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Most would agree that getting
old is a preferable alternative. . .
aging itself being a desirable event.
Yet too often we hear stories that
highlight the painful and undesirable
effects associated with aging, rather
than the positive experiences and
successful accommodations people
make during the aging process.!
While being ill certainly can be
devastating (no matter what your
age), most elderly people are not
sick. On the other hand, aging and
disability are strongly correlated. As
we age, we are likely to develop
disabilities that affect communicat-
ion, mobility, activities of daily
living, work and recreation. And we

are likely to experience ageism, i.e.,

prejudice against the elderly.

The demographics of aging have
changed. The expected life span of
people in many nations is increasing
dramatically. The number of
healthy, productive persons in their
60’s, 70’s, 80’s and 90’s, with and
without disabilities, is growing.
Many books, magazines and
journals now focus on issues related
to aging. The field of gerontology is
expanding, and institutes on aging
are springing up all over the world.
Older people are creating new
markets and professional service
challenges. While medical and
social services establishments are
accustomed to working with persons
with acquired (continued on page 2)

u In this century, life expectancy has
increased from 46 years to nearly 80
years in many countries.

® The fastest growing part of the
population in some countries is
women over 80.

B Researchers predict there will be
more adults over 65 than children
under 17 years by the year 2030.

B A large, longitudinal study con-
ducted at ages 50, 60, 65, 70 and 80
years by the National Institutes of
Mental Health concluded that when
healthy people age in their own
communities (and not institutions),
the progressive deterioration in both
mental and physical capacities
found in earlier, cross-sectional
studies of people at similar ages had
disappeared.

= The decline in various capacities
with age is not universal.

® The "disengagement theory" (i.e.,
as people grow older, they withdraw
from society and social activities)
was not the pattern found among
healthy aging individuals.

This information comes from
the popular book The Fountain of
Age by Betty Friedan® It is a
well-researched, lengthy but read-
able collection of facts and figures
on aging. It also provides some new
perspectives on aging issues.
Friedan discusses studies that
demonstrate that people who think
of old as being ill, frail, inactive and
lacking power are far more likely to
self-fulfill the prophecy of isolation
and passivity. She highlights
successfil aging, defined as “people
who show little or no loss in various
functions to age 70, as compared to
usual aging (continued on page 2)
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(some limitation in function) and
pathological aging (severe
limitations).”® Factors assoc:lated
with successful aging include:®

® An ability to create bonds beyond
the family.
= Carrying out activities in society
that involve thinking and making
choices. [Note: this factor was almost as
strong a predictor for survival as pot smoking. |
® Accurate, realistic, active iden-
tification with one’s own aging (as
opposed to resignation to the
stereotype of “being old” or denial
of age changes).
Communication skills play an
important role in all these factors.

By focusing on the elderly
without disabilities, i.e., those aging
successfully, Friedan is sometimes
guilty of both ageism and abletsm
(discrimination based on ability).”
The reality is that most people over
age 60 experience a series of
changes in their functional status.
Hearing loss; diminished strength,
flexibility and endurance; visual
problems and cognitive changes are
most notable. The Fountain of Age
all but ignores issues faced by
persons aging with life-long
disabilities. The book also fails to
highlight the many assistive
technologies now available to help
people adapt to changes in
functional status.

“Accurate, realistic, active
identification with one’s own
aging,”!® a characteristic of those
who age successfully, means a
willingness to make appropriate
accommodations for one’s disabil-
ities. More and more, people who
age successfully will do so not
because they are free from
functional limitations, but because
they continue to function with their
existing disabilities, using: (a)
assistive technology (both low and
high tech), (b) adaptive strategies
and techniques and (c) appropriate
support systems. 113

The present

June Kailes, a disability advocate
and expert on aging, observes that
both the aging population and the
younger disabled population
continue to struggle against
segre%atlon and institutionali-
zation. " Elderly people are segre-
gated from the younger population
when they live in retirement
communities or nursing homes
and/or concentrate their activities in
adult day centers. People aging with
disabilities are further segregated
from their non-disabled elderly
peers, and thus are doubly
stigmatized. They are also much
more likely to be institutionalized, "
even though data suggest that elders
with developmental disabilities
could successfully reside in less
restrictive and less costly alternative
care settings. '

