PROVIDING AND
RECEIVING SUPPORT
SERVICES:

COMPREHENSIVE
TRAINING FOR DEAF-BLIND
PERSONS AND THEIR
SUPPORT SERVICE
PROVIDERS

Jelica Nuccio and Theresa B. Smith

Sponsored by U.S. Department of Education
Grant No. H235K0800014

Copyright © 2010
Edited by Robert |I. Roth

Layout by Tim Harrison/Constellation Design






Acknowledgments

ACKNOWLEDGMENTS

While only two individuals are due the
authorship credit for this curriculum, the ideas
and exercises are borrowed from many creative
and generous people, and many others have
helped specifically with this project as
researchers, teachers, and reviewers. We could
not have produced this curriculum without the
support and participation of deaf-blind' people
from all over the United States who contacted
their Congressional representatives to support
this project. Their support enabled our vision to
become a reality. Their willingness to share
their experiences in using Support Service
Providers and their expectations regarding the
role, contributed greatly to this project. Indeed,
the idea for this curriculum came directly from
this community and their allies. In an effort to
improve their quality of life they shared their
insights born of real life experience, trial and
error, and open discussions among
themselves. These insights have shaped what
we have done here. We would especially like to
acknowledge the contributions of instructor
and theorist aj granda? (see Appendix A on
Visual Information), and express our



Acknowledgments

appreciation for the trust that individual deaf-
blind individuals from Seattle, Spokane, and
Yakima put in us during our pilot testing in
those cities.

We would also like to acknowledge the
experience and creativity borrowed from the
faculty of the American Sign Language and
Interpreting School of Seattle® (ASLIS),
especially Ellie Savidge, who was also an
advisor on curriculum for deaf-blind people at
the national level and Shawn Broderick, both of
whom are gifted teachers. Theresa Smith, as
director, made communicating with deaf-blind
people a key component of both the ASL and
the interpreting curriculum. All three continue
teaching aspiring interpreters how to
communicate effectively with deaf-blind people.

As another important part of the historical
context of this curriculum, we would like to
acknowledge the importance of regular
employment for deaf-blind people offered by
the Seattle Lighthouse for the Blind and its
initial role in the establishment of the Deaf-
Blind Service Center (DBSC) in 1986. The
groundbreaking idea for Support Service
Providers (SSPs) as a foundational service
came from Seattle Lighthouse’s recognition of



Acknowledgments

the need for this service for deaf-blind people
to remain independent and employable.* It was
also Lighthouse’s work to help educate our
state senator, Patty Murray, which laid the
foundation for this grant.

We would like to thank Senator Murray for her
continuous support of the deaf-blind citizens of
Washington State, her recognition of the
potential as well as the needs of deaf-blind
people, and her generous and tireless efforts
on their behalf over the years and specifically
for the grant funding this project. Deaf-blind
people, interpreters, interpreter educators and
SSPs in Seattle, Austin, Texas and Boston,
Massachusetts consulted on earlier versions of
the original proposal, agreed to be interviewed
and filmed, and provided input for this project,
especially during the early stages of this
project Elaine Ducharme and Nancy Riley. Four
reviewers: Jackie Engler, Robert Huven, Debra
Kahn, and Marlyn Minkin, generously gave their
time and ideas, thereby improving the final
product.

Pilot testing required the support of agencies

and professionals working with deaf people in
Spokane, Yakima, Vancouver, and Bellingham,
Washington. We would especially like to thank



Acknowledgments

Debra Kahn of Yakima for her involvement in
several aspects of this project, and Paula
Bazinet, Char Parsley, and Amy Ellis for their
support, the use of their agency space, and
logistical support for our curriculum pilot
testing.

Jelica Nuccio, executive director of the Deaf-
Blind Service Center, has been more than the
lead author of the training for deaf-blind
people. Hers has been the guiding hand that
led us through all phases of this project,
including the outreach to isolated deaf-blind
people in rural areas of the state. She has
guided and supported project staff on every
level. Without her knowledge, insights,
passion, and skill as well as dedication, this
curriculum would not be the major step forward
that it is.

Terra Edwards gathered participant-
observation data during the earliest part of our
project, helping to focus the curriculum. aj
granda particularly—in discussions with
Edwards and Nuccio—devised the theory that
informs this curriculum and the approaches to
teaching deaf-blind participants who had been
isolated for many years.



Acknowledgments

Finally, our project could not have been
completed without the able assistance of
Robert Roth, whose attention to detail and
timelines kept us focused when we were
tempted to take on too much. He also handled
most of the logistics. Jackie Matthews, the
coordinator for interpreters and SSPs for the
project, handled other big logistical challenges.
Without her help, we could not have
succeeded. Waylon Mathern and Kelly Ballard
kept the books and records documenting our
progress.



Acknowledgments

PROJECT STAFF

Project Director: Jelica Nuccio, M.P.H.;
Executive Director, Deaf-Blind Service Center;
Seattle, WA

Curriculum Specialist: Theresa B. Smith, Ph.D.
Project Coordinator: Robert Roth, M.A.
Project Assistant: Terra Edwards

Instructors: Jelica Nuccio, Theresa Smith, and
aj granda

SSP and Interpreter Coordinator: Jackie
Matthews

Bookkeeper: Waylon Mathern
Clerical Support: Kelly Ballard

Vi



Contents

TABLE OF CONTENTS

Acknowledgements . ...................... i

Glossary ...t i ) ¢
Chapter 1: Introduction ................... 1
Chapter 2: Accommodations . ............. 23
Chapter 3: Curriculum Overview........... 31

Chapter 4: Support Service Provider Modules
One, Two, and Three

Module 1.0 SSP Beginner: Overview. ...... 55
1.1 Orientation and Introduction ... 60
1.2 Communication|............. 71
1.3 Lab: Welcoming Reception and
Games............... ... ..., 80
1.4 Power Relations.............. 90
1.5 Communication Il and Guiding . 98
1.6 Tactile Communication....... 106
1.7 Community Reception and
Games..................... 117
Module 2.0 SSP Advanced Beginner:
Overview. . ................. 123
2.1 SSP Role and System ........ 128
2.2 SSP Role and Ethics ......... 145
23 Internship.................. 155

