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Interview: Living with 
ALS with Linda Rutz

Linda Rutz reflects on experiences 
she and her husband Tom had after 
he was diagnosed with amyotrophic 
lateral sclerosis (ALS) in 2003, at 
age 58. In an interview conducted by 
Miechelle McKelvey and David R. 
Beukelman, Linda provides a unique 
glimpse into a couple s̓ journey 
through ALS. The interview captures 
Tom Rutz s̓ determination to express 
his authentic self, and highlights 
how Linda and Tom were able to 
maintain an active lifestyle. Prior 

to his diagnosis, Tom 
was a middle-school 
teacher. He and 
Linda had raised 
three children, had 

two grandchildren 
and were leaders in their commu-
nity. After his diagnosis, Tom and 
his family found creative ways to 
preserve their social relationships. 
They worked closely with David  
Beukelman and his colleagues 
at the University of Nebraska to 
ensure that Tom had access to ap-
propriate AAC strategies and tech-
nologies, until his death in October 
2004.1 

Before Tomʼs diagnosis with 
ALS, you and Tom had a very 

Telephone  EDPs

This issue of ACN focuses on peo-
ple with amyotrophic lateral sclero-
sis (ALS) and their closest commu-
nication partners and highlights the 
tremendous difference that effective 
communication supports can have 
on their lives. It is no accident that 
much of the newest information 
emphasizes both sides of the com-
munication exchange, because when 
individuals with ALS experience 
difficulty using natural speech, their 
communication problems wonʼt be 
solved unless they and their inter-
actants are able to work through the 
barriers that can derail successful 
exchanges. Thus, it makes sense 
for treatment to focus on ways to 
support the interaction, rather than 
placing the onus on “fixing” one or 
both interactants. 

Each personʼs choice of commu-
nication modes and strategies will 
depend not only on the available 
alternatives, but also on the partners  ̓
skills with these alternatives. Thus, 
people who rely on AAC may use 
their difficult-to-understand speech 
or employ a low-tech display with 
a family member, but choose to use 
a speech generating device (SGD) 
with a new acquaintance. As deci-
sions to use various combinations of 
signs, gestures, low-tech displays, 
SGDs, etc. are made, communica-
tion partners may need to gain new 
skills to co-construct messages, in-
terpret impaired speech and support 
the effective use of an SGD.

As the work we report 
on in this issue suggests, 
there may be enormous 
differences between the 
state-of-the-art com-

munication supports now 
available to people with ALS (as de-
scribed on pages 1-7 and 11-12) and 
the kind of communication support 
most people with ALS around the 
globe are actually getting. Profes-
sionals who serve people with ALS 
need to take very seriously the chal-
lenges of closing this gap. 

This issue contains updates on re-
cent research that enables clinicians 
to predict more accurately when 
speech will become unintelligible, 
clarifies when AAC interventions 
should begin (Fact Sheet, page 8) 
and provides information about how 
to secure funding for the SGDs that 
more and more people with ALS are 
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Upfront, Continued from page 1

Social Networks, Continued from page 1

active social life. Did that change? 
We made a promise that ALS was 
not going to change our lifestyle. 
Our lifestyle was to be on the 
go—to go out. 

Was Tom able to remain 
involved with his friends and 
participate in outside activities?  
In November of 2003, we started a 
weekly gathering at a restaurant. We 
called it Time Out with Tom. We got 
the word out that it was a time to 
stop by and see Tom because, you 
know, even though many people 
will come by your house, some just 
donʼt feel comfortable doing that. 

We did not miss a Monday. Some 
people would just stop by for a quick 

refreshment, and others bought 
dinner, but all talked with Tom. We 
probably averaged 30 to 35 people 
every week. In April of 2004, we 
surprised Tom, because his birthday 
was on a Monday. We had over 125 
people at the restaurant that night. 

How was he able to communi-
cate with such a large group? 
When we started Time Out with 
Tom, he was still talking, using a 
small portable voice amplifier.  After 
a few months, he began to use his 
communication device to talk. We 
developed pages for greetings and 
weekly news so he could tell people 
where heʼd been, what heʼd been 
doing and what was happening in 
the family. 

During football season, we also 
had a sports page about Nebraska 
football, which was a lot of fun. Of 
course, Tom could prepare unique 
messages anytime he wanted.   

Did he talk about the same 
things each week? Within about a 
month we had developed a system. 
He started by sharing a “Thought 
for the Day”— something introspec-
tive or reflective that he had thought 
about that week. 

One Monday he thought it 
might be fun to tell a joke, and in 
a few weeks people were email-
ing him jokes all the time. I would 
print them out and we would pick 
a couple to use. Well, oh my good-
ness, that was a hit! He loved it 
because he had quite the sense of 
humor.  Some of his jokes were the 
lamest jokes ever, but everybody 
loved them.  

Did Tom have other regular 
meeting times with friends? Yes. 
This group of young guys from 
church would come to the house. 
They started picking him up for 
lunch every Wednesday. After he 
was in a wheelchair and it became 
harder for him to move around, they 
would come to our house for lunch. 
They became the joke selection 
committee. 

What else did he do to main-
tain community involvement? 
Tom decided that he was going to 
call each member of our church on 
his or her birthday. As the disease 
progressed, it was harder to under-
stand him, so he made all the calls 
using his communication device. 
We programmed in messages for 
birthdays and anniversaries.  

At church, in August of 2004, our 
pastor asked, “How many people in 
this room have had a birthday call 
from Tom?” Just about everybody 
stood up. There are four hundred 
people in our church. I think the 
numbers of people he touched were 

finding to be a crucial component 
of living a full life (On the Web and 
Governmental). 

Social Networks contains an 
interview with Linda Rutz, whose 
husband Tom had ALS. Linda 
captures the day-to-day reality of 
relying on AAC and describes how 
Tom was able to use an SGD to 
maintain his relationships and his 
lifestyle. The Equipment section 
explains how Tomʼs speech gen-
erating device was organized and 
personalized to address both his in-
trapersonal and interpersonal needs. 
In Case Example, Lisa Bardach de-
scribes her treatment approach with 
Mr. G, first in his nursing home and 
then at hospice. These articles offer 
a unique glimpse into the potential 
that exists when highly-trained 
professionals provide support to 
individuals with ALS and their 
primary caregivers.

In addition to these more per-
sonal stories, the AAC-RERC and 
University Research sections report 
important new information about 
the roles of informal caregivers 

who serve as primary communica-
tion facilitators and the kinds of 
supports they prefer.

Thanks to Linda Rutz, David 
Beukelman, Laura Ball, Melanie 
Fried-Oken, Lisa Bardach, Lewis 
Golinker and Lynn Fox, who helped 
prepare this issue. 

I hope ACN readers will see the 
urgency of sharing this news with 
individuals who have ALS, their 
family members and those who 
work with them. Being able to com-
municate effectively throughout the 
progression of this disease is a cru-
cial factor in navigating its shifting 
obstacles and difficulties. Helping 
people to do so is an essential com-
ponent of effective treatment.  

Sarah W. Blackstone, Ph.D. 
CCC-SLP 
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Continued on page 4

pretty amazing. People could not 
believe that somebody who was as 
ill as he was would still reach out 
and make birthday calls to them.

