By the
World Institute
on Disability
Oakland, California
1995
Produced with
funding from The
Robert Wood Johnson
Foundation

Spotlight
on the
Independent
Living
Movement
and the
Americans with
Disabilities Act

The
Changing
Image
of
Disability

PHOTO CREDITS
Front cover, from left to right: A scene
from "Storm Reading"; Hmong family
group, Ann Marsden; Neil Marcus
shopping, Brenda Prager; Darlene
Oliver swimming, Anthony Pearson;
Disabled climber, Wilderness Inquiry;
Kids, the Robert Wood Johnson
Foundation.
Pages 2-14 and back cover:
Neil Marcus, Roger Marcus.
Page 2: Dancers, Brenda Prager.
Page 3: Ed Roberts & Jonathan Gold,
Lydia Gans.
Page 5: FDR poster, courtesy of the
Canadian Rehabilitation Council for
the Disabled (CRCD)
Page 6: Paul Longmore at Stanford,
Chuck Painter.
Page 7: Dancer, Brenda Prager.
Page 8: Judy Heumann, copyright
Howard Schatz, 1992.
Page 10: Disabled student, Lydia Gans;
Disabled computer programmer,
Gayle Curtis; Oakland boosters,
Celebrate Oakland Committee and
Malcolm Lubliner.
Page 11: Ron Washington and friends
on BART, Lydia Gans; Ralf Hotchkiss
fixing a wheelchair, Cathy Cade.
Page 12: Elizabeth M. Boggs, Ankers,
Anderson & Cutts.
Page 13: Disabled activists, Lydia Gans.
Page 14: President Bush signing the
ADA, Joyce C. Naltchayan.
Designed by Peter Nam Design
San Francisco, California.
Printed on recycled paper.

Neil Marcus is a poet,
author and dancer who
recently received the United
Nations Medal of Excellence
and the UN Staff Recreation
Council. Society (UNSRC)
of Writers literary Award
for 1990-91 in the area of
playwriting. Neil lives in
Berkeley, California.
The images of Neil that
appear in the corners of
these pages are taken from
a performance of "Storm
Reading, a play adapted
from Neil's writings.

The fact that some people
cannot hear, see, or use their
legs does not mean they are
sick or helpless, or incapable
in other ways. It only means
that they must communicate and get around in ways
that are different. Too often
this difference has been perceived as incompetence. It
is not. Levels of competence
vary widely from disabled
person to disabled person
just as they do among
everyone else.

43 million people in the
US — one out of every five
people — report having some
kind of disability, and in the
over-65 age bracket, one out
of three.
38% of disabled people of
working age have physical
disabilities, mainly orthopedic, motor or muscular
impairments. 13% have
visual, hearing or speech impairments; 32% experience
other activity-limiting health
conditions such as heart
disease, respiratory illness
or cancer; 12% have a mental disability or brain dysfunction (source: National
Council on Disability).
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The US government
spends more than $200
billion on programs and
services that maintain disabled people in dependent,
care-giving environments.
Less than $1 billion is spent
on moving people into the
mainstream of society.
In 1980 there were more
than 200,000 people in this
country with paralysis as a
result of spinal cord injuries.
Each year approximately
3,500 additional people join
that group. By far the greatest causes of spinal cord
injuries are motor vehicle
crashes (56%), 20% are
caused by falls, 12% by firearms, 7% by recreational
activities and 6% by other.

Each year another two
million Americans experience a traumatic brain injury
as a result of auto collisions,
recreational accidents,
assaults and other tragic
incidents. Of this number,
90,000 sustain life-long
disabilities.
Many people are disabled
due to chronic illness. The
Social Security Disability
Insurance system classifies
an illness as a disability if it
is expected to last longer
than a year.

Grace Lin with David Russell
of the AXIS dance troupe, a
professional modern dance
company of disabled and
non-disabled dancers.

"Forty years ago I contracted polio. At an early
age I had been taught not to
stare at people with disabilities. Now I was one of
'those' people.
"I had been a healthy,
athletic teenager. Suddenly
I became a patient. But I
was not, as people thought,
a helpless cripple.

