
The onset of a degenerative neurologic disorder
such as amyotrophic lateral sclerosis (ALS) impacts
every aspect of an individual’s life (Mathy, Yorkston,
& Gutman, 2000). Because the progression of ALS
varies across individuals, in terms of both the speed
of decline and the areas of involvement, individuals
with ALS face serious challenges in planning their
personal and professional lives (Beresford, 1995).

For individuals with ALS, as with many in our soci-
ety, employment plays a key role in defining socioe-
conomic status, personal self-image, and the quality
of life generally (Blackstone, 1993; McCarthy, 1986).
Individuals with degenerative neurologic disorders
such as ALS, however, may face special challenges
in maintaining employment. A diagnosis of ALS is
often closely followed by the loss of employment sta-
tus (Fried-Oken, 1993; Young & McNicoll, 1998).

To date, only Fried-Oken (1993) has examined
employment issues for individuals with acquired
degenerative neurologic disorders. In reporting the
results of a written survey conducted with six individu-
als with ALS who used AAC, Fried-Oken (1993) sug-
gested that there are at least four possible reasons
why individuals with acquired degenerative muscular
diseases frequently do not maintain employment after
diagnosis: (a) the severe physical impact of the illness,
(b) the challenges of learning and using communication

technology, (c) negative societal attitudes, and (d) the
late onset of the disease (since the mean age of onset
is 56, many individuals of this age may choose early
retirement rather than attempting to continue working).

Fried-Oken’s (1993) investigation provided docu-
mentation of successful employment outcomes for
individuals with ALS, thus illustrating that the contin-
uation of employment status is a possibility for indi-
viduals within this population. However, the specific
barriers encountered by individuals with ALS in
attempts to maintain employment have not yet been
identified, nor has it been determined how to improve
employment outcomes for individuals who have been
diagnosed with ALS and who require AAC.

This study investigated the experiences of five indi-
viduals with ALS who required AAC, including the
types of employment activities in which they were
engaged and their use of AAC systems. More specif-
ically, the study investigated (a) the benefits of and
reasons for continuing employment, (b) the negative
impacts of employment, (c) the barriers to continued
employment, (d) the supports required for successful
employment outcomes, and (e) recommendations
proposed for employers, rehabilitation professionals,
manufacturers of assistive technology, the govern-
ment, and individuals with ALS themselves to over-
come barriers to employment.
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METHOD

Design

The study employed a qualitative research design
involving the use of a focus group. Traditionally, focus
group participants are required to gather for discus-
sion in one physical setting for a period of 1 to 3
hours (Payne, 1989; Vaughn, Schumm, & Sinagub,
1996). Given the low incidence of the target popula-
tion (i.e., individuals with ALS who require AAC and
who are successfully employed), it would not have
been possible to conduct a focus group in a conven-
tional manner without requesting participants to travel
a significant distance to participate in the discussion.
Therefore, the focus group used in this study was
conducted via the Internet.

Using the Internet decreased the physical demands
on the participants as it allowed individuals from any
location to join the discussion from their homes or
offices without having to travel. In addition, there was
no designated time that the focus group convened.
Rather, participants could contribute to the discus-
sions during times that were convenient for them and
at a pace that was individually appropriate with
respect to fatigue.

Participants

Criteria for Participation

The criteria for participant selection were as fol-
lows: individuals must have (a) been diagnosed with
ALS and must have required AAC, (b) been employed
for at least 3 months while having ALS and have
required the use of AAC during this time (employment
at the time of the study was not required), (c) worked
a minimum of 10 hours per week in community-based
employment within the past 12 months, and (d)
viewed their employment experiences as successful.

Recruitment of Participants

The recruitment of participants was conducted
through various means: (a) a description of the research
project was posted on the ALS Digest1 located on the
Internet, inviting individuals with ALS who were
employed to participate; (b) the archives of the ALS
Digest were reviewed, and individuals who had previ-
ously identified themselves as being employed were
contacted directly; (c) the 14 Muscular Dystrophy Asso-
ciation/Amyotrophic Lateral Sclerosis (MDA/ALS)
Research and Medical Care Centers throughout the
country were contacted and notified of the research

project; (d) nominations of participants were solicited
from researchers and clinicians within the field of AAC
through a general electronic (e-) mail message sent out
to all members of the United States Society for Aug-
mentative and Alternative Communication (USSAAC);
and (e) as participants were identified, they were asked
to share information about the project with other indi-
viduals with ALS whom they knew, as appropriate.

Description of Participants

A total of seven individuals with ALS who used AAC
were involved in the focus group discussion. This arti-
cle focuses exclusively on the comments made by
five individuals who used AAC while employed and
does not include comments made by the two individ-
uals with ALS who were using AAC at the time of the
study but had not used AAC while employed. For the
remainder of this article, the term “participant” refers
to the five individuals with ALS who used AAC while
employed.

Thus, five participants were involved in the study,
three women and two men, ranging in age from to 50
to 57 years. The participants had been diagnosed with
ALS between 1 and 8 years prior to the study and had
been using AAC for a period of between 6 months and
5 years. As is evident in Table 1, the participants were
engaged in a variety of employment activities. See
Table 1 for a summary of the participants’ demo-
graphic information.

Materials

ConferWeb 2.1,2 a “guestbook” software program,
was used for the focus group discussion on the Inter-
net. ConferWeb 2.1 is a password-protected Macin-
tosh-based program that allows text-based discus-
sions of multiple topics among several individuals
using the Internet. A main index page organizes the
topics and provides links to the topic sites at which
participants can post discussion comments on a par-
ticular topic. Individuals can read postings from other
participants and post entries to the discussion site in
a designated “comment” area.

Procedures

Once participants indicated their willingness and
consent to participate, they were sent a brief ques-
tionnaire through electronic mail to gather background
information regarding their current employment activ-
ities, previous employment, and use of AAC systems.
They were asked to complete the questionnaire and
to return their responses via e-mail. The focus group
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1The ALS Digest is an e-mail newsletter about ALS published on
a weekly basis. Backcopies and information on how to join are
available at www.glnicholas.com/.

2Additional information on ConferWeb is available at
http://www.caup.washington.edu/software/conferweb/.



discussion began after all of the participants com-
pleted and returned their questionnaires.

An e-mail message was sent to each participant
providing instructions on how to log onto the Confer-

Web discussion site. As part of the instructional activ-
ities, the participants were asked to post an introduc-
tory message to demonstrate their ability to post mes-
sages to the site.
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TABLE 1: Demographic Data for the Participants

Blake Doug Frank Julia Kayla

Age * 53 50 57 52
Diagnosis 1 1 5 2.5 8
(time prior
to study; yr)
Type of ALS Bulbar “Atypical” Spinal Bulbar *
diagnosed
Motor/physical Independent ambulation; Wheelchair; Wheelchair; Independent Wheelchair and
status some paresis upper extremity upper extremity ambulation; ventilator

in extremities paresis paralysis extremity paresis dependent
Current Pharmacist School Corporate contract Volunteer for Writer for two
activities administrator negotiator local ALS newspapers

organization
Length of 5 yr 2.5 yr 25 yr 8 mo 5 yr
engagement in
current activities
Employment Pharmacist School Corporate contract Account director Business
activities prior administrator negotiator for marketing magazine
to ALS diagnosis agency editor and

writer
Use of AAC Link† message SpeakEasy,‡ Madenta Link, memo pad E-Tran
systems board, TTY,§ Madenta ScreenDoors alphabet board,**

gestures ScreenDoors onscreen EZ Keys,††

onscreen keyboard, word P-Switch‡‡ to
keyboardll prediction software, activate bell

