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_ Why are we

shining the spotlight on this
strange acronym? Why should
you read about another obscure
government activity? Twenty
million dollars, that's why. Over
the last two decades, nearly
twenty million dollars has been
pumped into RERCs that focus on
AAC technologies. AAC consum-
ers should be asking questions
like: How has that money af-
fected the field of AAC? How has
it improved the lives of aug-
mented communicators? Here are
some basics to prepare you to ask
your own questions.

What’s an RERC?
Rehabilitation Engineering Re-
search Centers (RERCs) exist
under the Rehabilitation Act of
1973.! There are fifteen RERCs in
the United States. The shared goal
of these centers of excellence is
to research, evaluate and dissemi-
nate innovative methods of
applying advanced technology,
scientific achievement and psy-
chological and social knowledge
to solve rehabilitation problems
and remove environmental
barriers.” In addition, the RERCs
may demonstrate and disseminate
innovative delivery models to
rural and urban areas, conduct
scientific research that assists in

meeting employment and inde-
pendent living needs of individu-
als with severe disabilities and
provide training opportunities in
conjunction with institutions of
higher education and nonprofit
organizations.

RERCs are funded by the National
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What'’s an RERC?

Institute for Disability and Reha-
bilitation Research (NIDRR).
NIDRR sets the research agenda
for each RERC grant by publish-
ing a Request for Proposal (RFP)
which describes the priority areas.

Each RERC has a different focus.
For example, the RERC on Hear-
ing Enhancement promotes
technological solutions to prob-
lems confronting people who are
deaf or hard of hearing. Another
example would be the RERC on
Information Technology Access
which improves access to a wide
range of technologies, including
computers and the Web, ATMs,
kiosks, hand held electronic
personal assistants, point-of-sale
devices and smartcards, home
and pocket information appli-
ances, Internet technologies,
intranets, and 3-D and immersive
environments for individuals with
all types, degrees, and combina-
tions of disabilities. There are
thirteen other RERCs which may
also be of interest to you. Contact
information for all the RERCs is
on page eight of this newsletter.

What’s the AAC-RERC?
The RERC on Communication
Enhancement, known as the
AAC-RERC, is a five-year project
that began in November 1998.

Continued on page 2



Message from the editor

A quick examination of this
issue of Alternatively Speaking
will reveal T have acquired some
sparkling new associates. These
people are some of the best and
brightest individuals in the field of
AAC research. They are all mem-
bers of an exciting new Rehabili-
tation Engineering Research
Center on AAC (AAC-RERC).
Although the AAC-RERC has its
administration at Duke University,
this is a virtual center with
projects spread over seven differ-
ent sites. We keep in close contact
with each other using the tools of
modern technology.

My colleague Sarah Blackstone
and I are part of this RERC team.
Our main job will be information
dissemination. I can hear the cries
emanating from the peanut
gallery already: “You're nothing
more than public relations
people; spin doctors who'll put
the best light possible on every-
thing the RERC does.” “You'll be
afraid to ask the difficult ques-
tions.”

My response to this is, “Wait and
see.” I doubt you'll see AS turn
into a publicity machine for the
AAC-RERC. T see my job as ex-

plaining, as clearly as possible,
what the RERC is doing with their
projects and why they are doing
it. But this won't be just a one
way flow of information. We
want to hear from you. What do
you think of the various RERC
projects? What would you like to
see the AAC RERC get involved
with?

I am really excited about working
with the members of this team.
They are exploring some really
exciting stuff that may change the
field of AAC. Strong words? You
bet. You can read the news first,
right here in Alternatively Speak-

ing. é
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The AAC-RERC is a collaborative
community that will further the
development of communication,
language, natural speech, dis-
course skills and literacy of
persons with significant commu-
nication disorders.

The current AAC-RERC is the first
“virtual” center. Staff are located
at seven distinct sights: Duke
University, the University of
Nebraska-Lincoln, Temple Uni-
versity, the University of North
Carolina-Chapel Hill, Pennsylva-
nia State University, the State
University of New York at Buffalo
and Augmentative Communica-
tion, Inc.

