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Chapter 1
Introduction

Leading Types and Causes of
Blindness and Visual Impairment

Blindness can be partial, with loss of only
part of the vision. It can also be complete, in
which case there is no perception of light. People
with worse than 20/200 vision are considered
legally blind, i.e., a person is considered blind if
he or she can see at a distance of 20 feet what a
person with normal vision can see at a distance
of 200 feet.

Not evervone who is blind or vision impaired
is the same. Moreover, most blind people have
some residual vision, varying in degree from the
ability to perceive light to reading normal-sized
print with the help of corrective lenses or low
vision aids. Only a small percentage of blind per-
sons is totally blind with no light perception.

The reason not all blind and visually im-
paired people have the same level of vision is
because blindness and vision impairment can be
caused by a number of different diseases and
conditions. as well as by accidents. Some are a
result of aging. some are present at birth or be-
fore. and some are the result of disease or infec-
tion. According to the leading orgamizations of
the blind there are three major casual catego-
ries of blindness

Inherited or congenital conditions
Conditions related to aging
3 Other causes

1
2.

1. Inherited or congenital conditions

Retinitis pigmentosa. Retimtis pigmentosa
1s an 1inherited disease caused by a degeneration
of the rods and cones of the retina The diseasc
first affects the rods, which are responsible for
peripheral or side vision and vision 1n low light
levels. As the disease progresses, the cones are
affected and central vision is lost. Retimitis pig-
mentosa can include moderate to severe hearing
loss, resulting in the person becoming both deaf
and blind.

Retinopathy of prematurity. Retinopathy
of prematurity is a condition that appears soon

after birth, generally in premature infants. With
the increased number of surviving premature
infants, the incidence of this type of blindness
has risen dramatically in recent vears. When
retinopathy of prematurity occurs, an abmnor-
mally high development of blood vessels in the
retina occurs that causes the retina to detach
and leads to blindness.

Acute glaucoma. Glaucoma is a disease of
the eye marked by high intraocular pressure,
damaged optic disk, hardening of the eyeball,
and partial or total vision loss. Glaucoma can
occur in infants when drainage openings are
malformed from birth allowing pressure in the
canals to buildup.

Albinism. Albinism is the congenital lack of
normal pigmentation and can include the lack of
normal eye coloring. Individuals affected by a
lack of pigment in the eyes often experience vi-
sion impairment, including low visual acuity,
involuntary spasmodic motion of the eyeball,
dimness of vision, and/or an intolerance to light.

2. Conditions related to aging

Glaucoma. Glaucoma is a common vision
impaiwrment of the elderly. As individuals age,
there may be an increase in the level of pressure
within the eye caused by a buildup of fluid due
to a partial or complete blockage of the drainage
network of the eye. The increased pressure dam-
ages the optic nerve, the nerve that carries vis-
ual information to the brain, resulting in the
gradual loss of vision. Although treatable if de-
tected early, because the onset of the disease is
so gradual often the symptoms of glaucoma are
not noticed until there has been irreversible
damage to the person’s vision.

Macular degeneration. The macula lutea is
an area in the eye near the center of the retina
at which visual perception is most acute. Macu-
lar degeneration, sometimes referred to as age
related maculopathy (ARM), results from dam-
age or breakdown in the macula of the eye. ARM
is the most common cause of severe vision loss in
people over the age of 60 years. Though ARM
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usually does not result in total blindness, its on-
set limits the individual's ability to see clearly or
identify visual details.

Cataract. Cataract is opacity of the lens or
capsule of the eye causing partial or total blind-
ness. A cataract is a normal part of the aging
process, and most older people have some degree
of cataract. As individuals age, the lens of the
eye that was clear may become cloudy. In ad-
vanced cases of cataract, the surgical removal of
the cloudy lens is required.

3. Other causes

Diagbetic retinopathy. Diabetic retinopathy
is an eye condition caused by diabetes. Over a
long period of time, diabetes can cause damage
to the blood vessels at the back of the eye. This
may result in a deterioration of vision.

Trachoma. Trachoma is a contagious viral
disease of the conjunctiva of the eye character-
ized by inflammation, hypertrophy, and granules
of adenoid tissue. The damage leads to opacity or
cloudiness of the cornea.

Rubella. Rubella is a contagious, eruptive
disease caused by a virus and capable of causing
congenital defects, such as blindness, in infants
born to mothers who are infected during the first
3 months of pregnancy.

Xerophthalmia. Xerophthalmia is an ab-
normally drv and lusterless condition of the eve-
ball due to a severe deficiency of vitamin A. The
condition 1s much more common in less devel-
oped countries where malnutrition is wide-
spread.

Accidents. Many instances of blindness and
vision loss each vear are attributable to aca-
dents at work. at home, playing sports and to
automobile crashes.

Incidence and Social Characteristics
of Blindness and Visual Impairment
Visual impairment! can be divided into five
categories: (1) functional limitation in seeing
print, (2) severe functional limitation 1n seeing
print, (3) severely visually impaired people of
working age, (4) legally blind persons, and (5)
legally blind persons who are totally blind. Func-

! Information 1n this part, unless otherwise noted. 1s from
the American Foundation for the Blind, presented by Paul
Schroeder to the Illinois Advisory Committee, conference on
“Civil Rights Issues Facing the Blind and Visually Impaired
in Illinois,” Chicago. IL, May 29, 1998.

tional limitation in seeing print has two levels:
nonsevere, i.e., difficulty in seeing letters in or-
dinary print even with glasses; and severe, ie.,
inability to see letters in ordinary print even
with glasses.

Functional Limitation in Seeing Print

Nationwide it is estimated that 9.7 million
adults have a significant functional limitation in
seeing print. This is 4 percent of the adult
population, or 4 of every 100 adults. Moreover, of
these 9.7 million adults, 1.6 million individuals
have “severe” functional limitations in seeing
print. This is 0.6 percent of the adult population,
or 6 of every 1,000 adults2 There are high rates
of visual impairment in the adult population of
Danois. It is estimated that 40,000 of the State’s
6 million adults, 6.7 percent, have a significant
functional limitation in seeing print.3

Legal Blindness

In the United States there are 1.1 million le-
gally blind persons, i.e., clinical visual acuity of
20/200 in the better eye with best correction or a
visual field of 20 degrees or less. This is a rate of
4.5 individuals per 1,000. Of those individuals
considered legally blind, 220,000 have no useful
vision, i.e., their vision is limited to light percep-
tion or less. Of those individuals who have no
useful vision, 110,000 are totally blind, i.e., they
have no light perception.

Incidence of Blindness/Visual Impairment

Every year approximately 200,000 persons in
the United States acquire some form of visual
impairment that is a severe functional limitation
In seeiwng, an incidence rate of 1 per 1,000. In
addition, there are 80,000 annual new cases of
legal blindness, an incidence rate of 33 per
100.000.4

Age-related Blindness/Visual Impairment
The elderly, those aged 65 or older, are those
most affected by vision loss; two out of three per-
sons who are blind or visually impaired in the
United States-are-over the age of 65. In 1990 the

2 American Foundation for the Blind, from Census Bureau
Survey of Income and Program Participation.

31990 U.S. census.

4 American Foundation for the Blind, from Census Bureau
Survey of Income and Program Participation.



TABLE 1
Incidence of Legal Blindness

Number

Estimated legally blind 1.1 million
No useful vision 220,000
Totally blind 110,000
Useful vision 880,000

Incidence rate, Percent of
total population legally blind
4.5 per 1,000
9 per 10,000 20%
4.5 per 10,000 10%
36 per 10,000 80%

Source: American Foundation for the Blind, from Census Bureau Survey of Income and Program Participation.

TABLE 2

Prevalence and Projection of Severe Visual Impairment in Persons 65 and Over, 1970 to 2020

Age 1970 1980 1990 2000 2010 2020
R5-74 516,859 584,445 732,307 830,819 954,946 1,402,245
7485 605,781 765,161 1,024,551 1,219,482 1,220,274 1,434,114
85+ 377,750 560,000 828,251 1,231,500 1,637,700 1,770,250
total 1,569,876 2,057,458 2,726,108 3,281,801 3,812,920 4,606,609

Source: Society for the Prevention of Blindness.

number of elderly affected by blindness or visual
impairment was 2,700,000. Prevent Blindness
America reports the leading causes of blindness
will double their impact in the coming years as
the Nation's 76 million baby boomers reach older
adulthood. By the year 2020, twice as many peo-
ple will be blind as are today. Macular degenera-
tion will contuinue to be the leading cause of
blindness. and there will be a near doubhng of
the total cases of glaucoma.

A special problem borne by some individuals
1s the incidence of the dual disability., deaf-
blindness. The dual disability is not as rare an
occurrence as perceived by the general publc.
The number of children, i.e.. individuals 21 vears
of age or younger. 1n the United States who are
both deaf and blind 1s estimated at 10.000 an
incidence rate of 1.2 per 1,000 children.

Employment and Social Characteristics
Individuals who are visually impaired are
disproportionately outside the labor force and
not working. The labor force is considered to 1n-
clude all individuals between the ages of 16 and
64 who are either employed or unemploved vet
seeking work. Nationwide, 67.3 percent of all
adults are 1n the labor force. Among adults who

5 Ibid.

are blind with a severe visual impairment, just
26 percent are in the labor force. This means
that for adults who have sight, 67 of 100 are ei-
ther working or actively looking for work; among
those with a severe visual impairment, only 26
of 100 are either working or actively looking for
work.

TABLE 3
Adult Persons with Severe Visual iImpairment
Outside the Labor Force

Number
Rate

414,000
74%

Source® Amencan Foundation for the Blind, from Census
Bureau Survey of Income and Program Participation.

It 1s a common perception among the public
that persons who are blind read Braille. Most
persons who are legally blind do not use Braille
as a reading medium. This includes students in
educational programs below college and adults.
Among legally blind students registered as such
by the American Printing House for the Blind,
only 10 percent use Braille as their primary
reading medium. It is estimated that 8 percent
of all legally blind adults are able to use Braille ¢

6 Ibid.



Conference on Civil Rights Issues
Facing the Blind and Visually Impaired
The Americans with Disabilities Act of 1990

The Americans with Disabilities Act (ADA)?
gives civil rights protections to individuals who
are blind similar to other individuals with dis-
abilities. The act guarantees equal opportunity
for the blind and visually impaired in public
accommodation, employment, transportation,
State and local government services, and tele-
communications. In passing the Americans
with Disabilities Act, Congress found that his-
torically society has tended to isolate and seg-
regate individuals with disabilities. In addition,
section 504 of the Vocational Rehabilitation
Act® makes discrimination against individuals
with disabilities illegal for all entities receiving
Federal assistance.

Despite some improvements in egual oppor-
tunity for disabled individuals, discrimination
in employment, public accommodation, trans-
portation, and access to public services contin-
ues to be a serious and pervasive social prob-
lem. Some forms of discrimination against indi-
viduals with disabilities include outright exclu-
sion, the discriminatory effects of architectural
and transportation barriers, overprotective
rules and policies, failure to make modifica-
tions to existing facilities and practices, exclu-
sionary qualification standards and criteria,
segregation. and relegation to lesser services,
programs, activities, benefits, jobs, or other op-
portunities.?

Title I of the ADA prohibits discrimination
against qualified individuals on the basis of
blindness in all emplovment practices. includ-
ing job apphcation procedures, hiring, firing.

advancement, compensation, training, and
other terms. conditions. and privileges of em-
ployment. Additionally, employvers are obli-

gated to make reasonable accommodations for
the blind 1if such accommodations do not 1mpose
an "undue hardship” on the operation of the
employer’s business. In this respect. the ADA
applies to private employers with 15 or more
employees, State and. local governments, em-

742 U.S.C. §§ 1201-12213 (1998).
829 U.S.C. § 794 (Supp. 1994).
9 Ibid., sec. 2 (a).

ployment agencies, and labor unions. The
Equal Employment Opportunity Commission is
the Federal agency charged with enforcing Ti-
tle I of the ADA.10

Title II of the ADA prohibits discrimination
against persons who are blind in all programs,
activities, and services of public entities. It ap-
plies to all State and local governments, their
departments and agencies, and any other in-
strumentalities or special purpose districts of
State or local governments and requires that
all government facilities, services, and commu-
nications be accessible to the blind. Title IT also
clarifies the requirements of section 504 of the
Rehabilitation Act of 1973 for public transpor-
tation systems that receive Federal financial
assistance and extends roverage to all puablic
entities that provide public transportation,
whether or not they receive Federal financial
assistance, establishing standards for the op-
eration of public transit systems, including
commuter and intercity rail AMTRAK).

Numerous Federal agencies are charged
with enforcing title II, including the Office of
Civil Rights, U.S. Department of Transporta-
tion; Office of Civil Rights, Federal Highway
Administration; the Office of Civil Rights, Fed-
eral Railroad Administration; Office of Civil
Rights, Federal Transit Authority; the Office of
Civil Rights, U.S. Department of Commerce;
Architectural and Transportation Compliance
Board; and the Civil Rights Division, U.S. De-
partment of Justice.!!

Title III of the ADA prohibits discrimination
against the blind by any private entity that
owns, operates, leases, or leases to a place of
public accommodation. Places of public accom-
modation include a wide range of entities, such
as restaurants, hotels, theaters, doctors' offices,
pharmacies, retail stores, museums, libraries,
parks, private schools, and day care centers.
Private clubs and religious organizations are
exempt from the ADA's title IIl requirements
for public accommodation.’? Federal agencies
charged with enforcing title II of the ADA also
are charged with enforcing title III.

10 Jbid., title I.
1 Tbid., title II.
12 Tbid., title III.
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Authority of the U.S. Commission on Civil
Rights and Purpose of the lllinois Advisory
Committee Conference

The U.S. Commission on Civil Rights is
charged with the duty to study and collect in-
formation on legal developments constituting
discrimination or a denial of equal protection of
the laws under the Constitution because of dis-
ability. The Commission is also to appraise Fed-
eral laws and policies with respect to discrimina-
tion or a denial of equal protection of the laws
under the Constitution because of disability.

An Advisory Committee to the U.S. Commis-
sion on Civil Rights has been established in each
of the 50 States and the District of Columbia.
Advisory Committees are to advise the Commis-
sion of all relevant info: mation concerning their
respective States on matters within the jurisdic-
tion of the Commission, and receive reports,
suggestions, and recommendations from indi-
viduals, public and private organizations, and
public officials upon matters pertinent to in-
quiries conducted by the State Advisory Com-
mittee.

The Illinois Advisory Committee is composed
of 13 members. It includes representation from
both political parties as well as the different
geographic regions of the State. The Illinois Ad-
visory Committee is also independent of any Na-
tional. State. or local administration or policy
group.

The purpose of the Advisory Committee con-
ference on “"Civil Rights Issues Facing the Blind
in lllinois™ 1s to examine and publicize major

civil rights issues in order to ascertain the extent
of and promote the elimination of any continung
unfair and illegal forms of discrimination
against the blind and visually impaired, the ex-
istence of which denies such individuals the op-
portunity to compete on an equal basis, full par-
ticipation, and economic self-sufficiency.

This is the first report by any State Advisory
Committee or the U.S. Commission on Civil
Rights in its 40-year history focusing on the is-
sue of blindness and visual impairment. It is not
the first time, however, for the Illinois Advisory
Committee to direct its attention to a specific
disability civil rights issue. In October 1990 the
Illinois Committee released a report, Rights of
the Hearing Impaired’® which examined civil
rights legislation as it affects the hearing im-
paired.

On May 29, 1998, the Advisory Committee
held a public conference on “Civil Rights Issues
Facing the Blind in Illinois.” Invitations were
extended to all known prominent advocacy or-
ganizations of and for the blind, service provid-
ers to the blind and visually impaired, and gov-
ernment agencies charged with serving the blind
and visually impaired or enforcing the civil
rights of the blind and visually impaired. State-
ments received from such individuals and or-
ganizations are included in this report. In sec-
tion 6 of the report, the Advisory Committee sets
out its observations and recommendations re-
garding the civil rights of the blind and visually
impaired in Illinois.

13 See report of the Illinois Advisory Committee to the U.S.
Commission on Civil Rights, Rights of the Hearing Impaired,
October 1990.



Chapter 2

Advocacy Groups of the Blind and Visually Impaired

A distinction exists among organizations rep-
resenting and/or advocating for individuals who
are blind or visually impaired. One group of or-
ganizations presenting information to the Ilh-
nois Advisory Committee consists of organiza-
tions whose memberships are composed of peo-
ple who are blind and/or visually impaired. Rep-
resentatives from the following four such advo-
cacy organizations testified: the American Foun-
dation for the Blind, the National Federation of
the Blind, the American Council of the Blind,
and the Illinois Committee for Justice, and their
statements are included in this section. The
other group of organizations addressing the Ad-
visory Committee provides services to the blind
or visually impaired. Their background informa-
tion and statements are found in the next chap-
ter.
The American Foundation for the Blind was
founded in 1921 and works to educate the public
and policymakers about blindness and the capa-
bilities of blind people it advocates for and
shapes legislation that enables blind and wvisu-
ally impaiwred people to join successfully the
ranks of tax-paving workers and consumers con-
tributing to American society. The National Fed-
eration of the Blind, founded in 1940, is the
largest orgamzation of the blind 1n America. and
1ts ultimate goal 1s the complete integration of
the blind 1nto society on a basis of equality The
American Council of the Blind seeks to improve
the hiving conditions of people who are blind and
those with visual impairments by advocatng for
educatienal opportunities. health care services.
social security benefits, vocational traimng. and
other health and social services. The Commuittee
on Justice for the Visually Impaired 1s an or-
ganization of people who are blind that focuses its
advocacy effort on access to public transportation.

These organizations, although in agreement
on most issues regarding services to the blind
and visually impaired, hold many distinctly dif-
ferent views with regard to the most appropniate
education, training, and accommodation meth-
ods. The advocacy groups of the blind and visu-

ally impaired are not united in pressing for an
agenda for the visually impaired.