Gus! Dwell Cursor# for attention
Access method Direct selection Direct selection HeadMouse§§ Direct selection Eye-gaze

alphabet board,
infrared switchll ll

at corner of
mouth

Length of use 6 mo 1 yr 4 yr 1.5 yr 5 yr
of AAC

*Information that was not provided by participants.
†The Link™ is a portable keyboard device that has voice output capabilities, featuring DECTalk synthesized speech. It has a small display that presents
typed messages. The Link can be interfaced with a computer for basic word processing and requires direct selection of keys. Additional information is
available from Assistive Technology, Inc., 850 Boylston St. #317, Chestnut Hill, MA 02467, USA, and at www.assistivetech.com.
§A teletype (TTY) is a text telephone, which provides an individual with a means of communicating over the telephone by typing messages rather than using
speech. Additional information is available from Ultratec, Inc., 450 Science Dr., Madison, WI 53711, USA, and at www.ultratec.com.
‡SpeakEasy is a computer software program that converts typewritten text into synthesized speech and has the ability to retrieve prestored audio messages.
Additional information is available at www.speakeasily.com.
llMadenta ScreenDoors onscreen keyboard provides an alternative means of accessing the keyboard through mouse movements and clicks as the keyboard
is represented on the computer screen. Additional information is available from Madenta Communications, Inc., 9411A-20 Ave., Edmonton, AB T6N 1E5,
Canada, and at www.madenta.com.
#The Gus! Dwell Cursor provides a means of activating mouse button clicks. Additional information is available from Gus Communications, Inc., 1006
Lonetree Court, Bellingham, WA 98226-3167, USA, and at www.gusinc.com.
**An E-Tran board is a large, square, plexiglass light-technology system that allows an individual to indicate selection of letters via eye gaze.
††EZ Keys is a software program that provides computer access and environmental control. It has a variety of features, including voice output, word
prediction, mouse emulation, and adaptive switch accessing capacities. Additional information is available from Words+, 1220 West Ave. J, Lancaster, CA
93534-2902, USA, and at www.words-plus.com.
‡‡A P-Switch functions by using sensors to detect muscle movements, allowing control and activation of various equipment. Additional information is
available from Prentke Romich Company, 1022 Heyl Road, Wooster, OH 44691, USA, and at www.prentrom.com.
§§The HeadMouse sensor replaces the standard desktop computer mouse and translates the movements of a user’s head into directly proportional
movements of the computer mouse pointer.
Additional information is available from Origin Instruments Corporation, 854 Greenview Drive, Grand Prairie, TX 75050, USA, and at
www.orin.com/access/headmouse/.
ll llAn infrared switch is a remote control method of accessing a computer using an infrared receiver and transmitter. Additional information is available from
Words+, 1220 West Ave. J, Lancaster, CA 93534-2902, USA, and at www.words-plus.com.



The procedures for the focus group discussion were
based on the best practices recommended by Vaughn
et al. (1996). These practices were adapted as
required to meet the unique characteristics of an Inter-
net-based focus group discussion (Table 2).

The first author served as the moderator of the
focus group and was responsible for presenting the
discussion topics, encouraging dialogue, and regulat-
ing the discussions as needed (i.e., redirecting the
discussions, requesting participation). Periodically
over the course of the focus group discussion, the
moderator posted new questions and topics (see
Appendix A for questions posted to the site by the
moderator). The topics for the questions (e.g., “barri-
ers to employment”) were identified before the focus
groups began; the specific wording for the questions
was developed as each question was introduced so
as to incorporate relevant comments posted by par-
ticipants. The discussions were not linear; rather, the
discussion of different topics overlapped (e.g., on a
single visit to the site, participants might post to three
different topics).

The participants were asked to visit the Internet site
at least three times each week and respond to the
questions posted by the moderator and to the contri-
butions of the other members of the focus group. The
focus group continued for a 6-week period. During
this time, the participants posted 93 comments, a total
of 10,560 words, to 14 discussion topics.3

Data Analysis

Prior to the data analysis process, data were saved
from the Web site to a word-processing document.
Analysis procedures then followed a five-step process,
adapted from Yin (1994) and Vaughn et al. (1996).

In Step 1, “Unitizing the Data,” the information from
the print and interview questionnaires was “unitized.”
The text was broken up into “the smallest amount of
information that was informative by itself” (Vaughn et
al., 1996, p. 106). These units were typically a single
phrase or sentence (e.g., “I would tell anyone with
ALS to maintain a positive attitude”).

In Step 2, “Coding the Data,” the units were then
reviewed and organized into themes on the basis of
topic and content. During this process, operational def-
initions for the sorting of information into themes were
developed by the third author. The units of information
coded for a particular theme (e.g., benefits of employ-
ment) were reviewed to identify the existence of sub-
themes (e.g., need to avoid preoccupation with ALS).

In Step 3, “Negotiating Agreement,” the re-
searchers used the operational definitions to code

the data for samples of text drawn from the partici-
pants. The researchers met to review areas of agree-
ment and disagreement, to create new themes and
subtheme titles for information that was not ad-
dressed by the original themes identified, and to
adjust theme titles and operational definitions, as
necessary (see Appendix B for the final operational
definitions of the coding themes). These operational
definitions were then used by the third author to code
all of the data.

In Step 4, “Calculating Agreement,” a graduate stu-
dent in the Department of Communication Disorders
was introduced to the operational definitions used for
the coding of themes. As part of a training activity, the
graduate student coded and received feedback on a
small number of text samples. The graduate student
then independently reviewed and coded 20% of the
data. Inter-rater reliability indicated 88% agreement
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3The moderator posted eight questions (including the “Wel-
come” message). The participants posted six new topics of their
own, typically questions about specific technologies mentioned by
participants.

TABLE 2: Adaptations of Focus Group Discussion
Procedures for the Internet

Traditional Moderator Internet
Activities* Adaptation

Introduce participants The moderator, in a private e-mail
message, asked each participant
for a brief self-descriptive
passage. He then used the
information provided by the
participants to create a
password-protected Web site
where participants could read
about one another.

Open discussion and The moderator began the
introduce topics discussion and introduced new

topics by creating new discussion
topic pages at the Web site (see
Appendix A for questions posted
to the discussion by the principal
investigator).

Create and maintain The moderator thanked
comfortable environment participants for their contributions,

both publicly at the site and in
private e-mail messages.

Focus attention on The moderator posted follow-up
relevant topics questions at the Web site to

focus attention on major topics of
interest. New topics were
introduced once a majority of
participants had posted to a topic.
The moderator sent private e-mail
messages to specific participants
to solicit participation on particular
topics, as necessary.

End focus group and The participants were sent a
summarize discussion summary of the discussion and

were asked if the summary
reflected their view of the
discussion and if they had
anything to add.

*As suggested by Vaughn et al., 1996.



(the number of agreements divided by the number of
agreements, disagreements, and omissions).

In Step 5, “Confirming the Summary with the Par-
ticipants,” each participant was sent a copy of the
results as summarized by the researchers via e-mail.
Participants were asked to comment on the accuracy
and presentation of the findings. All five participants
replied to the result summaries and verified that they
accurately reflected their contributions to the focus
group discussion.

The final coding themes were (a) benefits of
employment or reasons for engaging in employment
activities, (b) negative impact of being employed, (c)
barriers to employment, (d) supports to employment,
(e) recommendations to overcome barriers to employ-
ment, (f) description of employment activities, (g)
issues specific to ALS, and (h) general statements
unrelated to either employment or ALS issues (see
Appendix B for operational definitions of coding
themes).