This virtual AAC-RERC is a bold,
new, cost-effective model that
promotes close collaboration
among leaders in the field at
multiple centers to meet the
complex challenges of the AAC
field.

RERC Activities

Each RERC is affiliated with a
rehabilitation setting, which
provides an environment for
cooperative research and the
transfer of rehabilitation technolo-
gies into rehabilitation practice.
RERCs also work at the systems
level to eliminate barriers to fully
accessible communications,
housing, employment and so on.
By partnering with industry,
product developers and entrepre-
neurs, RERCs have the potential
to make sweeping changes
affecting public policy and the
nature of our physical and virtual
environments.

AAC-RERC Activities

The AAC-RERC activities, like
other RERCs, include carrying
out research projects, develop-
ment projects and training and
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dissemination activities. Specifi-
cally, the AAC-RERC:

e Studies the effects of attitude
and perception on the accep-
tance and use of AAC technolo-
gies by elderly persons.

e Studies organizational strate-
gies for three groups of AAC
users with acquired disabilities.
e Improves AAC technologies
by studying the organizational
abilities of very young children.
e Develops tools, testing proce-
dures and benchmarks of the
major performance measures
related to AAC device use.

e Runs focus group discussions
on the WWW with AAC users,
employers and support person-
nel to help identify important
supports and barriers to em-
ployment.

e Develops a program which
trains, supports and mentors
augmented communicators, who
wish to become employed using
intensive computer and Internet
skills.

e Develops a coordinated
program which searches out
and links promising technolo-
gies from a variety of sources
with AAC manufacturers and
developers in other areas with
the objective of improving AAC
technologies.

e Develops a menu-based AAC
interface that relies on recogni-
tion rather than recall memory.
e Develops an integrated literacy
software interface and an alterna-
tive reading comprehension
assessment battery to improve
literacy technologies for school-
age children with severe physical
disabilities.

RERC Cooperation
RERCs cooperate on a local, state,

V E L Y

regional and national level with
programs, organizations and
agencies to develop or deliver
rehabilitation technology.

In addition, RERCs may provide
information to individuals with
disabilities and their parents,
family members, guardians,
advocates or authorized represen-
tatives in an effort to increase
awareness and understanding of
how rehabilitation technology can
address their needs. To the extent
consistent with the nature and
type of research or demonstration
activities, RERCs may inform
constituents of the range of
options, programs, services and
resources available, including
financing options for the technol-
ogy and services covered by the
subject area of focus of the center.

AAC-RERC Cooperation
The AAC-RERC has established
collaborative relationships with a
number of organizations and
agencies including ASHA, CAMA,
the Federal Labs, ISAAC, RESNA
and USSAAC. In addition, each
partner collaborates with agen-
cies, schools, hospitals, universi-
ties and consumer groups to carry
out their projects.

RERC staff are also seeking to
establish close collaborative
relationships with manufacturers
to promote the use of empirically-
based technologies for AAC users
and are monitoring and seeking
out technology developments in
both commercial form and pre-
release development stages that
may affect the engineering and
clinical application of technology
in the AAC field.

The AAC-RERC is aware of the
critical need to involve AAC

S P E A KI NG

consumers in research and devel-
opment and is looking at ways to
increase the participation of
augmented communicators in the
center’s activities. Further discus-
sion of current consumer involve-
ment in the AAC-RERC activities is
in the “Out and About” section of
this newsletter.

RERC Advisory
Committees

Each RERC must have an advisory
committee. A majority of mem-
bers are supposed to be individu-
als with disabilities who are users
of rehabilitation technology, or
their parents, family members,
guardians, advocates or autho-
rized representatives.

AAC-RERC Advisory
Committee

The AAC-RERC advisory commit-
tee is comprised of individuals
from the groups described above.
Included are augmented commu-
nicators, a consumer advocate,
educators, engineers, liaisons
from related RERCs, manufactur-
ers, parents and family members
of augmented communicators,
representatives from AAC organi-
zations and speech-language
pathologists. The specific mem-
bers of the advisory committee
are listed on page four of this
newsletter.