2.4 Visual-Tactual Connection to the

Vii



Contents

2.5

2.6
2.7

2.8

Module 3.0

3.1
3.2
3.3
3.4
3.5
3.6
3.7

Environment................ 163
Lab: Visual-Tactual Shopping

Center..................... 170
Assertiveness | ............. 175
Figure-Ground Distinctions in

Discourse.................. 190
Internship: Exit Interview . . ... 197

SSP Intermediate: Overview. .. 203
Vision, Attention and Meaning . 208
Establishing Perspective(s) . . . 222

Seeing People .............. 232
People Watching ............ 241
Metaphor and Metonymy ..... 247
Conversational Discourse .. .. 256
AssertivenessIl............. 265

Chapter 5: Deaf-Blind Modules One and Two
Module 1.0 Deaf-Blind Beginner:

viii

1.1A
1.2A
1.3A
1.1B
1.2B
1.3B

1.4

1.5

Overview. . .......cvviivunn. 274
Welcoming Reception........ 278
SSP Roleand Touch ......... 288
Ethics and Assertiveness ....299
“Ice Breaker” Activity ........ 314
Touch as Information ........ 323
Ethics and Assertiveness .... 337
Lab:Lunch................. 352

Lab: Shopping.............. 357



Contents

1.6 Lab: Restaurant............. 365
1.7 Review and Preparation for
Internship.................. 373

1.8 Exit Interview and Reception .. 379

Module 2.0 Deaf-Blind Advanced Beginner:

Overview. . ................. 385

2.1 Analyzing Touch and Vision. .. 390

2.2 Lab: The Environment. ....... 397

2.3 Lab: People Watching........ 404

2.4 Communication............. 410

Appendices

A. Visual Information ................. 414

B. Sample SSP Job Description ........ 419

C. Demographics .................... 421

D. Touch, Culture, and Power .......... 428

E. Simulation GoggleKit.............. 432

F. Play-Doh™ Pictionary .............. 437
G. Sample SSP Coordinator Job

Description. . ..................... 447

H. Sample SSP Program Policies ....... 451

. Sample SSPContract............... 469

J. Sample SSP Client Agreement . ...... 475

K. Sample SSP Evaluation Procedure ... 480

L. Guidelines for a Quality SSP Program. 484

iX



Glossary

GLOSSARY

Terms of art used in this curriculum are defined
below.

American Sign Language (ASL)

ASL is a distinct language that has evolved in
the United States and large parts of Canada
among culturally Deaf! people. The lexicon or
vocabulary, and the grammar or syntax of ASL,
as well as its discourse, are independent of
English or of any spoken language. That is,
ASL is not a code for English. It is a fully
developed language in its own right.

Assistive-Listening Devices

This is a general or cover term used to refer to
various technological devices used to “assist
listening” for people with impaired hearing.
These could include devices intended for use
by an individual such as an infrared signal to a
headset, which amplifies sound coming from a
microphone or speaker, or devices (such as a
“loop system”) intended for an audience that
includes several individuals who are hard-of-
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hearing or hearing impaired.?

Blind, Partially Sighted. or Visually
Impaired

The terms partially sighted or visually impaired
are broader terms than blind. They imply
reduced but not a total loss of vision
(significantly less acuity and/or field than
normal vision). (See the term impaired below.)

Communication Facilitator

A one-way interpreter who repeats what a VRS
operator-interpreter (see below) says. The
function is to make the videophone (see below),
which is used visually, accessible to a deaf-blind
person who communicates tactually, thus making
real-time telephone communication possible.

Connected Speech

Connected speech is a term used to distinguish
conversation from single-word utterances. The
ability to comprehend connected speech is
more difficult than understanding single words.
It is a term primarily used by people in the
hearing sciences of audiology, or speech
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therapy. (See below, deaf and hard-of-hearing.)

Deaf-Blind Service Center (DBSC)

The Seattle agency that first offered paid SSP
services? and which received the federal grant
to develop this curriculum. See the Web site:
www.seattledbsc.org for more information on
this agency.

Deaf and Hard-of-Hearing

The medical term deaf refers to a significant
hearing loss in which the sense of hearing is
not useful for the ordinary purposes of life. The
medical term hard-of-hearing identifies a
hearing loss significant enough to require
support through the use of hearing aids and
other assistive-listening devices (See above)
along with speech reading (lip-reading) and
other uses of the visual context (See below).
Cues received from the visual context are
necessary in order to understand connected
speech (See above). The label deaf is not
always medical; it is sometimes socio-linguistic
or cultural (See below).

Deaf vs. deaf; Deaf-Blind vs. deaf-blind

Xii
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(On the Use of Capitals and Hyphens)

In the sociolinguistic literature on ASL and/or
deaf people, it is commonly accepted practice
to distinguish between people who are
medically or audiologically deaf (indicated with
a lower-case ‘d’), not all of whom are also
culturally and ideologically Deaf (indicated with
an upper-case ‘D’).# Many deaf-blind people
carry over this tradition in capitalizing the term
Deaf-Blind. This is because most deaf-blind
people are deaf-blind as a result of Usher
syndrome (See below), which causes deafness
early in life, a factor that may lead them to
identify first as members of the Deaf
Community, i.e. culturally and ideologically
Deaf.’ For this reason, many people capitalize
the term “Deaf-Blind.”

Others (who are themselves deaf-blind) have
promoted the practice of writing the term
deafblind as a single word to emphasize the
fact that while deaf people use their vision to
compensate for a lack of hearing and blind
people use their hearing to compensate for a
lack of vision, these strategies are not available
to deaf-blind people and therefore the impact of
deaf-blindness is greater than a sum of its parts.
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Because this curriculum is focused on the
training of non-deaf-blind people to work as
SSPs and for deaf-blind people to more
effectively use SSPs regardless of their cultural
affiliation or primary language, we have chosen
to use the lower-case term deaf-blind
throughout. (See the chart in the SSP track:
Module One, Lesson One.)