RESULTS

This section presents the findings of the study and
discusses these findings as they relate to each of the
five main coding themes. Tables 3 and 4 provide a
summary of the themes, subthemes, and examples of
specific issues discussed by the participants and a
summary of recommendations to employers, rehabil-
itation professionals, manufacturers of assistive tech-
nology, the government, and individuals with ALS
themselves to facilitate employment.

Benefits of Employment and Reasons for Being
Employed

Four subthemes related to the benefits of employ-
ment were expressed by the participants: (a) the need
for productive activities, (b) personal identification with
work activities, (c) positive experiences in the work-
place, and (d) practical benefits of employment.

Need for Productive Activity

Three specific issues related to productivity were
discussed, including the need to be productive to
avoid dwelling on ALS. As Doug noted, “My motivation
to continue to work and be productive has a couple of
‘drivers’ . . . [one of them is] being involved in pro-
ductive activity to avoid dwelling on myself and my
health. Computer solitaire and hours of CNN and the
History Channel just don’t appeal.” Participants also
spoke of the need to feel productive, to feel that they
were making a contribution to the workplace. As Julia
commented, “I felt I still had a lot to contribute and
could not face an abrupt transition to retirement.”

Participants also spoke of the need to be productive
to enhance their mental and physical well-being.
Kayla described her experiences this way:

The day I started writing again, professionally, my
nurse was scared to death. Suddenly, my pulse was rac-
ing, and my blood pressure was up. For the first year I
was on the vent[ilator], all I did was watch TV and, as the
others have said, that gets old fast. I never thought that
I’d write again because I couldn’t use my hands or speak.
Being able to write again has given my life purpose, a rea-
son to get up and get going every day.

Personal Identification with Employment Activity

The second subtheme involved continuing employ-
ment as a result of personally identifying with one’s
occupation. As Blake explained, “I’ve always identified
with my profession . . . I am a pharmacist.” Julia dis-
cussed her job as an integral part of who she is: “It is
very hard to give [your job] up as it is more than work:
it is a lifestyle, it is a part of one’s identity. . .”

Positive Experiences in the Workplace

The third subtheme focused on the participant’s
continued engagement in employment activities owing
to positive experiences in the workplace. Here, par-
ticipants described the importance of being in a sup-
portive and appreciative environment. Doug wrote the
following description of the support he received as a
school administrator:

The staff, faculty, and students have rallied round us
from the outset of this experience in such a supportive
way that I cannot imagine not being as involved for as
long as possible. I am still paid my salary, provided with
housing and am carried on medical insurance. I will serve
in any capacity I am able for these folks.

Frank also spoke of his loyalty to those who were
supporting him:

Luckily, I work for a company that believes in support-
ing the individual who wants to remain a contributor to the
company as long as possible. My company actually is quite
impressed with my resolve to continue and is solidly behind
me, right up to the CEO. Little do they know that I simply
have not learned how to quit yet while I can still do a cred-
ible job. So, with so many people supporting my efforts, it’s
kind of tough not to try.

Participants also spoke of the significance of the
social aspects of the workplace. Julia addressed this
issue directly, writing, “Your job is more than work . . .
it is a place to be with friends and be stimulated.”

Practical Benefits of Employment

The two specific issues that emerged from this sub-
theme involved being employed owing to financial
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TABLE 3: Coding Themes, Subthemes, and Examples of Issues Discussed by Participants

Themes Subthemes Example of Issues Discussed by Participants

Benefits of employment Need for productive activity Need to make a contribution/feel purposeful
and reasons for being Need to avoid preoccupation with ALSemployed

Positive effects of employment on mental and physical
health

Personal identification with employment Consideration of job as part of one’s lifestyle
Positive experiences in the workplace Positive experience of a supportive environment

Loyalty to coworkers
Opportunity to be with friends

Practical benefits of employment Financial benefits
Access to insurance coverage

Negative impact of Impact on physical health Decline in medical condition
employment Fatigue

Impact on mental health Difficulty adjusting to decreased job responsibilities
Negative reactions from coworkers

Barriers to employment Physical/environmental barriers Lack of accommodations for wheelchairs
Technological barriers Cost of assistive technology

Learning demands of assistive technology
Limitations of assistive technology
Lack of appropriate fit with present skills of individual

Attitude barriers Negative attitudes toward people with ALS
Negative attitudes toward terminal illness generally

Policy and funding barriers Lack of enforcement of government policies
Absence of employer policies to support retraining
Lack of insurance funding for assistive technology

Financial barriers Decreased financial compensation resulting from
decreased responsibilities

Reduction in disability payments when a salary is received
Information and service barriers Insufficient number of organizations providing AAC 

services
Lack of knowledge/expertise regarding assistive

technology
Inequities in services provided to people with ALS

Barriers related to psychosocial Difficulty accepting ALS
adjustment of people with ALS Difficulty asking for help

Physical manifestations/course of ALS
Supports to Government policies Federal legislation that protects the rights of workers

employment activities with disabilities

Information and service Information supports provided by ALS chapters and
delivery supports other organizations

Information accessed via the Internet
Employer supports Employer policies that support participation (e.g., 

retraining)
Facility accommodations
Provision of technology

Technological supports Specific device features that support participation (e.g., 
voice output)

Personal support networks Personal care supports
(family, friends, etc.) Moral support

Financial assistance

Assistance with transportation



necessity and being employed to obtain insurance
coverage. As Frank commented, “I still have bills to
pay, so I can’t stop working.”

Negative Impact of Employment Activities

Despite the positive benefits of employment, several
participants also presented some negative effects of
being employed. Two subthemes emerged from the

discussion within this theme: the negative impact of
employment activities on physical health and the neg-
ative impact of employment activities on mental health.

Negative Impact on Physical Health

The first subtheme was the negative impact of
employment on physical health. The topic of how to
balance the need for stimulation and the benefits of
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TABLE 4: Summary of Recommendations to Facilitate Employment for Individuals with ALS Who Use AAC

Audience Recommended Actions

Policy makers Enforce laws that support the rights of people with disabilities

Increase prevalence of long-term care insurance

Increase funding of assistive technologies

Provide options for leasing of equipment

Support equipment exchange programs

Guarantee access to medical insurance for all

Ensure availability of personal care service

Ensure availability of transportation services

Employers Learn about ALS

Facilitate changes in job responsibilities

Provide training for new jobs that are more appropriate

Support appropriate benefits for employees

Service providers Provide ongoing technical support

Provide ongoing services as needs and skills change

Introduce AAC options early, before decline of natural speech

Provide computer training for Internet access and communication

Increase training of service providers in ALS and AAC

Technology developers Decrease learning demands

Provide instruction/documentation on the Internet

Improve quality of speech output

Develop lighter, smaller, more portable systems

Design more attractive systems

Increase diversity of functions in systems (e.g., cellular phones)

Increase battery life

People with ALS Seek out and share information about ALS; educate employers and coworkers regarding ALS

Be knowledgeable; know and understand legislation

Recognize that ALS will require changes in job and lifestyle

Propose accommodations to facilitate continued employment

Advocate for yourself and others with ALS

Accept AAC; learn AAC technologies early on

Make decisions based on personal preferences and needs



employment with the physical stress of the workplace
was widely discussed by participants. Julia explained,
“It is possible for an employer to be overly benevolent
and to attempt to retain the ALS employee past the
point when it is in the individual’s best interest.”
Although employment and productivity are priorities in
many people’s lives, Julia emphasized that one’s
physical health should not be compromised for the
sake of employment. She discussed the negative
effects of pushing herself physically to prove her com-
petence on the job and stated, “When I was working
with ALS, I took no sick days, came in on time, and felt
I had to prove that I was fit for work.”