The American Foundation for the Blind

Paul Schroeder

In many ways the civil rights community
does not understand as well as it should that
civil rights for people with disabilities—and cer-
tainly with people who are blind—require more
than merely a nondiscrimination policy that is
actively enforced. While the enforcement of a
nondiscrimination policy is very important from
an attitudinal perspective, civil rights for people
with disabilities require specific kinds of actions
to promote accessibility and to ensure accommo-
dations.

Disabilities, unlike other “protected.classes”
addressed in civil rights statutes over recent
years, are more than merely the attitudes that
individuals hold towards disabilities. Ensuring
equal opportunity for people with disabilities
does, in fact, require specific kinds of steps and
actions be taken.

Regarding civil rights issues facing the blind
and visually impaired, there are three critical
areas. First, ensure and protect existing civil
rights for people who are blind and visually im-
pawred. Second, ensure access to service. Third,
ensure the right of access to information and the
technology that underlies information today. The
last point 1s the area least understood in civil
rights law, and at this point 1n time the area
that need the most attention because it has the
greatest 1mpact in terms of exercising existing
rights.

! Statement by Paul Schroeder to the Illinois Advisory
Commuttee to the U.S. Commission on Civil Rights, confer-
ence on “Civil Rights Issues Facing the Blind and Visually
Impaired in Illinois,” Chicago, IL May 29, 1998. Paul Schro-
eder is the director of the Midwest region of the American
Foundation for the Blind. The headquarters of the AFB is 11
Penn Plaza, Ste. 300, New York, NY 10001.



Protecting Existing Civil Rights

The AFB has spent many years working on
civil rights issues. One important recent effort
was work to ensure that the standard for Braille
signage was included in the Americans with
Disabilities Act (ADA) accessibility guidelines,
and that adherence to the Americans with Dis-
abilities Act would, in fact, put signage in appro-
priate places.

There is a reason why there is not as much
signage as the blind and visually impaired would
like. The blind and visually impaired community
is a relatively small population. There are just 2
to 4 million people in this country with severe
visual impairments, and they are spread
throughout the country. The lack of advocacy in
any one particular local community is a result ot
there not being many blind and visually im-
paired individuals in one locality.

The Americans with Disabilities Act, while an
excellent law, also contains numerous exemp-
tions, exceptions, and other provisions that limit
its reach and its application. That is most evi-
dent in areas such as installation of Braille sig-
nage. For a building already existing at the time
of the Americans with Disabilities Act, signage is
not required.

Additionally, people who are blind and visu-
ally impaired have not been as active in advo-
cating for rights under the law. For example,
only just over 2 percent of the complaints issued
with the Equal Employment Opportunity Com-
mission have to do with blindness or visual im-
parrment. Most individuals who are bhnd or
visually impaired are unaware of some of the
details of laws such as the Americans with Dis-
abilities Act and the rights that the law and its
implementing regulations afford such as the re-
quirement for bus stop caling or the require-
ment for installation of warnings along the edges
of transit platforms in rail systems. Equally un-
aware 1s the general public and those required to
take action under the ADA to accommodate the
specific needs of people who are blind and visu-
ally impaired.

More publicity and promotion of the protec-
tions afforded by laws such as Americans with
Disabilities Act and section 504 of the Rehabili-
tation Act, both to individuals who are blind or
visually impaired and to the general public, are
needed. A better job of promoting the importance
of things like access to information in Braille or
tape, promoting the importance of calling bus

stops so that all passengers, including passen-
gers who are blind and wvisually impaired, can
make better use of transit systems, are steps
that can be taken. Additionally, there may be
ways to reward those meeting their obligations
under the ADA. These kinds of incentives are
worth pursuing.

Ensuring Access to Service

Ensuring access to services is a second very
critical concern for people who are blind and
visually impaired in order for them to have the
skills and specific kinds of knowledge required to
be independent as a blind person.

The blind and visually impaired community
is very concerned about the trend toward con-
solidated agencies and the closing of specialized
schools for people who are blind. These actions
take away not only an opportunity for people to
work and receive services in a setting that is
conducive to their needs, but perhaps more im-
portant than that, it takes away the knowledge,
experience, and specialized training of staff who
must provide the instruction for people who are
blind and visually impaired.

Beyond ensuring access to these services,
there are other gaps that people who are blind
experience, particularly the health care system.
Both Federal and private health care often does
not fund the services needed by blind people,
especially those who are over the age of 65—the
majority of the blind population—and does not
fund the services that those people need to re-
main independent as they lose their vision. Once
a vision loss has occurred, there is almost noth-
ing that the health care system funding package
has to offer people who are blind and visually im-
parred. That is not true of somebody who experi-
ences a physical disability. They are able to re-
ceive rehabilitation and other kinds of services to
help them live independently with that disability.

Access to Information

Access to information is the third issue of im-
portance to the blind and visually impaired
community. Access to information and modern
information technology has emerged as one of
the greatest challenges to people who are blind
and visually impaired. One cannot be independ-
ent or participate in this society if he or she can-
not use a computer.

The anger, the frustration, the depression are
all too frequent from individuals who are blind



and are unable to use their talents simply be-
cause Braille or tape or large print material was
not provided or an accessible computer was not
made available. Being able to access and manage
and manipulate information is critical to inde-
pendence. Being able to use computers and soft-
ware programs and electronic information is
equally critical.

The problem is really twofold: (1) access to an
alternative formats and (2) the design of the
technology itself. The solution to the first prob-
lem is to ensure the timely access to an alterna-
tive formats, which is the typical Braille style
tape or large print, or audio presentation of
something that is visual. Secondly, the design of
the technology itself creates access barriers. For
example, for a blind p=rson it is extraordinarily
difficult to navigate a graphic screen if one of

those picture icons on the screen is not labeled in

some alternative format. Equally, text that is
painted to the screen or made as an image on the
screen cannot be conveyed in speech to a blind
person through the current means of providing
access to computers. Blind people can use com-
puters if they are designed correctly, and “if they
are” they certainly could use them extremely
well in the days of ASCII and DOS, the text-
based system for personal computers.

Over the years blind people have been heav-
ily handicapped by the ocean of printed informa-
tion. The blind face more barriers than anv other
group 1n accessing information. Now technologi-
cal innovations are further eroding this group’s
independence.

There 1s hope. Information in a digital form
or electronic form can be rendered in speech or
Braille 1if 1t 15 designed properly. But the tech-
nology has to be designed properly. There are
some laws that have helped to move us in the
right direction. but enough has not been done

Secuon 508 of the Rehabihitation Act 1s a
separate part of that law that requres the pro-
curement by government of technology which 1s
accessible for people with disabilities: however.
to our knowledge, it has never been enforced and
1s rarely every used. Section 504 requires feder-
ally funded programs to ensure access and, in
fact, over the last few years the Department of
Education’s Office of Civil Rights has 1ssued ex-
cellent findings regarding university access re-
quirements to help students access information
and computers.

The U.S. Department of Justice has indicated
that the ADA does, in fact, apply to the World
Wide Web sites, but it says so in a very tepid
way. The web site must be made accessible un-
less the entity that is covered has another means
of providing information access for blind or visu-
ally impaired persons.

The new Telecommunications Act, which in-
cludes section 255, requires telecom equipment
and services to be made accessible for people
with disabilities. If they cannot be made accessi-
ble directly, then they are to be made usable by
the assistive technology that people with dis-
abilities use. These laws have helped, but unfor-
tunately none of them set a clear policy on access
to technology and computers; computer software,
and the Internet. We still have an overwhelm-
ingly, inflexible policy in our society that says
“hands off” of information technology, as if it were
still a fledgling industry that needs protection.

Lastly, in regard to information, is the igsue
of access to popular culture and the mass media,
in particular access to television and video. It
may seem a little funny to be arguing.-for access

to what most people would describe as the me- .

diocre and mundane world of television. How-
ever, that is where people are. That is where cul-
ture is taking place, and that is where most peo-
ple are getting their information. People who are
blind and visually impaired watch television as
anybody else, but they miss out on a fair amount
of what is happening on the screen because it is
not described. In this sense they can be harmed
because they are unaware of the popular culture
and unable to participate with others regarding
what is happening on television or in the movies.
When one misses information about our society,
for example, weather reports that are scrolled
across the bottom of the screen in print, the loss
of access can be life-harming.

There's a solution; it is called video descrip-
tion. It can be provided. It is currently being
provided in a pilot form by the Public Broad-
casting System. To people who are deaf or hear-
ing impaired, closed captioning provides access
to the audio portion of a video program. Thus far
Congress and the Federal Communications
Commission have not decided to give video de-
scription a similar treatment as closed captioning.
I think that issue deserves some have attention.

L}



The National Federation of the Blind

Stephen Benson and Brian Johnson ?

Most people know someone who is blind. It
may be a friend, a family member, or a coworker.
The blind population in the United States is es-
timated to exceed 700,000 people, and an addi-
tional 50,000 Americans become blind each year.
These numbers may not seem large, but social
and economic consequences of blindness directly
touch the lives of millions of people. An overrid-
ing concern is negative attitude by the public
toward blindness. Such misconceptions and
stereotypes about blindness are the most signifi-
cant barrier that blind people have to face, much
more significant than the actual loss of sight.

We are the National Federation of the Blind
(NFBI). The organization started in 1940 as an
organization of blind people, an organization of
consumers. Sometimes, agencies may be for the
blind, and these agencies—though they do deal
with blindness—may not be working for the
same things as an organization of the blind.
Public policies and laws that result from miscon-
ceptions about blindness or lack of information
or the lack of genuine commitment to address
issues related to blindness are often more limit-
ing than the loss of sight.

Access to Technology

The specific 1ssue of access to technology and
consumer home products industries has signifi-
cance 1n the areas of education. employment,
and public accommodation. Public policies and
laws affecting blind people have a profound 1m-
pact on our entire society. Advances in technol-
ogy have resulted 1n dramatic and far-reachung
changes 1n business, education. scientific and
medical research, recreational acuwvities, and
daily home hfe.

While most people 1n our society regard these
technological changes as positive. biind people
view them with caution from a thoughtful and
critical perspective. Our concern has to do with
whether designers/developers of such technol-

2 Statement by Stephen Benson and Brian Johnson to the
Illinois Advisory Committee to the U.S. Commission on Civil
Rights, conference on “Civil Rights Issues Facing the Blind
and Visually Impaired in Ilhnois,” Chicago, 1L, May 29,
1998. Stephen Benson is the president of the National Fed-
eration of the Blind of lllinois (NFBI), and Brian Johnson 1s
second vice president of the Chicago chapter of the NFBI.
The headquarters of the NFBI is 1800 Johnson St., Balti-
more, MD 21230.

ogy, computers as well as consumer home prod-
ucts, have or will include software and hardware
that will allow blind people to use said products
without substantial additional costs, extensive
and costly training, or undue reliance upon
sighted assistance to accomplish routine tasks
independently as we did prior to such things as
flat screens on microwaves and undefined but-
tons.

Analog technology with discernible buttons
and knobs served us very well. During the 1980s
and 1990s, blind people experienced new com-
petitive job opportunities because of the avail-
ability of screen reading software that used the
text-based MS-DOS system. Using this system
word processing, data-based management, and
spreadsheet operati~ns' were performed by blind
computer users with the same facility as by
sighted users. Considering the fact that the un-
employment rate among blind people is in excess
of 70 percent, computer access and the increases
in job opportunities that it promised was at least
encouraging.

In the mid-1990s Microsoft, marketer of MS-
DOS, began to design and develop -a new -oper-
ating system called Windows that uses some-
thing called a graphical users interface called
GUBSI. The designers of GUSI failed to include in
the original design any provision for screen
reading software that would give the blind com-
puter users the same screen access as DOS did.
The negative impact resulting from this failure
was that blind people were faced with costly
training in the use of the new system. It was
necessary to rely on the assistance of sighted
readers more, and blind people were faced with
the prospect of job loss.

While Microsoft has assigned a team to work
on the accessibility question, and while they
have designed and, developed something they
call active accessibility, it must be noted that the
results of that system testing have been highly
questionable. It has not been widely accepted,
widely used. Until these issues have been re-
solved, access to computers by blind people will
be less effective than it should be. The recent
design of computer operating systems and screen
vending software present serious problems for
blind computer users.

Access to Consumer Home Products
If one visits an appliance store and looks at
microwave ovens, one will observe that the con-



trol panels of all the units on display are abso-
lutely flat. There is no discernible difference
among the touch pads that activate the functions
of the microwave ovens.

Microwave ovens are not unique by their lack
of access to a blind operator. Televisions, VCRs,
stereo systems, washers and dryers, ATM ma-
chines, public information, telephones, and other
appliances distinguish themselves by their bold
designs that are completely inaccessible to blind
people. A few manufacturers provide overlays or
templates, but these devices have no value when
the control panel contains muitimodal buttons or
touch points that control a variety of functions,
depending on what menu screen is displayed.

It is clear that the only way to ensure that
computers and consumer hor:e products are ac-
cessible to blind people is to require by mandate
that the designers and developers of these prod-
ucts include provisions for such accessibility in
their original designs.

Equal Opportunity and Public Service Agencies

The National Federation of the Blind has over
50,000 members, and one of its primary concerns
is employment for the blind. The unemployment
rate among the blind is in excess of 70 percent.
Training in adjustment to blindness and educa-
tion training are critical to equal employment op-
portunity for the blind.

In the 1980s more training agencies for the
bhind emerged. Many people who were blind be-
gan to receiwve such traiming at centers outside
their home State. In Illinois, with the exception of
a few 1ndividuals, the Ilhnois Rehabilitation Pro-
gram refuses to pay the entrre cost for customers
traimung 1n adjustment to blindness. regardless of
the freedom of choice amendmentin the Rehabili-
tation Act The Illinois Department of Rehabilita
tion states that a customer can choose where he
wants to go for traiming 1n adjustment to bhnd-
ness. but will only pay for part of 1t or sometime-
not pay for any of 1t. Blindness adjustment train
ing. from the NFBI's standpoint, is not supposed
to be a service under the State means test.

Consolidation of State Services to the Blind

In March of 1996, the Office of the Governor of
Illinois told the NFBI that although all rehabilita-
tion—including services to the blind—would be
combined 1 Ilhnois into a much larger agency,
the Department of Human Services, which also
includes mental health, public aid, and several
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others, services for the blind would not change in
any way.

This is a national trend. One of the places
where it started was in Wisconsin. Public officials
saw that idea and said, “That looks like a good
idea. Let’s do it too.” The NFBI holds there to be
strong evidence that supports the notion that
agencies for the blind, whose sole purpose is to
provide adjustment training for blind people and
the peripherals that go with it, function much
more effectively than agencies that are buried in
huge umbrellas. Braille, computer technology,
daily living skills, and most importantly, helping
people to develop the confidence and belief in
themselves to compete on terms of equality and
self-reliance are not addressed in most State
agencies, including Ilinais.

College Education

There is a sentiment that the State program
for the blind is trying to get out of paying college
tuition for eligible blind customers. They are try-
ing to do this by a statute called the Relatives Re-
sponsibility law. That law requires that certain
criteria have to be met by the rehabilitation cus-
tomer before the State will pay college tuition and
housing. If the criteria are not met, the main body
of the college tuition payment is the responsibility
of the customer or his or her guardian. This policy
was initiated by the Illinois General Assembly.
The Bureau of Blind Services, which is part of the
[lhnois Department of Human Services, had little
input mto the new means test criteria and no
voice at all as to 1its effectiveness. It is a real
problem and 1t makes no sense.

The American Council of the Blind
M.J. Schmitt and Ray Campbell®
Services to the Blind Community and
Equal Employment Opportunity

The Illinois Council of the Blind and its local
chapters remain opposed to the Bureau of Blind
Services being placed within the Illinois De-

1 Statement by Ray Campbell and M.J. Schmitt to the IIL-
nois Advisory-Committee to the U.S. Commission on Civil
Rights, conference on “Civil Rights Issues Facing the Blind
and Visually Impaired in Illinois,” Chicago, IL, May 29,
1998. Ray Campbell is president of the American Council of
the Blind of Metropolitan Chicago, affiliated with the Illinois
Council of the Blind; M.J. Schmitt is president of the Illinois
State chapter of the American Council of the Blind (ACB).
The headquarters of the ACB is 1155 15th St., NW, Ste. 720,
Washington, DC 20005.



partment of Human Services. Although the Bu-
reau of Blind Services appears to be operating in
an autonomous manner and in much the same
manner as before its merger, it needs to be em-
phasized that blind and visually impaired people
need disabled-specific services.

Generalists maintain that these services can
be transmitted to people in general agency. But
blind people need to be rehabilitated and taught
by people who have been taught to teach and
taught to counsel blind and visually impaired
people. The successful blind people in this coun-
try are the people who have had a superior edu-
cation and been taught by people who know the
shortcomings of this disability, where the weak-
nesses are going to be, and how to help you be
the best that vou can be. Such services do affect
the way the blind live. Individuals can afford to
do many more things with a well-paying job than
they can ever hope to obtain on social security
disability income.

Additionally, within the Bureau of Blind
Services there is a need for more rehabilitation
teachers and more counselors. There is a par-
ticularly acute need for placement specialists
who just work on behalf of blind people. If a
blind person learns the basic skills that are
needed, learns how to walk, how to talk, with a
good educational background, learns good daily
living skills. and has been trained properly—
which comes primarily from an agency offering
disability-specific services—that individual can
succeed. With the high rate of unemployment
among the blind. certainly more help 15 needed.
as there are many barriers to emplovment for
the blind and visually impaired. One important
barrier 1s emplover atutudes. Sometimes 1n cor-
porauons, corporate leaders support hiring the
blind. but when the blind gets into the job and
the person immediately supervising the person
was not consulted about this and does not feel a
part of this effort, 1t can make for a very difficult
working condition.

Services to Children and the Elderly i
Service providers have been giving children
tape recorders and computers, and maybe a
smattering of Braille. These children need to
have a concentration in Braille. Being without
Braille to the blind person is like taking paper
and pencil away from sighted people. When you
don’t have that, all of the machines in the world
aren't going to help you. Again, working with a

11

knowledgeable blind community and Braille is
essential.