For most people, the prospect of
aging is a concern. Pioneer AAC
users who have spent their lives
fighting for access to education,
communication, employment and
membership in their communities,
may find the lack of services,
information and support currently
available to elderly persons with
life-long communication impair-
ments to be downrlght frlghtemng
For those who acqmre communi-
cation problems later in life, the
prevailing lack of awareness and

negative attitudes expressed by ¢




service providers and funding
sources toward assistive technology
in general and non-speech commun-
ication in particular has created a
serious attitudinal barrier to the use
of AAC techniques in solvin%severe
communication problems.s ’

Use it or lose it

The adage “use it or lose it” is
relevant to the mind, body and
spirit. It is equally true of communi-
cation. Maintaining the ability to
communicate in the presence of a
severe communication impairment
requires assistive technology,
compensatory strategies and at least
one willing, able and available
communication partner.

A recent book edited by Lubinski
and Higginbotham, Communication
Technologies for the Elderly:
Vision, Hearing and Speech, seeks
to enhance the communication
opportunities of elders through the
use of technology.'? It calls for “the
commitment of communication
professionals to provide reasonably
priced technologies that are
appropriate, essential and easy to
use.”” " The book supports the need
for elderly persons to have access to
communication devices that are
designed to assist them in dealing
with their functional limitations,
while respecting their preferences
and communication styles.

Having AAC devices and
strategies is not enough. It is
necessary to use them regularly to
communicate. Another relevant
adage is “practice makes perfect.”
One way to maintain communica-
tion skills is to form (or join) a
community support group. For
example, aphasia groups run b&
consumers can be very rewarding:

= Donald Moore writes that his group
was a “psychic boost.”!”

= Roger Ross writes about six support
groups he’s been involved with
since 1991, three of which he
started. He says, “I did not getbefter
until I met other people with the

same problem. . . .My colleagues
and I believe that joining a group is
the most important thing you can do
for yourself. . . . Some of us have
been at this organized talking and
listening for some years.”:’JO
Ross believes that while it is
acceptable for groups to have help
from a professional, it is not
essential. “Talking and listening
should be done mainly by the
persons with the problem. Spouses
and other caregivers should form
their own groups.”

Be prepared
Kailes makes the following
suggestions for persons currently
aging with adisabilify, and for those
who support them. !
B® Work to make changes now

in the systems you will need
to depend upon later.

Become “the” expert on your
own disability.

Make sure you have good
friends across a range of ages.

W Know how to use the personal
assistance (PA) network.

EMl Pay attention to the physical
layout of your residence.
Make plans to live where
there is enough room for a
personal assistant.

[ Choose to live where you can
maintain your social network.

Be aggressive about gaining
access to and using assistive
technology.

EN Have monies in reserve to pay
for PAs. [Note: Great idea, but for
people already living on the edge of
poverty, saving money for the future
isn’t an option.] =

The future
The expectations of yesterday are
not going to predict tomorrow.

Health care providers, educators,

social service professionals,

governments and individual citizens
are examining assumptions about
the aging process.2l Research now
confirms that environmental
factors, attitudes, expectations and

lifestyle can and do make a

significant difference in the aging

experience. It is also becoming

apparent that assistive technology
“will play an increasingly critical
role in maintaining the balance
among functional limitations
associated with aging, Iife-ldn?g
impairments and independence.”
Technology, especially communi-
cation technology, not only will
improve a person’s functional
abilities and quality of life, but may
reduce costs. New technology can
enable persons to receive care in
their homes, where monitoring can
be accomplished from adistance and
access to assistance and advice can
be readily available.”*%

“To do” list
AAC interventions are designed
to help ensure that individuals with
severe communication impairments
keep on communicating and to
prevent dependence, fear and
isolation.® As a group, AAC
consumers, researchers, service
providers, advocates, payers,
educators and manufacturers have
the capability to respond to the
challenges older people with severe
communication impairments will
bring forward. We must prepare.
Our “to do ” list includes:
= Defining the diverse needs of elders
with communication impairments
caused by degenerative, acquired
and congenital problems.
® Developing AAC strategies/tools
that directly address the needs,
preferences and styles of older
people.
= Increasing awareness of AAC ser-
vices and devices among payers,
physicians, speech-language
pathologists, and consumer groups
who represent elderly persons.
® Conducting and publishing outcome
studies that support the effectiveness
and benefits of specific AAC inter-
vention approaches and tools with
specific groups of persons in their
third thirty.
® Educating ourselves about the dif-
ferent intervention strategies re-
quired to serve the communication
needs and preferences of older

3.
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Clinical News
Who can benefit?