When did Tom begin to use his 
AAC technology? AAC was intro-
duced to us early on. Tom started to 
work with a device in December 2003, 
while he was still able to communi-
cate using natural speech. Iʼm glad 
we started as early as we did because 
we had time to figure out what to do 
and what the next steps would be. The 
AAC specialists had us talk about our 
lifestyle, how we wanted to use the 
AAC device and where we wanted to 
go. I said, “Well, weʼre going to keep 
going out, so we had better figure out a 
way to take it with us.” 

Tom had different pages of mes-
sages. I think that came out of our 
saying, “The communication device 
has to grow with us, so let s̓ make 
sections that we can easily update 
and change.”

What advice can you give a 
family about developing AAC for 
someone with ALS? I think you 
need to emphasize to a family that 
the AAC device is not just a ma-
chine or a piece of equipment, like 
an oxygen machine. It becomes a 
part of the personʼs personality. I 
feel that a big part of what I did was 
to help people know what to expect 

so they could interact with Tom, and 
also help them be sensitive to where 
he was and how the disease was 
progressing.

What role did the communica-
tion device play in maintaining 
Tomʼs social network? The com-
munication device really became 
Tom, or rather an extension of him. 
For example, one time Tom received 
a Norwegian joke and wanted to get 
the machine to speak with a Norwe-
gian accent. We were trying to spell 
phonetically and in the end, actu-
ally figured it out! All our friends 
adjusted to the device. People were 
great. During the last nine months, 
he used it all the time, and it really 
was an extension of him. 

You mentioned that you had 
difficulty getting insurance to pay 
for the AAC device. I got a letter 
from our insurance company asking, 
“Does Tom really need this com-
munication device?” I mean, itʼs so 
ridiculous! 

Hereʼs the deal, I went ahead and 
paid for the thing [AAC device] be-
cause we needed it. If I had waited 
until the insurance company agreed 
to pay, Tom would have been gone. 
Now how stupid is that! The month 
after he died, they finally reim-
bursed us for his equipment. 

Did Tomʼs communication style 
and content change over time? 
Before the ALS, Tom was basically 
a hands-on, doer person. He loved to 
make things better.  Because of the 
disease, he had a lot more time to think 
about things. And he thought about 
stuff that had me wondering, “Why 
the heck is he thinking about that?” He 
would come out of the clear blue with 
something he wanted to do or some-
thing that was important to him. 

He became more philosophi-
cal and thoughtful, thinking about 
ideas and thinking about things that 
he wanted to say or do for people. 
That was a dimension of him and 
his personality that I felt was always 
there and just really blossomed. He 
began communicating a lot more of 
his feelings.

How did Tom communicate 
his basic needs? As Tomʼs speech 
got worse, we used signals a lot. I 
had signal sheets in each bathroom, 
in the kitchen and all the rooms he 
spent time in. I would update the 
signal sheets periodically so whoev-
er was there (a caregiver, volunteer 
or friend) could refer to them. 

Tom communicated with his eyes 
and his head. He chose movements 
that were easy for him and made 
sense, like making different move-
ments with his mouth and tongue to 
signal hunger or thirst. Sometimes, 
heʼd have to type out the meaning 
of a signal on his communication 
device before we understood it. 

How did his use of the AAC 
device impact your family life? 

      Thought for the Day
I want to share a special message about 
my ALS journey that you have shared 
with me. First, I want to thank you 
for all of the sacrifices that you made 
coming to “Time Out with Tom” every 
Monday. Your love and concern have 
been the wind beneath my wings for the 
last year.

 Tom Rutz, June 2004
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Social Networks, Continued from page 3

The grandkids— I mean, he loved 
those boys— they thought that 
the AAC device was Tomʼs voice. 
Sheila, our daughter, would bring 
Dylan (age 2) and Thomas (age 
1) over every Monday morning to 
see Papa (Tom), and theyʼd watch 
Sesame Street together and play. We 
had programmed the messages, “Hi 
Dylan, I love you,” and “Hi Tommy, 
I love you.” When they walked in, 
Tom would play these messages and 
Tommy would just light up. 

I still have the communication 
device in the kitchen. Recently, I 
had it say, “Hi Tommy, I love you.” 
Tommy said, “Papa, Papa.” So, they 
never missed a beat at all. 

Tom had always taken care 
of the house and rented out the 
apartments you owned. As his ALS 
progressed, did you have to make 
more decisions in these areas? 
Well, thatʼs interesting you should 
ask because that was one of our big-
gest issues. When we  
renovated our house so that he could 
have access, I had made some deci-
sions that I basically didnʼt think 
were a big deal. However, they 
werenʼt minor to Tom because he  
felt that when I made decisions 
without him, I was saying that it 
didnʼt matter what he thought, and 
that he didnʼt bring any value to the 
decision. That wasnʼt it at all. 

I learned to make sure we really 
talked about things instead of say-
ing, “I think we should do some-
thing, what do you think?” Like I 
was asking him, but had already 
made the decision.

How about your children?  
Did they have similar issues com-
municating with their dad? I think 
Julie (daughter) had the same  
challenge that I did. For example, 
there were lots of little things that 
would happen at the apartments. 
Originally, she thought it  would be  

to do is to come over and sit down 
with Dad and say, ʻHereʼs whatʼs 
going on with the apartments,  ̓so he 
feels like heʼs still part of it and itʼs 
still a part of him.” That worked a lot 
better. Even at the end, Julie would 
ask him for advice about what she 
should do with the apartments. 

What had to change was us learn-
ing to be sensitive, not Tomʼs ability 
to provide input and make decisions. 

Did the AAC device help him 
deal with ALS? One night when we 
got home after a Time Out with Tom, 
he was very, very angry with me 
about something. It was something 
that he had asked me to do, and Iʼd 
forgotten to do it. It wasnʼt so much 
that I had forgotten, but rather it sent 
the message that he wasnʼt impor-
tant enough that I would remember 
to do it. I think caregivers have to 
struggle with this.  

Our family would keep saying to 
each other, “Youʼre going to have 
bad days and youʼre going to have 
good days.” When you just lose it 
       Thought for the Day

I know in advance approximately 
when I will die. So I have been 
able to make a personal videotape 
for each member of my family. I 
have been able to say all of the 
things that are difficult to say or 
go unsaid many times. And each 
week at Time Out with Tom, I am 
able to see and share my thoughts 
with many of my friends. If there is 
one by-product of this disease, it is 
the time to say goodbye.

 Tom Rutz, August 2004

with each other, it may not be that 
particular situation, but rather the 
disease and all the feelings sur-
rounding the disease. 

Anyway, he was quite upset with 
me and he wanted his communica-
tion device, so I went and got it. Iʼm 
sitting there in the recliner, and itʼs 
late, and heʼs just written something. 
All of a sudden he says, “Donʼt give 
up your day job, you suck as a care-
giver.” And then he played it again 
and again…five times!

Scott, our son, was sitting across 
the room working on his computer, 
and he just looked at me and started 
laughing. Tom, however, was not 
laughing. He was quite upset—very 
upset—with me. After I heard it for 
the fifth time, I went over and said, 
“I get it! I get it! I get the message!” 
Then I told him, “Iʻm sorry,” and we 
had a talk, a good exchange. Still, 
it wasnʼt until the next day that he 
could finally laugh about it.
Final thoughts

During the interview, Linda 
recalled that six months after Tom s̓ 
death they had a “Time Out with 
Tom Revisited” at the same restau-
rant where everyone used to meet 
when Tom was alive. 

I took the communication device with 
me and played a couple of his jokes. 
My heart just kind of pounded because 
that was really Tom.