In Conclusion

Each of the RERCs conducts
research leading to “new scientific
knowledge and new or improved
methods, procedures and devices
to benetfit people with disabili-
ties.” While this issue spotlights
the AAC-RERC, it also strives to
shed some light on the RERC

family. é
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AAC-RERC Partners

i\ Site Project Directors Responsibilities

Sarah Blackstone

. e disemination, trainin
Michael Williams &

Augmentative Communication, Inc.

Kevin Caves administration, development,

Duke Universit . o .
Y Frank DeRuyter disemination, research, training

Janice Light

. disemination, research, trainin
David McNaughton &

Pennsylvania State University

development, disemination,

State University of NY - Buffalo Jeff Higginbotham ]
research, training
Temple University Diane Bryen disemination, research, training
University of Nebraska, Lincoln David Beukelman developmenF ’ .dlsernmann,
research, training
University of North Carolina - Chapel Hill | Janet Sturm development, disemination, training
AAC-RERC Advisory Board

Kitch Barnicle Arthur Boothroyd Gus Estrella
Trace Center RERC on Hearing Impairment UCPA
Madison, WI San Diego, CA Washington, DC
Melanie Fried-Oken Lew Golinker Rick Hohn
Oregon Health Sciences University | Law Practices Dynavox, Inc.
Portland, OR Ithaca, NY Vista, CA
gﬁig?ﬁ:ﬁ)ehve Svstems Carole Krezman Tracy Kovach
Development Yy Consultant Children's Hospital
Madison, WI Berkeley, CA Denver, CO
Joseph P. Lane

. Peggy Locke Harry Murphy
RERC on Technology Evaluation CAMA CSUN (retired)
and Transfer Evanston, IL Northridge, CA
Buffalo, NY v ’ 1aee,
Pat Ourand Michael Rosen g(})ﬁlldfeoriz nI(-)Ios ital Los
USSAAC RERC on Telerehabilitation Angelos p
Evanston, IL Washington, DC Los Angeles, CA
Pegi Young
The Bridge School
Hillsborough, CA




A L TEIRNATI

and Abo(/

Many years ago, I partici-

pated in an AAC research project
as an advisor. A good portion of
the project’s research consisted of
the (able-bodied) researchers
testing AAC communication
techniques and strategies on each
other. Today, the thought of
keeping AAC consumers out of
the research lab, or even of
keeping the research in the lab,
seems ludicrous.

The RERCs have a renewed
commitment to involve consum-
ers in all aspects of their work.
The AAC-RERC has augmented
communicators, parents and
family members on its advisory
board. I am one of the project
directors. Many of the research
projects include augmented
communicators as active mem-
bers of the research team. Each
project involves consumers
wherever possible.

At the RESNA meeting in Long
Beach last year, the AAC-RERC
initiated a special session for
researchers and manufacturers to
hear consumers’ ideas about AAC
research. The AAC-RERC, SHOUT
and RESNA collaborated to make
this event a success. The AAC-
RERC supplied scholarships to

&
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Consumers Talk,
Researchers Listen

cover the RESNA conference
registration fees of approximately
20 augmented communicators so
they could attend this special
session. The members of SHOUT,
a non profit organization in
western Pennsylvania, worked
tirelessly to arrange transporta-
tion, secure attendant care, and
provide overall support for these
consumers. RESNA provided the
meeting spaces and welcomed
the session, as well as the aug-
mented communicators, into their
conference.

Several AAC-RERC researchers
attended this session along with
other researchers and manufac-
turers who were interested in
consumers’ ideas about AAC-
research. Out of this session came
a deeper understanding between
the professional research commu-
nity and the consumer commu-
nity. Someone suggested that
AAC research would be better

if more AAC users were

principal investigators on AAC
research projects. Researchers
and manufacturers alike listened
to what augmented communica-
tors had to say about AAC re-
search and answered questions
about the state of the art of AAC
technology.

The success of the meeting in
Long Beach has led to further
significant collaboration between
SHOUT and RESNA to increase
consumers’ participation in the
RESNA conferences. A group of
AAC consumers is meeting and
attending conference sessions in
Orlando, Florida, at the 2000
RESNA conference in June.