Discourse

Discourse is a very broad term that can
superficially be identified as the level of
language above the sentence. The study of
discourse includes the study of “chunks” of
language such as turn taking, asking questions,
and so on (structure, style, and content).

In this curriculum, discourse is used to refer
primarily to the most effective structure or
organization of descriptions (by an SSP) and
what might be called “marking” of the
discourse (chunk) so that the purpose (e.g.,
asking a question, giving a warning) is clear.

‘Impaired”

“Impaired” in the context of “hearing impaired”

Xiv
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or “vision impaired” has the same meaning as
in common speech, and unfortunately, the
same connotations of one being “damaged.”
The original intent of coining the terms hearing/
vision impaired was to lessen the stigma attached
to “being handicapped” or having a “disability”¢
by implying the hearing/vision is impaired but
not necessarily entirely gone, i.e., the person is
not totally blind or deaf but has merely impaired
vision/hearing, and the disability ranges from a
“mild impairment” to a “severe to profound
impairment.” Ironically, however, this very
change in terminology, by trying to emphasize
its partial nature, assumes and even emphasizes
the underlying negative connotation.”

Culturally speaking, deaf people reject this term
as focusing on the sense of hearing (as impaired),
as opposed to the whole person and an entire
way of life (primary language and cultural
affiliation).® Culturally Deaf people, regardless of
their “hearing status” (audiologically deaf or hard-
of-hearing) preferred to be identified as Deaf.®

Given the focus of this curriculum, and in an
effort to be as broad as possible, we have
chosen to use ‘deaf-blind people’ or ‘hard-of-
hearing or partially-sighted deaf-blind people’
without capitalization throughout. (See the
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chart in the SSP track, Module One, Lesson
One.)

Interpreter

A certified'® professional who is fluent in at
least two languages: in this case, English and
ASL." SSPs sometimes interpret, but the roles
of SSP and interpreter are distinct. See the
Introduction for a discussion of these
distinctions.

Intervenor

A term sometimes used to refer to tasks done
by SSPs and/or interpreters. See Chapter One,
Introduction to the Curriculum.

Large Print

Large print is a term of art used to identify print
that is easy to read. It is contrasted with the
term regular print (which is usually 12-point
font).

The term large print implies a particular type
and size of font and the use of contrasting, low
glare paper. The font generally preferred is Arial
in at least a 16-point size and bold."? It is
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important the typeface be bold and not simply
large. To provide maximum contrast with
minimum glare, the most often-used colored
paper is a light buff, with bold, black print.

Legally Blind

Functional vision includes both acuity
(sharpness) of vision and field (or breadth) of
vision. To be legally blind is to have very, very
blurry vision, defined as having acuity of less
than 20/400" with corrective lenses (glasses)
or to have a very, very narrow range or field of
vision of less than 20 degrees', sometimes
called tunnel vision. Usher syndrome (see
below) is the most common cause of deaf-
blindness, and the loss of vision is often first
identified as tunnel vision. Both very poor
acuity and tunnel vision have implications for
light perception. That is, a person who is
legally, but not totally blind will probably need
accommodations vis-a-vis lighting (See
Chapter 2: Accommodations).

Sign Language and MCE

Sign language is a cover term to include all the
varieties® of ASL but does not include invented
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manual or signed codes representing English.
There has been ongoing tension for at least two
hundred years between the value of speech on
the one hand and that of a natural signed
language (such as ASL) on the other, framed in
a false dichotomy. Deaf people have continued
to value both a natural sign language and
access to the wider society that includes but is
not limited to the use of a spoken/written
language. Within education, the emphasis on
English coupled with the recognition that
speech reading was impractical for many
purposes led to the creation of Manual Codes
for English.'® The use of these codes remains
controversial and has been limited primarily to
educational settings.'” Virtually all deaf and
deaf-blind adults use sign language or speech
and not a manual code for daily
communication.

Support Service Provider (SSP)

A trained worker who has appropriate
communication skills (typically this means at
least a minimum level of fluency in sign
language) and the ability to guide a blind
person safely as well as skill in providing
information about the visual environment.
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(See Chapter One, Introduction to the
Curriculum.)

Tactile and Tactual

Tactile and tactual both refer to the use of the
sense of touch. Tactile is an adjective
describing an object or activity that is able to
be sensed or perceived through touch and is
parallel to the terms “visible” and “audible.”
Tactual or tactually is an adverb describing the
manner in which something is sensed or
perceived through touch and is parallel to the
terms visual, visually and auditory or auditorily.
In practice, the term Tactile ASL is the most
common (See below).

TASL: Tactile/Tactual ASL: TSL:
Tactile/Tactual Sign Language

TASL is literally Tactile ASL. The majority of
people, who become deaf-blind and participate
in the Deaf-Blind Community, do so as a result
of Usher syndrome (see below).” This means
that they have been deaf or hard-of-hearing
from a young age and that most have a) learned
sign language as young children and/or b) been
grouped educationally with other children

Xix



Glossary

similarly deaf or hard-of-hearing and thus used
some visual-gestural form of communication
among themselves.

This curriculum assumes both instructors and
trainees will be sufficiently familiar with the
range of signing used in the deaf community to
avoid a treatise on the subject here. The label
TASL is used to emphasize the channel or
modality (i.e., that the signing is done
tactually).

Universal Access

Universal access is a design principle that asks
architects and city and program planners to
make buildings and programs accessible to all,
regardless of disability. It is based on the
principle of a barrier-free society in which all
citizens can participate fully.

Usher Syndrome

Usher syndrome is a rare syndrome first
identified by a British ophthalmologist Charles
Usher. It is an inherited set of traits, including
early deafness and gradual blindness, resulting
from retinitis pigmentosa. There are three

XX
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primary clinical types:"°

1. Profoundly deaf at birth with relatively
rapid increasing tunnel vision, leading to
legal blindness and poor balance.

2. Profoundly deaf or hard-of-hearing at birth
with relatively slower increasing tunnel
vision, leading eventually to legal blindnes
and possible loss of balance.