Linda and Tom Rutz clearly 
valued communication and were 
determined to live life to the full-
est, no matter what. Working with a 
team of competent AAC profession-
als, Tom and Linda made sure he 
had the supports he needed to stay 
in touch with family, friends and 
acquaintances despite Tom s̓ loss 
of speech. We are all indebted to 
Linda for her willingness to share 
their experiences so openly. 

better not 
to tell Tom 
because 
he would 
get upset, 
but then he 
would find 
out any-
way. I said 
to Julie, “I 
think what 
you need   
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Tom’s AAC system by 

David R. Beukelman, Ph.D.

Tom Rutz made it clear while 
he was still able to speak that he 
wished to maintain communication 
with a wide range of individuals in 
his social network; and throughout 
his illness, he continued to interact 
with people each week. As AAC 
professionals, we understood that 
Tomʼs AAC technology had to be 
efficient and support extensive 
message-based communication, 
letter-by-letter spelling and word 
prediction. 

After an assessment at the Neuro-
muscular Disorders Clinic at the Uni-
versity of Nebraska Medical Center, 
Tom selected Enkiduʼs Tablet XL 
Impact2 speech generating device 
(SGD) because it (1) would enable 
him to store a large amount of novel 
information, (2) was relatively easy 
to program and (3) would allow him 
to easily retrieve messages. Tom 
accessed the device using Head-
Mouse® technology.3  
The content and organiza-
tion of his SGD 

AAC professionals worked with 
Tom and his family to customize his 
device so he could actively par-
ticipate in his wide-ranging social 
network. Tom organized his social 
calendar by the week: church (Sun-
day), Time Out with Tom (Monday), 
lunch with the guys (Wednesday), 
phone calls for birthdays and anni-
versaries (whenever), sports events 
(whenever). 

To interact with groups of 
people, Tom often relied on pre-
programmed messages, but he also 
formulated novel messages. He 
made extensive use of both spell-

Table I. Configuration of Tom’s AAC device

Continued on page 6 

ing and message modes 
and occasionally used 
word prediction. 
Stored messages were 

updated each week.
As shown in Table I, Tomʼs 

speech generating device (SGD) had 
multiple pages and links. In addition, 
he could prepare special pages to 
support his participation in one-time 
events. Tomʼs upfront planning made 
him especially effective during radio 
and TV interviews.  For example, 
Tom made a page for the Muscular 
Dystrophy Telethon, which in-
cluded a statement about living with 
ALS, some news, a few jokes and a 
Thought for the Day. It also linked to 
his SGD description page. 

Tomʼs AAC technology 
evolved over time in ways that 
reflected his changing needs, 
interests and preferences. Mes-
sages were often organized by 

Main Page. The Main Page on 
the Tablet XL Impact is set up for 
spelling with the alphabet and word 
prediction. Tomʼs Main Page linked 
to his Quick Talk messages page 
and his Master Table of Contents 
(MTOC) page.

Quick Talk messages consisted 
primarily of conversation starters. 
What have you been doing? How is 
your family? How are you doing? 
Great to see you again. Thanks for 
coming. He often used these to get 
someone talking while he prepared 
to go further into a conversation.

Master Table of Contents 
(MTOC) enabled him to navigate to 
all other pages of stored messages. 
Tom created six additional catego-
ries of pages: 

1. Jokes (organized by the 
week). Over time, he accrued about 
25 Jokes pages. Each Jokes page 
contained six to eight jokes. He had 

both category and date to help him 
remember which messages he had 
used with a particular group or an 
individual. Links between pages 
specifically reflected Tomʼs con-
versational patterns. For example, 
he often went from the News page 
to the Jokes pages, but rarely 
went from the News page to his 
Thought for the Day pages.  

a Jokes Table of Contents (TOC) 
page to help him access individual 
pages. Several pages contained 
jokes he had chosen for certain 
events, such as a class reunion or a 
special session at his church. Tom 
divided each joke into two or three 
separate messages so he could de-
liver them effectively. 
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Primary communication 
facilitators by Laura Ball, 
Ph.D., Kim Schardt, M.S. & David 
R. Beukelman, Ph.D.

Most persons with amyotrophic lat-
eral sclerosis experience severe com-
munication disabilities at some point 
in the progression of the disease, and 
can benefit greatly from augmenta-
tive and alternative communication 
(AAC) strategies. To do so, they of-
ten require the active involvement of 
communication facilitators—people 
who support the use of specific AAC 
strategies and technologies. 

This study surveyed the primary 
communication facilitators of 47 

individuals with ALS. The goal was 
to investigate the technical back-
grounds, learning mode preferences, 
training experiences and roles of 
those who support people who use 
AAC technology. 

Persons with ALS. All 47 people 
with ALS relied on AAC technol-
ogy to communicate. Eighteen 
(38%) were female and 29 (62%) 
were male. Twenty-five (53%) were 
diagnosed with bulbar ALS, eigh-
teen (38%) with spinal ALS and 
four (9%) with mixed ALS. Ages at 
the time of diagnosis ranged from 
33 to 80 years, with a mean of 57 
years. Most (90%) were married, 
two were unmarried and four were 
widowers. All used complex speech 
generating devices (SGDs) from a 
range of manufacturers (Dynavox 
Inc., Enkidu, Words+ Inc., Assistive 
Technology Inc., Zygo Industries).4 

Primary communication facilita-
tors. Facilitators were defined as 
persons who had participated in 
AAC evaluations and training ses-
sions with the person with ALS, 
made tech-support telephone calls 
and were engaged in ongoing inter-
actions related to AAC technology 
use. Most primary facilitators were 
family members. Of the 47 individu-
als with ALS, spouses accounted for 
nearly half (N=23) of the facilita-
tors. Ten facilitators were adult 
daughters; there were seven other 
family members (a daughter-in-law, 
a niece, a granddaughter, a mother, a 
grandson, a brother and a son) who 
acted as communication facilitators. 
In only five cases did paid staff (i.e., 
3 SLPs, 2 nurses) serve as primary 
facilitators. Finally, two individuals 
maintained and programmed their 
own SGDs. 

[Note: Nearly all individuals with ALS 
relied on a single, primary facilita-
tor throughout the disease, even after 
transitioning from home to a hospice or 
nursing care facility.] 

Equipment, Continued from page 5

2. Thought for the Day (orga-
nized by week). Each Thought for 
the Day page contained six to ten  
thoughts. Some thoughts were brief 
(a few sentences), while others were 
quite long (about 500 words). A 
Thought for the Day Table of Con-
tents (TOC) page gave him efficient 
access to individual thoughts.

3. News (organized by week). 
These pages contained brief descrip-
tions of recent news items. Some-
times the items involved Tom and 
his wife, Linda, or were updates 
of their childrenʼs activities. Many 
individuals who came to Time Out 
with Tom had known the family for 
years. News items were things that 
had happened up to a month before. 
So, while the news pages were very 
important to his communication 
efforts, he did not retain them in his 
system.

4. Phone. Tom had two phone 
message pages with about 40 mes-
sages. He used these to interact 
during general phone conversations, 
make birthday and anniversary calls 
and deal with answering machines. 
Tom telephoned people at his church 
who did not regularly come to Time 
Out with Tom and who were not part 
of the lunch group. He also used 
the phone to develop relationships 
with children and young people at 
church. He would call them, wish 
them a happy birthday and then in-
vite them to tell him what gifts they 
received when they saw him next. 
Not surprisingly, these kids would 
chat with him after church services. 
They were comfortable with him 
because he had already talked with 
them using his AAC device on the 
telephone.  