Negative Impact on Mental Health

The second subtheme to emerge was the negative
impact of employment on mental health. Two specific
issues were frequently discussed within this sub-
theme: the psychological adjustments caused by
decreased job performance and responsibilities and
negative reactions from coworkers. Participants dis-
cussed the difficult psychological adjustments
required as job performance declined and responsi-
bilities were reduced owing to changes in their med-
ical status. Participants described feelings of inade-
quacy, feelings of not being “needed” by the
employer, and decreased confidence in their job per-
formance owing to an inability to fulfill their previous
job description. For example, Julia explained that as
she continued to work for her company, she was
unable to fulfill many of her previous responsibilities.
She stated,

I knew I could no longer do my job when I had to ‘pick
my battles’ and not fight for what I knew was right—either
with the client or within my company—due to my inade-
quate speech. But I so enjoyed the stimulation that it took
months for me to adjust, months when I came into work
and really had no work to do. When I was eased out of my
job and left with an empty title and no work to do, it was a
real adjustment.

Frank also discussed several effects of employment
and focused on the effects of negative reactions and
attitudes that he had encountered on the job. He
explained, “There is definitely a ‘stigma’ attached to
receiving a terminal diagnosis. The first thing most
people think about is separating the terminally diag-
nosed from the rest of the workforce, lest he/she
would depress them in some way and damage pro-
ductivity . . .” Frank suggested that dealing with these
attitudes in a forthright manner was a successful strat-
egy for him. He explained, “I wish I had a dollar for
every time I heard someone say something like ‘You
don’t conduct yourself like someone preoccupied with
dying.’ To which I reply something like ‘I don’t need
help with dying. I could use your help to live better,
though.’ They get the message.”

Barriers to Employment Activities

Seven subthemes emerged from the theme encom-
passing barriers to employment: (a) physical barriers,
(b) technological barriers, (c) attitude barriers, (d) pol-
icy and funding barriers, (e) financial barriers, (f) bar-
riers resulting from the limited availability of informa-
tion and services, and (g) barriers related to the
psychosocial adjustment of people with ALS.

Physical/Environmental Barriers

The first subtheme addressed the physical and
environmental barriers that were encountered by the
participants. For one individual (Doug), these were
the only important barriers that he faced. Doug com-
mented, “The only barriers I have confronted have
been more of the physical nature—those anyone in a
wheelchair encounters everyday.”

Technological Barriers

Problems with technology were discussed fre-
quently. Specifically, the discussion focused on the
cost of technology, learning demands, specific fea-
tures of AAC devices that impeded interaction, and
problems finding a good match between the present
needs of the individual and the features of the tech-
nology.

The cost of technology was a central concern for
many of the participants. For example, Julia noted,
“When one speaks of choices in augmentative com-
munication devices, one must also consider that cost
is a very important part of the equation. Many people
cannot afford a sophisticated, computer-driven
device.”

With respect to the learning demands of augmen-
tative communication devices, Doug echoed the con-
cerns of many of the participants when he stated,
“I’m certainly no technology whiz-bang, and my expe-
rience with AAC equipment is limited, [but] it does
seem manufacturers and developers could do a lot
more to ease the way for the end user.” At the time
of the study, Doug had been learning to use a new
communication system. He shared the following infor-
mation regarding his experience: “There are some
bugs to work out, and though it is clear that it will
eventually work for me, it is taking far longer than I
expected. I’m sure that the manual is great, but I can’t
handle the pages.” Kayla also made reference to the
complexity of the technology and the difficulties
encountered by her care givers relative to her com-
munication devices. She stated, “My nurses are
great, but they are completely confused by my AAC
equipment.”

The participants also discussed many issues
related to the negative features of AAC technologies.
Most comments pertained to the limited battery life of
electronic devices, the size and weight of the sys-
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tems, poor durability and reliability, the limited speed
of communication, and the poor quality of the synthe-
sized speech output. The quality of speech synthesis
and the reduced speed of communication particularly
affected the participants’ perception of the quality of
their communication effectiveness. Julia commented,

Let’s face it, though. None of the available devices are
like real speech. No matter how good DECTalk™ is, it is
still hard to tell a joke or have emphasis. The voices are
not my voice; some sound whiny, some sound arrogant.
And, of course, the speed is not like normal speech. So,
often a moment passes before one can type a comment.
And I find it necessary to edit my comments, and there-
fore my thoughts are sometimes oversimplified.

Blake also expressed concern with her limited ability
to participate quickly and fully. She said, “I become very
frustrated not being able to fully express myself, com-
ing in later after the communication has moved on.”

The fourth and final issue that was identified within the
technological barriers subtheme was the difficulty
matching systems to the present skills of the individual
and adapting systems to the individual’s changing needs
as ALS progresses. Participants reported that they often
ended up using systems that did not fully meet their
needs and then struggled to learn the features of the
devices. Doug commented on the complexity of AAC
systems, which offered many features not applicable to
him because he was able to use direct selection with a
keyboard. In describing his experience, he stated, “I just
couldn’t get into it somehow [using scanning software]
and didn’t feel the need for what was obviously a much
slower process.” Several of the participants discussed
the problems they encountered as their skills and needs
changed and they had to make the transition to new
technologies. For example, Kayla required a single
switch to access a computer; however, she wrote that
learning the software and “trying to find different
switches to fit [my] changing needs was an ordeal.”

Attitude Barriers

Of most concern to the participants were negative
attitudes directed at individuals with ALS in the work-
place and attitude barriers pertaining to ALS as a ter-
minal illness generally. Frank wrote,

I have encountered individuals who, by their actions,
appeared to be saying, “Okay, I acknowledge the horrific
nature of your affliction and you have my heartfelt sym-
pathy, but this is a business, and we should not subject
our customers to your infirmity; you’ve fought a good
fight, now go home!” They are not malicious and are usu-
ally quite polite. Yet their lack of emotional or any other
kind of support sends the clear message that business is
for the healthy . . . they are resisting the institutional deci-
sion to support such individuals [with ALS] and therefore
are impeding our expectation of assisted normal life.

Some of the participants focused on the impact of
the progressive nature of ALS on attitudes. Julia
asked the following question:

Do you think it is harder for companies to assimilate
folks with ALS as when they read up on it they see empha-
sis on how fast our physical condition changes and how
for ALS patients it is often difficult for some to keep up
because the changes come so quickly? One of my client
companies had a wonderful policy of hiring handicapped
workers, and I worked with a woman in a wheelchair. How-
ever, her condition was stable; her paralysis was due to
an auto accident at age 18. Do you think ALS is treated
differently due to fear of “terminal illness” or thoughts that
a company might only keep an ALS employee working for
a few months?

Kayla discussed the attitude barrier related to ter-
minal illness more generally:

One of my pet peeves is the use of the word “fatal” to
describe ALS. You’re definitely right about people’s atti-
tudes. If we’re written off as “as good as dead” as soon
as we are diagnosed, then why work, why even try? I
heard somewhere that in Japan, half the people with ALS
choose to continue living on a vent[ilator], while less than
10% of Americans do. That’s attitudes and lack of sup-
port. We’re expected to die, so we do.