The AAC-RERC will sponsor
another consumer focus group at
the ISAAC 2000 conference in
Washington, DC this August. Mick
Joyce and I will be leading this
meeting. This will be another
great opportunity for AAC re-
searchers and manufacturers to
hear from consumers.

These collaborative meetings
give AAC consumers an oppor-
tunity to ask questions of the
RERC research partners. Aug-
mented communicators can ask
questions such as:

e What does the AAC-RERC see
as important consumer issues?
e What is the AAC-RERC doing
to improve the design of AAC
devices?

e Will these projects make

a difference in how I can

communicate?é
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AAC-RERC Across the Ages

9
ve been associated with

Rehabilitation Engineering and
Research Centers (RERCs) for
many years as a subject, em-
ployee, consultant and advisor. 1
have watched them evolve and
grow. I have spoken at their
conferences and designed web
pages for them. My experience
has taught me many things about
them. Sometimes RERC’s are
useful and produce research and
products that benefit people with
disabilities. Other times they grow

Design of Basic
AAC Systems

Figure 1: Evolution of the AAC-RERC

into monsters that suck up federal
money and do very little except
promote the prestige of their staff.

A Trace of History

The early beginnings of what is
now known as the AAC-RERC,
or the RERC on communication
enhancement, started at the
University of Wisconsin at
Madison in the 1980s as a de-
vice development center. It was
commonly known as the Trace
Center. Trace also developed
materials for clinicians. Later the
AAC-RERC moved to the Ap-
plied Science and Engineering
Lab within the A. I. duPont
Institute at the University of
Delaware. Figure I depicts an

evolution that reflects

e changes in the field

e political, economic and uni-
versity pressures

e shifts in funding priorities.

Forces at work

In the past professional engi-
neers, guided by communication
experts, were the driving force
behind the AAC movement. Not
surprisingly, the resulting focus
was on device development and
system enhancement. Increas-
ingly, however, consumers and

Research on System
Enhancement

researchers from other disciplines
have become involved in AAC
research. AAC is no longer strictly
an engineering challenge, but
rather a sociological and psycho-
logical one as well. For example,
one may have the perfect device,
but if no one listens to it in a
crowded room because the
volume is too low and its pres-
ence creates a stigma, then the
device actually creates more
problems than it solves.

Many of the current AAC-RERC
projects address a broad range of
linguistic, sociological and psy-
chological issues, which have
implications that are important to
the field, as well as to future

technological and engineering
developments.

Future Directions
Rehabilitation research needs are
ever changing, and thus, research
priorities change as well. Tech-
nology is always ahead of public
policy. Eventually, the AAC-RERC
will move into the device enrich-
ment and validation aspect of
research. By enrichment, I mean
research on how to actively
improve AAC users’ quality of life.
By validation, I mean a concen-

System Validation and
Quality of Life

trated effort to prove that, in the
long run, the purchase of AAC
devices will actually stretch the
healthcare dollar. This validation
will undoubtedly increase access,
open new markets, expand
competition, drop prices and
improve the general quality of
AAC products.

The expertise of the AAC-RERC
researcher might have to be
broadened. Figure 2 shows the
evolution of the role of the con-
sumer in the RERC on AAC. In the
future, consumers will have to
take a major role and serve as
primary investigators, consultants,
and advisors because they are so
intimately involved with the end
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product. The research questions
of the next decade can only be
answered by a high level of
participatory action research.
Moreover, the research will take
on an increasingly interdiscipli-
nary flavor, adding experts in
social psychology, healthcare
policy and medical sociology, to
name just a few.

By expanding the scope of an
RERC, the government begins to
recognize the fact that disability is
not merely a physical condition,
but has many sociological and
psychological aspects hanging on
like blood sucking leeches. AAC
researchers also may want to
especially sharpen their knowl-
edge in adjunct areas, such as
stigmatization, the interplay of
aging and disability, and cost-
benefit analysis to name a few.

Subjects,
Advisors

e Spirituality

e Involvement in democracy
e Self-determination and self-
advocacy

e Effective health care

e Employment

e Recreation

e Mental health status

All of these issues are part of
larger questions:

e Do AAC devices affect the

quality of life for users?

e If so, how much?

e How do we design systems

that enhance function and the
quality of life even more?