5. AAC Device Description.  
Many people were interested in the 
AAC device, and it was not uncom-
mon for strangers to approach him 

Published July 2005

at sporting events and concerts 
to ask about it. Tom had a single 
page with messages to describe his 
system. Typically, he would respond 
to the question and then tell them a 
joke or two, share a little news and 
ask how they were doing.

6. Care. Tom maintained several 
pages with messages that related 
to his physical and medical needs. 
These changed over time as his care 
needs increased.  
Concluding remarks

Each individual with ALS wants 
to express his or her authentic self. 
Tomʼs device worked well to sup-
port his interpersonal and intrap-
ersonal communication needs. He 
would have been pleased to know 
that a glimpse into how his system 
was designed might be helpful to 
others.

[For additional information about 
Tomʼs AAC system, including ex-
amples of stored messages, go to http:
aac.unl.edu.] 

AAC-RERC
S P R E A D  T H E  W O R D
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Survey. The survey instrument 
was designed to examine a number 
of factors about people who act as  
primary communication facilitators. 
It was mailed to all 47 facilitators 
and completed by 19, representing 
a 43% return rate. Of those who 
responded, 16 (84%) were females 
and three (16%) were males. Four-
teen were spouses (12 female, 2 
male); two were daughters, one was 
a son and one was a niece. One re-
spondent served as her own primary 
facilitator. 
 [Note: Researchers decided to exclude from the 

final data analysis all paid workers (N=5) who 
had served as primary facilitators.] 

Preliminary results were as fol-
lows. 
1. Technical background of facilita-
tors. People who became facilitators 
of communication and AAC tech-
nologies for individuals with ALS 
did so because of their primary rela-
tionship with the person, rather than 
their level of technical expertise. No 
respondents were engineers, com-
puter programmers or information 
system support personnel. However, 
many used computers for word 
processing and/or Internet access. 
One person was a student in com-
puterized graphic design. A majority 
said learning about technology (with 
the exception of word processing) 
was “not at all like me.”  Facilitators 
had learned to use AAC technology 
because of the needs of the individu-
als they supported.   
2. Learning Mode Preference. All 
primary facilitators and individu-
als with ALS participated in train-
ing sessions provided by an AAC 
technology specialist (first author). 
The mean number of training ses-
sions was 3 (range of 1 to 10) and 
the mean length of a session was 1.6 
hours (range of 45-120 minutes). 
Three facilitators reported attending 
additional training sessions provided 
by an AAC manufacturerʼs repre-
sentative. 

A majority (11) of the facilitators 
said they preferred learning about 
AAC devices through detailed, 
step-by-step instruction. One person 
commented, 

I am a visual, hands-on learner. Work-
shop instruction works best, then allow-
ing me to help the person with ALS.

In all, six (32%) preferred to 
learn in a group situation. Only two 
said they liked to learn to use tech-
nology without help. One person 
said, 

Taking the device home with all the 
booklets that came with it and trying 
to operate it on our own was extremely 
frustrating and confusing. 

3. Facilitator Roles. These facilita-
tors coached and mentored individu-
als with ALS to use SGDs. They (1) 
programmed pronunciation excep-
tions, (2) assigned prediction values 
or priorities for word prediction al-
gorithms, (3) adjusted scanning and 
dwell values as physical abilities 
changed and (4) positioned switches 
to accommodate fine movement or 
strength changes. They also com-
municated with AAC intervention-
ists and manufacturers about AAC 
technology issues. 

Primary facilitators also said they  
routinely coached and instructed a 
range of communication partners, 
most often immediate family mem-
bers, friends and caregivers, but also 
less familiar and even unfamiliar 
partners. They provided more or 
less support depending upon the 
participation patterns, living situ-
ation and health care needs of the 
individual with ALS. For example, 
one man habitually used his AAC 
technology at home, but typically 
“forgot” to bring it when he went 
out for a weekly get-together with 
friends. His facilitator (wife), think-
ing he might be fearful of a negative 
reaction from his buddies, decided 
to bring his SGD to a party and 
demonstrate it. She reported that it 

took only a few minutes before her 
husband was “elbowing in” to show 
everyone how his device worked.

Primary facilitators also taught 
other caregivers to maintain SGDs 
and accessories. While they  did 
not assume complex programming 
and troubleshooting activities, these 
caregivers did help by moving and 
positioning mounts and switches, 
charging equipment and setting up 
communication devices for daily use. 
Summary 

Facilitators play a key role in 
ensuring that individuals with ALS 
can access and use AAC technolo-
gies effectively to communicate 
with family, friends and others in 
their social network. Survey results 
suggest that primary communication 
facilitators of individuals with ALS 
are typically female family members 
with non-technical backgrounds. 
Facilitators reported mentoring and 
coaching a variety of people, mostly 
other family members and friends 
about how to communicate with the 
individual and care for equipment. 
Data also suggest that primary facil-
itators had strong preferences about 
how to learn to use SGDs (e.g., pre-
ferring hands-on, detailed, step-by-
step instructions). In conclusion, it 
is vital for clinicians and developers 
of AAC technology to find ways to 
support the primary communication 
facilitators of persons with ALS.

For additional information about the 
AAC-RERC and its projects and activi-
ties, go to http://www.aac-rerc.com.

Published July 2005

 The AAC-RERC section is partially funded 
by the National Institute on Disability and 
Rehabilitation Research under grant number 
H133E03 0018. The opinions herein are those of 
the grantee and do not necessarily reflect those 
of the U.S. Department of Education. Published 
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 Communication Support for Persons with ALS: A Fact Sheet
 Prepared by Laura J. Ball, Ph.D., David R. Beukelman, Ph.D. and Gary L. Pattee, M.D. 2005

n ALS is a rapidly progressive, neurodegenerative disease often resulting in mixed dysarthria (spastic & 
flaccid) of speech.4  
n As ALS progresses, the severity of dysarthria worsens so that a large percentage of persons with ALS (80 

- 96%, depending on the report) are unable to meet their daily communication needs through speech alone. 
These persons require augmentative and alternative communication (AAC) in very timely interventions.  
n A recent study reported that following an evaluation and recommendation for AAC technology, 96% of per-

sons with ALS accept AAC technology2 either immediately (90%) or after some delay (6%). Approximately 
4% of individuals with ALS rejected AAC technology. Those who rejected AAC technology usually demon-
strated complex medical or cognitive conditions in addition to ALS.

n Research shows that those who accept AAC recommendations and receive AAC systems use AAC until within 
the last two weeks of their lives.2 Ongoing data collection suggests that on average, those with a spinal onset 
of ALS use their device approximately 27 months, those with bulbar onset approximately 19 months and those 
with mixed onset approximately 17 months.

n The timeliness of the referral for an AAC assessment is an essential component in providing AAC devices 
to people with ALS.1,4 It is necessary that a device be recommended and purchased with enough time to learn 
to use it prior to losing intelligible speech. 

n The Neuromuscular Disorders Clinic at the University of Nebraska Medical Center recommends an AAC 
assessment as soon as speaking rate slows to 125 words per minute, even if sentence intelligibility remains 
over 90%.1,4 If intelligibility drops below 90%, the ability to use speech to communicate will be lost. For most, 
speaking rate decreases before loss of intelligibility (Sentence Intelligibility Test5) is observed. For all types of 
ALS (bulbar, spinal or mixed), a rapid deterioration of intelligibility often occurs when speaking rate reaches 
approximately 55%–70% of the habitual rate. 

n Speaking rate can be monitored adequately for change using a standard telephone.3 Between visits, simply 
provide a standard series of sentences to be read. At regular intervals, time and record the sentences as they are 
spoken over the phone to obtain an overall average and monitor changes over time. 

