant, and his community raffling off tickets for 
TV sets, he got his Liberator and also entered the Medicaid Waiver program. 

PEC@ 6th Annual Conference Pittsburgh, Pennsylvania 1998 83 



This is where I entered the picture. To finish the requirements for my Master's degree in 
Rehabilitation Counseling, I was doing day hab work with a variety of individuals with 
developmental disabilities. I was selected to work with Ronnie because of my "oddball" 
computer background. For 15 years before working on my master's, I had been a music 
producer/writer/engineer and had done full orchestration work on computers using the 
:tvrrDI system. So it was assumed I was the right person to teach Minspeak to Ronnie. 
This assumption was correct, within ten minutes of meeting Ronnie and his Liberator I 
was like a kid with a new toy, and I didn't let him touch it for a week while I played with 
the functions and the language of this marvelous device. I could immediately see the 
language possibilities, but at first Ronnie was skeptical. Ronnie what did you think when 
I told you you would be able to talk completely with the Liberator? 

(Ronnie interjects) 

Well, as you can see he thought I was crazy. Now we have worked together for three and 
a half years and he KNOWS I'm crazy, but like any good friend, forgives me for this. 
Anyway for the first ten months we worked about twenty hours a week on the Liberator 
and our big outing every week was to go for breakfast at the local W almart so that Ronnie 
could show off the language he had developed that week. From this we eventually began 
to get invited to disability awareness functions at Arkansas State University and at 
various school systems. To make a long story short, we began to network out to 
conferences, seminars, and workshops and started to get the funding to attend various 
self-advocacy conferences. In August of 1996, we attended the National People First 
conference in Tulsa Oklahoma, where Ronnie was elected to the national board of Self
Advocates Becoming Empowered, the umbrella organization for self-advocacy, and the 
civil rights movement for people with developmental disabilities. 24 days later, 
Governor Mike Huckabee appointed Ronnie to be on our state1s Developmental Disability 
Planning Council. He also now serves as an ambassador for the Prentke-Romich 
company and as a result we are traveling all over the nation. 

Ronnie's crowning moment will come this November. He has been selected as the 
recipient of the Edwin and Ester Prentice award, and will deliver a keynote at the national 
convention of the American Speech and Hearing Association in San Antonio. 

Ladies and gentlemen, my good friend, RonnieMeeker. 

(At this point Ronnie will speak on a variety of disability and civil rights issues, and will 
close with the information that he was originally assessed as not having the intellectual or 
physical ability to use a Liberator.) 

Yes it's true, Ronnie was assessed by a misguided speech pathologist/therapist of the old 
school as not being able to use a Liberator. This brings us to the message we are trying 
to carry all over our nation. Regardless of your educational background, regardless of 
your philosophical attitudes about disability, never ever make an assessment about 
another human being that "targets" their range of development. Never ever believe for a 
second that the human spirit cannot develop the desire and motivation to overcome any 
obstacle. "Never Sell Anyone Short". 

(Questions) 
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