Elderly people are the most
heterogeneous segment of society.
Thus, developing strategies to
address their needs is a multi-faceted
challenge. AAC professionals are
just beginning to conceptualize,
develop and share intervention
approaches designed specifically to
meet the communication needs and
expand the communication
opportunities of elderly people.
Certain subgroups of elders (those
with acquired/degenerative con-
ditions) receive considerable atten-
tion from AAC professionals.

Others have received almost none
(elders with congenital conditions).

Table I summarizes clinically
relevant information about the types
of disorders, causes, courses and
problems faced by aging adults. 2?8
It also gives examples of AAC
devices and strategies. The chart is
adapted from work by Garrett and
Yorkston. Ten subgroups are listed.
The six nonshaded areas address
individuals with severe communi-
cation impairments acquired later in
life.? Little information is available
about the use of AAC with persons
who have dementia. However,
much is written about successful
AAC interventions for people with
amyotrophic lateral sclerosis,

brain-stem strokes, traumatic brain
injuries, multiple sclerosis and
aphasia. Even so, articles in Asha
magazine report that most elderly
people define successful intervent-
ion as “regaining the ability to talk”
and state that elderly people do not
consider the “use of an augmentative
communication system indicative of
successful intervention.” This
reflects an attitude that implies it is
okay not to be able to communicate
if you are elderly. A similar
statement about children would be
abhorred and heralded as a failure
on the part of professionals to do
their job well, not an unwillingness
on the part of consumers to accept
unfamiliar approaches. We have

Table 1. Summary of AAC applications for eldeﬂ’v persons with SCI

Adapted tfrom Garrett and Yorkston

Expanded to include congenital problems (shaded areas) and sensory impairments

Disorder| Common causes Typical course Types of problems AAC devices/strategies
Dementia | Altzeimer’s disease; Progressive Loss of memory & intellectual Signaling device; Identification
COGNITION| Multiple strokes deterioration functoning. Changes in behavior, aid; Timer or activity signal;
(Degenera- s Memo systems/list maker;
tive or Confusion | Trauma; Stroke; Infec- | Fluctuating personality Environmental organizer;
fluctuating tion; Multi-drug therapy Deficits in attention, information Instructional device; Biographic

processing & orientation

introducer; Memory book and

LANGUAGE| Aphasia

(Acquired)

evelopmental problems:

wallet—memory activities;
Calendar box, schedule, etc.

Improves. Later
stabilizes and write

Reduced ability to speak, listen, read

Attention getting device; Basic
needs request; Communication
board, wallet, device;

Comprehension enhancer;
Conversation enhancer;
Storytelling; Game-playing, etc.

MOTOR
PLANNING
(Acquired)

Stroke; Trauma; Tumor

Improves. Later
stabilizes

Disruption of motor planning. Often
associated with aphasia

Augmented response system;
Comprehensive communication
system; Situation specific

‘Efa‘)ﬂa

o gtabilize
=S

communication system (topic
boards), etc.

Dysarthria | Locked-in syndrome;
I'S{g]lilcjg. (paresis of | Amyotrophic lateral scle-
TION muscles) rosis; Parkinson’s
(Acquired) disease; Multiple

sclerosis; Dystonia

Some improve &
stablize. Others are
progressive &
deteriorate

phonation)

Reduced speech intelligibility because
of paresis of muscles involved in
speech (articulation, respiration,

Yes/no signal; Call system;
Auditory scanning system;
Direct selection or scanning
device; Portable writing device;
Voice amplifier; Alphabet

board, Alerting system; Phone
adaptation; Multi-purpose sys-
tem; Alphabet pacing board, etc.