3. Relatively slighter or no hearing loss at or
near birth with an even slower increase of
tunnel vision, and decrease of useful
hearing leading to eventual legal blindness,
deafness and possible loss of balance.

The amount of hearing loss and vision loss as
well as the rate of onset varies significantly
from individual to individual. These three
loosely categorized clinical types come from a
larger number of genetic mutations.? For the
SSP, the focus is not on the medical aspects
but on the best way to communicate. The
amount of hearing a child has will most often
have led to specific educational approaches
which have significant implications for primary
language (ASL or English). The remaining
amount of hearing a deaf-blind adult has will
have significant implications for current
preferred channel or modality.
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Videophone (VP)

The videophone is an electronic device
(computer + camera) that can be used as a
telephone. When it is connected through a
high-speed Internet connection, the people on
either end of this connection can talk visually
(i.e., through sign language) just as others talk
through the telephone (an audio device). (See
Video Relay Service below.)

Video Relay Service (VRS)

The video relay service is a system through
which deaf signers can make phone calls to
non-deaf non-signers using a “relay” or third
person who is an interpreter. A deaf caller first
dials an operator-interpreter using a
videophone. The deaf caller and operator-
interpreter can see one another (see the
description of a videophone above). The deaf
caller then gives the operator-interpreter the
number of the non-deaf person they want to
call. The operator-interpreter dials that number
and proceeds to “relay” (i.e., interpret) the
conversation remotely. Alternatively, a non-deaf
person can call a deaf person by the reverse
process, calling a “voice number” for the

XXii



Glossary

operator-interpreter to then call the deaf person
through a videophone.

For deaf-blind people unable to see the
operator-interpreter on the video screen, a
further intervention is necessary. An in-person
tactile signer (see ‘Communication Facilitator’
above) relays the information from the
operator-interpreter to the deaf-blind caller. The
deaf-blind person can, however, sign directly to
the VRS operator-interpreter.

Visual Aids

This is a general or cover term used to mean
anything that helps a person with limited vision
see better or to visually identify things better.
Visual aids might include such various things
as magnifiers, software that enlarges print and
reverses text-background colors, brighter or
non-glare lighting, yellow paint strips on curbs.

Visual Context

Use of context in speech reading includes
prediction skills based on the setting and
timing. For example, the first time a wait staff
member approaches your table in a restaurant
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there is a limited set of phrases she or he will
probably use. This use of visual context in
speech-reading includes the skill of reading
facial expressions, eye gaze, pauses, breathing
patterns and the use of gestures as well as lip
movements.

For deaf-blind people, only the general context
(we’re in a restaurant) and not the visual
context is available. The deaf-blind person may
know s/he is in a Mexican restaurant but not
whether it is an upscale Mexican restaurant or
a neighborhood place.?' (See Appendix A,
Visual Information.)
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1

Footnotes

Because this curriculum is focused on the training of non-
deaf-blind people to work as SSPs and for deaf-blind
people to more effectively use SSPs regardless of their
cultural affiliation or primary language, we have chosen to
use the lower-case term deaf-blind throughout. (See the
chart in the SSP track: Module One, Lesson One.)

2 Her preference is to set the letters of her name in lower

case.

3 This school operated from 1989 to 2007. The director,

Theresa B. Smith, is one of the primary authors of this
curriculum.

Seattle was the first place in the U.S. to regularly provide
such service.

The terms Deaf and Deaf-Blind are capitalized to reflect this
sociolinguistic or cultural affiliation as distinct from the
disability of being unable to hear and/or see.

The terms hard-of-hearing and hearing impaired carry
political connotations. See below.

To our knowledge this was the first agency in the country
to offer regular, paid SSP services to deaf-blind people.

In actual practice this distinction is less clear, and the
factors involved are more complex than the black-and-
white distinction made in the literature would make it seem.
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5 The question of whether someone is “sufficiently

10

11

acculturated” to be considered culturally deaf is far beyond
the scope of this work.

The term “disability” really has little non-social meaning.
What is the relationship between being unable to see
clearly and using prostheses to walk? The only connection
is a social one to distinguish people who are perceived to
vary from a socially established “norm.”

At about the same time, the “full inclusion” movement
adopted the “people first” terminology (i.e., “people with
disabilities” versus “disabled people”). Some called this
the “people-first” movement.

All this is not to say deaf people never strategically use the
term “hearing impaired.”

There are parallels with tactics used by other late twentieth
century civil rights movements to take back the language
and positively assert the very quality being disparaged.
The black power movement, for example, reclaimed the
word “black” as a positive label rather than a negative one.
The women’s movement rejected the euphemism “girl” for
a female regardless of age.

Certification is awarded by examination. Currently, this is
done by the Registry of Interpreters for the Deaf (RID).

Because the demand for interpreters significantly outstrips
the supply of qualified interpreters, there are many people
employed to interpret and who may even identify
themselves as such, who are not actually certified.
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12 That is, regular Arial font modified by the bold command,
not the font “Arial Bold.”

3 What the blind person sees at 20 feet is equivalent to what
the person with “normal vision” sees at 400 feet.

4 Normal vision is a range/field of 180 degrees.

5 American Sigh Language varies somewhat by geographic
location and other factors (as does spoken language) in
what we used to think of as accents or dialects. The
problem with these older terms is the implication that there
was a ‘standard’ that was somehow more correct.

6 These are generically identified as “manually coded
English” or MCE.

7 Codes, by their nature, are less efficient than natural
languages; their benefit lies elsewhere.

8 There is not yet accurate data on the incidence and
etiologies of deaf-blindness (see Appendix C,
Demographics).

19 ‘Clinical types’ refers to effects that are apparent in the
doctor’s clinic, i.e. without any genetic testing. There are
several (many?) genes that result in each clinical type.

20 Medical research into Usher syndrome’s cause, cure, and
treatment is ongoing; discoveries and clarifications are
being made virtually every year.