Inclusionists who advocate that the Individu-
als with Disabilities Education Act should be all
inclusive are right. However, for the children
going to public school, they need to have the
proper support services. If they do not have that,
then inclusion is not a good thing, and until and
unless there are those services, Inclusion is not
going to work. There are many children out in
the public school system here in Chicago that are
not getting Braille or not getting enough of it.
There are many teachers who know Braille...
but not many teachers who know how to teach
Braille. These are two separate things.

The elderly who are blind and visually im-
paired are often neglected when it comes to pub-
Lic services. The Rehabilitation Act concentrates
primarily on employment outcomes. But with
macular degenerative retina pigmentosis and
gimilar diseases, many more people are coming
into the elderly blind program every year, and
there is not much money to do anything for
them. The appropriations this year is only ask-
ing for $1 million for the elderly blind programs.
These people are getting lost in the shuffle. The
State rehabilitation agencies for the blind are
having to have to find money from other places
in order to give the elderly people the services
they need.

Computer Technology

Computers have allowed many blind persons
to hive fine lives, do things, and go places. Now
that may be taken away from people. Developers
of computer systems should have consulted with
knowledgeable blind people and with vendors
who do screen reading technology, and that just
wasn't done. Now blind people all over this coun-
try are losing their jobs, and it will be difficuit
for them to find another one. There is a desper-
ate need for the large computer companies to
work with ‘the visually impaired community in
order.to make things accessible in the future.

The use of computers is an essential skill that
almost everyone, every adult must have today.
Computer technology is constantly changing and
making greater opportunities available for eve-
ryone except those who are blind or visually im-
paired. The blind and visually impaired commu-
nity continues to lag behind mainstream com-
puter users in what hardware and special soft-
ware we can use, and are therefore not nearly as



productive as sighted people who have compara-
ble qualifications. Blind people cannot use the
applications that both public and private sector
employers are using to get their work done.

Why do blind and visually impaired people
lag behind? This is due in large part to the fail-
ure of computer manufacturers to provide little
more than lipservice to making their operating
systems and application software accessible.
What can be done to help solve this problem?
Both Federal and State Government agencies
across the Nation must make it clear to manu-
facturers that they will not purchase software
from them until it is fully accessible to all blind
and visually impaired people. This means com-
puter systems must work with large print mag-
nification, speech output, and in-front output
equipment. Private sector employers must be
encouraged to take similar actions. If no action is
taken, blind and visually impaired people will
continue to lose jobs. How ironic it is that the
computers, which opened up vast new opportu-
nities for the blind and visually impaired com-
munity, now could take them away if something
is not done.

ATM Technology

Another specific technology that needs to be
addressed is access to automatic teller ma-
chines. Evervbody thinks that if you put Braille
on the kevs of the. ATM machine, then blind
people can use 1t. Wrong. The people who think
that way and who designed the Braille on the
kevboard never thought to ask the blind how
they were going to read the screen, which 1s
what tells the individual everything about the
transaction.

What 1s needed are requirements for manu-
facturers of ATM machines to build 1n access to
the screen of the ATM machine, either through
speech 1nterface or through Braille display
There are privacy issues, but those can be easilv
addressed. Suffice 1t to say that there are ways
with smart card technology in which one can
encode the card to do voice only, and this comes
on when a particular card is inserted into the
machine. Or, there can be a headphone, and the
blind person plugs into the machine. These are
the kinds of things that need to happen. The
Braille on the keyboard is very nice, but if a per-
son cannot read the screen, the ATM machine
cannot be used.
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Transportation

Transportation is a worrisome issue for the
blind. For example, meetings for the blind and
visually impaired usually are held in either
Springfield or in Chicago, because so many of
the other towns are so difficult to get to. It is
particularly difficult for people in southern Illi-
nois. They do not seem to have any train trans-
portation at all...and very little bus transporta-
tion either. Transportation is a real problem and
something that really does need to be addressed.

It will make no difference, however, what is
done to make technology on the job more acces-
sible if blind or visually impaired people can't
get to the job. Over the years, we have seen an
erosion in Federal and State Government sup-
poit for mass transit. The Chicago Transit
Authority just completed the third in a series of
devastating service cuts. Also, jobs are moving
out of major cities where public transit has al-
ways been more plentiful and then into the sub-
urban areas where everyone has two cars and
public transit is almost nonexistent. As goes
public transit, so go the opportunity for blind
and visually impaired people to work. = -

Lack of access to transportation also causes
the blind and visually impaired people to lose
flexibility in where they can live, go to school, or
access community activities. In today's fast-
paced jobs, employers want people who have the
flexibility to work late on occasion. They do not
want to hear that someone can not work late like
the rest of the team because of their need to go
home at 5 o'clock since that is when the only bus
that serves the worksite goes to the train sta-
tion. Travel restrictions similarly inhibit the
blind and visually impaired from taking classes
after work to enhance their skills, something
many employers all but demand today. And it all
but prevents them from participating in lunch
outings, team-building activities, and after work
get-togethers, all of which build camaraderie at
work with colleagues. Because of this, blind and
visually impaired people are shut out from op-
portunities to network and engage in office con-
versation. .- .

There must be more public transit service,
not less. Special incentives should be given to
agencies to provide all-day fixed route transit to
areas traditionally underserved by mass transit
such as the suburbs. Also, lobbying for more
funding for highways must be encouraged to work
more closely with advocates for mass transit.



Committee for Justice for
the Visually Impaired
Jonathon Butler*

Transportation is a form of independence, and
the Committee for Justice for the Visually Im-
paired concentrates its efforts on ensuring that
equitable, affordable, and available transportation
is available to the blind and visually impaired
citizenry in Illinois. There exists in the Chicago
metropolitan area an adjunct to the transporta-
tion system called the paratransit system. This
system is federally funded and designed so that
individuals who are blind and cannot ride the
main lines can have access to an affordable public
transportation service.

The Committee for Justice for the Visually
Impaired goes to the different transportation or-
ganizations in the area, i.e., RTA, CTA, Pace and
Metra, and advises them on ways to better meet
the needs of the riders who are disabled who are
passengers. This is ongoing because there are
problems that always arise, no matter what is
being done or what efforts are implemented to
provide transportationservices for the disabled.

As a result of the provision of these public
transportation services to the blind and visually
impaired, people who formerly were at home can
now go to jobs, can go to school, obtain vocational
rehabilitation tramning, visit their fmends, and do
many of the things sighted people take for
granted.

One of the obstacles being addressed 1s cerufi-
cation. or the qualification. to be ehgible for the
paratransit service. In most instances and for
most travelers. one can go and catch the Pace or
CTA bus by standing at the bus stop and getung
on the bus The paratransit system comes to vour

4 Statement by Jonathon Butler to the Ilinois Advison
Committee to the U.S. Commussion on Civil Rights. confer-
ence on “Civil Rights Issues Facing the Blind and Visually
Impaired in Ilinois.” Chicago, IL, May 29, 1998 Jonathon
Butler is president of the Committee for Jusuce for the
Visually Imparred.
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door, picks you up, and takes you to where vou
have to go. Later it returns for you at a time you
designate. For instance, in order to come to this
conference, I had to have called yesterday morn-
ing at 5 a.m., requested the carrier to pick me up
and bring me to this location, and then tell them
the time to return. That is what the paratransit

system is, because I, as a blind person, would not -

have been able to do this on the regular bus
schedule. The paratransit service allows the blind
person to get where he or she has to go, though
the service is limited and sometimes the destina-
tion places are restricted to medical service deliv-
ery points.

Sighted people may come to a conference such
as this of the Illinois Advisory Committee and
when it ends leave by catching a train or getting
in a car to go home or do something. But if
sighted people would just step back and try and
imagine getting about without sight, things taken
for granted such as going to work or going to the
doctor. How does one get there if he or she cannot
see and has to get there on their own? These is-
sues face the blind daily. Being able to get out of
the house and on your own without someone to
help you has a way of changing one’s life from de-
pendency to independence. Because a blind per-
son may have lost one physical attribute, ie.,
sight, does not mean that it should cause the loss
of everything else. Accessible transportation is a
form of regaining access to society and essential to
the mental well-being of the blind community.
Public transportation systems that give special
services to the blind and disabled community
should continue to be funded, even in the wake of
budget cuts everywhere.



Chapter 3

Service Providers to the Blind and Visually Impaired

The State of Illinois is one of 16 States that
does not have a separate agency providing serv-
ices to the blind. The primary service delivery
agency in the State is the Bureau of Blind Serv-
ices, an agency within the Illinois Department of
Rehabilitation Services that is charged with pro-
viding vocational training for the blind and visu-
ally impaired. The Illinois Department of Reha-
bilitation Services is under the Illinois Depart-
ment of Human Services, and its director reports
to the Governor.

Similar to the director of Human Services,
the Illinois Board of Education reports directly
to the Governor. The Board of Education over-
sees public education programs for the blind and
visually impaired. Also in the State, is the State
of Illinois Blind Services Planning Council.
Members of the council are appointed by the
Governor and serve 4-year terms. Their advice,
however, is limited to recommendations con-
cerning the services provided by the Bureau of
Blind Services. It is not a general advisory coun-
cil on issues affecting the blind and visually 1m-
parred.

Severa: private agencies exist in the State
and provide services to or for a clientele that 1s
blind and visually impaired. The Chicago Laght-
house 1s the most comprehensive private reha-
bilitation and education agency 1n Illinois spe-
cificallv serving people who are blind with voca-
tional tra:ning education, a vision chnic. and a
store for the blind and visually impaired Hon-
zons for the Blind 1s a not-for-profit agency that
works with compames and institutions to con-
vert instruction packets, bills, newsletters,
menus, exhibit displays, and other informational
items into a medium accessible to the blind and
visually impaired. Leonard & Young Communi-
cations does job readiness training for the blind
and visually impaired, specifically assisting 1in-
dividuals affected by recent changes in Federal
and State welfare laws. Representatives from
the Chicago Lighthouse, Horizons for the Bhind,

and Leonard & Young Communications made
statements to the Advisory Committee.!

The Illlinois Bureau of Blind Services
Glen Crawford 2

Organization of the Bureau of Blind Services

The Hlinois Bureau of Blind Services has fol-
lowed the trend of som: other States an< con-
solidated many programs under one department.
In Minois the Bureau of Blind Services has been
affected by such a consolidation. Illincis has a
Department of Human Services, within which is
the Office of Rehabilitation Services. The Bureau
of Blind Services, once separate, is now “within
the Office of Rehabilitation Services.

All of the Bureau of Blind Services’ programs- - -

work with individuals who are older youth and
adults. The Bureau of Blind Services does not
have programs for children. One of the special-
ized programs is a vending position program. It
is a specialized program originally set up by the
Randolph-Shepard Act, and allows blind indi-
viduals and agencies for the blind to contract
with the Federal Government and establish
what was originally food service programs
within those Federal programs. It has expanded
beyond Federal buildings to State buildings and
private industry. There are 145 of these busi-
nesses 1n Illinois.

Blind individuals frequently lose their sight
in adulthood rather than being born blind. The
bureau has a training facility center where the
individual can go for a period of time to receive
trairung in mobility, personal care for them-

! The Guild for the Blind was also invited to attend the con-

-ference, but declined to make-a formal statement. The Guild
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for the Blind was active, however, in providing background
assistance to the Advisory Committee on civil rights issues
facing the blind and visually impaired in Illinois.

2 Statement by Glen Crawford to the Illinois Advisory Com-
mittee to the U.S. Commission on Civil Rights, conference
on “Civil Rights Issues Facing the Blind and Visually Im-
paired in Illinois,” Chicago, IL, May 29, 1998. Glen Crawford
is the director of the Illinois Bureau of Blind Services.



selves, and daily living skills. After they return
home, there are 20 rehab instructors across this
State who continue to work with them.

The bureau’s major task is not only to allow
these individuals to live a more comfortable life
in their community, but also to get these indi-
viduals into employment. This program works in
conjunction with the vocational rehabilitation
program. There are offices throughout the State
of Illinois that provide many services, such as
training programs, college education, or trade
school. In addition, individuals may return back
to the previous employment because of the serv-
ices provided.

The Bureau of Blind Services receives refer-
rals from many different organizations, individ-
ual groups, and families. When these are re-
ceived, agency personnel go to -the individual
and see them in their home and work with them
there. The agency tries to get them involved
with the appropriate services, whether it is with
our service or somebody else. Oftentimes the
agency works in conjunction with another public
or private service program.

There is a greater concentration of staff in
the Chicago area than in other sections of the
State, but on a per capita basis there is more
staff in the southern part of the State than in
the northern half of the State or the -Chicago
area. In addition. in terms of the number of 1ndi-
viduals who are going into competitive employ-
ment and people provided services by the Blind
Services Bureau, there is a higher per capita
rate of service 1n the southern part of the State

Employment i1s the biggest barrier for the in-
dividual who 1s blind. Though there have been a
lot of changes 1n recent vears, the commitment
for equal emplovment opportunity is still not
there Five vears ago a Gallup Poll asked ind:-
viduals what disability and/or disease would
thev least hke to have. The first disease andior
disability that people did not want was HIV or
AIDS. The second was blindness. The third was
heart disease. Bhindness was more feared than
heart disease and was a very ‘close second to
HIV. That speaks to the attitude of society. Em-
plovers are part of that society and are part of
that attitude.

The Bhnd Services Bureau conducted a lon-
gevity study on those that had been employed,
looking at employment retention rates. Overall,
the retention rate in employment was really
quite good. But it was troubling to find that the

retention rate was higher for whites; it was 85
percent in the white population and 79 percent
for minorities. The agency is studying that to
determine if the disparity is a factor of the soci-
ety or is a factor of the agency’s services not be-
ing adequate for some groups of the population.

Services to the Older Blind Community

Recently the Bureau has expanded its serv-
ices for the older blind individual. At present
services for the older blind is a poorly funded
program. This year at the national level, blind
service agencies are requesting $52 million in
Federal funding. Currently the national expen-
diture for such programs is $9 million for the
entire Nation. The older blind population is the
largest of tue blind population, but it and the
children’s programs are the poorest funded.

In Illinois the Bureau of Blind Services has
done a few things that have enabled the agency
to put together a program for the older blind
population. Working through the Social Security
Administration, the bureau provides vocational
rehabilitation services to individuals that are
receiving social security disability-insurance. If
the Bureau is successful in securing employment
for those individuals so that they no longer re-
ceive SSDI, the Federal Government reimburses
the agency’s expense. The money that is reim-
bursed does not have to be used for rehabilita-
tion purposes. So the Bureau of Blind Services
uses some of the reimbursement for the older
blind program, thereby adding $900,000 to the
$150.000 of State money for the elderly blind.

Statistics indicate that the United States will
soon have a large increase in the aged blind. The
Nation and Congress are unprepared for it. As
the population ages, there will be an increase in
blhindness 1n this country. At one time diabetes
was the leading cause of blindness.” Today
macular degeneration, which is associated with
agng, is the leading cause, and it is a very rap-
1dly 1increasing disability.

That is one reason why the Bureau of Blind
Services started its program for the older blind.
-But there are.few other such programs. Only two
States, Illinois and Ohio, have even rudimentary
programs; and nowhere near the scale that is
necessary. Moreover, the program initiated in
Ilimois for the older blind, unless it expands, is
not going to be enough to handle the future
need.
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The blind population is aware of this problem
and is lobbying Congress and their State legisla-
tors to obtain increased assistance to build these
programs. That is why there is the request for
$52 million from the current $9 million for older
blind programs.

The Importance of Braille

Many overestimate the ability of technology
to replace the need for Braille proficiency. There
is a popular sentiment that with the technology
currently available, material can be scanned into
a computer and read back to the person with a
visual impairment. Hence it seems the need for
Braille proficiency is no longer a critical skill.

It does not work that way. What if a quick
reference to something is needed? If the blind
individual is proficient in Braille, the person can
look it up and read very quickly in Braille. If one
is constrained to only using a computer, the in-
dividual may sit for a long time trying to access
the text that has the information.

Moreover, everything does not scan. If you
get into charts, charts do not scan well. There
are many other things that cannot be scanned to
a computer. Still, many see this technology as
the panacea that will replace Braille.

Technology is a long way from replacing
Braille. People need to be aware of this. There is
still a need for people who are blind to learn
Braille.

Programs for individuals Who are Deaf and Blind
Deaf-blind within Illinois is not part of the
Bureau of Blind Services. In Illinois the Office of
Rehabilitation Services works with the deaf-
blind community 1n terms of vocational traimng.
It 1s part of a general Federal program. and this
1s true 1n most States. In terms of education for
deaf-blind persons. there are services through
age 21, but that 1s true with blindness as well
Still, even though the deaf-blind are not the
Bureau of Blind Services’ responsibility, nearly
50 percent of the deaf-blind community 1n the
State of Illinois is served by the Bureau of Blind

Services. If individuals who are deaf and blind _

are referred to the agency, the bureau will work
with them since they have the blindness qualifi-
cation.

In addition, within the State of Illinois there
is the Department of Human Services, the de-
partment administratively controlling the Bu-
reau of Blind Services, and other services are
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available to the deaf-blind community through
those service programs.

The Chicago Lighthouse

James Kesteloot®

My name is James Kesteloot. I have been le-
gally blind my entire life, over 50 years. Cur-
rently I am the executive director of The Chicago
Lighthouse for People Who Are Blind or Visually
Impaired.

The Chicago Lighthouse is a comprehensive
service agency providing educational, clinical,
and vocational programs to people who are blind
and individuals who are blind with additional
disabilities. Programs include an Early Interven-
tion Program for infants and toddlers from birth
to age 3, a State Board of Education-approved
school program serving children who are blind
with additional disabilities, a program for adults
who are both deaf and blind, an adult living
skills program for adults who are both blind and
developmentally disabled, a low vision clinic,
counseling, vocational evaluation, a job readi-
ness and placement program, office skills train-
ing programs, an adaptive technology center, an
industries program, a store providing adaptive
devices for independent living, and other serv-
ices.