Reduced acuity and increased
distortion. Difficulty hearing and
participating in conversations/groups—

particularly in noisx environments

Hearing aid; Assistive listening
device; Relay system; TTD; e-
mail; Internet access; Captioning

disabilitics orsen in later I - problems:
Hearing Presbycusis (hearing Affects higher
loss/ loss associated with frequencies. Gradually
HEARING deafness aging) worsens
Visual Presbyopia; Cataracts; Gradually worsens.
VISION | impairment/| Macular degeneration Surgery can correct
blindness some problems

Difficulty reading. Can affect
mobility; increases risk of falling

Glasses; Screen reader; Text

enlarger; Books on tape

<




work to do. Many of our colleagues
still think AAC means complicated
high-tech devices, when in fact we
offer a broad range of adaptive
strategies.

The four shaded areas in Table I
address those aging with congenital
problems. Although almost nothing
is written about them, long-time
AAC users may require adjustments

accommodate changes in functional
status or lifestyle. In addition,
another group needing AAC is
emerging. Individuals who have
“gotten by” using their dysarthric
speech are suddenly finding that
others are having more difficulty
understanding them as they age.
These individuals may need to
(re)consider using AAC devices and
communication strategies. Without

augmentation, they may find
opportunities to participate in social
events diminishing and their social
networks shrinking.

Conclusion
Staying “connected” is crucial to
aging successfully. AAC profes-
sionals can help people who are
growing older maintain or gain these
connections. &

to their communication systems to

Storytelling
Sheela Stuart’s research examines the ways elders use
storytelling as a communication style and the implications
of storytelling for the work AAC professionals do with
elderly persons.*® She 1dent1ﬁed four different functions
served by three types of stories.

Functions of storytelling.
1. Information transfer. Elders tell stories to communicate
world knowledge/wisdom. Most contain a particular proposi-
tion: “You know I don'’t just tell these stories for the fun of it.
I want you to have the benefit of all that stuff I learned, and
I don’t wanna get preachy about it, so I tell a story, and you
get the idea.”
2. Usefulness, To transmit culturally relevant information.
3. Intimacy. To create a common experience between the
storyteller and listener.
4. Entertainment. To amuse, pass the time, entertain.
Types of Stories.
1. Individual monologues. Most monologues intermingle
time references of past and present. They have an introductory
phrase at the beginning of the story, a summation phrase at
the end and are comprised of basic segmental and expansion
elements. The basic segments tell the core of the story and
supply repeated elements. Sometimes the same words are
used; other times words are interchangeable, e.g., “My
mother passed away.” and “My mom died.” The expansion
segment supplies greater detail in relation to key topic areas.
Chaining occurs when repeated stories follow one another.
Stuart also notes that communication partners who interact
on a regular basis use two additional story types:
2. Contributed group. Several people collectively tell a
story.
3. Thematic evolving. Basic segments of a story are told with
new details added.
Stuart concludes that it is important to incorporate
storytelling capabilities into voice output commumcatlon
aids for AAC users and suggests the following:*°

O Provide several individual monologue stories. Include refer-
ences to past and present. introductory and summation
phrases, basic elements and some expansions.

O Use age and gender appropriate vocabulary. Reflect the per-
sonal %tyle otg the mdl\]r)lfc,‘]utﬂ o =

O Incorporate variations in synthesized voice, thythm and inten-
sity so the person can communicate emphasis and emotion
appropriate to the story line.

Poetry

As with storytelling, poetry writing can play a valuable
therapeutic role in helping older people to “stay
connected.” Devices developed for AAC users (e.g.,
topic specific overlays, communication boards, choice
boards) may ultimately prove useful in helping to promote
self-expression not just among our usual clients, but for
a broader segment of the aging population, such as the
people involved in the poetry “seminar” described below:

Twenty -five students in a nursing home in New York
City, ranging in age from 50-94 years, met 16 times for
about an hour on Wednesday mornings.>> One was blind,
two visually impaired, eight used wheelchairs, eight were
foreign born. Several also had a serious hearing loss,
severe speech problems and/or memory loss. Many were
in pain and depressed. Most were from working class
backgrounds and had a limited education. Few routinely
read or wrote. None had ever written poetry. Their
teacher, Kenneth Koch, suggested the kind of poem to
write, e.g., “colors,” “secrets.” This relieved the
hesitant, inexperienced students of the burden of finding
a proper subject of their own. The students dictated, the
teacher wrote, frequently interacting to say, “Here’s what
you’ve written so far. What do you want to say next?”
The poems emerged:

- One 83-year old wrote, “Loving a lady could be like

a rose/That has soft petals.”