21 Of course, there are other cues such as the flooring,
presence, or lack of table cloths and so on.
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Introduction to the Curriculum

Chapter 1:

INTRODUCTION TO
THE CURRICULUM

Genesis and Purposes of This
Curriculum

While technology is helpful, mechanical aids
cannot replace human intervention; therefore,
the need for SSP service is among the most
critical and essential for deaf-blind persons.
Members of the AADB, and deaf-blind people in
metropolitan areas such as Washington, D.C.;
Boston, Mass.; Austin, Texas; Minneapolis,
Minn., and San Francisco, Calif.; have all
strongly expressed their desire to have paid
SSP service in their areas. When deaf-blind
people in rural areas learn about the possibility
of SSP services, they too eagerly request them.
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Seattle has long been a leader in services to
deaf-blind people, having begun SSP service in
1986 with the establishment of the Seattle Deaf-
Blind Service Center (DBSC). Working together
with leaders from other metropolitan areas and
the AADB, DBSC won an award from the federal
government to devise a curriculum. While this
curriculum was designed specifically for
Washington state (in both urban and rural
areas), we hope that it will be useful to those
providing service to deaf-blind people across
the country.

The Growing Deaf-Blind Community

The deaf-blind community is growing. (See
Appendix C Demographics) This is largely the
result of the mutual and reciprocal factors of:

e increased identity as “deaf-blind”,

e increased access to appropriate services
and employment, and

o self-advocacy.

Prior to the 1970s there was no organization of
deaf-blind people, no regional camps or
retreats at which deaf-blind people could
gather, no specialized training of interpreters to
work with deaf-blind people (indeed no formal
interpreter training at all) and no SSPs. Today,
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access to information about the causes of deaf-
blindness and awareness of others who share
the same concerns has led to an increasing
number of people adopting the identity of deaf-
blind. Through the American Association of the
Deaf-Blind, e-mail lists and agency-sponsored
retreats, deaf-blind people are able to share
their lives and build community. Indeed, there
are newly emerging groups of deaf-blind
people focused on recreation and excursions.
Deaf-blind people who used to become more
and more isolated and dependent on family are
able to find gainful employment and live
independently. Yet, with the exception of e-mail
lists, all these connections and opportunities
require the use of specially trained interpreters
and SSPs.

Philosophy

It is our belief that SSPs provide a foundational
service without which deaf-blind people are
isolated in the extreme, an isolation that
compounds over the years, making it harder
and harder to participate in the wider society in
a meaningful way even when other services
such as skilled interpreters are provided.’
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We believe that mutual respect between deaf-
blind people and SSPs, a solid ethical practice,
and well-developed skills are all equally
important. Without the SSP being grounded in
ethics, a deaf-blind person is made even more
vulnerable rather than less so. Without skills,
an SSP cannot properly do the job, and without
respect for the deaf-blind person, the relationship
is demeaning regardless of the technical sKkill
of the SSP2 If the deaf-blind person shows
genuine respect for the SSP, the SSP will feel
even more motivated and want to do his or her
best and continue learning how to improve.

While the service is foundational, it is not easy
or simple. To be a good SSP takes training and
experience. It is also a uniquely intimate
relationship. Like that of any professional
(accountant, attorney), the SSP learns personal
and private details about the life of the deaf-
blind person. Like any long-time companion,
the deaf-blind person and SSP spend many
hours together, in close proximity and physical
contact, and negotiating details of being
together to the satisfaction of both. Because of
this intimacy, a strong sense of ethics and a
clear definition of appropriate boundaries are
crucial.
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Boundaries

Thus, training in how to serve as an SSP, or
how to use an SSP, is valuable® and should
include self-awareness and clear
communication (and assertiveness) on the part
of both SSPs and deaf-blind people. In the
interviews we did of SSPs and deaf-blind
people, “boundaries” was the most common
challenge mentioned. SSPs sometimes over-
identify with the deaf-blind person with whom
they are working and/or are tempted to “take
over” actions and responsibilities. Deaf-blind
people, on the other hand, are sometimes
overwhelmed with their unmet needs and
tempted to ask SSPs to go beyond their roles.
Knowing about these inclinations and talking
about them as part of the relationship
development will help both deaf-blind people
and SSPs protect against overstepped
boundaries and ethical violations. It is for this
reason we did not stop with skills in guiding
and communicating, or even skills in relaying
visual information, but included the topics of
assertiveness and self-awareness. We hope
this curriculum can move the service provided
by SSPs beyond simply an efficient means of
grocery shopping toward truly being a bridge
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to the wider society through a healthy working
relationship. (See Appendix D Guidelines for a
Quality SSP Program)

Roles

Most people today are familiar with the term
interpreter and how sign language or American
Sign Language (ASL) interpreters work with
those who use their services.* The term
support service provider is less familiar, and
there is still quite a bit of confusion over the
difference between interpreters, support
service providers, intervenors, and
communication facilitators. To begin, we offer
definition and clarification of these roles and
their respective differences.

Support Service Provider:
A History of the Term

As deaf-blind people began to gather and meet
regularly in the late 1970s and early 1980s, it
became clear that they needed more support
for these meetings than can be provided by
interpreters alone. Conventions or conferences
of the American Association of the Deaf-Blind
(AADB) specifically needed drivers, sighted
guides, and people to help carry luggage,
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convert print to large print and Braille format,
etc. In the early years, there were two major
categories of people who attended these
meetings: deaf-blind people who registered and
paid their own expenses and others who
attended without charge but who worked as
interpreters, drivers, and so on. They were
labeled as “delegates” or “volunteers.”

However, interpreters who were volunteering
had worked hard to establish themselves as a
profession and wanted to make it clear that
they were volunteering professional services,
not simply carrying luggage or cafeteria trays.
In other words, their work was “pro-bono,” not
“volunteering” in the usual sense. Yet, these
were the two major categories®, and the AADB
officers did not want to be too specific; they
needed one cover term. Consequently, then-
President Roderick Macdonald coined the term
support service provider (SSP), and it has
proven so useful that it has gained wide
acceptance throughout the U.S.