Policy and Funding Barriers

In discussing this subtheme, the participants raised
the following issues: government policies and laws,
employer policies, and funding of assistive technol-
ogy. They noted, for example, that PL 101-336, the
Americans with Disabilities Act (ADA),4 is meant to
protect the rights of people with disabilities. However,
the participants discussed their belief that the gov-
ernment’s failure to enforce existing legislation
resulted in a lack of protection of the rights of individ-
uals with disabilities. As Kayla stated, “We have the
ADA, but it’s often avoided and doesn’t apply to small
employers.” Julia also contributed to this discussion:
“Penalties for companies that do not comply with the
ADA actually vary with the size of the company. So, if
a company was not supportive and fired the person,
in some instances, the ‘punishment’ is not terribly
severe financially.”

Participants also discussed the policies of specific
employers, including issues related to job changes
within a company and profitability considerations.
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Julia brought up the issue of the costs for a company
to retain a person with ALS. She said, “There is a limit
to what a company can accommodate without dis-
rupting profitability.” She discussed the challenges
associated with retraining for new positions; however,
she saw value in this approach, writing, “I wish there
had been a way to put me in another department so
that I could have continued contributing longer.”

Barriers to the acquisition of assistive technology,
including the lack of financial reimbursement from
specific insurance policies, were also discussed. For
some individuals, these barriers were substantial.
Julia stated, “In my case, my insurance policy specif-
ically excludes paying for an augmentative communi-
cation device.” Kayla also experienced similar prob-
lems with her insurance company. “There has been a
total lack of support from my otherwise excellent
insurance company. They have refused to pay for any
communication equipment.” For those with funding,
the acquisition process was also a concern, as Julia
explained: “Many people who are [covered by insur-
ance] are limited to only one device and may end up
with one too sophisticated for their immediate needs.”

Financial Barriers

Some of the participants discussed the financial
barriers to continued employment. Julia described her
situation in some detail. Once the symptoms of ALS
made it difficult for Julia to fulfill her pre-ALS work
responsibilities, she chose to accept a lower level of
work responsibility (and a lower level of compensa-
tion) to continue to be part of the workplace. At the
same time, her disability benefit payments were
reduced by the amount she earned in wages. Overall,
her post-ALS financial compensation was significantly
lower than her pre-ALS salary, and, in some ways,
she was “working for nothing” as whatever she earned
was deducted from her disability payment.

Information Barriers

This fifth type of barrier to employment resulted
from a lack of access to appropriate information and
services. The participants discussed a range of prob-
lems they confronted, including the lack of ALS clin-
ics available throughout the country, the distance they
had to travel to obtain services, and the insufficient
knowledge and expertise of many service providers
regarding AAC technologies and interventions.

A majority of the participants commented that they
had identified and procured their AAC technologies
independently or through an ALS support group rather
than through speech-language pathology services.
Although individuals saw benefits to the solutions they
had developed, many expressed frustration with the
lack of easy access to information about AAC. Doug
described some of his experiences with information
barriers in the following way:

Looking back, I guess I would say that nearly every-
thing I have learned [about AAC] I have learned on my
own. At the major university teaching hospital where I
was diagnosed, nothing was mentioned at all. In fair-
ness, I must follow that up by saying that these good
people are 100 miles away and only saw me every 4
months or so. Since my symptoms began in my legs and
I remained as articulate as ever, the subject just never
came up.

Julia discussed the issue of treatment and informa-
tion inequalities. She asserted:

I find myself getting upset at the way different PALS
[People with ALS] seem to have varying access to infor-
mation and treatment . . . these differences appear to hap-
pen regardless of geography, seem to have some relation
to patient assertiveness, intelligence, and financial
resources, and that is unfortunate.

Kayla highlighted the significant time and effort
required of people with ALS and their families to over-
come information barriers: “Our ALS clinic had no
AAC devices or counseling when I was first diagnosed
. . . My husband and I spent a lot of time and money
stumbling around . . . it took me 2 years to adjust to life
on the vent[ilator] and find the right equipment to be
able to work again.”

Barriers Related to the Psychosocial
Adjustment of People with ALS

The sixth and final subtheme related to the enor-
mous psychosocial adjustment required of people with
ALS. Discussion focused specifically on personal
issues and the struggle of coping with the disease.
Participants highlighted the struggle to accept the
reality of ALS, to overcome the frustrations associated
with the disease, and to be able to actively seek help
from others. As Kayla stated, “Most people with ALS
are just too devastated to fight for the care, equip-
ment, and support they need . . .” Kayla, Frank, and
Blake addressed the challenge of learning to ask for
and accept assistance from others. They stressed the
importance of becoming comfortable asking for help,
particularly with personal care issues, so as to be able
to participate in productive activities.

Participants also discussed the ongoing challenges
of dealing with the progression of ALS. Blake
described her experiences:

My barriers have been few and of my own making.
First, it was my eating took up most of my time, and then
there was the exercises I was supposed to do. Now I feel
my drooling is getting in my way; I sit now with a bath
towel draped over my lap and a wastebasket at my side
. . . I have tons of paper towels and [tissues] always with
me. It’s embarrassing. Others seem to have accepted it.
I can’t.
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Julia shared Blake’s concerns: “For many of us,
the salivation problem is a real nuisance to put it
mildly . . . I think it is such a emotional bother to us
because it is such a visible sign of something not
quite right.”

Supports to Employment Activities

In addition to the barriers to employment, the par-
ticipants also described the supports and strategies
they used to overcome these barriers and ensure suc-
cessful employment experiences. Four subthemes
emerged from the theme describing supports to
employment: (a) government policy supports, (b) avail-
ability of information and services, (c) employer sup-
ports and technological supports, and (d) personal
support networks.

Government Policy Supports

One frequently discussed issue was how federal
legislation, specifically the ADA, is beneficial in assist-
ing individuals with disabilities who are employed by
larger companies. Julia, in commenting on the ADA,
suggested that larger companies would probably have
the best policies developed concerning the hiring of
individuals with disabilities as they had the “most to
lose” if they were not in compliance and were fined.
She also noted, however, that she had “no idea” how
to bring charges against a company that she believed
to be out of compliance.

Availability of Information and Services

Discussion of this subtheme focused specifically on
supports and services offered by various organiza-
tions, especially ALS Association chapters.5 These
chapters are nonprofit organizations dedicated to pro-
viding information and support services to people with
ALS and their families and care givers. The ALS chap-
ters provided significant supports for the participants
by offering information on assistive technology,
trained personnel to demonstrate the use of equip-
ment, and equipment-lending services. Additional ser-
vices and organizations that were sources of infor-
mation on assistive technology for the participants
were the United Cerebral Palsy Association,6 Muscu-
lar Dystrophy Association,7 and other communication

clinics that provided technical support and a range of
technology available for loan. In addition, some indi-
viduals received services from professionals at the
Office of Vocational Rehabilitation.8

The participants also highlighted the importance of
access to the Internet. The Internet provided the par-
ticipants with a vast amount of information relating to
assistive technology and access to support networks
comprised of other individuals who also have ALS.
Commenting on Internet-based supports, Julia indi-
cated, “I don’t know what I would have done without
the help of the Internet and the help of people I have
never met.” The ALS Digest was frequently mentioned
as a useful source of information.