- A 65-year-old from Geor, “%la wrote, “When I was a
little boy and got beaten/It was quiet afterwards.”

- A 94-year-old woman wrote about the feel of a thin
ﬁ:}id necklace, “Something soft and gentlelGlldes
rough your ﬁn%grs!And it seems to grab llly
and lead something greater y you had
the sense to follow i

- A 59-year-old wrote about the ocean, “So huge/So
gowerful/So rich/I have everythmg/éverythmg my
eart desires.”

- A 90-year-old wrote, “Wntmﬁ_has given me a reason
to live/Besides, it keeps us off the streets.”

“Things were in these students,” concludes Koch,
“but, for the most part, hidden.” Writing poems, helped
them discover these “things” and make them into art.
They were the richer for that, and so, in a different way,

were those who heard their poems or read them. q: ¢
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This section considers some of
the communicative functions people
may need to augment as they age.
For example, elders with dementia
and those with severe mental
retardation may benefit most from
devices that help them organize
information, participate in daily
activities and express their basic
needs. Older persons with dysarthria
and intact language, on the other
hand, are likely to want to use a wide
range of AAC devices. They need
unrestricted access to language, and
many use, or would like to use,
computers and other mainstream
technologies to work, recreate,
communicate and more. Individuals
with language impairments often
benefit from devices that help them
process spoken and written
language, as well as enable them to
produce language.

Today’s AAC devices and other
assistive technologies can enhance
these (and more) communicative
functions:

= Signal attention, emergency
® Provide identification

= Express wants/needs

® Compensate for memory loss
= Enhance comprehension

= Support conversation

= Maintain social relationships
® Give information

® Get information

= Chat

u Tell stories

= Tell jokes

= Play games

® Give speeches

® Write memos/letters

® Write papers, books, memoirs
8 Use the phone

B Access the Internet

® Send e-mail

= Enhance social participation
= and more

Equipment
4| Making technology
user friendly

Increasing acceptance

We have technology that can
augment important communicative
functions. At this time, there is no
conclusive evidence that elderly
persons accept or reject high tech
aids more or less often than other
populations.®® There is, however,
evidence that older adults who
confront a disabling condition for the
first time have more difficulty
accepting devices, and that people
with cognitive impairment may be
reluctant to use devices, at least
initially. While our elders have a
reputation for not accepting change,
they have, in fact, experienced and
adapted to profound changes in the
world and in the use of technology
during their lifetimes. Perhaps our
expectations are influencing their
outcomes. Research shows that low
tech devices are underutilized by
elderly persons because of:»

W A lack of knowledge about
how to use devices

A lack of knowledge about
how to repair or replace
devices

Changing needs or preferen-
ces

Feelings of embarrassment or
stigma

Differences between needs in
the clinic and the community.

Asking those who count
Before recommending a device,
clinicians should ask consumers and
family members some questions that
provide insight into their future use
of the device and identifg potential
problems. For example:’
= Do you expect to use this device in
your home? How?
= Where else do you expect to use the
device?
® Do you feel any pain using the
device? Is the device awkward to
use?
= Do you get tired of using the device?
= Do you think this device will enable
you to do what you want to do at
home?

Instructional approaches
Elders learn new skills more
easily when instruction is brief and
there are repeated opportunities for
practice. Guidelines for instructing
older adults to use low and high tech
devices include:>

® Use valued activities

= Facilitate experimentation

u Involve the family

= Listen to how the individual and
family members perceive the
device

B Provide in-home follow-up

= Provide repair information

u Use short and repeated training
sessions

Additional Resources

The 1996 Guide to Augmentative
and Alternative Communication
Devices contains profiles of 91
AAC devices complete with
photographs. This guide
organizes devices into five
different categories, including
those with (1) primarily visual
output, (2) primarily spoken
output, (3) both spoken and
visual output, (4) speech
amplifiers and (35) electronic
artificial larynges.