The Lighthouse serves approximately 200
people per day, over 50 percent of whom have
more than one disability. Over the past year,
nearly 3,000 persons have received services at
The Lighthouse, and over 13,000 have received
information, referrals and community services.
The Lighthouse has a staff of 115, of whom 35 to
40 percent are blind. They occupy jobs at all lev-
els within the organization, including top man-
agement, program managers, teachers, teachers'
assistants, accountants, clerical staff, building
maintenance, and other positions. The Light-
house has a governing board of directors of 25
community leaders, including 7 individuals who
are blind and 3 with family members who are
bhnd or visually impaired.

Employment opportunities continue to be a
major issue facing people who are blind. Ask any
person who is blind what they want or need, and

3 Statement by James Kesteloot to the Illinois Advisory
Committee to the U.S. Commission on Civil Rights, confer-
ence on “Civil Rights Issues Facing the Blind and Visually
Impaired in Illinois,” Chicago, IL, May 29, 1998. James Ke-
steloot is the executive director of The Chicago Lighthouse.



a job will be a top priority. The following are
general civil rights issues facing people who are
blind in Illinois and barriers to employment:

1. Attitudes of employers and the general
public related to the nature of blindness; abili-
ties of persons who are blind, and their employ-
ability remains a major cause of discrimination.

2. Disincentives to work are faced by persons
who are blind and receive social security dis-
ability insurance (SSDI). Once an SSDI recipient
earns one dollar over the allowed amount of
$1,050 per month, the recipient faces losing all
benefits. An incentive program to work should
allow recipients to earn over $1,050 with some
sort of shared benefit, such as retaining one

dollar for every two dollars earned over the

limit.

3. Manufacturing jobs have been decreasing
and have been moving abroad to foreign coun-
tries. Industrial jobs suit a segment of the
population both sighted and blind. Yet these
kinds of jobs are becoming scarce, and as a re-
sult, there has been a reduction in job opportuni-
ties for many persons who are blind.

4. Keeping pace with computer technology
and the specialized access technology needed by
workers who are blind prevents or delays com-
petitive emplovment for many people.

5. Funding for adequate job placement pro-
grams 1s needed. Funding the "real” costs of job
placement programs should be the standard. If
the funding does not cover costs, there 1s a disin-
centive for commumty agencies to imtiate and
maintain job placement programs. In Ilhinos.
and probablyv 1n other States, the average cost of
* rehabilitaung a "disabled” person 1s divided 1nto
the agency’'s grant amount. The product deter-
mines the number of people that must be placed
to meet the contract obhgauon. Thus there 15 a
disincenuve to place persons who are severely
disabled. since the “"real” cost of working with
this population 1s greater than the average cost
Easyv cases receive services. In general. 1t costs
more to place a person who is blind than the av-
erage individual who 1s disabled, and 1t certainly
costs more to place an individual who 1s deaf-
blind than a person who is blind.

6. Many people need assistance finding a job.
A trained professional staff is needed to increase
job placements. Southern Illinois Umniversity,
several years ago, had its training program
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grant for.job placement staff (specializing in
blindness) terminated. These Federal funds
should be reinstated.

7. Persons who are blind should have a choice
in pursuing job opportunities. The reauthoriza-
tion of the Rehabilitation Act emphasizes that
individuals who are disabled should have a
choice in pursuing training and placement op-
portunities. At the same time, it states that per-
sons who are disabled cannot choose to work in
certain environments, even though those ex-
cluded environments are funded and sponsored
by other acts of Congress. Currently a placement
is valid and countable only when the disabled
person is placed in an employment setting where
the majority of the human contact is with co-
workers who are nondisabled people. This is true
even when the wages exceed mimmum wages
and regardless of benefits provided. Yet nondis-
abled people are considered employed on "real”
jobs when they work with the majority of work-
ers who are blind or disabled. The dJavits-
Wagner-O'Day (JWOD) Act and the Rehabilita-
tion Act as amended are in conflict and contra-
dictory on this matter.

8. The State of Illinois should have a stronger
State Use Act. Many agencies serving persons
who are blind supply products to the Federal
Government through JWOD. More jobs would be
available if the State had a strong similar law.
Products purchased by the State and made by
persons who are disabled would create jobs. Any
State use legislation should encourage, allow, or
mandate that any government entity within the
State (city. county, library, school districts, etc.)
can purchase such products at the State-
approved contract price without having to obtain
any further bids.

9 The State should maintain a strong af-
firmative action act, ensuring focus on the im-
portance of hiring people with disabilities, espe-
cially within the State and with State contrac-
tors.

10 There is a need to improve educational
services for people who are blind in the areas of
Braille literacy, mobility, computer technology
and training, and other academics that promote
independent living. A stronger vocational com-
ponent in high schools that assists students with
visual impairments to transition to the work
force is necessary.



Horizons for the Blind
Camille Cafferelli and Frank Zaccagnini *

One of the things we as citizens think about
in terms of our country is the rights that are
enumerated in the Declaration of Independence:
the inalienable right to life, liberty, and the pur-
suit of happiness. I intend to focus on the second
of those rights: liberty or freedom.

The words liberty and freedom are used
loosely, but there are many freedoms for people
who are blind and visually impaired which are
not as free as they should be. One of those free-
doms deals with finances, the freedom of exe-
cuting your own finances. As close as one might
be to friends or relatives, most people do not di-
vulge all of their finances because that is a pri-
vate matter. Unfortunately, people who are
blind or visually impaired have not been af-
forded this freedom.

Horizons works with banks, utility compa-
nies, and other commercial interests to provide
an addition or a supplement to the statement,
allowing a blind person the opportunity to read
that bill and do that without having to have an-
other person who can read that information for
them. If one has a savings or a checking account,
he or she does not want to share that informa-
tion with other people. It is important as we
move ahead in our rights of freedom to remem-
ber that there are many blind and visually im-
paired people who are poor and who do not have
the kind of technology that a lot of us might be
fortunate enough to have. That should not mean
that these people still should not be afforded
these rights of freedom.

Another often abridged right 1s the abihity to
use public facilities, such as restaurants and ho-
tels. If a blind person goes to a restaurant that
does not have menus which can be read by the
blind person. he or she does not know what he or
she is paying for lunch. The problem is com-
pounded if the bhind person 1s taking a business
client to dinner; he or she does not want to act
cheap, but also wants to know if he or she can
cover the person’s meal. In hotels, if there is no

4 Statement by Camille Cafferelli and Frank Zaccagnini to
the Illinois Advisory Committee to the U.S. Commission on
Civil Rights, conference on “Civil Rights Issues Facing the
Blind and Visually Impaired in Illinois,” Chicago, IL. May
29, 1998. Camille Cafferelli is founder and president of Ho-
rizons for the Blind. Frank Zaccagnini is marketing director
for Horizons for the Blind.
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raised print and no Braille on the doors, ie.,
room numbers are totally flat, a blind person has
an extremely difficult time locating his/her room.
When blind people go to restaurants, hotels, or
other public establishments, part of their dollars
pay for the printed material, so it should also be
able to pay for material in an alternative format.

Another freedom-the blind should have is the
freedom to use or purchase food or medications.
There is potential danger in the drug industry.
Over-the-counter drugs have side effects printed
in a form the blind cannot read.

Most modern appliances and apparatuses
come with standard print and touch panels, so it
i8 getting harder for persons who are blind to
understand them. Another freedom often lost to
the blind is access to phones, particularly cellu-
lar phones. This is a case where truly accessibil-
ity is not accessible for people who are blind or
visually impaired, but it works better for every-
one else. If there were more audio cues on the
display, then not only is the product accessible to
those who are blind, but it also works better for
everyone else too.

Regarding television, many of the cable boxes
now are devised so that there are as many as
500 channels. Soon these boxes are going to
work digitally, i.e., the display on them is going
to be totally visual. Furthermore, the issue of
descriptive video and audio description is impor-
tant. More and more of the television medium is
visual, so the blind person does not know what is
happening. The preview channel has absolutely
no value to anyone who is blind or visually im-
paired because it is all visual.

Another 1ssue related to freedom is the free-
dom to be able to come and go as you please, i.e.,
the transportation issue. This is a vitalitopic for
those who do not drive. Regarding the vast array
of cultural and recreational activities that this
country affords to its citizens, how accessible are
these activities to the blind and visually im-
pawred when exhibits are behind glass or in
cages or when material is strictly visual in na-
ture?

The final pressing freedom is the freedom to
be employed so that a person can make his or
her own money and spend it the way he or she
wants to. That is the greatest freedom the blind
need to have for their well-being. Horizon has
addressed this issue in two ways. First, wher-
ever possible Horizons hires qualified blind or
vigually impaired people to do the access prob-



lem that is being provided. Second, Horizons
provides blind individuals the information they
need and in a form they can use quickly to do
their job..

Freedom includes accessibility: attitudinal,
architectural, and programmatic. The architec-
tural is the one-time physical change or modifi-
cation, e.g., a ramp. It is important and needs to
be done, but Horizons normally works in the at-
titudinal or programmatic accessibility field, and
this effort needs to be ongoing. Material needs to
be updated for the blind and visually impaired
consuming public. If a person is blind or visually
impaired, they cannot simply walk into a craft
and pay for a pattern to make something. They
have to get it in a form that they can read. Be-
cause of the cost of transcribing such informa-
tion along with the computers and the synthe-
sizers and the 100 pound weight paper, it be-
comes more expensive than just printing a stan-
dard print format. Some form of subsidizing of
these kinds of costs should be considered so that
the blind and visually impaired community and
the business community do not incur all the
costs of these kinds of things. This would allow
the freedoms enjoved by the sighted community
to begin to be enjoyed by the blind and visually
impaired.

Leonard & Young Communications
Beatrice Leonard *

Many umes people speak and act on behalf of
the bhnd and wisually impaired without com-
pletely knowing or understanding the situation
and concerns of the blind and visually impaired.
This often occurs because the bhind and visually
impaired are not taken seriously, either with
respect to their ability to independently advocate
and express their goals and needs or as a group
worthy of respect from the sighted community

To some extent, this flows from the percep-
tion the public has of the blind and visually 1m-
parred as presented by the media. Although the
portrayal of the blind and visually impaired by
the media has improved in recent years, still the
portrayal of the blind and the visually impaired
in the media 1s predominantly negative, and the

5 Statement by Beatrice Leonard to the Ilhinms Advisory
Commuttee t the U.S. Commission on Civil Rights, confer-
ence on “Civil Rights Issues Facing the Blind and Visually
Impaired in Ilnoss,” Chicago, IL, May 29, 1998. Beatrice
Leonard is president of Leonard & Young Communications.

19

general society and employers see this portraval
as accurate and true.

Employment discrimination against the blind
and visually impaired is still prevalent. Barriers
to equal employment opportunity are very real.
The discrimination of today, however, in con-
trast to that of the past, is more subtle and less
overt. There is a need for diversity training in
terms of instructing employers about the blind
and visually impaired. It is not that persons who
are blind and visually impaired are without
problems, but because society is so sight-
centered many employers do not understand
how a blind person could do the job. As a result,
barriers are established preventing the blind
and visually impaired from functioning in any-
thing but the most :nenial tasks.

This is even more disheartening in the pres-
ent economic boom time. Even though the em-
ployment outlook is so promising for so many
individuals, it is bleak for the blind and visually
impaired. Moreover, it is bleakest for the blind
and visually impaired. Individuals confined to
wheelchairs will be employed before the blind
due to the sight bias of society.

The unemployment rate for the blind and
visually impaired is 70 percent. The unemploy-
ment rate for minorities who are blind and visu-
ally impaired is even higher. To address this
particular problem, a focus of Leonard & Young
Communications is outreach to the Latino and
African American blind and visually impaired
community. Most Latino and African American
blind and visually impaired persons do not seek
employment because they have been discouraged
about their prospects. Many would just rather
collect welfare payments than undergo the dis-
heartening prospect of doing an endless and fu-
tile job search.

Moreover, the present system discourages the
bhind from working. Though disability payments
vary according to the disability, the average
payment is $600 a month. If an individual earns
more than $1,050 a month, the disability pay-
ment is zero.

In this regard, the success of the State of Illi-
nois regarding the blind and visually impaired is
mixed. Under the new welfare regulations, the
State wants individuals enrolled in vocational
rehabilitation programs to be in school or em-
ployed within 6 months of the person entering
the program. Many in the blind and visually im-
paired community are not able to meet that



standard. The State should be more reasonable
and accommodating to the blind in implement-
ing the vocational rehabilitation program.

The most crucial element for the success of a
blind or visually impaired person receiving
service from the Bureau of Blind Services is the
counselor. If that person is knowledgeable and
committed, then the blind and visually impaired
person receives excellent service. When that is
not the case, the blind and visually impaired
person falls through the cracks in the system
and loses the opportunity for self-reliance and
independence that should be afforded to every-
one. In addition to individual counseling by the
Bureau of Blind Services, the agency needs to
provide some type of support group for people
who are losing or who have just lost their sight.
This is a traumatic experience for most indi-
viduals, and dealing with the trauma of the loss
of sight is often ignored by service providers.

The following are general civil rights issues
facing people who are blind in Illinois and barri-
ers to employment:

1. Affirmative action is required of all Federal
contractors in the employment of the disabled.
Its enforcement with respect to the blind and
visually impaired as well as others with disabili-
ties needs more emphasis.

2. Federal and State governments should give
incentives to employers who hire the disabled. In
the early 1970s such incentives existed 1n the
form of tax credits. Such ideas and policies need
to be reintroduced.

3. Blindness and visual impairment 15 a
uruque disability based on this being such a
sight-centered society. Government service pro-
vision to the blind and visually impaired needs
to be implemented by an agency devoted exclu-
sively to the blind and visually impaired

4. Manufacturers need to make the effort to
make their products accessible to the bhnd and
visually impaired. This applies not only to com-
puter manufacturers, but also to the producers
of consumer and business applhances.

5. Adwvisory committees for the blind and
visually impaired should not be exclusively com-
posed of blind “superstars,” e.g., Stevie Wonders.
Instead, such committees and panels need to
include an array of blind and visually impaired
mndividuals, particularly individuals immersed
in the day-to-day struggle to be independent and
productive.
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6. Senators, Congressmen, Governors, and
other elected officials should have blind persons
on their staffs.

7. Too much isolation for the blind and visu-
ally impaired becomes a security blanket for
these individuals that ultimately retards their
ability to be independent and productive. Pro-
grams providing services to the blind and visu-
ally impaired, whether they are job training,
education, or independent living, need to regu-
larly mainstream the blind and visually im-
paired with the sighted community as part of the
program.

llinois Blind Services Planning Council
Edwin Zebelski*

Five years ago, according to a Gallup Poll, the
American public’s fear of becoming blind was
second only to contracting AIDS. Most people
cannot conceive of having a visual impairment
themselves and having to adjust to that blind-
ness in working, traveling, or being happy as a
blind person. Consequently, they project those
insecurities on the blind person with whom they
interact. They become judgmental and are reluc-
tant to accept the blind individual as an em-
ployee, coworker, peer, or life mate.

Blind stereotypes abound and barriers exist
for people with blindness. Employers, landlords,
and government agencies look for ways to avoid
dealing with the blind and visually impaired,
thus discriminating. Many times the barriers
that exist are very subtle.

To the sighted public I ask: What are your
experiences with the blind and visually im-
paired? What preconceived ideas do you have of
people who are blind? Can you focus on their
abilities and blackout their obvious disability?
Would vou employ or rent an apartment to a
bhind or visually impaired person? Befriend a
blind or visually impaired individual? What if
your son or daughter married a blind person?

Negative attitudes are the most pervasive
barrier to equal opportunity facing the blind and
visually impaired population.

6 Statement by Edwin Zebelski to the Illinois Advisory
Committee to the U.S. Commission on Civil Rights, confer-
ence on “Civil Rights Issues Facing the Blind and Visually
Impaired in Illinois,” Chicago, IL, May 29, 1998. Edwin Ze-
belski is chair of the Blind Services Planning Council of the
State of Illinois.



During the last 4 years as a member. and
now chair, of the Blind Services Planning Coun-
cil for the State of IHinois, I have pushed to ex-
pand the influence of the council. Advances come
hard.

1 believe the Illinois Bureau of Blind Services
should become the repository agency of expertise
to all of State government. The Bureau of Blind
Services is a State-created agency that presently
administers rehabilitation services. So, in my
opinion. that bureau should become a repository
of expertise for all State government agencies,
including State human service and education
agencies. Specialized services for the blind and
visually impaired must be integrated. Too often,
many program designers for the blind and visu-
ally impairea are generalists and design pro-
grams towards the largest number of end users
in the most cost-efficient way.

The Need for a Separate Service Provider

If I were the designer of the State’s service
delivery program for the blind and visually im-
paired. here is what I would do. First, I would
establish the disabilities-specific service delivery
syvstem for the blind, administered by a separate
and identifiable agency recognized by govern-
ment itself as the repository of expertise. It
would be staffed by personnel qualified and ex-
perienced to work with visuallv impaired tod-
dlers. adults children. and seniors. Continual
specialized services are essenual in desigrung
programs to enhance the productivity and inde-
pendence of people who are blind and visually
impaired

In an age of cost cutting and budget slashing
blind and wvisuallv impaired people are increas-
ingly concerned that services that best serve
their needs will be eliminated and that the only
option will be a large all-purpose disability
health service organization where manyv umes
the blind fall through the cracks. For example 1n
the Manpower Redevelopment Act. the educa-
uional philosophy of full inclusion and the bottom
hne mentality of the government have threat-
ened the viability of specializing programs.

Shockingly. the National Council on Disabul-
1ty, 1n 1ts Mayv 18, 1997, report, 1ssued a policy
statement recommending that the Uruted States
Congress elhminate vocational rehabilitation
grants to State agencies that only serve people
with visual impairments. and that independent
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living service programs for senior blind custom-
ers be replaced with programs serving persons
with cross disabilities.

Early Intervention Programs

My proposed system would begin at birth, or
at the inception of blindness, and terminate at
death. It would be a continuing stream of sup-
portive services administered by a disability-
specific expert familiar with the full continuum
of vocational and rehabilitative services offered
to the blind or visually impaired. Service provid-
ers would partner with educators and other ex-
isting service providers. This specialized service
delivery system of partnering rehabilitation with
other agencies would be a departure from the
‘mega-agency generalist approach.