Employer Supports

Those participants who were engaged in employ-
ment activities in the workplace described the specific
accommodations provided by their employers that
enabled them to continue participating in their work
environments. These accommodations consisted of
making facility modifications, providing communica-
tion technology required to perform job duties, pro-
viding personal care services, offering flexible sched-
ules, and allowing individuals to work from home by
providing them with the necessary supplies and
equipment. In addition, several employers and human
resource personnel researched ALS, and their edu-
cation and awareness relative to the disease served
as a significant support. Although a number of
employers offered these supports and accommoda-
tions, participants noted that larger companies may
offer higher levels of support to individuals with dis-
abilities owing to a larger financial base.

A number of the companies went above and beyond
what was required by federal legislation. Frank
described the supports offered by his employer, a
large company:

In addition to the restroom and other facilities’ modifi-
cations needed to accommodate my presence on site, my
company has made it possible for me to work from home
if I choose. However, the absolutely crazy thing that my
company did to assure my continuing to work was to
arrange for a full-time home health care aide to assist me
at work. That is unheard of.

Smaller organizations also demonstrated the com-
mitment to make changes that facilitated continued
employment. Blake discussed her experiences with a
smaller company as follows:
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Both [of my jobs] have made accommodations so I can
continue to work. [One] job has given me a designated
parking spot, a laptop computer so I can work from home
when I want, and they are getting me a TTY [teletype]
with a printer so I can resume talking on the phone.

The participants also discussed approaches to
dealing with physical barriers in the workplace. Some
said they were provided with specialized furniture and
technologies in the workplace, whereas others were
presented with other approaches. For example, in the
case of Julia, rather than providing accommodations
at her office, her employer offered support for her to
create a home office. Although this helped Julia to
maintain some connection to the world of work, she
reported that she felt a loss of responsibility because
she was no longer able to carry out some of her for-
mer job responsibilities from home.

Technological Support

The participants cited a range of technological fea-
tures offered by their various communication systems
that enabled them to be actively involved in employ-
ment activities. These included voice output, acceler-
ation techniques such as abbreviation expansion,
portability, computer access capabilities, and the
capacity to store and retrieve messages. Although
specific features of some devices frustrated partici-
pants, many spoke of the importance of AAC tech-
nology in their lives. As Blake commented in describ-
ing her device, “I’d be lost without it.”

Personal Support Networks

All participants noted the importance of personal
support networks, which included family, friends,
church members, neighbors, support groups, and
other individuals with ALS. These networks provided
the participants with moral support, financial assis-
tance, personal care, and transportation assistance,
which enabled them to cope with the disease and con-
tinue working. Many of the participants made com-
ments similar to those offered by Frank, who said, “I
could not do it without the support I get from a whole
lot of friends and relatives who put me to bed, feed
me, toilet, shower and dress me, and drive me and my
power wheelchair to work every day.”

Recommendations

Although all participants had achieved successful
employment, they had to overcome significant barri-
ers to do so. The participants provided a wide variety
of recommendations to facilitate employment for indi-
viduals with ALS who use AAC, including recommen-
dations to policy makers, employers, service
providers, technology developers, and people with
ALS themselves. These recommendations are sum-
marized in Table 4.

Recommendations to Policy Makers

The participants had a number of recommendations
to policy makers, including government and insurance
agencies. They included strict enforcement of the
ADA, particularly for smaller companies; increased
prevalence of long-term care insurance9; and changes
in government policy to improve support for individu-
als who have ALS, including increased funding of
assistive technology, options for leasing equipment,
support for equipment exchange programs to accom-
modate changing needs, guaranteed access to med-
ical insurance, and increased availability of personal
care and transportation services. Frank provided the
following comments for policy makers:

My message to policy makers would be that while the
diagnosis of ALS points to a terminal outcome, for an
indeterminate time, our focus will be on maintaining qual-
ity of life with or without adjustment. During that time, pol-
icy makers owe you and me support for our expectation
of remaining productive as long as possible. This goes to
the conventional aspects of ADA, including building
access and job retention, as well as to health care deci-
sions involving medications and prescriptions, attendant
care, durable medical equipment purchases, and new
drug development. The point is that we need additional
help to live with the terminal diagnosis, and we ought to
be able to rely on the policy makers to provide it!

Recommendations to Employers

The second subtheme entailed recommendations
for employers regarding their policies. These recom-
mendations included becoming educated about ALS,
facilitating changes in job responsibilities for people
with ALS, and offering cross-training options. Julia
offered her position to the discussion:

People who want to work and are able to continue in
their positions should be able to without fear of losing
insurance or retirement benefits. If an individual had a job
that really could no longer be done but was fit to do other
work, effort should be made to cross-train that individual.

Kayla added, “Maybe we also need job counseling.
And we need to educate our employers as soon as we
are diagnosed.”

Recommendations to Service Providers

The third subtheme involved recommendations for
assisting individuals with ALS to overcome employ-

190 McNaughton, Light, and Groszyk

9Long-term care insurance is private medical insurance, pur-
chased by an individual prior to the onset of illness, that funds ser-
vices not covered by other private or government medical insurance
programs. Additional information is available at www.longterm-
careinsurance.org.



ment barriers. Suggestions included improved ser-
vices for technology acquisition and support for ongo-
ing use and the early introduction of communication
devices before the decline of natural speech. Partici-
pants also spoke strongly of the importance of tech-
nology in their lives. As Kayla stated, “I believe
strongly that every ALS clinic should make computer
training and access part of the living with ALS
process.” Participants also spoke strongly of the need
for additional training on the topics of ALS and AAC
for service providers.

Recommendations to Technology Developers

The participants provided numerous suggestions to
technology developers for improved communication
systems. The recommendations ranged from ways to
address everyday frustrations (e.g., “I wish my device
had a warning of 5 minutes before the battery shuts
down”) to hopes and dreams for the devices of the
future (e.g., using brain waves to communicate). More
specifically, participants spoke of their interest in
decreased learning demands, documentation avail-
able online with simple instructions/tutorials, improved
quality of voice output, lighter and more portable
equipment, increased compactness of systems, more
visually attractive equipment, and a variety of func-
tions available in one device, including cellular phone
options. Julia summarized a large number of recom-
mendations related to the quality of voice output as
follows:

I wish that there had been a way, when I first knew I
would lose my voice, to record my own voice into a com-
puter and have the computer be able to translate the
vowel sounds and pitch patterns I used into DECTalk so
that my computer would still be me.

Battery life was also a major concern, with partici-
pants interested in both longer battery life and elec-
trical systems that could be integrated easily (e.g.,
the ability to use the battery on the electric wheelchair
as a power source for communication devices).

Recommendations to People with ALS

The participants offered a range of suggestions and
advice for other individuals with ALS relative to both
improving employment outcomes and making a deci-
sion about whether to engage in employment activi-
ties. Recommendations included the need to seek out
and share information about ALS, to recognize that
the progressive nature of ALS may necessitate
changes in an individual’s lifestyle and communication
techniques, and to make decisions based on personal
preferences and needs.

Many of the participants discussed the importance of
knowing and understanding relevant federal legislation
and the usefulness of organizations and information
services specifically organized by and for individual

with ALS (e.g., the ALS Association, the ALS Digest).
Blake discussed how she reviewed relevant legislation
to be prepared to advocate for necessary changes:
“[After reading ADA], I made up a list of things that
would help me handle my job and which were reason-
able . . . I was pleasantly surprised when they [the
employer] accepted most of what I suggested.”

Participants discussed the need to share informa-
tion and advocate on both an individual and a collec-
tive basis. Julia made the following comments on the
importance of sharing information:

I think I would tell a newly diagnosed person to be hon-
est with his employer and with human resources. By this,
I do not mean telling everyone, but people who control
your employment destiny have a need to know. I think it
is helpful to give these company officials something short
to read on ALS so that they don’t think you are going to
be incapacitated and unfit to work within a very short
time.