References
1. Ball, L., Beukelman, D., & Pattee, G. (2002). Timing of speech deterioration in people with amyotrophic lateral sclerosis. Journal of Medical Speech-Lan-

guage Pathology. 231–235.
2. Ball, L., Beukelman, D., & Pattee, G. (2004). Augmentative and alternative communication acceptance by persons with amyotrophic lateral sclerosis. Aug-

mentative and Alternative Communication, 20, 113–123.
3. Ball, L., Beukelman, D., Ullman, C., Maassen, M., & Pattee, G. (2004-submitted). Monitoring speaking rate at a distance for persons with amyotrophic 

lateral sclerosis, Journal of Medical Speech Language Pathology. 
4. Ball, L., Willis, A., Beukelman, D., & Pattee, G. (2001). A protocol for identification of early bulbar signs in amyotrophic lateral sclerosis. Journal of the 

Neurological Sciences, 191, 43–53.
5. Yorkston, K., Beukelman, D., & Tice, R. (1996). Sentence Intelligibility Test. Lincoln, NE: Institute for Rehabilitation Science and Engineering at Madonna 

Rehabilitation Hospital.

The Rate-Intelligibility Relationship in ALS: Guidelines for Clinical Practice
A scatter-plot of speaking rate & sentence intelligibility for 248 speech samples produced by persons with spinal (triangles), bulbar (squares), and mixed (diamonds) ALS.

§   When speaking rate has slowed to about 150 words per minute (wpm), a physician referral to a speech-language
     pathologist is recommended, and monthly monitoring via telephone should begin.  

§ When speaking rate has slowed to about 125 wpm, an AAC evaluation is imperative. 

§ If, at any time, intelligibility of speech decreases below 90%, an AAC evaluation is recommended. 
© 2005 Ball, Beukelman, Pattee              Published by Augmentative Communication News, v. 17, #2, July  

   Please feel free to print this page, laminate it and share the information.  

published July 2005
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Continued on page 10  

Table II. Call frequency data

ALS caregiver 
research
Informal caregivers are defined as 
family members and close friends 
who provide unpaid assistance. The 
informal caregivers of individuals 
with amyotrophic lateral sclerosis 
(ALS) are known to play crucial and 
varied roles, and often act as prima-
ry communication facilitators. For 
example, if speech deteriorates and 
communication becomes difficult, 
informal caregivers often step in to 
support communication, including 
the individualʼs use of AAC devices, 
techniques and strategies. They 
help individuals acquire and use 
AAC devices, maintain communica-
tion equipment and program AAC 
devices. They often learn to support 
the use of partner-assisted com-
munication techniques and strate-
gies, such as eye-gaze and auditory 
scanning. Caregivers who support 
and facilitate communication also 
serve as interpreters, instructors 
and/or coaches for family members, 
friends, acquaintances and for unfa-
miliar partners. In other words, they 
help individuals with ALS converse 
with others (and vise versa), express 
feelings, wants and needs and stay 
connected and in control of their 
lives. 

Despite the acknowledged im-
portance of informal caregivers as 
communication facilitators, little is 
known about their attitudes regard-
ing AAC technologies, their comfort 
levels with AAC devices and strate-
gies, how they view their roles as 
facilitators or whether they consider 
AAC technology a burden, a strain 
or an advantage. 

Melanie Fried-Oken, 
along with her col-
leagues in Portland, 
Oregon, and Joan 
Murphy in Stirling, 

Scotland have recently 
examined the roles informal caregiv-
ers of individuals with ALS play in 
supporting the use of AAC technolo-
gies. Results from their studies are 
briefly described below.   

Caregiver attitudes about AAC 
technology skills, mutuality and 
role strain (Northwestern USA). 
Fried-Oken and colleagues inves-
tigated the relationship among (1) 
attitudes about AAC technology, (2) 
computer and AAC technology skills 
and (3) role strain.5,6 Participants in 
the study included 34 caregivers 
of 27 individuals with ALS who 
reside in the northwestern part of the 
United States. The 34 caregivers in-
cluded: 20 spouses, 5 adult children, 
5 friends, 1 sibling and 3 others. 
Their mean age was 54 years with a 
range of 23 to 88 years. Most (79%) 
were female. 

The individuals with ALS in-
cluded 22 males and 5 females with 
a mean age of 60 years. Their mean 
score on the ALS Severity Rating 
Scale was 10.44 with a range of 0 
(no function) to 32 and a standard 
deviation of 10. They relied on a 
variety of AAC technologies, includ-
ing dedicated text-to-speech devices 
such as the LightWRITERTM (7), 
computer based systems with spe-
cialized software such as EZ Keys 
(16), symbol/word-based dynamic 
display devices (7), computers with 
adapted software (3) and voice rec-
ognition (1). Some individuals used 
more than one device. 

Research associates interviewed 
caregivers and individuals with ALS 
in their homes, by email or over the 
telephone. All participants com-
pleted a demographic survey, the 
AAC Scales and checklist and the 

AAC Caregiver Assessment of Com-
munication Support (CACS). [See 
Table II). 

Caregivers in this sample de-
scribed very positive attitudes 
toward AAC technology (4.29 on 
a 5 point scale, with 5 being very 
positive). Researchers found no 
relationships between caregivers  ̓
role strain and their attitudes toward 
AAC technology. Results showed 
no correlation between role strain 
and general computer use. The 
researchers concluded that, because 
computers are widely used in our 
culture, caregivers were therefore 
comfortable with computer-based 
AAC technology. Thus, it did not 
affect their level of role strain.

With regard to AAC device skills 
and domains of role strain (rewards, 
mutuality and other caregiving 
tasks), caregivers who had greater 
AAC device skills reported greater 
rewards associated with caregiving. 
They also indicated an increased 
perception of closeness with their 
partners and less difficulty with 
caregiving tasks.

Perceptions about AAC tech-
nologies and services (Stirling, 
Scotland). During a three-year, 
longitudinal project in Scotland, 
Joan Murphy investigated the per-
ceptions of individuals with motor 
neuron disease and their caregiv-
ers about issues related to AAC.7 
[ALS is one of several motor neuron 

Table II. Caregiver Assessment of 
Communication Support (CACS)

 The CACS includes the following scales and 
checklists that measure caregivers  ̓subjective 
experiences of supporting individuals with 
ALS to use AAC technologies: 

 (1) Communication Device Skills Checklist; 
(2) Computer Use Skills Checklist; (3) Com-
munication Device(s) scale and (4) Attitude 
Scale.

 Developed by Melanie Fried-Oken, Lynn Fox, 
Judy Rau and Jill Tullman (2002). 
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Table III. Length of calls data
diseases.] Fifteen individuals with 
motor neuron disease (8 men and 7 
women) participated.  Most partici-
pants (13) had a bulbar onset, while 
two had a spinal onset of ALS. Each 
participant with ALS chose a com-
munication partner to participate in 
the study. Ten asked their spouse, 
two a close relative and one a friend. 
Two had no one available, so the 
researcher served as their interactant. 