However, given the term’s vagueness in
describing a kind of non-participant worker, it
should not be surprising that it soon took on
different connotations in different parts of the
country. The Deaf-Blind Service Center in
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Seattle used it to distinguish between paid
work and volunteer work. They established
categories of support, some of which would be
paid-for and some for which they would recruit
unpaid volunteers (often the same people or
other people with the same skills). Here as with
the AADB, the major distinction was financial
or budgetary except that in this case SSPs
were paid, not volunteer. In other parts of the
country, the term was broadly applied to
identify anyone working with a deaf-blind
person; thus, certified interpreters working with
deaf-blind people might be called “SSPs” to
distinguish them from the platform interpreters
at meetings®.

The term SSP has evolved to mean one who is
trained in communication (typically ASL) and
sighted-guide skills who accompanies a deaf-
blind person, providing visual information and
casual interpreting in

e the performance of personal
responsibilities or errands (e.g.,
shopping, banking),

e social situations (e.g., times between
meetings or appointments),
and

e during travel.
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Intervenor?’

Canada, meanwhile, had come up with its own
term—intervenor—that had its own genesis and
referents. In Canada there were a significant
number of school-aged children who were
congenitally deaf or hard-of-hearing and blind
or visually impaired. These children often had
multiple disabilities (including limited cognitive
function and medical fragility). Whether or not
deaf-blind children have additional cognitive or
health impairments, the lack of vision and
hearing puts congenitally deaf-blind children
(or those deaf-blind at a very young age) at a
significant disadvantage vis-a-vis learning
language and accessing information about
their world. To distinguish between interpreters
who provided only linguistic access for deaf
children, the term intervenor was used to
indicate the added sense of mediating the
visual, intellectual, and social environments as
well as the auditory environment. This practice
was adopted in several states in the U.S.

Communication Facilitator

Finally, a newer, fourth role has emerged, that
of communication facilitator. It is an adjunct to
the role of interpreter for video relay calls made
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by deaf people through the video relay service
(VRS)2 Given a visual impairment, deaf-blind
people are often unable to use the VRS service,
so a person fluent in sign language sits with
the deaf-blind person to copy what the
interpreter (on the video screen) says. The
deaf-blind person is then able to sign his or her
own part of the message and can be seen by
the on-screen interpreter, who then relays the
message to the person on the other end of the
line. The person copying the signs of the
interpreter is called a communication facilitator
(CF). The major differences between what the
CF does and what the interpreter does are:

e The interpreting is only one-way (visual
sign to tactual sign)”?

e Itis exclusively for telephonic
communication.

Interpreters, SSPs, intervenors, and CFs are
variations on a theme. In each case, the
provider forms a link between the deaf-blind
person and the environment.

SSP. the Role: A Matter of Emphasis

These roles diverge based on the specific
emphasis of each, while some overlap has

10
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remained. For interpreters, the emphasis is on
translating or interpreting language. Interpreters
must first and foremost be experts in the two
(or more) languages being used and how to
interpret what is being said in a particular
transaction. Interpreters for deaf-blind people
definitely include some visual information about
the gestures, facial expressions, and so on of
others in the room, as this, too, informs meaning,
but the focus is on the verbal exchange.

For intervenors, the emphasis is on acting as
an aide to the congenitally deaf-blind person.
As such, the intervenor may give direction and
instruction to the deaf-blind person as well as
use modified forms of communication, which
may include sign language.

The term “volunteer” is still sometimes used in
its traditional sense: those working without pay
because they support the objectives of the
institution for which they are giving their time.
Here the emphasis is, of course, on pay vs. no
pay. As such, it is a cover term not identifying

the tasks performed.

The skills of SSPs include fluency in the use of
sign language (whether or not the deaf-blind
people with whom they are working use sign

11



Introduction to the Curriculum

language as their primary means of
communication) so that they can help connect
deaf-blind people to their environment, which
includes other people. The focus of the SSP is
on providing visual information about the
people and situations in which they are
working. Just as the interpreter includes visual
information in their interpretation, the SSP
provides auditory information (including casual
interpreting) in the context of providing visual
information. For example, at the grocery store,
the SSP will interpret what the clerks and deaf-
blind customers say to one another, but the
emphasis is on relaying product information
and description. In other settings, the
descriptions will focus on décor, setting,
ambiance, and descriptions of people,
including clothing style, visual displays of
personality, and mood. (See Appendix B
“Sample SSP Job Description”)

SSPs. Access and Technology

Technological advances proceed rapidly and
no set description within a curriculum could
remain current. While technology is very
helpful, it cannot replace human intervention
(SSPs and interpreters).

12
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Print/Text

Access to print is sometimes made possible for
deaf-blind people who are partially sighted.
Various devices have been made or used to
convert regular print to large print (e.g., a bulky
unit called a “closed-circuit TV”). This is useful
for reading mail, and newspapers as well as
books. Software has been created to convert
electronic print to a more readable display. This
might include enlarging the font, converting the
color of font and background, and keystroke
commands to replace the use of a mouse.

While software has been created to convert
electronic text!® to hard copy Braille, this
software and especially the hardware (printer)
remain very expensive. The system is
extremely cumbersome, requiring a sighted
person to first modify the original print text
electronically, the printer takes up much more
space than an ordinary printer, and it breaks
down more often than a regular printer. A
‘refreshable Braille display’ on the keyboard
itself is a more versatile and less cumbersome
way for a Braille reader to access electronic
text." As more and more paper text is
converted to electronic text (e.g., e-mail and e-
books) the written word becomes more and

13
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more accessible to Braille readers. This
conversion is not yet complete, however, and
access to print media remains, to some extent,
a task accomplished via an SSP.

Real Time Communication

Face to face communication with non-signers
or real time communication telephonically is a
huge, remaining challenge for people who are
fully deaf and blind. While partially sighted deaf
people can write and read notes with members
of the public and access a videophone call
directly, these are not yet mediated effectively
by technology for a fully deaf-blind person.

Additionally, context is as much a part of real-
time communication as the language being
spoken/signed. Imagine shopping for clothes.
Beyond simply locating and purchasing items it
is important to be able to evaluate them. What
is the price? Where are the sales? What is in
style? What are my choices? It is this visual
information (context) that is provided by
SSPs."?