As researchers begin to address
these questions, we will be in a
better position to answer loom-
ing public policy questions such
as:

e Do the benefits of AAC use

Advisors,
Consultants

S P E A K I NG

Final Comments

When the AAC-RERC began, the
problems were basic engineering
and access. Designing the bare-
bones AAC system was para-
mount. Today, the accent seems
to be on making AAC systems
more effective and on developing
design features that better address
the communication needs and
learning styles of specific groups
of individuals with severe commu-
nication impairments. For ex-
ample, researchers today are
investigating the communication
needs of augmented communica-
tors who work.

Future AAC-RERC challenges will
be even broader in scope,. We

Researchers,
Leaders

Figure 2: Changing roles of AAC Consumers

Unfolding Research Issues
Many research issues come
knocking on my mind’s door.
For instance, I would like to see
research on how AAC use
affects the following:

e Self-esteem

e Self-perception

e Sexuality and gender
expression

outweigh the cost?

e How do we make more

positive outcomes happen?
e At what point is there too
much technology?

Then AAC as a field will be on
more stable ground when com-
peting for limited funding.

must examine the sociological and
psychological nature of the envi-
ronment where devices are used.
This type of research will enrich
the lives of users and make sure
that AAC consumers have the
same opportunities as everyone
else to pursue more creditable
options in their everyday lives. é
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Sources & Resources

1. Authority for Rehabilitation Research
Engineering Centers is contained in
section 204(b)(3) of the Rehabilitation
Act of 1973, as amended (29 U.S.C.
762()(3)).

2. The February 6, 1997, Federal Register
(Volume 62, Number 25) outlines the
requirements for the RERCs. www-
test.ncddr.org/news/nidrr_brochure.html

Friends andpee«

3. Poster. Rehabilitation Engineering
Research Centers. Available from the
National Center for the Dissemination of
Disability Research. (NCDDR) 800-266-
1832 (phone) ncddr@ncddr.org/ (email)
www.ncddr.org (website) 512-476-2286
(fax).

To contact our guest author:

Mick Joyce, 4 North Allen St., Madison
WI 53705
mjoyce@FACSTAF.WISC.EDU (email)
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General information about RERCs on
the Web:

e National Institute on Disability and
Rehabilitation Research (NIDRR)
www.ed.gov/offices/OSERS/NIDRR

e National Rehabilitation Information
Center (NARIC) www.naric.com

e Office of Special Education and
Rehabilitative Services (OSERS)
www.ed.gov/offices/OSERS/
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The RERC Family

RERC on Aging
klinman@acsu.buffalo.edu
716-829-3141

562-401-7994

RERC on Technology for Children with
Orthopedic Disabilities
info@ranchorep.org

Vision
brabyn@ski.org
415-345-2110

Smith-Kettlewell RERC on Blindness and Low

716-829-3141

RERC on Technology Transfer
jimleahy@acsu.buffalo.edu

(AAC-RERQ)
aac-rerc@mc.duke.edu

919-681-9983

RERC on Communication Enhancement

608-263-1156

RERC on Telecommunication Access
info@trace.wisc.edu

Sheryl.Ulin@umich.edu
734-615-2683

RERC: Ergonomic Solutions for Employment

mjr2@mhg.edu
202-877-1960

RERC on Telerehabilitation

mbakke@lexnyc.org
718-350-3180

RERC on Hearing Enhancement

800-628-2281

RERC on Universal Design and the Built
Environment at Buffalo
rercud@ap.buffalo.edu

Mine Survivors
h-casanova@nwu.edu
312-926-0018

RERC: Improved Technology Access for Land

cud@ncsu.edu
919-515-3082

RERC on Universal Design and the Built
Environment at North Carolina State University

info@trace.wisc.edu

608-263-1156

RERC on Information Technology Access

412-647-1274

RERC on Wheeled Mobility
dhobson@pitt.edu

egrahn@nwu.edu
312-238-6500

RERC in Prosthetics and Orthotics

)