While recognizing the need to meet with employers
on an individual basis to discuss needed job accom-
modations, participants also spoke of the need for
group advocacy. Kayla wrote, “Be as visible as possi-
ble, write our newspapers and congress persons . . .
don’t just accept death.”

Participants discussed the need to prepare for the
changes that ALS would bring, especially the need to
be ready to use communication technology. ALS
poses particular challenges, as changes in physical
functioning can lead to changes in the access tech-
niques that an individual can use. Kayla, while
describing to another participant the challenges she
might face in learning to make use of switches to
access an AAC device, spoke of the need for patience
and flexibility while learning new technologies. She
wrote, “Don’t be surprised at how slow you are [using
switches]; this takes patience, and you pick up speed
with practice.” Participants also spoke of the benefits
of learning how to use a particular type of technology
(e.g., single-switch technology) before it was physi-
cally necessary to use it.

The participants in this discussion also spoke of the
importance of making decisions about employment
on an individual basis. Kayla spoke of the need to
gather information but to then make a decision for
oneself. She wrote, “Don’t let anyone put a time limit
on your life, none of this 2 to 5 years crap. No one
knows, and it’s different for everyone. . . Keep your
options open, and take it one step at a time. You have
to do what feels right for you.”

DISCUSSION

Employment played an important role in the lives of
the five individuals with ALS who participated in this
study. Unlike many persons with ALS, these individu-
als continued employment after a diagnosis was made
and spoke strongly of the benefits of participation in
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the workplace. One significant factor that may have
contributed to successful employment outcomes was
the nature of the participants’ employment activities.
The participants held professional jobs or worked
independently; they were able to fulfill their occupa-
tional roles despite the physical manifestations of
ALS. The study conducted by Fried-Oken (1993) indi-
cated that successful employment for individuals with
ALS who require AAC is dependent on the require-
ments of their jobs. Specifically, Fried-Oken (1993)
found that jobs must be text dependent (i.e., reliant on
the production of written output or natural/synthesized
speech) for employment outcomes to be successful.

It is of interest to note that all of the individuals in this
study held jobs in which they were able to complete
many of their job responsibilities by producing text-
based messages. In addition, the employers of these
individuals demonstrated considerable flexibility in
allowing these individuals to change when and where
they performed duties (e.g., working from home).

Based on these findings, intervention for people
with ALS should include computer literacy and Inter-
net training. This will provide individuals with a means
of furthering their employment options and present
them with easy access to a range of support networks
(e.g., ALS Digest, chat rooms, information on the
Internet). Adequate technical support is also a critical
need for people with ALS. This requires knowledge of
the technology and accessing options available and
continuous assessments of the individual’s function-
ing as ALS progresses (Beukelman & Yorkston, 1989;
Mathy et al., 2000). In addition, it may be necessary
for service providers to play an advocacy role for their
clients to ensure that they are receiving the necessary
supports in their work environment and to ensure
compliance with government policies.

Benefits of Employment

The benefits reported by the participants included
common advantages of working (i.e., feeling pur-
poseful, positive effects on mental health, financial/
insurance benefits). However, the attainment of these
benefits became a significant priority for these indi-
viduals owing to the negative effects of ALS and the
participants’ need for intellectual and social stimula-
tion. These results correspond to the findings by
Young and McNicoll (1998), who reported that indi-
viduals with ALS often used intellectual and social
stimulation as a means of coping with the disease.
The present study suggests preliminary evidence that
for some people, their ability to cope with ALS may
improve with the contact and stimulation of a sup-
portive work environment.

Negative Impact of Being Employed

The negative impacts of employment, as reported by
the participants, included the negative effects on one’s

physical and mental health, which resulted from either
the excessive demands necessary to fulfill job require-
ments, the work environment itself, or the individual’s
own determination to continue working despite negative
consequences. It will be important for individuals with
ALS and their support network to evaluate the “cost”
and the benefits of employment and to carefully moni-
tor the viability of continued employment over time.

Barriers to Employment

The focus group participants described numerous
barriers that affected their ability to engage in employ-
ment activities effectively or to their fullest potential.
These barriers included architectural barriers, techno-
logical barriers, attitude barriers, policy/funding barri-
ers, financial barriers, barriers related to the limited
availability of information and services, and barriers
related to the psychosocial adjustment of persons with
ALS themselves.

Barriers related to information and services may be
especially problematic for individuals with ALS. As the
severity of dysarthria progresses, an individual’s abil-
ity to rely on natural speech to communicate signifi-
cantly decreases. Therefore, the implementation of
AAC systems is warranted for most individuals diag-
nosed with ALS (see Beukelman and Yorkston [1989]
for a discussion of assessment and intervention pro-
cedures for individuals with ALS).

The implementation of AAC can significantly
improve the quality of life for individuals with ALS as
AAC facilitates independence and control over one’s
environment (Carroll-Thomas, 1995; Yorkston, 1989;
Zeitlin, Abrams, & Shah, 1995). However, because of
limited collaboration among AAC professionals and
ALS clinics and organizations, many people diag-
nosed with ALS are not aware that AAC services are
available, and therefore many do not receive inter-
vention for their communicative needs (Blackstone,
1988). The lack of quick, easy access to reliable infor-
mation about AAC, as described by the participants in
this study, is clearly a serious concern.

AAC interventions require not only the identifica-
tion of an appropriate AAC system but also
competence in addressing psychosocial concerns
(Carroll-Thomas, 1995). Emotional support and
encouragement throughout the intervention process
can assist in alleviating helplessness and fear while
at the same time helping to establish a level of trust
among the members of an intervention team. Pro-
viding this emotional support and information are
two fundamental responsibilities of health care pro-
fessionals who work with individuals with ALS
(Sebring & Moglia, 1987).

Supports to Employment

Successful employment outcomes were dependent
on effective service delivery and technical support.
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The supports described by the participants that
enabled them to continue working included govern-
mental policies; information and services provided by
ALS chapters, other service organizations, and the
Internet10; supports provided by employers; techno-
logical supports; and, finally, supports provided by the
participants’ personal support networks (e.g., family,
friends, neighbors) who assisted with financial, trans-
portation, and personal care needs.

Service providers have a responsibility to offer indi-
viduals with ALS a range of information and options so
that they are able to make informed decisions and act
as causal agents in the intervention process. Partici-
pating in decision making can rebuild an individual’s
sense of self-determination, thereby facilitating
improved participation patterns and overall quality of
life (Light & Gulens, 2000). The participants in this
study spoke frequently of the need for individuals with
ALS to make informed decisions about employment,
assistive technology, and many other issues. Conse-
quently, service providers should be committed to
informing individuals with ALS about employment
options. This information will increase awareness that
a productive and meaningful future is still possible
after a diagnosis of ALS. This point was made clearly
by Julia, who said, “We with ALS have a chance to
really savor each day. ALS cannot define one’s life, or
one will have no life. I would tell anyone newly diag-
nosed to not rush into any decision, to figure out
where he is the happiest, and try to go with the flow.”

Individuals with ALS should be supported in shar-
ing information with other individuals with ALS. As
Bowe, Faye, and Minch (1980) noted, disabled indi-
viduals with several years of disability experiences
are frequently better aware of the needs of disabled
people and better informed about government bene-
fits than are able-bodied professionals in the rehabil-
itation delivery system. Local ALS chapters often have
organized advocacy groups, and the ALS Digest is
available to anyone with access to the Internet.