Orientation and Mobility

Moving safely and surely about the
environment, especially navigating traffic,

14
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remains another major challenge. Various
signalers have been made to convert audio
signals to tactile ones (e.g., vibrating pagers,
alarms, and doorbells) and this includes traffic
signals installed on posts, in a few parts of
some cities, to signal changes in direction of
traffic flow. It does not, of course, account for
drivers turning corners or other unseen
hazards. There has been some experimentation
with hand-held devices that send a variable
vibrating signal to indicate the distance of
objects at which the device is pointed, such as
buildings, trees, other pedestrians, or loading
boxes left on the sidewalk but these remain
crude in their application. Some hand-held GPS
(or global positioning system) devices can be
made to have a Braille display, but again cost,
availability, and durability remain huge
challenges. Special public transport, with door-
to-door service, is available in most cities.
Scheduling and availability for this transport is
challenging. It is not always possible to carry
all one’s groceries for the week in one trip.
Again, SSPs remain the most effective and
efficient “mobility device” for errands.

Incidental Information

As we go about our day to day business we

15
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gather thousands of pieces of information
almost unconsciously. We see old buildings
coming down and new ones going up; we see
new businesses replace old ones; we see
hairstyles change and the population of the city
grow. These may not mean much at the time
but they provide context with which to
understand we do hear about. When we hear
about the cost over-run on the new
transportation project we have a mental image
of its scale, having passed the huge hole dug
to build its station, a hole filled with water.
When a friend tells us about increasing
problems with obesity we can refer to the size
of people we have seen lately and the number
of fast food places around town.

While we gain some of this information from
conversations with companions the visual
information provided by SSPs plays a key role.
Companions do not give us a ‘blow by blow’
description of what they saw as they drove into
town or what they saw as they walked the aisle
of the department store while there to buy a
new coat but this is exactly the kind of
incidental information we gather with our vision
and this is what the SSP conveys.

16
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Recreation and Pastimes

Many of the activities we do for relaxation,
exercise or socializing with friends are
‘accessible’ but not really designed for deaf-
blind people; they’ve been adapted and thus
may not be as much fun. Scrabble pieces, for
example, can be marked with Braille but part of
playing the game is being able to scan the
board for opportunities. Swimming is a
pleasure for blind and sighted people alike but
going to the pool alone, negotiating the
dressing room and crowds might be a
challenge for a deaf-blind person without an
SSP. Beyond the logistics, going to the pool
and home without seeing who is there,
interactions of other people, changes in the
décor (or additional diving boards etc.) is a
qualitatively different experience. SSPs make
the experience much richer.

Aesthetics

Finally, aesthetics (access to beauty) is
reduced as the senses fade. SSPs can inform
the deaf-blind person of nearby opportunities
for pleasant sensory experiences whether they
be touch, smell or taste. SSPs make direct
experience much more available as the role of

17
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providing visual information lets the deaf-blind
person know what is there in a way technology
can not yet do.

SSP Adaptability of the Duties

Using good judgment, we can determine the
proper boundaries of each role and the
necessary duties, given the situation. For an
all-day meeting, for example, it might make
sense financially and practically to hire a team
of interpreters who are also skilled SSPs, their
duties shifting with the meeting or conference
schedule. Other times it might make sense to
hire a team of interpreters and a team of SSPs
so the interpreters get a break and the SSPs,
who provide visual information will be fresh —
for example, at a week-long conference at
which many participants are also signers.
Similarly, the age and interests of the deaf-blind
individual and his or her background
experiences and other social supports will all
influence the tasks of the SSP.

This SSP role will vary somewhat by situation.
What is the goal of the deaf-blind person in
using an SSP? Is the goal to get as much
shopping accomplished in the limited time

18
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allowed, or is the goal to learn more about what
this store offers? Is the goal on a trip to get
there and through the airport as quickly and
efficiently as possible or to do some people-
watching along the way? For a social event
with signers is the goal to meet new people or
observe the interactions of others? The deaf-
blind person (as this curriculum teaches) can
make priorities clear to the SSP. The
environmental (visual) information supplied will
vary accordingly.

Finally, of course, there is great variation
among deaf-blind people in terms of amount
and usefulness of the vision and hearing they
have (both of which might fluctuate day-to-day
and change over time). The information from
the SSP can augment this perception making
what is seen and/or heard more meaningful.

Variation within the Deaf-Blind
Community and Between Communities
and Use of this Curriculum

Anyone who has spent time in the national
Deaf-Blind Community or a moderate to large
size community knows that deaf-blind people
may have very little in common with one

19



Introduction to the Curriculum

another. Individuals vary in education,
experience, tastes and personalities as well as
the amount of vision/hearing they have. This
variation posed a challenge to us in writing this
curriculum. We pilot tested these lessons in
three different places (a small town in rural
Washington, a medium sized city and the
metropolitan city of Seattle). Participants in
each varied considerably and not always in
ways that we predicted. This resulted in two
tracks in the Deaf-Blind modules but this does
not really resolve the issue. Instructors using
this curriculum will have to take it as a basis
and add to it, adjust it and modify it to suit the
community and participants you have.

Each of the Lessons is designed to be roughly
two to three hours long. How long they actually
take will depend on how many participants you
have, their experience, the amount of
discussion they want, and so on. As you the
instructor use this curriculum, we hope you will
develop alternative and enrichment exercises
to be able to fine tune its use. We too hope to
receive further funding to develop materials to
be used with this curriculum and to incorporate
feedback we receive from you as you use it.

20
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1

Footnotes

Context provides a great deal of the meaning that we
merely reference with language. Without SSP service, deaf-
blind people miss the daily access to information that
gradually becomes background or contextual information
most of us have, information with which we later
understand what is said in the moment. Eventually this gap
becomes so great that even an aware interpreter cannot fill
itin.

Ethics, respect, and manners are covered in this
curriculum.

The deaf-blind person can learn to resist this “taking-over”
and how to ask for the kind of information they want.