Data were collected using video 
recordings of dyads in open conver-
sation, and through interviews and 
field notes. Although the researcher 
planned to visit each dyad seven 
times at approximately six-week 
intervals, this was possible with only 
nine dyads. During the final visits, 
one person had no speech impair-
ment; eight had severe to profound 
impairments, and four had mild to 
moderate speech impairments. [Two 
individuals died before the end of 
the study.] Participants relied on 
speech, gestures, paper and pen and 
alphabet boards to communicate. 
Ten had high-tech AAC devices 
(LightWRITERTM).8 Some individu-
als also used computers to search the 
Internet, send emails and write.

Over the course of her three-
year study (about ten months for 
each participant), Murphy analyzed 
the data using qualitative meth-
odologies, which involved coding 
conversational control, communi-
cation modes, topics and strategies 
that helped or hindered commu-
nication. An inductive analysis 
revealed three common themes in 
relation to AAC.  

(1) Results relating to the indi-
vidual with motor neuron disease 
and caregivers. Participants (care-
givers and individuals with motor 
neuron disease) preferred to inter-
act using speech (despite existing 
impairments) and other body-based 

modes. Topics were often predict-
able with familiar partners and 
emphasized social closeness. The 
dyads reported that more formal 
modes were often not required. 

(2) Results relating to AAC de-
vices. Participants said they did not 
like the quality of the speech output 
on their AAC devices. The research-
er noted that most of the devices (7) 
either had no speech output or were 
earlier versions of the LightWRIT-
ERTM. [Note: the LightWRITERTM  
began shipping with DECTalk in the 
mid-1990s.] 

Participants also said they had 
technical difficulties with their 
AAC device and had found learn-
ing to use it challenging. For many, 
physical access was problematic, 
but only two dyads were aware that 
their device had an available scan-
ning module. Murphy noted that no 
dyads used a speech output device 
during her visits. 

(3) Results relating to profession-
al input. The LightWRITERTM was 
the only high-tech device profes-
sionals had suggested, and partici-
pants in the study said they had re-
ceived very little training in the use 
of their device. No one had offered 
them information about other AAC 
devices, made suggestions about 
future vocabulary requirements or 
recommended any kind of symbol 
board, picture communication book, 
memory book or personal com-
munication passport. Even so, five 
dyads used low-tech communication 
successfully (alphabet board, board 
with key words and phrases, paper 
and pen, or a combination). 

Based on her study, Murphy 
emphasized the need for speech-lan-
guage pathologists to support close 
communications with familiar part-
ners. Among the recommendations 
she made for professionals who 
support people with ALS were:

1. Focus on supporting communica-
tion, even if you are also providing 
assistance with swallowing. Speech-
language pathologists should have suf-
ficient expertise, and should spend time 
introducing, supporting and updating 
low-tech and high-tech AAC approach-
es so the capacity to communicate is 
maintained throughout the course of the 
disease. 

2. Support the use of speech strategies 
for as long as possible.

3. Be aware of each clientʼs communi-
cation purposes. Address ways for the 
person with ALS and their caregivers 
to maintain social closeness. Take care 
to do nothing that might make it more 
difficult. 

4. Provide information about vocabu-
lary that might be needed in the future. 
Show caregivers and individuals with 
ALS how to update vocabulary in ways 
that maintain small talk and nurture 
social relationships.

5. Make sure appropriate AAC devices 
are available in a timely manner and 
that sufficient training is provided 
to individuals with ALS and to their 
caregivers.

6. Recommend devices that the person 
with ALS and caregivers can easily 
learn, that are reliable and have good 
quality voice output. 

7. Consider the need to recommend 
devices that are easily adaptable to ac-
commodate changes in physical status.   

Communicative purposes 
(Northwestern USA) In a study that 
specifically investigated commu-
nication purposes, Melanie Fried-
Oken and her colleagues surveyed 
caregivers to ask why and when 
individuals with ALS use AAC 
technologies.9 Participants included 
27 caregivers of 22 individuals with 
ALS who relied on a variety of 
AAC technologies. The caregiver 
group was comprised of 16 spouses, 
4 adult children, 3 friends, a sib-
ling and 3 others. The ALS group 
were 22 males and 4 females, with 
a mean age of 60 years and a mean 
ALS severity rating score of 11.  

University & Research, Cont. from page 9
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Mr. G: A man with ALS 
by Lisa Bardach, M.S., CCC-SP

I first met Mr. G in October 2001. 
He had ALS and was living at the 
time in a skilled nursing facility. 
Because of his physical needs, his 
wife no longer could care for him 
at home. He used a wheelchair a 
few hours a day, but was unable 
to propel it himself. I conducted a 
speech and language assessment 
and found that his speech was at 
Stage 4 (unintelligible) and that he 
required a speech generating de-
vice (SGD) to meet his daily com-
munication needs. His communi-
cation partners included his wife, 
adult children, grandchildren, the 

nursing staff, doctors 
and patient services 
aides. Very few friends 
were able to visit him; 

and due to his diagno-
sis, he did not receive 

much therapy. Mr. G indicated he 
felt socially isolated. 

During the assessment, Mr. G 
demonstrated an ability to generate 
text and store messages on a speech 
generating device (SGD). His range 
of motion was limited, but he could 
access a keyboard using the eraser 
end of a pencil held in his hand. 
Anticipating further deterioration 
in his physical condition, Mr. G 
selected a LightWRITERTM SL35 
with a detachable scan module and 
click switch.10 His family purchased 
the equipment with assistance from 
ALS of Michigan. 

Using Janice Lightʼs four social 
purposes for communication (i.e., 
basic wants/needs, information 
exchange, social closeness and 
social etiquette), the research-
ers asked caregivers (1) how the 
individuals they support use their 
AAC technology to communicate 
and (2) how caregivers perceive the 
importance of AAC technologies 
in expressing different communi-
cative functions. Not surprisingly, 
results showed an overall increase 
in the use of AAC technology as 
the severity of speech impairment 
increased. In addition, as speech 
worsened, caregivers reported 
AAC technology was used more 
frequently. Caregivers felt that 
using technology to communicate 
about basic wants and needs was 
significantly more important than 
communicating for other purposes. 
There were no significant differ-
ences between ratings for commu-
nicating other social purposes (new 
information, social closeness or 
social etiquette.) 

Caregivers said AAC technology 
was used most frequently (85%) 
for communicating face-to-face 
about basic needs. While caregivers 
considered “calling for help” man-
datory, individuals with ALS used 
other signaling systems to call for 
help. Caregivers also felt that AAC 
devices were “mandatory” for com-
municating many forms of new in-
formation and social closeness (e.g., 
expressing feelings, giving instruc-
tions and clarifying needs, convers-
ing about work, talking about health 
care, discussing important issues). 
Caregivers said individuals with 
ALS also used AAC technology 
to have casual conversations, talk 
about religion, flirt, be funny and 
tell stories. While caregivers did not 
feel it was important for individuals 
to use AAC technology to be polite, 
AAC devices were reportedly used 

Continued on page 12 

to express social etiquette. Finally, 
one-third said that individuals with 
ALS used devices to converse and 
stay connected over on email. 

Based on these data, Fried-Oken 
and her colleagues recommended 
clinicians address the following:

1. Developing communication strategies 
(including AAC technologies) that foster 
social closeness between caregivers and 
persons with ALS. 