In 1983 Ed Roberts received a
coveted John D. and Catherine T.
MacArthur Fellowship award
for his work in human rights for
people with disabilities.
Ed is shown here with Jonathan
Gold, who works as one of his
personal assistants.

"In my early twenties I
enrolled at the University of
California. The university
set up housing for me in the
hospital on campus.
There were other people
like me at Berkeley. We
began to discuss what we
could accomplish if the
school provided services for
us. We would be able to live

A Letter
from Ed
Roberts
outside the hospital. We
would be able to get into
restaurants and other public
buildings. We would be able
to live a life similar to other
students. We convinced the
University to provide some
services and we began to do
these things.
"We soon found other
people like us through out
the area. The services we
had initiated could help
people besides students.
Shortly thereafter we sought
and received funds to begin
a community organization,
the Center for Independent
Living. We provided information about services for
people with disabilties, we
had wheelchair repair assistance, we referred attendants to people, and we provided an atmosphere for
people with disabilities to
support each other. We
helped make it possible for
people with significant disabilities to live independent
lives in our community
"Today I travel around
the country and the world
speaking about the rights of
people with disabilities.
Independent Living is now
an international movement.
Wherever I go, I hear similar
concerns and needs;
people with disabilities
simply want to be included
in the activities of their
communities.
"That's what "Independent Living" means — that
every one of us (and not just
people with disabilities) has
the right and the capacity to
participate in all of society's
activities."

-rte

is the title of an editorial in the Washington Post
on July 15, 1990, a few days before the Americans
with Disabilities Act was signed into law.
(SEE PAGE 13). The title (AND THE EDITORIAL) pointed out
the connection between the ADA and earlier civil
rights legislation and foresaw a new era of fairness
and opportunity. The phrase is used here not only
to celebrate our links with other minority groups
and to express the promise of the ADA, but also to
symbolize the profound changes in attitudes
toward disability that have occurred in the US
over the past half century.
This publication is about the needs and
aspirations of disabled people in America, and
about a new attitude toward meeting those needs
and helping people with disabilities realize those
aspirations. It is also about the role the independent
living movement played in bringing about a
change in Americans' attitudes toward people with
disabilities. In the forefront of the movement has
been a nationwide network of self-help programs —
independent living centers — founded, operated
and governed by people with disabilities to
assist others like themselves to live more
independently in their communities.
In 1990 The Robert Wood Johnson Foundation
announced an $8.4 million initiative to broaden
and strengthen the impact of independent living
centers on service delivery systems for people with
disabilities. [his publication has been produced
as part of that initiative, and is meant to help the
centers and others in the independent living
movement spread the goal of "A More Just
Country" to the broadest possible audience.
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PEOPLE WHO DIDN'T KNOW E D. R.
CALLED HIM A CRIPPLE.
Think of how mortifying it would
be to catch yourself making personal
assumptions about another human being just because of their physical
appearance. Especially, when as thinking human beings, we have the
power to control our own attitudes.
We can choose to go through life in
a positive way, seeing others as

Remember
FDR's
Disability?

people first and men and women second. Seeing the human being first
and noticing afterwards whether they
are tall or short. Fair or dark. Old
or young.
Conversely, we can go through
life with a negative filter over our mind.
Seeing the world divided into
categories of fat or skinny, black or

President Franklin Delano
Roosevelt is widely considered one of the greatest US
presidents. He guided us
out of the Depression and to
victory in World War II. One
of his gifts was his ability to
make Americans feel we
knew him, even though he
occupied the highest elected
office in the land. Throughout his thirteen-year presidency he was constantly in
touch with the people via
his warm fireside chats. At
the same time, however,
FDR hid a huge part of his
life — his disability.
FDR contracted poliomyelitis as an adult. He used a
wheelchair, braces and
crutches for the rest of his
life. But in that era few Americans really knew he had
a disability. He feared that if
the extent of his disability
were known he would be
viewed as helpless and
incapable of governing.

PEOPLE WHO KNEW HIM
CALLED HIM MR. PRESIDENT.
white. Able bodied or disabled bodied.
Unfortunately, too many of us
adopt the negative view.
And all that attitude creates is two

things. A negative point of view for
the person.
And another handicap for the
handicapped.