Currently the Illinois versions of disability
programs is being criticized by the blind and
visually impaired. They are also under attack by
the Federal Government and local court sys-
tems. Recently the State Board of Education was
sued over refusing to provide early intervention
services to the categorically eligible babies. Last
fall this State was further cited by the Federal
Government regarding early intervention pro-
grams.

The main issue is that [llinois only provides
early intervention services to the at-risk chil-
dren. The State maintained that it would not
provide services to anyone not determined to be
developmentally delayed.

Recently the Chicago Board of Education was
found to warehouse many of its disabled stu-
dents. As an example, last vear frustrated par-
ents of a blind girl enrolled in an educational
preschool program sought myv advice regarding
educational options. The girl. who 1s blind and
with no other disabilities, was being educated in
a self-contained classroom with several mentally
challenged students and a deaf girl. Many times
the homework assignments involved learning
sign language.

The 1mportance of this example is that visual
impairments change the way children and adults
obtain information about the. world in which
they grow and function. This means that in addi-
tion to their regular classroom studies, children
who are blhind or visually impaired need to learn
specialized skills from disability-specific experts
who is trained to teach these skills.



Specialized Skills of the Blind/Visually impaired

Specialized skills of the blind and visually
impaired must include: access to technology;
computer proficiency; adaptation of telecommu-
nication equipment and software adapted for the
blind; literacy, and reading and writing with
Braille; use of large print and optical devices or
range finding for the effective use of available
visual products; safe and independent mobility
skills, using specific orientation mobility tech-
niques, long canes, or other mobility tools; and
social interaction skills. There are also personnel
management and independent living skills,
learning specialized technology, personal
grooming, food preparation, and money man-
agement. The current school system fails at
every one of those.

In the United States today there are ap-
proximately 4 million working-aged adults who
report some form of uncorrectable vision. Among
those working-aged adults who are totally blind
or who have severe visual impairment, 74 per-
cent are not employed.

Specialized services that provide specific em-
ployment-related skills make a critical difference
in the blind or visually impaired adult to create
success for jobs, maintain employment, and ad-
vance in the workplace.

One in 6, over 4.9 million Americans age 65
or older. are blind or severely visually 1mpaired
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The blind and visually impaired population is
expected to more than double in the next 30
years as the last generation of baby boomers
reach age 65. Each year only a fraction of those
older adults experiencing age-related vision loss
receive the vision-related rehabilitation services
for which they are eligible.

Enforcement of Civil Rights Laws

Once the blind and visually impaired are fi-
nally liberated from government service provider
programs, i.e., the blind person has been fully
prepared for employment and independent liv-
ing, there still exists discrimination. Hence the
blind and the visually impaired person still
needs effective and aggressive enforcement of
tne existing civil zights legislation and statutes.
Programs run by generalist disability agencies
are sometimes the most insensitive.

I will conclude by reflecting on a song written
by Neil Diamond. The song's name is “Coming to
America,” and it talks about the opportunity of
the immigrants that came to America. It talked
about how the difficulties in the past were going
to be forgotten and the opportunities in the
promised land would.be offered. So, the real
question is, “Where is America for the blind?”



Chapter 4

Advocacy Groups and Individuals for
the Blind and Visually Impaired

Individuals and organizations advocating for
the blind and visually impaired testified to the
Advisory Committee. Illinois Parents of the
Visually Impaired and Parents of Blind Chil-
dren, two organizations concerned with the edu-

cation of blind and visually impaired children,

testified before the Committee. A renresentative
from a center for independent living and another
representative from a blind services association
spoke to the Committee about practical accom-
modations that would allow people who are blind
or visually impaired to fully participate in their
community. The Committee also received state-
ments from persons who are blind and currently
employed by Federal and State government
agencies, the agencies being: the Illinois Depart-
ment of Human Services, the Social Security Ad-
ministration, and the Internal Revenue Service.

llinois Parents of the Visually Impaired
Lyle Stauder and Victoria Juskie '

Members of the organization, Illinois Parents
of the Visually Impaired (IPVI), have school-age
children who have visual impairment. Illinois
Parents of the Visually Impaired 1s a not-for-
profit orgamzation founded in 1986, and is a
charter member of the National Association of
Parents of the Visually Impaired, which 1s a na-
tional organization.

[PVT assists 1n creating a climate of opportu-
nity for blind or visually impaired (VI) chuldren
and youth 1n the home, school, and society. IPV]
fosters communication and coordination between
Federal. State, and local agencies and organiza-
tions 1nvolved with providing services to the VI
and advocates on a state-wide level for services

! Statement by Lyle Stauder and Victoria Juskie to the Il
nots Advisory Commuttee to the U.S. Commussion on Civil
Rights. conference on “Civil Rights Issues Facing the Bhind
and Visually Impaired in Illinois,” Chicago, IL, May 29,
1998. Lyle Stauder 1s president of the Illinois Parents of the
Visually Impaired; Victoria Juskie is regional vice president
of the organization.

to VI children and their families. IPVI keeps its
members informed on current proposals and ac-
tions which impact VI children and provides ma-
terials about this organization to professionals so
as to encourage them to share this information
with their clients. The organization believes that
with good transition services available to visu-
ally impaired and blind students, these indi-
viduals can be and will be successful in living
skills and work throughout their lives.

John Dewey, the philosopher and educator,
wrote: "To find out what one is fitted to do and to
secure an opportunity to do it is the key to hap-
piness.” The blind and visually impaired young
people wish to live full and successful lives, and
with proper transition programs, many can.

Because blindness or visual impairment is
the lowest of the “low incidence” handicaps, it is
necessary for us to protect the rights of this
smallest minority. Also note, according to a Pre-
vent Blindness America report, by the year 2030
twice as many people will be blind as are today.

It is important to understand that visually
impaired does not mean learning disabled. Pro-
vided the right medium, blind and visually im-
paired students can successfully compete against
sighted students in the academic and adaptive
vocational areas. Too many well-intentioned
people underestimate the abilities of blind or
visually impaired children. Harm occurs when
“aids” do more for the child than make sure one
can see the assignment, thereby making the
child more dependent and robbing of self-
confidence.

Another unique quality of this minority stu-
dent population is that blind and visually im-

‘paired children -usually do not-have blind and
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visually impaired parents, so parents need
training and support as well as the children,
even though the parents/ caregivers are the resi-
dent “experts” on the abilities of their children.
According to a study conducted under the di-
rection of the Illinois Department of Human



Services, there are currently 2,254 blind or visu-
ally impaired youth identified within the State
of Illinois in need of transition services.

Currently transition services for students
who are blind or visually impaired entering vo-
cational rehabilitation services and employment
are virtually non existent in the State of Illinois.

At present vocational rehabilitation services
for youth who are blind or visually impaired
graduating from high school are greatly delayed
because of the lack of a formal transition pro-
gram continuing all through high school. It is
important that vocational rehabilitation services
begin earlier during high school to avoid delays
in receipt of such services after school and in
achieving self-reliance. It is necessary for the
blind or visually impaired youth and their family
to explore career paths long before graduation.
States such as Oregon, Florida, Indiana, and
Texas have in place successful transition pro-
grams which result in better services, jobs,
knowledgeable self-advocates, and achievement
of competitive outcomes. These programs should
be reviewed and considered with the best points
adopted so as to avoid beginning from ground
zero. The better we assist the blind and visually
impaired in transitioning to productive members
of society, the better society becomes.

Important issues that a poll of IPVI parents
has brought to light are:

1. There are too few trained visual itinerant
teachers to service the blind and VI population.
There are no backup substitute teachers in place
for when the regular vision teachers are absent.
This absenteeism causes delays in a VI student’s
course actuvities. Additionally, when main-
streaming VI children. all of his or her teachers
should be trained on 1ssues involving adapting
the classroom information so the VI student can
take equal part. Again, being visually 1mpaired
1s not learming impawred. Simple adaptations of
material can make a significant impact on VI
students.

2. Getung proper Braille instruction 1s 1m-
perative. Some of the vision teachers are not
trained as well in Braille as they should be.

3. There is a lack of sufficient numbers of
color closed circuit TVs (CCTVs) or computers to
meet the needs of all the VI students simultane-
ously in a particular school. These CCTVs should
be in a resource room adapted to assist the VI
children. Also, personal computers (PC) hold the
key to helping VI children. Once text is in the
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PC, it can be enlarged by a word processor, read
by a text-to-speech program, or punched out by a
Braille printer. For example, certain sites on the
Internet, like the Gutenberg Project, have hun-
dreds of classic books free to download. It would
be great if all published text was available in flat
files with no formatting commands required for
downloading by VI people. Copyright issues
could be satisfied. This would make the material
accessible to a blind person with a PC. Braille
readers could produce their own copies at a frac-
tion of the $3 per page cost that American
Printing House charges. Just imagine how much
the story Moby Dick would cost at that rate. This
is certainly not equal access to written material.
On-loan CCTVs for home use for homework
should also be provides. The schools should
make CCTVs available for the students to bring
home to use for their homework.

4. Sufficient working-order tape recorders for
blind and VI children with which to take notes
would be very helpful.

5. Obtaining the correct text in either en-
larged print or Braille for a student's assign-
ments in the proper timeframe for a VI student
to compete academically is needed.

6. Poor mobility accessibility due to lack of
qualified teachers presents a great challenge.

7. Lack of coordination of services to the blind
and VI through the school and public assistance
programs causes problems.

8. Many times individual education plans
(IEPs) are not set up at a timeframe to include
all individuals present that should be, so this
negatively impacts a child's progress. Addition-
ally, integrating the parents into the education
of therr blind and VI children is important.
Sometimes core classes such as math, English,
or social studies are eliminated so the child can
go to a "skills" class. These eliminations are
sometimes done without informing the parents.
We feel it is far better to eliminate a study hall,
art. physical education, shop, or music class be-
fore a core class. If this was communicated to the
parents in a timely fashion, a better education
plan could be implemented, as the parents are
the most knowledgeable in dealing with their VI
child. Also, monitoring progress of a blind/VI
child should occur on a monthly basis in order to
prevent the child from getting too far behind.

9. In order to facilitate learning and transi-
tions, early childhood classroom adaptations
with qualified teachers is a must.



10. Professionals who specialize in handicap
services should be required to take courses
which improve their—for lack of a better word—
"hed-side” manners. Having a degree does not
make one an expert on any one particular child.
The child’s parents and caregivers are the ones
most experienced with the child, and their input
is crucial in a successful transition program.

Successful transition programs involve a
commitment from the community as well. Many
school-to-work transition programs such as
“Bridges” that have.strong education, training,
and support components achieve successful em-
ployment for young people with disabilities.

Our children want and deserve to have their
civil rights protected. As Awmericans who hold
the-belief that our socivty can provide its citizens
with opportunities to pursue happiness—which
is clearly spelled out as one of our unalienable
rights set down by Thomas Jefferson in the
Declaration of Independence—we implore you to
maintain the civil rights of the blind and visually
impaired and require mandatory transition pro-
grams be available to them.

Parents of Blind Children
Debbie Stein and Patty Gregory ?

Blind children in Illinois face two distinct
forms of civil rights violations. First, these chil-
dren often encounter overt discrimination that
bars them from participation in programs and
demes them access to a public accommodation.
Second. blind children are excluded from equal
opportunuty in education. a form of discnimina-
tory treatment to which these children would not
be subjected if thev were fully sighted Another
glaring example of civil rnights violation often
encountered 1n Ilhnois 1s commercial dav care
Many day care facilities have a pohcy not to ac-
cept blind children. a stated policy where they
will tell parents that children who are blind are
not accepted. As a result, working parents of
blind children often have severe problems find-
ing adequate child care.

2 Statement by Debbie Stein and Patty Gregory to the Ilhi-
nois Advisory Commuttee to the U.S. Commssion on Civil
Rights, conference on “Civil Rights Issues Facing the Blind
and Visually Impaired in Illinois.,” Chicago. IL. May 29,
1998. Debbie Stein 1s a board member of the lllinois Parents
of Blind Children. a division of the National Federation of

the Blind: Patty Gregory is a member of Illinois Parents of
Blind Children.
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Education in the Least Restrictive Environment

Under Federal law, blind children are guar-
anteed an education in the least restrictive set-
ting possible. This is usually understood to mean
that blind children are to be integrated as fully
as possible into the regular classroom unless
there is clearly a reason for a child to be in a
more specialized program.

In many Illinois school districts blind chil-
dren are automatically retained in resource
rooms. Ideally, resource rooms should be just
what the name implies, a place where blind chil-
dren can avail themselves of special resources on
an as- needed basis as the child learns Braille,
typing, and some other skills. Then the resource
room should gradually be phased out of his or
her educational plan.

Unfortunately, many school districts are
holding blind students in the resource room set-
ting; it becomes the child's home base. The re-
source room becomes the place where she or he
spends most of the day, and the result is that
blind children are isolated and stigmatized. They
are not treated as full members of the school
community.

Braille Instruction

Illinois State law and sections of the Federal
education legislation ensure that blind children
will not be denied training in the use of Braille.
Nevertheless, many blind children in Illinois
receive little or no Braille instruction. Children
with some remaining sight, no matter how little
sight, are urged to use print exclusively. By 4th
or 5th grade, as the reading load increases, these
legally blind children are struggling desperately
to keep up with their classmates. The signs of
frustration and failure that result can be se-
verely damaging to these children. Even if the
chid is clearly unable to survive as a print
reader, teachers are often reluctant to consider
Braille instead. Parents are told that the child
can get by with books on tape. Recorded materi-
als are certainly an invaluable tool for people
who are blind, and blind children need to learn
to use recorded materials effectively, but tapes
have various limitations. Imagine that this
Committee is making a record of these proceed-
ings and that the record would be available only
on audio cassette. Imagine a congressional in-
tern trying to research today's record purely by
working the fast-forward and rewind buttons on
a tape recorder. Imagine further that this intern



is only able to synthesize the results of his work
by making another oral report on yet another
tape. Picture Members of the Congress review-
ing that taped report in order to create legisla-
tion. Sighted persons would not find such a sys-
tem acceptable, yet that is the system which
blind children are being taught to use by well-
meaning or uninformed teachers.

Some children in Illinois are successfully
taught both print and Braille. These fortunate
few have the option of using whichever reading
method is going to serve them best in a particu-
lar situation. This double media approach should
be practiced much more widely than it is because
it is proving very successful for the children who
have it. For people who are blind, Braille pro-
vides the same advantages that sighted children
get from print. It is a direct hands-on method for
gaining access to information. It enables blind
students to learn proper spelling and punctua-
tion, to get a special sense of how mathematical
problems are arranged, and to take notes from
lectures or tapes.

So why are teachers so reluctant to teach it?
For one thing, their own knowledge of the
Braille code is often weak due to their own poor
training in special education training programs.
Many teachers do not really believe that Braille
is an efficient reading method. As an end result,
blind children are finishing school without being
fluent in either Braille or print. They are, in ef-
fect, illiterate. In many other areas children are
cut off from the opportunity and expernences
that sighted children take for granted. When the
child 1s lucky enough to learn Braille and to
have a supply of Braille books, those books
rarely, if ever, have raised pictures., maps. or
diagrams. Sighted children learn a great deal
about the world by wvisiting museums. but most
museums are behind glass or chains: they're to-

tally off himits to blind children.

Computer Literacy

Computer hteracy is another crucial area 1n
which blind children are often excluded. A wide
array of adaptive technology.is available to blind
people, yet school districts in Illinois are often
unwilling or unable to purchase these costly de-
vices. As a result, few blind students can access
the computers that their sighted classmates are
using. This 1s an increasing problem, since more
schools are beginning to use computer rooms and
computer programs to teach general subjects,
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such as geography, history, math, and so forth.
So computer access is important throughout the
school curriculum.

In addition to the full range of academic sub-
jects, blind children need training in the alterna-
tive techniques of blindness. They need to learn
how to travel independently with a long white
cane. They need to learn effective methods of
cooking, cleaning, sweeping, doing home repairs
and often the best people to teach such tech-
niques are blind adults, people who use these
skills everyday. Illinois will not certify blind
people to work in the field of orientation and
mobility, that is to teach cane travel. In addition,
few vision teachers make any effort to be blind
mentors for their pupils; thus the blind child of-
ten grows up in the complete absence of blin«u
role models. Neither the child nor the parents
have a chance to develop healthy positive atti-
tudes about blindness and to learn the full range
of possibilities for the future.

Here are recommendations for things that
can be done to improve the lives of blind chil-
dren. Families need a greater range of resources.
Additionally, families with a blind child need to
have a greater awareness of their rights under
the law to help them fight direct discrimination,
such as in the case of day care centers that ref-
use to enroll blind children.

A Braille bill with some enforcement provi-
sions is needed in Illinois. It is not uncommon to
encounter teachers who are not teaching Braille
to blind children, though such instruction is re-
quired several times a week as part of the stu-
dent’s independent education plan (IEP). Yet
there are teachers who ignore the IEP and ref-
use to provide Braille training to the child.
There need to be some enforceable sanctions
available for the parents to take in such cases.

With regard to the education system, teacher
traiming programs should be improved so that
their graduates are truly prepared to teach
Braille. Teachers and student teachers should be
strongly encouraged to network with blind
adults, using them as a resource. Blind people
should have the right to become certified as
teachers of cane travel. Overall, schools and
other programs should make a real effort to pro-
vide blind children with the same experiences as
they offer to sighted children. Blind students
should have the opportunity to benefit from all
classroom activities, including laboratory ex-
periments, art classes, physical education, mu-

]
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sic, and computer work. If an activity is strictly
visual, then the teachers should find ways for
the blind child to have a comfortable experience
through hearing and touching. This commitment
to equality means that blind children should be
allowed the fullest possible participation in at
least certain drama days, service clubs, and
other activities, whether those activities are
sponsored by the school or by outside organiza-
tions. In order for such a commitment to be deep
and lasting, it must have a strong philosophical
foundation. It must be based on the belief that
getting by is never enough. Blind children de-
serve the same opportunities that sighted chil-
dren are given. Investing in blind children is in-
vesting in the future.

‘DuPage County Center for
Independent Living
Mary Cozy?