2. Providing adequate training in main-
taining and managing AAC technology. 

3. Providing AAC technology that is 
less, not more, complex.

4. Considering caregivers  ̓comfort 
level with complex AAC devices 
before recommending the purchase of 
a device. 

Summary
The results of these studies 

provide insight into the supports 
caregivers require acting when 
they serve as primary communi-
cation facilitators. The research-

ersʼ recommendations suggest 
that when caregivers receive the 
proper support and feel comfort-
able about AAC technology, they 
experience  very positive outcomes 
and feel enthusiastic about its use. 
Some samples of caregivers report 
a decrease in their levels of stress 
and an increase in their feelings of 
connectedness as a result of AAC 
technologies and communication 
support. Others, however, did not 
receive much support. They tended 
to feel that recommended AAC 
technologies were unreliable, unin-
telligible and inappropriate. In that 
sample, individuals with ALS did 
not use recommended AAC devices 
and caregivers did not support their 
use of technology.  
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Initial trainings took place in 
December 2001 and January 2002. 
Mr. G learned to generate messages 
of sentence length or more using 
his SGD. He and his wife agreed 
that the device would assist him in 
getting his needs met at the nursing 
facility. 

The next time I saw Mr. G, it 
was at the request of the social 
work manager of the hospice facil-
ity where he had been transferred. 
He was no longer able to use his 
hands to access the LightWRIT-
ERTM and could no longer point to 
the letters on the alphabet board 
he had used at the skilled nurs-
ing facility. [See Figure 1.] Once 
again, he was frustrated at being 
unable to communicate. During 
that session, we set up the scan-
ning module with the click switch 
for access and reviewed how to 
use various menu features of the 
device and how to change set-
tings. I also introduced a variety 
of advanced procedures, such 
as programming pronunciation 
exceptions, using the song features 
and changing pitch and feedback 
options to give Mr. G more control 
over his communication. Since he 
was an engineer by background, 
he appreciated the underlying as-
sumption that he was cognitively 
capable of understanding the pro-
cesses involved in programming 
his device. 

His social network had expand-
ed at the hospice, and he needed 
to communicate with more people 
about a broader range of subjects. 
Volunteers had begun to visit him, 
and he was attending art, music 
and recreational therapy classes. 
In addition to using his device to 
speak, Mr. G now wanted to print 
out written descriptions for some 
of his photographs. For example, 

he had photos of machines he had 
invented in the past and wanted to 
print descriptions to go with them. 
A mini-printer was recommended. 
Once again, the family purchased 
his new equipment. Mr. G subse-
quently used the mini-printer to 
create posters in his room with 
jokes for his grandchildren and to 
write captions for the photos from 
his daughterʼs wedding. 

In addition, the family, volun-
teers and hospice staff learned to 
use his alphabet board with partner-
assisted scanning, and everyone 
quickly discovered when it was 
more expedient to use partner-as-
sisted scanning and when Mr. G pre-
ferred to use the LightWRITERTM.

Mr. Gʼs family and the hospice 
staff felt his ability to communicate 
had influenced his desire to continue 
living. While at the skilled nursing 
facility, Mr. G had stated repeatedly 
that he was not interested in any 
efforts to prolong his life. However, 
after he transferred to the hospice, 
he changed his mind and had a feed-
ing tube inserted. 

As Mr. Gʼs physical condition 
deteriorated even further, he began 
having difficulty using the click 
switch. After further evaluation, I 
recommended an infrared SCATIR 
switch11 and, after only two train-
ing sessions, he learned to use it. 
Although non-volitional eye blinks 
tended to cause unwanted activa-
tions of the SCATIR switch, Mr. G 

was so familiar with his device that 
he was able to direct his attention 
to making the switch work, without 
having to think a lot about the scan-
ning layout or where desired items 
were located. In addition, he contin-
ued to spell using his alphabet board 
with partner-assisted scanning. 

Mr. G passed away in December 
2002. His family said they  highly 
valued the assistance they had re-
ceived in maintaining his communi-
cation. The staff at the hospice said 
their experience of communicating 
with Mr. G had made them more 
comfortable working with him, and 
consequently, with other individu-
als with ALS. They now realize that 
other methods of communication 
can be established.
Final comments

Like others with ALS, Mr. G 
and his primary communication 
partners learned to use multiple 
methods of communication and 
to adapt over time. As a result he 
could continue to participate in the 
lives of his family members and 
maintain a quality of life he found 
satisfying. The challenge for me, as 
a speech-language pathologist, was 
to keep up with Mr. Gs changing 
communication needs and sup-
port him, his family and primary 
caregivers so he could sustain the 
ability to communicate. 

Case Example, Continued from page 11 

                   Figure 1. Configuration of Mr. G.ʼs alphabet and partner assisted scanning board.

A B C D E F G

H I J K L M N

O P Q R S T U

V W X Y Z

Space          Mistake          End
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Continued on page 14

SGD funding for people 
with ALS by Lewis Golinker, 
Esq.

Funding for speech and language 
pathology services and speech gen-
erating devices (SGDs) is a concern 
of people with amyotrophic lateral 
sclerosis (ALS) with dysarthric 
speech. However, it is sometimes 
difficult to learn about funding op-
portunities and to take advantage of 
them. This article provides funding 
information and tips for people with 
ALS who reside in the United States 
and highlights existing resources 
on the Internet, some of which may 
also prove quite useful to clinicians 
in other countries.   
Medicare eligibility 

For most people with ALS in the 
U.S., Medicare will be the funding 
source of choice for a wide array 
of SLP assessment and treatment 
services, including speech generat-
ing devices (SGDs). This is because 
special Medicare eligibility rules 
apply to individuals with ALS. 
These special rules allow those with 

ALS who are younger 
than age 65 to obtain 
both Social Security 
Disability Insurance 

(SSDI, a cash benefit) 
and Medicare benefits as 

soon as they are diagnosed with the 
disease.  Under Medicare, indi-
viduals with ALS can receive the 
comprehensive SLP services they 
may need.  

[Two other requirements for access to 
these benefits are that: (1) prior to diagno-
sis the person must have worked and con-
tributed to the Social Security trust fund, 
and (2) the person must stop working.]

 [Additional information about Medicare eligi-
bility rules for people with ALS is available at 
www.aac-rerc.com/pages/medicare/MCFAQs.
htm#faq3] 

SGD funding sources
Medicare Part B, Medicaid, Tricare, 
health insurance programs, self-
funded health benefits plans and 
the Department of Veterans Affairs 
now cover and provide SGDs for 
individuals with ALS who live at 
home. However, most health insur-
ance and self-funded health benefits 
plans, including Medicare, exclude 
all coverage of SGDs to people who 
reside in skilled nursing facilities or 
in hospice.
 [Note: Some telecommunications equipment 

distribution programs also cover SGDs. See 
next article.]

The above-mentioned pro-
grams cover and provide SGDs 
for individuals with ALS based 
on their present or anticipated 
future communication needs. This 
means an individual with ALS 
should see a speech-language 
pathologist (SLP) as soon as pos-
sible after diagnosis, to develop 
a plan for monitoring changes in 
speech function. If an SGD will 
be needed to meet daily commu-
nication needs in the foreseeable 
future, a funding request for an 
SGD should be immediately pre-
pared by an SLP. 
 [For more information about the role of the 

SLP, go to www.aac-rerc.com/news/ 
pathway_info.htm.]  