“Help sheets” by Melanie
Fried-Oken give valuable advice
on the following topics:>
u Voice amplification equipment
= First letter pointing with an
alphabet board
® Wall chart communication
system
® Clarification strategies for
communication aid users
= Conversational control phrases
® Listener responsibilities for com-
munication
= Instructions for Yes-No
communication
= Dependent encoded scanning
techniques for alphabet and phrase
communication boards
= Etran boards
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SR Aging with CP:
¥4  An Australian study

Susan Balandin® recently
completed a survey of Australians
over 30 years of age with cerebral
palsy. She distributed 470 ques-
tionnaires. Of the 279 respondents,
eleven percent used a communi-
cation board, nine percent used a
VOCA, three percent used an
interpreter, and five percent used
signs or gestures. Respondents
reported their primary concerns
were health and aging. Seventy-
seven percent said their physical
condition was worsening as they
aged and they didn’t know what to
do. Some reported conflicting
advice from professionals—
“Physical therapists say one thing;
physicians say another.” Some had

Respondents said they talked with
a variety of people (e.g., parents,
spouses, friends) about the aging
process. However, only forty
percent reported communicating
about issues of aging with their
caregiver/attendant, and forty-three
percent said they had never read any
relevant material. [Note: Balandin says
it wasn’t clear whether this was due to literacy
problems or difficulty accessing relevant
materials.] Eight percent stated they
were experiencing changes in their
communication skills, and ten
percent noted more difficulty
swallowing.

Literature on aging with cerebral
palsy contains research related to
halting or reversing limitations
resulting from the aging process.
However, suggestions about how to
prolong communication skills and
swallowing are missing. Thus,
based on her preliminary data,

Balandin suggests AAC consumers
and professionals do the following:

® Insure that consumers have the op-
portunity to discuss their com-
munication needs regularly.

® Review communication systems to
insure that the individual continues
to access his/her system easily.

® Be sure personal assistants and
caregivers have accurate informa-
tion about the aging process and
services that are available to assist
people as they age.

# Be sure consumers, staff and family
receive adequate training and gain
an understanding of the aging
process so they view it positively
rather than with fear.

= Help AAC users and those who
support them to deal with change in
a positive manner.

® Present information in a variety of
formats to insure that those who do
not read are kept well informed.

= Support consumers to continue to

been summarily told, “What do you

participate in their communities and
maintain control over their lives.

expect? You’re getting older.”

n Governmental
~ Australia: A happening place

Retuming Down Under after an eight year hiatus, I
ventured from Sydney north to a spot beyond Cairns in
the rainforest, and then east, to the living coral of the
Great Barrier Reef. What beauty! Australia is a large
country and sparsely populated—17 million Australians
number just over half of Canadians and less than one-third
of people in California. Just outside Sydney, I met with
Sue Pitt, Susan Balandm and Tessa Barnes-Hughes at the
Spastic Centre, which was founded 50 years ago by
parents of a child with cerebral palsy. I toured their
well-stocked assistive technology program, which
provides services to people of all ages and types of
disabilities. I later met with Teresa Iacono from the
Macquarie University’’ who told me about her distance
learning project in AAC and her research in early
intervention. Distance learning is crucial for Australians
interested in AAC. While each state has AAC activities,
there are no national laws mandating services and few
universities offering courses. AGOSSI, a group primarily
for speech-language pathologists, and ARRATA, an
interdisciplinary group focused on assistive technology,
allow AAC professionals, manufacturers and researchers
to collaborate and keep in touch with AAC activities in
Australia and elsewhere.

In Cairns, Keila Waksvik® gave us a tour of the
Assistive Technology Resource Centre. She and her
colleagues organized an evening with a group of 40
teachers, speech-language pathologists, occupational
therapists, parents, administrators and instructional aides
around AAC and related topics. These professionals,
consumers and family members were busy, excited,
creative, productive and over-worked—just like everyone
everywhere else. They raised familiar questions:

u Is there data to reassure families that devices, signs,
symbols do not interfere with the development of speech?
= How do you motivate people to use AAC devices and
techniques?
= How can you successfully include children who use AAC
in regular classrooms?
I spoke with a smaller group about ISAAC’s Emerging
Nations Initiative in the Pacific Rim who suggested:
= Disseminate the results of projects already completed in
other areas of the world in “how to” manuals.
= Support the formation of “Twin Centers,” similarly to in-
ternational twin-city relationships.
= Involve Australian organizations, e.g., AGOSS/ARRATA.
® Link with existing university activities in New Guinea/
Indonesia.
Australia may be “down under,” but it sure felt up and
coming and very vital when it comes to AAC. It is further
testimony to how important the work of a few dedicated

professionals and parents can be in AAC. é
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