I am a person with a visual impairment, and
I serve a lot of consumers who are blind or visu-
ally impaired. The issues addressed in this state-
ment are with regard to public accommodations,
specifically the need for public accommodations
for people who are blind or visually impaired.

Public accommodations fall into several ar-
eas: (1) signage, (2) unobstructed path of travel,
(3) alternative formats of communication, and
(4) public disability awareness. Public accommo-
dations are required for both government and
private entities, so they include libraries, parks,
schools, restaurants, hotels, places of travel, and
other destinations. It is a very broad range of
pubhc Iife.

People who are blind or visually impaired do
not want special treatment or segregated serv-
1ces. People who are blind or visually impaired
want to be included into everyday hLfe. People
who are blind and visually impaired fill many
different roles. parents, teachers, service prowid-
ers, churchgoers, volunteers, etc. People who are
bhnd and visually 1mpaired want to participate
In their community. and in order to do that they
need the kind of accommodations that will allow
them to participate in everyday life.

1 Statement by Mary Cozy w0 the Illinois Advisory Commut-
tee to the UU.S. Commssion on Civil Rights, conference on
“Civil Rights Issues Facing the Blind and Visually Impaired
in Illinois,” Chicago, IL, May 29, 1998. Mary Cozy is an -
formation and referral advocacy coordinator for the center.
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Signage

Simple things such as signage are important.
For instance, signs on bathrooms. That is a
really important one if you need a bathroom.
You need to know if it is a bathroom or a storage
room or a stairway or elevator, and the signage
needs to be accurate and consistent.

Signage that is consistent and accurate
makes the difference for people who are blind
going out and being able to get around inde-
pendently. We are all familiar with the Braille
and large print signage on elevators that say the
numbers. It is even more important to have that
signage at the floor so one knows that this is the
4th floor and not the 5th floor.

Unobstructed Path of Travel

Unobstructed path of travel is very impor-
tant. One aspect of this is cane detectable ob-
structions, so that if something is protruding out
of a wall, a flower pot is placed under it, a very
simple accommodation. A person who is blind or
visually impaired is not going to run into it.
There are such things as detectable warnings,
e.g., strips at the top of a flight of stairs that give
an extra cue so that the person who is blind can
be safe in his or her path of travel. These are
simple accommodations that make it possible for
people who are blind and visually impaired to
have equal access to the community.

Alternative Formats

Alternative formats include readers of large
print, Braille, audio cassettes, and computer
disks. Many think that all printed information
needs to be in all formats. That is not necessarily
true, but it should be in formats that make it
usable to more people, and the type of format
that you need depends on the preference of the
person and the complexity of the printed mate-
nal being communicated.

For example, if it is a meeting agenda, it may
be a good idea to have that in Braille because the
persons attending will be sitting at this meeting
and need to know the specific times on the
agenda. If it i8 a handout that one will take
home, then it may be best to have a computer
digk so it can be read with a Braille output de-
vice or speech synthesizer device.

Along these lines, know that all people who
are blind do not read Braille. As few as 12 per-
cent of the blind population may have this skill.



So it is not a good idea to have the only alternate
format be Braille.

Sometimes information can just be read to
someone, e.g., a job application, a piece of infor-
mation immediately needed. Another alternate
format is to put something on the audio cassette.

So it is important to determine what is
needed so the person who is blind or visually
impaired can go to a meeting in their community
and have access to the same information and
participate at the same level as everyone else in
the community. Many consumers call the Du-
Page Center and ask about how they can par-
ticipate in all walks of their community. For ex-
ample, one person might want to know where
she can get music enlarged so that she can sing
in aer church choir. She does not have to sing in
a choir composed of people who have visual im-
pairment; she wants to sing with everybody else.
Another person calls and wants to volunteer at
her chamber of commerce, but she needed the
information, such as the phone numbers of
chamber members, put into Braille so she could
independently call all the members of the cham-
ber to remind them of meetings or help them
with different projects. These are very simple
accommodations that enable people who are
blind or visually impaired to participate in all
walks of life.

Public Disability Awareness

Finally, there is the 1ssue of public education,
which 1s really the most important thing that
helps persons who are blind and visually 1m-
pawred be participants in their commurnty. It 1s
important for sighted people to be educated 1n
just how to work and accommodate people who
are blind or visually impaired. For example. the
law allows gwde dogs to go everywhere Yet
even today. 1n this dav and age people with
gwde dogs are still prolubited from going into
some restaurants, and some taxicabs are refus-
ing rides.

People who are blind or visually impaired do
not want special treatment. They simply want
equal access, something every speaker at this
conference has advocated for.
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Blind Services Association

Jim Ferneborg 4

The Blind Services Association serves people
who are blind or visually impaired in the six-
County area around Chicago. The Blind Services
Association is your classic, private, not for-profit
organization that lives almost entirely on private
fundings, bequests, and endowments.

The association is the area leader in reading
and restoring to people who cannot access the
printed page. There is a very small staff... but a
very large volunteer staff in the area of 400 indi-
viduals annually donating over 17,000 hours to
people who needed reading and customized re-
cordings. In addition, the Blind Services Associa-
tion offers a large number of scholarships.

Similar to the sentiment of other advocacy
organizations, the Blind Services Association
thinks that the best judge of what is best for
blind people are blind people themselves. This is
why in the Blind Services Association blind con-
sumers not only participate, but also generate
and are the architects and the administrators of
all the programs.

I administer one such program, a summer
program for children operating jointly with the
Chicago Public Schools and the Chicago Park
District. There are generally 17 to 20 children in
that program every summer, ranging from 7th
and 8th grade on through all the high school
vears. Every summer I notice that the children’s
daily living skills have gotten worse, their
Braille has deteriorated, their mobility has got-
ten worse, and so forth.

It is we blind people who should be in the
business of delivering services to other blind
people. It is all well and good to have people who
are certified in this or certified in that, but
sighted people really do not have much of an in-
vestment in vision issues unless they have a
close relative or a child who is blind. Blind peo-
ple have an investment in seeing that other blind
people prosper, succeed, and are independent.

I recall a few months ago being at a meeting
of area teachers. There were 50 to 60 resource
teachers-in the room. They were itinerant teach-
ers and orientation and mobility instructors. I

4 Statement by Jim Ferneborg to the Illinois Advisory Com-
mittee to the U.S. Commission on Civil Rights, conference
on “Civil Rights Issues Facing the Blind and Visually Im-
patred in Illinois,” Chicago, IL, May 29, 1998. Jim Ferneborg
is the assistant director of the Blind Services Association.
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inquired as to the number of blind people there
were in the room. The answer came back, “One.”
1 was the only one. I am not entirely sure that
that is acceptable.

It is no mystery that blind children do not get’

the proper cane travel and the cane technigue
that they need, and the Braille skills that they
need, and the tips and tricks that only blind
adults can give them, who can become role mod-
els for them and can show them how to live suc-
cessfully as a blind persons. It is easy for a child
to go'through the entire school system and never
see a functioning blind person.

Upon receiving notice of this conference, I
surveyed adults in our organization about barri-
ers facing people who are blind. The main com-
plaint centered around the delivery of services
from our vocational rehabilitation system. The
complaints included everything, from lack of
money for schools to lack of vocational training
programs.

Representatives from the Illinois Bureau of
the Blind have testified at this conference that
there are about 20 teachers in the State of Ili-
nois who are rehabilitation teachers who actu-
ally go into the home to show people things. I
understand that about four or five of them are
blind or visually impaired, and that in the
greater Chicagoland area there are no rehabili-
tation teachers who are blind or visually im-
pared. Our consumers tell us they want thewr
teachers who come to the home to teach them
things to be persons themselves who have
learned to use and do things that blind people
have to live with every day.

There 1s only one program that I know of 1n
the United States that allows a blind individual
to learn or to get a master's 1n orlentation and
mobility That 1s presently run through the joint
venture of Lowsiana Institute for the Blind and
Louisiana Tech University. Presently the Blind
Services Association 1s assisting one individual.
an individual who is totally bhnd, to go there
and learn to become an orientation and mobility
instructor. But, the question becomes, when he
returns to Illinois, is anybody going to allow him
to work because he has to pass through a certifi-
cation that screens out blind people?

Who 1s better at teaching a blind person to
travel than a blind person? Yet when people who
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need orientation and mobility training ask for
the help from the State, they get a person who 1s
supposedly certified, but that person teaches
them with inadequate tools.

1 understand there are about 18 to 20 coun-
selors in the State, counselors who help people
plan their education, their job search, career
training, and do job placement for them. Of the
18, there are about 4 or 5 who are blind or visu-
ally impaired. There are counselors in the State
of Nllinois who do not even know Braille assisting
people who are blind in planning their whole
future. Again, it is the lack of role models for
persons who are blind.

This country is in a period of its best eco-
nomic growth since the postwar period. Unem-
ployment is the lowest it has been in the last 30
years, yet blind people are not benefiting from
this. The unemployment rate for people who are
blind is still in the 70 percent area. The purpose
of the vocational rehabilitation system should be
to help people find jobs. There was a time when
we had marketing and employment specialists
for the blind. These positions no longer exist. Is
it any wonder that there are not enough options
for those who are blind with regard to employ-
ment once they have completed school and are
on the job? The blind are losing jobs. Individuals
who are blind wait months and months for
equipment—technical equipment that they need
on the job. Students wait for learning materials.

Individuals who are blind are losing jobs.
They are losing jobs because they cannot keep
up with the shifting technologies. The system
has to focus on employment, and there is a sen-
timent 1 the community that it is simply not
doing that.

I go back to the theme that the people who
know what is best for blind people are blind peo-
ple There is a strong feeling within the blind
and visually impaired community that what is
needed 1in this State is a commission from the
blind, a commission built from the ground up
with the active support and participation of
bhind people, because they are the ones who
eventually are consuming the services and who
understand the best manner of delivering those
services.



Individual Statements
Don L. Davia ®
Counselor for blind people in the State of lllinois

I was taken by surprise when I heard that
the U.S. Commission on Civil Rights was con-
ducting a hearing on barriers to blind people in
education, transportation, housing, and employ-
ment. I honestly thought we had been forgotten.

I have been a counselor for blind people in
the State of Illinois for 30 years. For this circum-
stance I am grateful, and I feel I have a good
perspective on what has been occurring in Illi-
nois. When I was first hired in 1968, almost the
entire counseling and teaching staff were blind.
This was because of the active involvement of
the Federal Government. Until 1943 the na-
tional vocational rehabilita:ion system excluded
blind people from services because we were con-
sidered too severely disabled for employment.
The need for workers in World War II changed
this perspective. Blind people were hired in
every State, and employment for the blind in-
creased. In 1965 in Illinois blind counselors were
first allowed to handle their own cases because
the system began to realize that if a blind person
had a good secretary he or she would take extra
precautions to have accurate paperwork. As long
as the Department of Rehabilitation continued
to hire competent blind people appropriately,
and good clerical help was provided, then blind
people prospered, and the State agency saw dis-
ability services for the disabled grow in influence.

With the growth of affirmative action, things
began to change. The Bureau of Biind Services
(BBS) was created 1n Illinois in 1979. BBS was
not allowed to have its own secretanes and, of
course, the worst secretaries were given to the
blind because BBS statistics were not part of the
local supervisor’s concern. In 1986 this situation
was changed. but the original damage to services
was done, and poor clerical help was already 1n
place and protected by civil service.

Second, the department was finding that
placements as a whole were dropping. Marketing
and employment specialists were hired. The Bu-
reau of the Blind was not allowed to have any of
these positions. Again, BBS statistics were not a
concern for local supervision, and thus the MES

5 Statement by Don L. Davia to the Illinois Adwisory Com-
mattee to the U.S. Commission on Civil Rights, conference
on “Civil Rights Issues Facing the Blind and Visually Im-
paired in Illinois,” Chicago, IL, May 29, 1998.

30

only had to give token help for employment for
the blind so appearances could be kept up with
the public that all was well. This situation still
has not been corrected to this day.

Third, the State of Illinois has had an excel-
lent transition for high school students since
1965. This program mainly serves developmen-
tally disabled. Bright physically disabled stu-
dents are excluded by practice. This would in-
clude bright blind and visually impaired stu-
dents. State law mandates transition services.
Until now BBS has not been allowed to have its
own transition services except at the school for
the blind. We are in violation of State law and
we know it.

In transportation the State transportation
professionals treat the ADA not as a civil rights
law but as a transportation limiting law. Medical
visits and visits to the Socal Security office are
treated as priorities. Training, education, and
employment are excluded as valid considera-
tions. In the Chicago area there are not even an
appeal procedures in place at PACE or the ADA
for people to complain about this situation.
There is only an appeal process at the RTA for
eligibility.

In education the school for the blind is not
under the Board of Education. It is under the
Department of Human Services. Turf fighting
over numbers has reduced the number of stu-
dents referred to ISVI to the point where the
school is threatened with closure. Educators in
Springfield have stated they have no responsi-
bility for direct services to students. This lack of
accountability only affects the deaf, the blind,
and the severely physically disabled.

Finally, since BBS was created in 1979 the
number of blind professionals hired by the State
has dropped dramatically. In 1979 the State had
18 blind rehabilitation counselors. In 1995 the
State reported to the Federal Government that
we had seven counselors. Today, the number is
even lower. In 1979 the State had 20 blind reha-
bilitation teachers throughout the State, and 8
were in the Chicagoland area. Today, there are
five teachers left in.the State and none in the
Chicagoland area. Only two teachers in the Chi-
cagoland area know and can teach Braille.
Braille illiteracy is a major reason for high un-
employment for the blind.

The State claims that union contracts and in-
tra-agency transfers are the major causes for
lack of competent (especially blind) counselors



and teachers. The deaf community faced the
same challenge a few years ago and had man-
dated sign language as a requirement for hiring
counselors for the deaf. The union has no objec-
tions to reasonable requirements for a job. Today
the services for the deaf have a nice mixture of
deaf and hearing counselors who serve the deaf
competently. The Department of Rehabilitation
has refused to make Braille a requirement for
teachers and counselors because BBS has be-
come a dumping ground for unwanted counsel-
ors, supervisors, and administrators in the rest
of DHS. This is why Illinois ranks 49th out of 50
States in successfully completing services as re-
ported by the U.S. Department of Education,
Rehabilitation Services Administration (RSA).

Under the official policy for hiring under af-
firmative action by the Illinois Department of
Human Services, the State only is mandated to
hire women and minorities. The disabled are not
required to be hired. I have been told by my su-
pervisors verbally that any list that includes the
disabled is not asked for when people are hired.
With no pressure to hire the disabled, exclusion
ultimately becomes the practice of the agency.

Suggestions: We should return to the policy of
strongly encouraging the hiring of blind people
and others when it is known that a particular
group of people definitely benefits from such a
practice. Also, vou should include the disabled in
the whole hiring process with affirmative action
and momtor all affirmative action programs to
ensure that all disabled people are given a fair
hearing 1n the hiring process.

For transportation make the ADA be enforced
as a civil rights act and make training and em-
ployment a priority. Just adding employment
could reduce unemployment of all disabled to 50
percent,

In Illinois put all schools for the disabled un-
der the Department of Public Instruction. Edu-
cators are paid to educate and the disabled are
American students. Turf fighting and faulwy
educator attitudes toward the disabled would be
corrected.

In employment encourage DHS to give BBS
its own transition and marketing programs. En-
courage DHS to make Braille reading and writ-
ing a requirement for hiring teachers and coun-
selors working with the blind. Include the dis-
abled as equals when evaluating AA programs.

In conclusion, confer with the U.S. Depart-
ment of Education, RSA, Chicago Regional Of-
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fice. This department is responsible for moni-
toring the Federal rehabilitation program. In
talking to their staff, I have found that they are
concerned with the drop in hiring and employ-
ment shown by all blind services throughout the
country. They also reported that State agencies
have been getting around client assistance pro-
grams and appeals by not letting calendars start
for appeal processes. Denial of rights to citizens
may be at stake. In any case, this department
should have the kind of information that could
prove helpful in your search.

Ann Brash *
Claims representative, Social Security Administration
- Last August our office converted to a new
computer system,- Windows NT. I now use
speech software manufactured by Henry Joyce
and a Braille display made by Tel-Sensory Sys-
tems, Inc.,, Philly Systems. Although SSA and
Henry Joyce have made significant improve-
ments in the system since August, there are still
a number of serious problems remaining that
make it extremely difficult for me to provide ei-
ther the quantity of service or the quality of
service to the public that Social Security expects
and that I used to be able to provide using my
previous equipment. First, the speech and the
Braille frequently do not work together. The
speech reads several lines above or below where
the Braille is reading, and in many instances
neither of them tells me where I actually am on
the screen. It is very easy to fill in information
on a form in the incorrect places. Often the
Braille and the speech are so incompatible that
the computer keys lock up totally.

Secondly, the speech is out of sync with the
screen. I can be in one part of a program and it
will be reading information to me from another
part of the program, making it almost impossible
for me to concentrate on what I am doing or to
know where I really am on the screen. Some-
times the speech stops altogether and the Braille
disappears entirely.

Thirdly, there are applications which are still
not easily accessible, such as our search docu-
ments. Through a complicated process of using
different key combinations, I can eventually get
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to the section I need to read. However, this re-
quires so many steps and is so slow that my
claims processing time is significantly increased.

Fourth, problems result from the multiple uses
of certain keys. For example, the insert key and
the control key are of great importance in Micro-
soft Word and in SSA's mainframes, but they are
also of primary importance in allowing the speech
program to operate correctly. When the issues of
these key conflicts, which is often, the system
freezes.

Those who do not use this software cannot un-
derstand the emotional impact that this system's
instability problems, i.e., the constant disappear-
ing and reappearing of entries, can have for a per-
son who is blind and trying to use the system. For
the past year, I have tried to create within SSA a
blind computer user's network where solutions to
problems could be exchanged. To date I have not
been able to obtain agency support for this effort.

With the growth of technology, speed is be-
coming all important on the job as increased pro-
ductivity is demanded with fewer employees. Our
previous DOS-based computer system had its em-
phasis on the written word and did much to
shrink the gap between what we as blind profes-
sionals could do on the job, and what our sighted
coworkers could accomplish. Now, however, the
Windows environment is widening that gap again.