SGD funding process 
All funding programs follow a 

three-step, decision-making proce-
dure for SGD coverage and funding. 
All require an SLP assessment and 
a report, a physicianʼs prescription 
and processing by an SGD supplier: 

1. SLP assessment and report. 
All programs require an SLP as-
sessment and a report. Some, such 
as Medicare, offer payment to the 
SLP for the assessment. An SLP 
makes an initial determination that 
an SGD is needed, prepares a report 
that recommends a specific model 
and accessories for an SGD and 
develops a treatment plan. If an SLP 
needs support during this process, 
a wide range of assistance is avail-
able. [See Table III.] 

2. Physician s̓ prescription. The 
completed SLP report is sent to the 
individualʼs physician who pre-
pares a prescription to be included 
in the funding request. All funding 
programs, except some telecom-
munications equipment distribution 
programs, require a physicianʼs pre-
scription as part of the SGD request.

3. SGD supplier. The SLP 
forwards the SLP report and the 

Table III. Speech-language pathology supports for SGD funding process  
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Telephone 
equipment distribution 
programs (EDPs)
Laura Ball, Ph.D., Lewis Golinker, 
Esq. & Elizabeth Anderson, M.S.
Lack of access to the telephone can 
be a significant hardship or even 
life-threatening. The telephone has 
become an essential tool for most 
people, and is an excellent way to 
provide, seek and exchange infor-
mation with others anywhere in the 
world and to establish and sustain 
social closeness, make appointments 
and ensure ones safety. In many 
countries, access to telecommuni-
cations is considered a civil rights 
issue. 

Equipment distribution programs 
(EDPs) in the United States now 
give people with disabilities greater 
access to the telephone.12 These 
programs provide a variety of equip-
ment (e.g., TTYs, telebrailles, voice 
activated telephones, amplification, 
large-button telephones and auto-
matic dialer telephones with picture 
symbols). Presently, programs in 
a dozen states also cover speech 
generating devices (SGDs) so that 
people with unintelligible speech 
can use the telephone.13 Efforts are 
under way to expand the number of 
states that offer coverage for SGDs.
Phone usage patterns  

Despite consensus about the 
importance of telecommunications, 
little is known about the telephone 
usage patterns of individuals with 
severe speech impairments. Voice 
output and TTYs work at home with 
phones, but nonelectronic letter-
phrase or picture-symbol boards do 
not, because the letters, phrases or 

pictures a user selects 
cannot be converted to 
an electrical signal and 
sent over the telephone 
network. While some 

individuals with severe 
speech impairments can use TTYs, 
relays or interpreters, only an SGD 
is voiced by the caller and thus en-
ables people to have private conver-
sations with anyone they choose. 

Telephone connectivity is now 
a standard feature on a wide range 
of SGDs. A few, such as the Link-
PLUS™,14 have a telephone built-in. 
Others can connect to a telephone 
through an external speaker port 
or modem in the SGD, by use of a 
speakerphone or through an infra-
red signal with a compatible phone.  

Recently, the authors conducted 
a survey to determine the extent to 
which persons with severe speech 
impairments use the telephone and 
how successful and satisfied they 
are when making and receiving 
telephone calls using an SGD. The 
survey was completed by 24 in-
dividuals who rely on AAC tech-
nologies (12 males and 12 females) 
ages 16 to 75 years, representing a 
71% survey return rate. Participants 
reside in ten states and reported 
living in their own home (75%), a 
residential facility (17%) or their 
family home (8%). Most respon-
dents indicated they are engaged 
in a range of daily activities (e.g., 
school, full-time employment, part-
time employment and adult educa-
tional/day programs). They use a 
variety of SGDs from five different 
manufacturers. All of their SGDs 
had DECtalk® synthesized voice 
output. Most (58%) have used their 
SGD for more than 5 years. All use 
their SGDs to communicate over the 
telephone.

Table IV illustrates the frequency 
with which participants reported 

On the Web, Continued from page 13 

Diagnosis of Person with ALS

Referral to SLP 

SLP Assessment

SLP Report/Treatment Plan

MDʼs Prescription

SGD Supplier 

Funder/Third Party Payer

SGD to Individual with ALS
Figure 2. The SGD funding process

supplier, which in most cases is 
the SGD manufacturer. Most AAC 
manufacturers have staff that assem-
ble and submit requests to funding 
programs. If additional information 
is sought by the funder. the SGD 
supplier or manufacturer typically 
serves as a conduit. [See Figure 2.]
Expect “Yes!”

Individuals with ALS should 
expect a “yes” in response to an 
SGD funding request. SGDs are 
recognized as a covered item of 
equipment, either as durable medi-
cal equipment or as a prosthetic 
device. Regardless of the benefit 
category used for coverage, SGDs 
are increasingly considered part of a 
standard benefits package. 

While exceptions will arise, 
funding barriers for SGDs are the 
exception, not the rule. Thus, when 
a complete SLP report is prepared 
and submitted with a physicianʼs 
prescription, it is reasonable for 
individuals with ALS and family 
members to expect funding requests 
to be approved promptly. If a denial 
is issued or delivery of an SGD 
is delayed, the individual, family 
and/or SLP should seek assistance 
by contacting Lewis Golinker at 
lgolinker@aol.com
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placing and answering telephone 
calls. Most (57%) placed calls at 
least once per day, and 29% placed 
calls more than three times per day. 
Although fewer individuals received 
calls on a daily basis, almost 42% 
reported that someone called them 
at least once per day. In short, all 
respondents both received and 
placed calls on a regular basis using 
an SGD. 

Participants reported that they 
were more successful communicat-
ing by telephone with an SGD than 
without one. Their satisfaction rat-
ings were significantly greater using 
an SGD. 

As shown in Table V, participants 
reported speaking on the telephone 

The results of this survey illustrate 
the functional utility of SGDs for 
telephone communication. Respon-
dents reported using the telephone 
daily to receive and initiate calls, 
and they used an SGD to do so. 
Without SGDs, many individuals 
with severe speech impairments are 
simply unable to use the telephone 
successfully. Because a specific goal 
of the EDPs is to provide telephone 
access, funding support by EDPs for 
SGDs is both a legitimate and urgent 
concern.  
Conclusion 

 Telephone use represents a 
crucial daily communication need 
for citizens around the world. This 
survey supports current advocacy 
efforts to persuade telecommunica-
tions equipment distribution pro-
grams (EDPs) to cover and provide 
SGDs to individuals with severe 
speech impairments so that they can 
communicate over the telephone. 

[Note: Go to http://www.aac-rerc.
com/news/SGD%20and%20Telephone 
%20Use.pdf to read more about the 
survey.] 

 References available upon request from  
Laura J. Ball, Ph.D. 

      Table IV. Frequency of calls Table V. Length of calls 

“If I don t̓ have a device, I don t̓ 
have a telephone.” 

with both familiar and unfamiliar 
communication partners. They were 
more likely to engage in shorter calls 
with unfamiliar partners and longer 
calls with familiar ones. Participants 
noted that telephone access helped 
them to respond to emergencies and 
to maintain connections with fam-
ily and friends who lived outside 
their immediate geographic area. 
One participant stated, “I can answer 
(vocalize), but canʼt speak to anyone 
without my device.” Another wrote, 
“If I donʼt have a device, I donʼt have 
a telephone.” 
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