Recommendations to Overcome Barriers to
Employment

The recommendations for overcoming barriers to
employment proposed by the participants included
suggestions to those groups that significantly impacted
the ability of individuals with ALS to continue to engage
in employment activities. It was recommended that
technology developers improve the general features of
communication systems to facilitate the use and
affordability of devices. The participants also provided
suggestions to policy makers (i.e., government, insur-
ance, employment) and service providers about the

need for greater awareness of ALS issues to maintain
adequate support services. Lastly, the participants
offered advice for other individuals diagnosed with
ALS. Their words of encouragement emphasized the
need for seeking out and sharing information, accept-
ing AAC to enhance communication, and individual
decision making. Implicit in many of their comments
was the importance of a positive and self-determined
attitude; Blake summarized her advice to persons with
ALS in three words: “Don’t give up.”

Limitations of the Study

The results of this study make a significant contri-
bution to the field by advancing our knowledge and
understanding of strategies to facilitate employment
activities for individuals with ALS. However, the study
does have several limitations that should be consid-
ered when interpreting the results. First, because of
the small number of participants, the findings may not
be generalizable to the larger population of employed
individuals with ALS who use AAC. To participate,
participants required access to a personal computer
and knowledge of how to use the Internet; individuals
with ALS who had neither but who may have been
experiencing successful employment outcomes were
not investigated in this study. Therefore, successful
employment outcomes for individuals who did not
have access to computer technology were not inves-
tigated in this study. Finally, it is important to note that
this study describes only the experiences of individu-
als who maintained their jobs and who viewed their
experiences as positive. Because of our interest in the
supports necessary for “successful” employment
experiences, we did not, in this project, seek out indi-
viduals who regarded their employment experiences
as unsuccessful. Additional research is needed to
investigate the negative employment experiences of
individuals with ALS or those who do not continue
their employment.

Directions for Future Research

Owing to the exploratory nature of this study and
the paucity of research related to employment out-
comes for persons with ALS who use AAC, there are
numerous areas for future research, which will be
important to capturing the breadth of successful
employment experiences. There is also a need to
examine the experiences of persons with ALS who
are not successfully employed and who wished to
continue employment. In addition, studies examining
the experiences and perceptions of others involved in
the lives of individuals with ALS (e.g., care givers,
families, friends, and employers) relative to employ-
ment issues and technological knowledge would pro-
vide increased awareness relative to the barriers to
employment. Finally, investigations of interventions
are warranted to examine the effects of emotional and
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10Communication Independence for the Neurologically Impaired
(CINI) provides current information on AAC interventions for indi-
viduals with ALS at www.cini.org, and can be contacted at Suite
1304, 116 John Street, New York, NY 10038, USA.



informational supports relative to improving self-deter-
mination and employment outcomes for individuals
with ALS.

The results of this study suggest that the individu-
als involved in the focus group discussion perceived
their participation in employment activities as having
a significant priority in their lives. Access to AAC and
a positive and self-determined attitude had a signifi-
cant impact on both their ability to participate in soci-
ety and the quality of their lives.
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APPENDIX A: Questions Posted to the Discussion by the Principal Investigator

Topic Question

Welcome Welcome! Thank you for joining our discussion! Before proceeding to our first topic, could you please post a
message saying “Hello” and, for the fun of it, please tell us something about local news that is important to
you. It could be something about a family trip or local events or even just the weather. This will give you a
chance to practice using this Discussion Site (and help us imagine where you are when you post to this site!).

Benefits Perhaps we can start our discussion by talking about the benefits of employment activities. Clearly, maintaining
work activities involves considerable effort and persistence, and not everyone makes the same decision. If
someone were to ask why you chose to continue working after the onset of ALS, what would you say?

Appendix A continues on next page.



APPENDIX B

Operational Definitions of Coding Themes

1. Benefits of Employment and Reasons for Being Employed: “something that promotes or enhances well-being;
an advantage” (The American Heritage College Dictionary). Positive outcomes resulting from engagement
in employment activities, including social, financial, familial, personal, psychological, or physical gains. Moti-
vational factors or reasons for participating in employment activities, including avoiding the negative effects
of unemployment.

2. Negative Impact of Employment: negative experiences (including social, financial, familial, personal, psycho-
logical, or physical) resulting from engagement in employment activities.

3. Barriers to Employment Activities: any person, organization, situation, action, or device that impedes an
individual’s ability to participate in employment activities adequately or to the individual’s fullest potential.
Barriers can include policies, practices, attitudes, knowledge, skill, information dissemination, access, or
physical/medical conditions.

4. Supports to Employment Activities: any person, organization, situation, action, or device that enables or
assists an individual to participate in employment activities.

5. Recommendations: suggestions regarding ways of overcoming barriers to employment based on the partici-
pants’ personal experiences and ideas. Includes recommendations to persons with ALS and their families,
employers, coworkers, policy makers, service providers, medical community, and technology developers.

6. Description of Employment: comment that provides information about employment activity but does not
include benefits/reasons, negative impacts, barriers, or supports related to employment (e.g., “My duties
included . . .”).

7. ALS Issues: comment or question specific to issues related to ALS and not directly related to employment.
8. Unrelated Statement: comment or question that is unrelated to employment or ALS issues, including personal

statements (e.g., “I have 33 grandchildren”).
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APPENDIX A: Questions Posted to the Discussion by the Principal Investigator (Continued)

Communication A number of you have mentioned the importance of communication in your lives. What were your experiences
and communication in being introduced to assistive technology for communication? Were you provided with choices, and how
technology satisfied were you with the choices provided?

Supports to A number of supports have been mentioned so far: the support of family members, the use of assistive
employment technology, the interest of employers and coworkers. What have been your experiences? What are some of

the other supports that have been important in your involvement in employment experiences?

Barriers to We have discussed some of the factors that support participation. I would like to talk a little about the barriers 
employment to participation. Some of the topics mentioned/implied so far include negative attitudes, misinformation, lack

of access to technology and to technology training. What have been the barriers to participation that you
have experienced?

Message to It has been very interesting to me that despite the diversity of vocations represented here, many of you have
policy makers experienced similar experiences with your employers. For the most part, you have described employers that

have worked to support your continued employment and/or to ease the transition out of the workplace. On the
other hand, insurance companies have received criticism for their failure to provide appropriate funding for
technology. My question now is this: What can the government do to assist you in living your life the way you
want to, especially as it relates to employment? If you could “run Washington for a day,” what are the
changes you would make?

Message to As you have discussed augmentative communication technologies, you have referred to features that you like in
communication augmentative communication technologies (e.g., devices should be light, portable, FREE), and features that you
technology do not like (voices that are “whiny/arrogant” sounding, slow speed of communication). What would be the
developers features of an ideal augmentative communication device? Another part of this research project is a group of

engineers who want to hear from technology users what the next generation of technology should include.
We would all be sincerely interested in your ideas on this topic.

Message to What would you say to another individual who learns that he/she has ALS and who is trying to make a decision
persons with ALS about employment? In recent days, Julia has raised the important issue of the stress of the physical demands

of the workplace. Many of you have spoken of the importance of work and its role in helping to define “who
you are.” If an individual decides to maintain employment, how do they best communicate information about
ALS to an employer without provoking the fixation on the diagnosis that some of you have described. Based
on your own experience, and maybe a little on what has been discussed at the Web site, what would you say
to someone who works and learns that they have ALS?