Technology may make jobs easier for those
who can see. but for those of us who are blind and
using constantly changing technology, we struggle
just to keep up technological innovations are
causing us to lose all of the gains we have made.
Those of us who have worked so hard for so many
vears to reach this pomnt in our career may be
forced out of the job market.

Terry Gorman’
Tax law specialist, Internal Revenue Service

I am a tax law specialist at the Internal Reve-
nue Service. | want to address my concerns about
1ssues that involve the personal lives of people
who are blind and visually impaired with respect
to our functiomng and enjoyment of hfe.

One of the wonderful things about hving 1n a
city like Chicago 1s the opportunity to go winto
places and enjoy the restaurants and art services
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available in the city. In that regard, blind people
are actually physically barred from the enjoyment
of some of these things.

Let me illustrate. Let us suppose a person who
is blind and would like to go to a foreign specialty
restaurant, and the restaurant has 150 items on
the menu and no one at the restaurant speaks
English well. The result in this instanceis that if 1
am going to go to that restaurant alone or perhaps
with a blind acquaintance, we are not going to be
able to get served. I understand, that under the
Americans with Disabilities Act a person who is
blind has a right to have all of the items on the
menu read to him or her. Actually, what fre-
quently happensin restaurant situationsis people
avoid their obligation to really inform you of the
menu. But let us say all 150 the items on the
menu are read to you. What sort of an experience
is it like to have someone read a lengthy listing of
such items? So there is a physical bar to actually
going into some of the most enjoyable places in
the city.

What is the solution? The solution is a law
mandating at some level that restaurants, muse-
ums, and other public entities be required to pro-
vide their information in Braille. This is an area
where blind people can work for themselves. We
know Braille and we can produce Braille. Some
establishments have offered recorded menus and
information. The problem with that medium is
that the piece of equipment may be unfamiliar to
the user. Upon being handed the piece of equip-
ment, the first reaction is, What are the controls?
Where's the play back? Perhaps the piece of
equipment is broken on the particular day the
person who is blind visits. It is philosophically
problematical when million dollar infusions are
made into many restaurants and other public en-
uties and there is no consideration for the blind in
these kinds of services.

My last item is in a similar vein. If a person
who is blind buys a piece of equipment, he or she
would like a manual available about the operation
and features of that product. Similarly, when a
person who is blind is making a decision about
insurance or medical care. It is not as if someone
is sitting down at an old manual typewriter like
they used to years ago. Yet the blind community
seemingly has no legal right to request even
magnetic computer disk copies of such manuals
and pamphlets.



Chapter 5

Federal Enforcement Agencies

U.S. Department of Housing and
Urban Development
Barbara Knox*

The Office of Fair Housing and Equal Oppor-
tunity in the U.S. Department of Housing and
Urban Development (HUD) administers several
civil rights laws applicable to HUD programs
and to the housing industry at large. In 1988
Congress amended the Fair Housing Act of 1967
to include protection against housing discrimina-
tion based on disability. Those amendments gave
HUD the responsibility to enforce the act's pro-
vision by making determinations of discrimina-
tion and affording complainants legal represen-
tation before an administrative law judge or in
Federal court.

Prior to 1988, HUD was already charged with
ensuring that its programs did not discriminate
against persons with disabilities under section
504 of the Rehabilitation Act of 1973. The differ-
ence the Fair Housing Act makes in those pro-
tections is that its coverage extended beyvond
HUD funded housing to include most public and
private housing in the country. The Fair Hous-
ing Act also covers most real estate related
transactions, e.g.. homeowner's insurance, home
equity loans. and loan packages sold on the sec-
ondary market.

Since the fair housing law extends to the pn-
vate housing markets, HUD does Secretary-
mitiated complaint 1nvestigations. Based on 1n-
formation HUD receives, the Secretary can imiti-
ate Its own investigation and imtiate what 1s
called a Secretary-imitiated charge, very similar
to a class action complaint.

Regarding new construction requirements of
the Fair Housing Amendment Act, there are
some general guidelines concerning accessibility
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requirements. These accessibility requirements
do have some guidelines about providing envi-
ronmental controls and other sorts of things that
would allow a person with visual impairments to
enjoy their unit. But many of the circumstances
that come to us show us that needs are often in-
dividualized depending on the severity or nature
of a person's disability.

The Midwest Office of Fair Housing and
Equal Opportunity within HUD investigates
complaints alleging discrimination in housing
received from individuals and organizations in
Illinois, Michigan, Ohio, Indiana, Wisconsin, and
Minnesota. The office processes about 1,000
complaints each year. In fiscal year 1997, 27
percent of the complaints filed with the Midwest
Regional Office were based on disability, and 80
percent of those were based on physical rather
than a mental disability. In the State of Illinois,
23 complaints were filed in fiscal year 1997.
Thirty-one percent were based on disability, and
86 percent of those were solely based on physical
disability.

Only four or five complaints each year are
from visually impaired individuals or their advo-
cates. Those low figures probably speak more to
the agency's failure to do sufficient outreach to
the blind and visually impaired rather than an
absence of discrimination against such individu-
als 1n housing. Despite the fact that the agency
has worked towards making itself and its pro-
grams known, the agency probably still has not
effectively informed all segments of the public
that the agency exists and operates to protect
their rights.

Most complaints filed with HUD on the basis
of blindness or vision impairment involve assis-
tive or service animals, e.g., guide dogs. There
are still landlords who believe that guide dogs
are pets rather than an essential part of a blind
person's physical being. The agency has just con-
cluded a case in Rockford, Illinois, involving a
HUD-subsidized project. A blind tenant wanted
management to make various signs and written
materials more accessible to him. After finding



in favor of the tenant, HUD entered into a set-
tlement agreement with the owner to provide
tape-recorded messages of leases, monthiy
newsletters, and admission information to visu-
ally impaired tenants.

There are limitations in these laws and in the
way these laws have been written. Even though
HUD has had accessible guidelines published
since 1992 and published a manual for develop-
ers, builders, and architects giving them specific
guidelines on how to comply with the Fair
Housing Act, the vast majority of new construc-
tion of four units or multifamily housing,
whether it is being sold or rented, do not comply
with the Federal law. Congress specifically de-
cided not to require that building codes them-
selves be amended in jurisdictions to comply
with the act. That means the first defense of de-
velopers and/or architects is that they did not
know that such was required. This is an addi-
tional problem the agency faces with meager
resources trying to enforce the law.

Finally, HUD as an agency is sensitive. to the
blind and visually impaired. For instance, the
agency offers a Braille version of the Fair
Housing Act regulations and provides assistance
to visually impaired persons who wish to file
complaints. Further applications for HUD assis-
tance receive a front-end review of the applica-
tion to assure that that recipient has certified
that 1t will comply with section 504 of the Reha-
bilitation Act. Additionally, a number of HUD
emplovees have vision impairments, and the
agency has made an effort to provide these em-
plovees with the tools necessary to do their jobs

U.S. Equal Employment Opportunity
Commission
Celeste Davis ?

The U.S. Equal Employment Opportunity
Commission (EEOC) enforces Title I of the
Americans with Disabilities Act (ADA) That act
prohibits employers with 15 or more emplovees
from engaging 1n any employment pracuce
which discriminates against a “qualified individ-
ual” with a disability. A “qualified individual” 1s
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a person who, with or without reasonable ac-
commodation, can perform the essential func-
tions of the job. The protection of the ADA ex-
tends to employees as well as to applicants for
employment.

FIGURE 1
Complaints to the Midwest Region, EEOC,
on the Basis of Disability

blind/visual
impairment
3%

other
disability
97%

Source: U.S. Commission on Civil Rights, Midwestern Regional
Office, from U.S. Equal Employment Opportunity Commission data.
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EEOC rules and regulations require persons
believing that they have a claim against an em-
plover to file a charge with the agency within
300 days from the date of harm. Once a charge is
filed, the EEOC will conduct an investigation to
determine whether or not there is cause to be-
lieve the allegations in the charge. Additionally,
similar to other Federal civil rights agencies, the
EEOC can initiate a Commissioner complaint
against an employer without a complaint having
been filed. This procedure originates in Wash-
ington, DC, and is also a tool used by the agency
to enforce equal employment practices.

For the 29-month time period, January 1996
through May 1998, the Midwest Regional Office
of the EEOC received a total of 2,612 charges
alleging employment discrimination on the basis
of disability. Sixty-seven of those complaints, 2.6
percent, dealt with the issues of blindness and/or
visual impairment. Those 67 charges are open,
1.e., unresolved, charges at this time.

*a




U.S. Department of Health and
Human Services
Patricia Lucas®

The mission of the Office for Civil Rights
(OCR), U.S. Department of Health and Human
Services, (HHS) is to ensure that all programs
and facilitiesthat are recipients of money received
through HHS, e.g., medicare, medicaid, and cer-
tain block grant programs, are offered in a non-
discriminatory way to all people without regard to
race. color, religion, gender, age, national origin,
and disability.

The laws the agency enforces are similar to
those handled by other Federal civil rights agen-
cies: title VI of the Civil Rights Act of 1964, sec-
tion 504 of the Rehabilitation Act of 1973, title II
of the Americans w'th Disabilities Act, the Age
Discrimination Act of 1975. OCR also has en-
forcement authority under the Public Health
Service Act, which prohibits discrimination on the
basis of sex, in admission to health-related train-
ing programs funded under the act, and requires
facilities assisted by the Hill-Burton Act to pro-
vide health care services to all persons residing in
the service area in a nondiscriminatorymanner.

OCR estimates that approximately 230,000
group and institutional providers of federally as-
sisted services are subject to the nondiscrimina-
tion laws it enforces. Some of the programs that
the Midwest Regional Office of OCR deals with
include HMOs, nursing homes, day care centers,
counseling agencies, and services offered through
the State’of Illinois Department of Children and
Family Services and the Department of Human
Services. The agency also irutiates outreach ac-
tvities and reviews new programs, such as
HMOs. coming into an area. In addition. the
agency assists any facility in developing internal
policies and procedures to ensure that such are
being provided in a nondiscnminatory manner

The laws goverming HHS only make discrimi-
naton illegal: they do not require affirmative ac-
tion by the providers. HHS often receives inquur-
1es about lack of access to medical care, and what
that means here 1n Ilhnois is that there are no
hospitals on the south side of Chicago. HHS can-

! Statement by Patricia Lucas to the Illinois Advisory Com-
mittee to the U.S. Commission on Civil Rights, conference
on “Ciwvil Rights Issues Facing the Blind and Visually Im-
parred in Illinoss,” Chicago, IL, May 29, 1998. Patricia Lucas
is a branch chief in the Midwest Regional Office, Office for
Civil Rights, U.S. Department of Health and Human Services.

35

not mandate anybody to build a hospital, or re-
quire a doctor or an office to open. HHS can only
require that the facilities that do exist do not dis-
criminate.

Regarding complaints to OCR on the basis of
blindness or visual impairment, HHS receives
very few such complaints. The kind of complaints
HHS has received over the years with respect to
the blind and the visually impaired were mostly
guide dog situations. These complaints were par-
ticularly with regard to hospitals where either
employee might want to use their dog to get to
work, or visitors is to the hospital might need to
use guide dogs. The funding for Federal enforce-
ment agencies has been reduced in recent years.
This has affected the amount of outreach by the
agency, and as a result reduced the number of
people knéwing about their rights to file a com-
plaint.

U.S. Department of Labor
Shirley Mason Carter*

The Office of Federal Contract Compliance
Programs (OFCCP), U.S. Department of Labor,
similar to other Federal civil rights agencies, re-
ceives and investigates complaints from individu-
als who have disabilities. The main responsibility
of the agency, however, is to ensure that compa-
nies that provide goods and/or services to the
Federal Government and have a contract of at
least $2.500 develop affirmative action plans for
individuals with disabilities. Section 503 of the
Rehabilitation Act of 1973 requires covered gov-
ernment contractors to undertake affirmative ac-
tion for qualified “handicapped individuals,” and
1t 1s this law the OFCCP enforces with respect to
the blind and visually impaired. These affirmative
action plans state that the companies will under-
take affirmative action and equal opportunity ef-
forts in all their personnel practices, including but
not himited to, hiring, promotions, training, re-
cruitment, transfers, and any other mobility in-
cluding to the executive level.
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Affirmative action plans for the disabled are
written plans and must include several factors, in-
cluding: (1) a schedule of review of position descrip-
tions to review for physical and mental limitations
to assure that the company is not excluding anyone
who could otherwise be qualified to do jobs; (2) pro-
cedures to ensure that proper consideration is
given to all the qualifications of any individual that
applies for a job or promotional opportunity; (3)
reasonable accommodation, ie., reasonable in that
it does not cause any undue hardship to the com-
pany, affording individuals with disabilities equal
employment opportunity; and (4) positive outreach
to recruit disabled individuals when companies
have openings for positions.

The enforcement activities of OFCCP are in four
areas. First, the OFCCP conducts compliance re-
views and investigates complaints from individu-
als. Second, the agency negotiates compliance
agreements and letters of commitment to ensure
compliance with the affirmative action require-
ments. Third, the OFCCP provides technical asais-
tance to aid contractor understanding of, and com-
pliance with, Federal nondiscrimination and af-
firmative action requirements. Fourth, the OFCCP
can recommend enforcement actions to the Solicitor
of the U.S. Department of Labor if a company does
not comply with their affirmative action and equal
employment opportunity obligations.

So, in addition to an individual with a disability
being able to come to the OFCCP and file a com-
plaint within 180 days of the action, the OFCCP
also monitors and reviews companies for its equal
employment opportunity to individuals with dis-
abihtues without complaints being filed to ensure
that compames have procedures and employment
practices that afford equal opportunity for indi-
viduals with disabilities.

U.S. Department of Education
Don Ray Pollar®

The Office for Civil Rights (OCR), U.S. Depart-
ment of Education, enforces five Federal statutes
that prohibit discrimination in programs and ac-
tivities that receive Federal financial assistance
from the U.S. Department of Education. Discrimi-
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nation on the basis of race, color, and national ori-
gin is prohibited by title VI of the Civil Rights Act
of 1964. Sex discrimination is prohibited by title IX
of the Education Amendment of 1972. Discrimina-
tion on the basis of disability is prohibited by sec-
tion 504 of the Rehabilitation Act of 1973. Simi-
larly, title 1T of the Americans with Disabilities Act
of 1990 also prohibits discrimination on the basis of
disability. Age discrimination is prohibited by the
Age Discrimination Act of 1975.

The civil rights laws enforced by the Office for
Civil Rights extend to all State education agencies,
elementary and secondary school systems, colleges
and universities, vocational schools, proprietary
schools, State vocational rehabilitation services
agencies, libraries, and museums that receive Fed-
eral financial assistance from the U.S. Department.
of Education. Programming activities that receive
Federal funding must be operated in a nondis-
criminatory manner.

Since January 1, 1996, OCR has received 18
complaints alleging discrimination on the basis of
blindness and/or visual impairment. The allega-
tions in those complaints are most often related to
the provision of related aids and services, e.g.,
books in Braille, and modifications to allow stu-
dents who are blind or have a visual impairment to
take tests. All OCR complaints regarding the blind
and visually impaired have been resolved, i.e., the
agency has either obtained agreements from
schools that they will provide the services, or the
services have been provided.

The Department also funds early intervention
programs for certain individuals with disabilities.
In these programs, Federal rules and regulations
require grant recipients of these early intervention
programs to provide services to individuals starting
at 3 years of age. So there are established programs
for the provision of services in terms of evaluation,
and services at the early stages of disability.

A problem in the nondiscrimination education
laws, however, is that they only mandate nondis-
cnminatory behavior. The laws do not require any
affirmative action effort, i.e., deliberate and positive
efforts to ensure equal education opportunity for
individuals who are blind or have a visual impair-
ment. Hence OCR can only ensure that the educa-
tion programs and activities that are funded by the
Federal Government are operated in an nondis-
criminatory manner. OCR does make an effort to
do technical assistance and outreach to organiza-
tions, but the scope and jurisdiction of the agency’s
enforcement power is limited.
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Chapter 6
Conference Summary

The United States is a visual society. Access
to its employment opportunities, its culture, and
its dominant communication media is grounded
in an ability to see. As such, visual impairment
is a unique disability in this country.

To address discrimination against individuals
with disabilities, the Americans with Disabilities
Act (ADA) of 1990 was enacted at the Federal
level to provide equal opportunity to individaals
with disabilities in the areas of employment,
public access, and transportation. The promise of
the ADA, however, has not eliminated problems
for those with disabilities. Though the ADA was
an attempt to create a workable law and a set of
regulations that people could use to improve op-
portunities for people with disabilities, it has
proved to be a complex law. Part of its complex-
ity is that it is difficult for individuals without
disabilities to determine what is an appropriate
accommodation, or how to make a facility or job
site more usable or accessible for someone with a
disabilitv—1n particular if that person is visuallv
impaired.

Because of this inherent complexity. there
have been numerous published stories and aru-
cles casting aspersion on the ADA. These stories
recount 1ncidents of the inordinate costs borne
by private agents and individuals 1n order to
provide accommodations and equal access to
emplovment Such stories have served all too
often to paint the ADA as an overreaching op-
pressive burden on emplovers. retailer~ educa-
tors. builders and architects The positive 1m-
provements 1n the bves of individuals with di--
abilities. and stories of people who because¢ of
the ADA, have successfully gamned emplovmen:
education. or other opportumities. have been
largely 1gnored. .

As the Illinois Advisory Committee heard,
advocates for persons who are blind have had to
fight relentlessly to get school systems 1n Illinois
to teach Braille: currently only 10 percent of
substantially visually impaired school age chil-
dren nationwide are being taught Braille. With
respect to establishing priorities, hinkage of SSDI

recipients with retirees, the reauthorization of
the Rehabilitation Act and its amendments, and
employment are all priorities for those concerned
about equal opportunity for the blind and visu-
ally impaired. There are also concerns about the
trend towards consolidated agencies and closing
specialized schools for people who are blind. But
in an environment where fundamental civil
rights for the disabled are challenged as too on-
erous and burdensome for a socisty to bear, it is
difficult to press for widespread measures that
truly expand real opportunity for those with dis-
abilities.