The term “sign language” refers to the modality or channel,
(e.g., signing). American Sign Language (ASL) refers to the
language itself. Not all deaf people use ASL as their
primary language; hence, the modality is sometimes used
to sign other than ASL, although certified interpreters are
(or should be) able to do both and are usually referred to
as “ASL interpreters.”

The AADB subsequently developed two other categories:
“observers,” who came to participate but who were not
deaf-blind and therefore did not have full voting rights but
who paid full price; and “family members,” who similarly
came to participate (not volunteer to work) and who paid a
reduced fee.

Unfortunately, this was often an attempt to reduce their
status and pay them less.
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" Some American groups have adopted the spelling
‘intervener’ replacing the ‘o’ with ‘e’.

8 Deaf people use a videophone to call an interpreter at a
video relay service (VRS) center who then relays the call—
dials the number of a non-signing hearing person and
interprets what is said between the two. Alternatively, of
course, a non-signing hearing person can call the service
to reach a deaf person. Thus the people working in these
centers are both interpreters (fluent in ASL and English/
Spanish) and operators of specialized telephonic-video
equipment.

® Thus both deaf and hearing CFs are used.
0 The text must first be formatted appropriately for Braille.

" Again, the cost is prohibitive for most deaf-blind people
and durability is a problem.

12 Visual context is equally important for meetings: Who is
looking at their watch, taking notes or making eye contact
with whom? Specially trained interpreters provide this
visual information.
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Chapter 2:
Accommodations

Accommodations are for deaf-blind instructors,
deaf-blind trainees, and for SSPs with partial
vision or hearing. It is helpful to start thinking
of accommodations right at the beginning
when thinking of choosing a site and
scheduling the training.

Accessing Communication

Language choice: Choosing which language to
use is a political choice as well as a practical
one. Think carefully about which language you
will use for instruction and why. Simply going
with the majority of participants is not a good
enough reason. Hearing people are virtually
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always in the majority and thus privileged to
have their primary language used in virtually all
situations.

Sign language is the better choice even if some
participants might miss some information.
Information can always be presented in writing
through handouts and displayed on
PowerPoint slides. The goal of the early
lessons is skill development, skill at
communicating with deaf-blind people.
Presenting in ASL will provide much-needed
practice in receptive understanding, which
SSPs need. Indeed, one of our consultants
reported that many deaf-blind individuals with
progressive vision and/or hearing loss have
reported the value of working with signing
SSPs as a means to ease their adjustment to
the changes.

Using ASL will also model respect for the deaf-
blind community and therefore a valuing of
sign language—the common modality of the
Community.

Assistive Listening Devices: Find out how
participants prefer to listen; this may mean

providing assistive listening devices (ALDs)
with sign-to-voice interpreters or tactile
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interpreters.

Interpreters and SSPs: Hiring an interpreter
coordinator is recommended to ensure clear
communication during the training. The deaf-
blind participants should have SSPs to support
them during breaks. This is particularly
important to provide the opportunity for all
participants to feel comfortable in the new
space and to become acquainted with one
another during the trainings.

Timin

Ask participants to arrive 20 to 30 minutes early
so chairs can be moved, sightlines adjusted,
and so on, and training can still begin on time.
People should expect that this would take a
minimum of 30 minutes. Often everyone arrives
on time, but it takes at least 15 minutes to settle
down while accommodations such as lighting,

reflection, sightlines, etc., are worked out and
the training is delayed.

Training Location and Environment

The training should be offered in a place that is
accessible by bus, has parking, and is safe for
pedestrian traffic. This makes it comfortable for
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all. It is helpful if it is also within walking
distance to the site chosen for the lab portion
of the training.

Classroom Location

The site chosen for instruction needs to be
large enough to allow seating in a semi-circle
so that all participants can see one another as
well as the instructor. Chairs should be spaced
far enough apart to allow for comfortable use of
sign language without bumping into one
another or uncomfortably craning one’s neck to
see the person closest. As a rule of thumb, the
room should be at least 30 feet by 30 feet for 10
participants. When counting participants to
determine the needed space, remember to
include interpreters in the count. If equipment
were used, such as a computer and projector,
there would again need to be enough room for
the equipment itself but also for participants to
see around it.

Given the need for various exercises, the
location should have moveable chairs so
trainees can reconfigure them, and for guiding
practice there should be doors, hallways, stairs
with handrails, short steps (with no handrails),
ramps, and various surfaces (carpeted,
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tile/wood, paved, gravel, grass). Ideally, the
location would also have revolving doors,
elevators, and drinking fountains for practice,
but this is not necessary. For all the reasons
given above, college campuses (large
classrooms, stairs, and walkways, etc.) are
often a good choice.

There should also be an area for refreshments
(see below). This can simply be a table or two
set up on the side of the room. In general, the
space should be comfortable. Consider
temperature, comfort of sitting in these chairs
for extended periods, lighting, and acoustics,
all so that participants are able to focus on
learning.

Lighting

The room, hallways, stairs, and so on should be
lit well enough to read by. Natural light is best,
but windows should not cause glare, which
would interfere with seeing one another (i.e.,
looking at those seated near or in front of the
windows makes it hard to see them). Window

light may also make it difficult to see the
projected PowerPoint presentations, DVDs, etc.

Bright light focused downward on paper or
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directly at the speaker is often helpful for people
with partial vision. The important thing is to not
have light shining (or reflecting) into the deaf-
blind person’s eyes. Ask at the beginning of
training to make sure everyone is comfortable
and make adjustments before proceeding.

The background behind speakers should be
dark and non-reflective. One relatively
inexpensive solution is dark-colored sheets
hung on the wall or over tall, large objects such
as movable chalkboards. White or light-colored
table tops are too reflective and may, along
with windows, also need to be covered with
dark sheets.

Pathways

Participants should be able to easily walk from
their seats to the door and to refreshments
without obstacles such as empty chairs or
cords in the way. If there are cords crossing
any pathways or close, they should be taped
down with a bright-colored tape. Even better,
they should be taped along a wall so as to be
out of the way.

Lab Location

The purpose of the lab (as described in the
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units) is to give participants an opportunity to
apply what they have learned. Thus for
Modules One