In undertaking the issue of “Civil Rights Is-
sues Facing the Blind and Visually Impaired in
Illinois,” the Illinois Advisory Committee to the
U.S. Commission on Civil Rights had two con-
comitant purposes: (1) to learn about the civil
rights issues of visual impairment and (2) to
bring to the political debate a bipartisan, public
statement on these issues grounded in the ideals
of equal opportunity and justice.

In the aftermath of its conference on “Civil
Rights Issues Facing the Blind and Visually Im-
parred in Illinois,” the Advisory Committee sets
out 38 highlights regarding significant civil
rights 1ssues and offers 32 conclusions and ob-
servations. Both sets of statements are collected
into four sections: (1) incidence rates and public
perceptions, (2) employment, (3) transportation
and independent hiving, and (4) education. The
statements may be considered and cited as the
unarumous expression of the Illinois Advisory
Committee.

Conference Highlights

Incidence Rates and Public Perceptions

1. Blindness is a low incidence disability, and
there is a false perception that the cost to reha-
bilitate persons who are blind is disproportion-
ate to its benefit for society. Blindness is not rare
in the United States. An estimated 1.6 million
adults, 6 of every 1,000 individuals, have a se-



vere functional limitation in seeing print. In ad-
dition, 9.7 million adults in the United States, 4
in every 100 adults, have some type of functional
limitation in seeing print.

2. There are 1.1 million legally blind persons, 4.5
individuals per 1,000, in the United States. Of
those, 220,000 have no useful vision and 110,000
are totally blind.

8. At this point in time, another 200,000 persons
in the United States annually acquire some form
of visual impairment, an incidence rate of 1 per
1,000. There are 80,000 annual new cases of le-
gal blindness. But, as noted below, that rate will
increase in the coming years.

4. The elderly, those aged 65 or older, are those
most affected by vision loss. Two out of three
persons who are blind or visually impaired in
the United States are over the age of 65. Many
more people than there is money to serve are
coming into the elderly blind program every
year. The annual appropriations in Illinois for
such programs are $1 million; the Illinois Bu-
reau of Blind Services requested $12 million.
The elderly who are losing their sight are essen-
tially being ignored with respect to services for
their disability.

5. As the population ages, there will be an in-
crease in blindness in this country. The leading
causes of blindness, particularly macular degen-
eration and glaucoma, will double their impact
in the coming vears as the Nation's 76 million
baby boomers reach older adulthood.

6. Persons with a visual impairment are dispro-
portionatelv outside the labor force and not
working. Among adults who are either blind or
have a severe visual impairment, just 26 percent
are in the labor force, i.e., employed or seeking
employment, compared with a nationwide labor
force participation rate of 67.3 percent.

7. The common perception among the sighted
public that all persons who are blind read Braille
1s not true. Most persons who are legally blind
do not use Braille as a reading medium. Fewer
than 10 percent of adults who are legally bhind
are able to read Braille.
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8. There is a great fear in the general public con-
cerning blindness. A Public opinion poll shows
blindness second only to AIDS as the disabil-
ity/disease individuals least desire.

9. A special problem borne by some individuals
is the incidence of the dual disability, deaf-
blindness. The number of children, i.e., individu- -
als 21 years of age or younger, in the United
States who are both deaf and blind is estimated at
10,000, an incidence rate of 1.2 per 1,000 children.

Employment

1. Individuals who are visually impaired are pro-
tected against discrimination in employment by
the Americans with Disabilities Act (ADA) of
1990 and section 504 of the Rehabilitation Act of
1973. Further, the ADA requires employers to
make a reasonable accommodations to ensure
equal employment opportunity for the visually
impaired.

2. Persons who are visually impaired are reluc-
tant to complain about discrimination or non-
accommodation by employers. Only 2 percent of
the complaints made to the EEOC deal with the
issue of blindness or visual impairment. Moreo-
ver, persons who are visually impaired often un-
dertake job accommodations at their own ex-
pense out of fear of losing their jobs.

3. Among employers who do not hold govern-
ment contracts, civil rights enforcement for peo-
ple who are blind and visually impaired among
employers who do not hold government contracts
1s limited to nondiscrimination. For employers
holding government contracts, affirmative action
obligations with regard to individuals with dis-
abilities is much more limited in scope than af-
firmative action for women and minorities. Un-
like the affirmative action programs for women
and minorities, affirmative action programs for
individuals with disabilities do not have utiliza-
tion analyses, availability analyses, or specific
goals for employing individuals with disabilities.

4. With the growth of technology, and as in-
creased productivity is being demanded of fewer
employees, speed is becoming all important on
the job. DOS-based computer systems of the
past, with their emphasis on key-striking and
written words, did much to shrink the gap be-




tween what blind professionals could do on the
job and what sighted coworkers could accom-
plish. Now, the increasing pace of technological
change, coupled with increasing demands on
employee productivity, is making it a struggle
for persons who are blind or visually impaired to
find and maintain employment.

5. Supplemental security income (SSI) is pro-
vided to individuals who have a visual impair-
ment only if the person has a monthly income
less than $1,050.

Transportation and independent Living

1. The Office of Rehabilitation Services Admini-
stration, U.S. Department of Education, moni-
tors the State’s vocational rehabilitation pro-
gram. That agency reports a nationwide concern
over declining hiring and employment trends of
persons who are visually impaired.

2. The Illinois Blind Services Planning Council is
little utilized by the Governor or the State Leg-
islature. The council is poorly funded, mired
within the Illinois Department of Human Serv-
ices, and has no full-time executive director or
direct access to the Governor.

3. Too much isolation for persons who are visu-
allv impaired becomes a security blanket that
uluumately retards their ability to be independ-
ent and productive.

4. Beginning 1n 1995 there has been a series of
cuts 1n Federal funding for public transporta-
tion. The result 15 a dwindling of services to
those with a visual impairment. and a diminu-
tion of therr ability to be independent.

5. There 15 no consistent pattern of identification
design 1n elevators, room numbers. street cross-
ings. office buildings, and other public places
For example. without standard markings on ele-
vators, persons who are blind are unable to 1den-
ufy with certainty the floor number 1n a2 multi-
story building.

6. The lack of Braille as a standard feature 1n
elevators, menus, public buildings, museums,
transit systems, etc., is a disincentive for persons
who are blind to learn Braille.
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7. Section 255 in the Federal Telecommunica-
tions Act of 1996 states that new telecommuni-
cation equipment and services should be made
accessible. That requirement is limited, however,
to telephone-based equipment.

8. New technology, as it applies to household
appliances and personal computers, presents
serious problems for the visuslly impaired be-
cause of the limited adaptations of these devices
for those unable to read printed words.

9. Regarding the home entertainment/television
medium, there is an accommodation called video
description that can be provided for the visually
impaired. Video description provides an audio
description of the picture, and is currently being
provided in a pilot form by the Public Broad-
casting System. To date the United States Con-
gress and the Federal Communications Commis-
sion have not decided to give video description
the same level of commitment provided to the
hearing impaired through closed captioning.

10. For manufacturers of home appliances, .en-
tertainment devices, and computer products,
there is little economic incentive to make such
goods accessible to persons who are blind and
visually impaired. In many instances the costs
are too great and the market too small.

11. The Department of Housing and Urban De-
velopment receives very few complaints from
individuals who are visually impaired. HUD ac-
knowledges that the low numbers of complaints
in part reflect the agency’s failure to do suffi-
cient outreach to persons who are blind or visu-
ally impaired, rather than a lack of discrimina-
tion in the housing market against those persons.

12. The Department of Housing and Urban De-
velopment is hampered by legislative restric-
tions 1n enforcing nondiscrimination laws pro-
tecting persons who are visually impaired. Fed-
eral legislation does not require that local
building codes be amended to comply with the
Americans with Disabilities Act.

13. ATMs present particular accessibility prob-
lems for the visually impaired because most
ATM:s do not offer audio instructions.



Education

1. In Illinois there are 2,500 students who are
totally blind and another 5,000 students who are
functionally blind. Further, there are additional
numbers of students who can read an eye chart,
but cannot read it or other material 8 hours a
day, 5 days a week, week after week. These dif-
ferent types of disabilities related to vision re-
quire different visual aids. In some situations
low-vision individuals are worse off than totally
blind individuals because they are not identified
as having severe disability. '

2. Blindness and visual impairment are often
mistakenly viewed as signs of mental or devel-
opmental disability.

3. Simple adaptations of educational material
can make a significant impact on the learning of
visually impaired students and allow such chil-
dren to receive much of their instruction within
the regular classroom.

4. There are too few trained teachers to serve
the blind and visually impaired population.

5. In Illinois, both in rehabilitation programs
and in the schools, the State has provided read-
ing systems either to institutions or directly to
individuals who need them. The downside is that
while the costs of such alternative reading sys-
tems have come down, these media are still ex-
pensive access to the printed page which most
sighted people obtain for virtually nothing.

6. In education programs there are children who
have multiple disabilities. The parents of these
children have need of both services and informa-
tion in order to provide optimal care and oppor-
turuties for their children.

7. Getting proper Braille instruction is impor-
tant for persons to have independence.

8. There is a lack of sufficient closed circuit tele-
visions (CCTVs) and computers to meet the
needs of all students who are visually impaired.

9. An often overlooked problem for visually im-
paired students is obtaining the correct text
and/or assignments in enlarged print, Braille, or
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on other accessible medium in the proper time-
frame for the student to compete academically.

10. Parents of children who are blind or visually
impaired are usually the most knowledgeable
persons regarding the capabilities, aptitudes,
and optimal learning environment for these stu-
dents. Unfortunately, in many instances this
parental resource is ignored by the school in the
development of an instructional educational pro-
gram for the child who has a visual disability.

11. The State of Illinois provides early interven-
tion services only to “at-risk” children. The State
has a policy not to provide services to persons
not determined to be developmentally delayed.

Committee Observations and
Recommendations

Incidence Rates and Public Perceptions

1. Blindness is not an uncommon disability. Al-
most 10 percent of the adult population has ei-
ther a visual impairment and/or some type of
functional limitation in seeing print.

2. The elderly, those most affected by vision loss,
are essentially being ignored with respect to
services for their disability.

3. Statistics indicate that the United States will
soon have a large increase in the aged blind. The
State of Illinois and the are Nation unprepared
for it.

4. The public's personal fear of blindness and
vision loss affects their perceptions of the capa-
bilities of persons who are visually impaired.
Many in the public assume individuals who are
visually impaired are unable to function compe-
tently in an educational setting or the workplace
and are incapable of independently participating
in community life.

5. The visually impaired community in Illinois is
not unified in presenting a common agenda to
advance civil rights for people within its com-
munity. Some sharp disagreements exist among
organizations that advocate for those who are
visually impaired as to the most appropriate
education, training, and accommodation meth-
ods. This has diminished the political power



available to the visually impaired community
and mitigated the advancement of civil rights
and services for the visually impaired.

Employment

1. Persons who have a visual impairment need
effective and aggressive enforcement of the ex-
isting civil rights legislation and statutes.

2. For equal employment opportunity for persons
with visual impairments to become a reality,
more is needed than a policy of nondiscrimina-
tion, as evidenced by the reluctance of persons
with a visual impairment to lodge employment
discrimination complaints with government en-
forcement agencies. Specific affirmative action
programs tno promote access to employment op-
portunities is necessary. Affirmative action pro-
gram guidelines for persons with a visual dis-
ability should be similar to the affirmative action
program guidelines in place at the Federal level
for women and minorities, i.e., utilization analy-
sis, goals, and timetables.

3. Federal, State, and local governments should
consider giving tax incentives to employers who
hire such individuals. Currently such incentives
exist for former welfare recipients, and programs
similar in design should be considered in light of
the tremendously high rate of unemployment
among those who are blind and visually impaired

4. In Ilhinois the Department of Human Services
should consider giving the Bureau of Blind
Services a separate outreach and marketing
program because of the umique disability of 1ts
clientele. In addition. the Illinois Department of
Human Services should make the ability to read
Braille a requirement for teachers and counsel-
ors working with the blind.

5. The wooden requirement of ehminating 1n-
come maintenance payments to persons who are
visually impaired if they earn more than $1.050
a month discourages the individual from seeking
productive full-time employment. The Internal
Revenue Code should be amended to prowide
that, as with social security recipients who con-
tinue to work, graduated benefit reductions
would allow 1individuals to obtamn SSI while
holding certain mimimal levels of employment.
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6. The State of Illinois should have a stronger
State Use Act. Many agencies serving persons
who are blind supply products to the Federal
Government through the Javits-Wagner-O'Day
Act. More jobs would be available if the State
had a stronger similar law. Products purchased
by the State and made by persons with disabili-
ties would create jobs. Any state use legislation
should encourage, allow, or mandate any gov-
ernment entity within the State (city, county,
library, school districts, etc.) to purchase such
products at the State-approved contract price
without having to obtain any further bids.

Transportation and independent Living

1. All too often service providers overlooked the
utility of using persons who are blind to -rovide
instruction and serve as role models for children
who are blind and newly blind adults.

2. The Illinois Blind Services Planning Council
should be utilized by the Governor and the State
Legislature. The issues facing the visually im-
paired are acute and broad-based and deserve
greater attention than is now given by the State.

8. Disabilities, unlike other “protected classes”
receiving civil rights protection in recent years,
are more than merely the attitudes that indi-
viduals hold towards disabilities. Ensuring equal
opportunity for people with disabilities does, in
fact., require specific kinds of affirmative steps
and actions.

4. Programs providing services to the visually
impaired. whether they focus on job training,
education, or independent living skills, need to
regularly mainstream the blind and visually im-
paired with the sighted community.

5. There must be more public transit service, not
less. The result of dwindling government fund-
ing for public transportation has diminished the
ability of visually impaired persons visually im-
parred to be productive and independent.

6. Some simple consistency of identification de-
sign in elevators, room numbers, street cross-
ings, office buildings, and other public places
would enhance independence for persons who

are visually impaired. Along this line, if Braille:

were to become a standard feature in elevators,



menus, public buildings, museums, transit sys-
tems, etc., persons who are blind would have
incentives to learn the system and would de-
mand to learn it because of the opportunities
available.

7. A provision similar to section 255 of the Fed-
eral Telecommunications Act should be included
in legislation covering computers, software, and
the Internet. These sectors are strong enough to
withstand a statutory and regulatory action that
mandates accessibility for the visually impaired.
It is clear that the only way to ensure that com-
puters and consumer home products are accessi-
ble to blind people is to mandate that the de-
signers and developers of these products include
provisions for such accessibility in their original
designs.

8. Government has used the tax code to promote
social policy. Changes to the tax code to encour-
age manufacturers to make their products acces-
sible to the visually impaired should receive a
feasibility and cost-benefit analysis by Federal
and State Government.

9. Following the pattern of accommodation of
closed captioning for people who are hearing im-
paired, the United States Congress, the Federal
Communications Commission, and the U.S. De-
partment of Education should begin to treat the
provision of video description services in the
same manner as closed captioning.

10. The few complaints to the Federal Depart-
ments of Housing and Urban Development and
Health and Human Services from individuals
who are bhind or visually impaired emphasize
the need for these agencies to require that re-
cipients of Federal funding undertake some form
of proacuve cvil rights effort, 1.e., affirmative
action, to ensure that the civil rights of the visu-
ally impaired are protected. The low number of
complaints clearly demonstrates that a rehance
upon a complaint-driven process to provide fun-
damental civil rights protections for the visually
impaired is not an appropriate enforcement
mechanism.

11. The Federal Government’s failure to requre
that local building codes be amended to comply
with the Americans with Disabilities Act ham-
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pers the effectiveness of the act. Often. the first
defense of a developer or architect who fails to
provide building accommodations for the visu-
ally impaired is that such are not required by
local codes. The failure to include physical ac-
commodations for persons who are blind and
visually impaired at the time of construction is
inefficient and compounds ultimate accessibility.
Making physical accommodations does not cost
much at the point of construction, but retrofit-
ting is expensive.

Education

1. In Ilinois there are 2,500 students who are
totally blind and another 5,000 students who are
functionally blind. Further, there are additional
numbers of students who can read an eye chart,
but can not read it or other material 8 hours a
day, 5 days a week, week after week. These dif-
ferent types of disabilities related to vision re-
quire different visual aids. In some situations a
low vision individual has it even harder than a
totally blind individual because he or she is not
identified as having that kind of severe disability.

2. Children who are visually impaired should not
be presumed to have learning disabilities.

3. Children who are visually impaired should
whenever possible receive instruction within the
regular classroom, with material adapted and
accessible so that the visually impaired student
can participate equally. Simple adaptations of
material can make a significant impact on
learning.

4. It 1s imperative that all students who are
blind receive proper Braille instruction.

5. In Ilhinos, both in rehabilitation programs
and 1n education programs for children, there is
a need for services to assist the parents of these
children.

6. There is a lack of sufficient closed circuit tele-
visions (CCTVs) and computers to meet the
needs of all students who are visually impaired.
Every student who is blind should have access
within the instructional setting to personal com-
puters whose print can be enlarged by a word
processor, read by a text-to-speech program or
punched out by a Braille printer, and have its



published text available in flat files with no for-
matting commands required for downloading.

7. It is essential that schools mandate that
teachers provide class material, texts, and as-
signments to students who are blind and visu-
ally impaired in both an accessible medium and
in the proper timeframe for the student to com-
pete academically.

8. It is important that parents of children who
are visually impaired be integrated into the
planning of the educational programs for their
children. Parents are often the most knowledge-
able persons of students who are blind and visu-
ally impaired and should play a significant role
in any and all instructional decisious.
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9. In Illinois the administrative control of
schools providing educational services for stu-
dents who are blind should be placed under the
State’s Department of Public Instruction. Educa-
tors are paid to educate, and children who are
blind are students.

10. Illinois provides early intervention services
only to “at-risk” children. However, children who
have severe visual disabilities, while not neces-
sarily developmentally delayed, have special
needs that must to be addressed early. The State
of Illinois needs to reconsider the effectiveness of
its policy in this regard.
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