Our attitude towards the disabled is theirbiggest handicap.
Presented by the Canadian Rehabilitation Council li,r the Disabled in partnership with Health and Welfare Canada.

FDR's rehabilitation
occurred at Warm Springs,
Georgia, home of a rehabilitation facility which he later
purchased. Hugh Gregory
Gallagher, in his study of
Roosevelt and his disability,
FDR's SPLENDID DECEPTION, wrote, "From the first,
Roosevelt seemed to understand that rehabilitation of
the polio patient was a social
problem with medical aspects.
It was not a medical problem
with social aspects, as
previous American treatment
efforts had assumed."

Throughout his life, not
surprisingly, FDR maintained an interest in disability issues and rehabilitation,
particularly for people who
had polio.

FDR hid the severity of his
disability. This reflected his fear
that society believed disability
means incompetence. His political
success and national and international accomplishments demonstrate how false that belief was...
and is. This poster was produced
by the Canadian Rehabilitation
Council for the Disabled in
partnership with Health and
Welfare Canada.

Many of us think of disability in terms of yesterday's poster child of the
March of Dimes, "Jerry's
Kids" and telethons. Even
though they raised funds
for laudable purposes and
made the public more aware
of disability in society, these
well-meaning efforts had a
decidedly negative side.
They helped shape a public

The
Image
of the
Poster
Child

perception of disability as
something tragic and pitiful.
Unfortunately, entire generations of disabled kids also
bought into this perception
— a phenomenom that is
only now changing with
the appearance of the independent living movement
and its image of disabled
people as self-reliant and
productive.

Ben Matlin, Muscular Distrophy
poster child, 1970. Contrary to the
dire message in this poster, little
Ben has grown into adulthood and
is now a successful writer living
in Los Angeles.

If I grow up I want to be a fireman.
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This child has Muscular Dystrophy.
Slowly but relentlessly the disease
will destroy his healthy muscles and replace
them with useless fat. As the muscles
deteriorate, he'll lose the strength to
walk or stand. Later he won't be able to
sit upright in a wheel chair or turn over in bed
or even feed himself. His weakness leaves
him so vulnerable to colds, pneumonia,
or other complications, he rarely survives
to maturity

the

Scientists are beginning to penetrate
the mystery of this tragic disease. Today the
some hope that these children will grow up.
That hope lies in MDAA's massive scien
research program.

people
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Disabilities.

"People with disabilities
have long identified themselves as others have defined them. The telethon
has been the single most
powerful image-making
phenomenon in America,
and for decades it has set

cultural norms regarding
disability. Disabled people
are still prisoners of the
poster-child concept. We allow ourselves to be defined
by our medical problems."
Paul Longmore, Ph.D, Visiting Professor of History at
Stanford University

This illustration of Lady Liberty
is the work of Jeffery Schrier,
Croton-on-Hudson, NY. He drew
the illustration for a groundbreaking article on "trip liberation" that
appeared in PSYCHOLOGY TODAY
in the 70's. The illustration is now
widely used to symbolize the
progress being made in making
American society accessible to
people with disabilities.
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Gallaudet University

defy the stereotypes of traditional
dance. Here, Judy Smith, a
founder of AXIS, improvises with
Wolfgang Simon, a non-disabled
dancer visiting from Munich,
Germany.

"A vast field
of butterflies
moving
their wings
together"

This is how one participant described the applause
at the National Council on
Independent Living meeting in 1989 where an award
was presented to Greg
Hlibok, the president of the
student body of Gallaudet
University. Greg had led
demonstrations in the successful effort to get a deaf
President appointed for this
prestigious national university that offers educational
opportunities to people who
are deaf and hard of hearing.
When he concluded his
speech, several hundred
people raised their arms and
fluttered their hands in the
deaf community's distinctive expression of applause.
With this eloquent gesture
the audience communicated
their shared pride in the
accomplishments of the
students at Gallaudet. =

disabled people.
These shared
experiences
comprise
elements of a
culture.

Independent living is a
way of life. It is also a social
and political movement that
is changing both the way
services are provided and
the way people with disabilities fit in our society. Many
think the movement began
in Berkeley twenty years
ago. But Berkeley wasn't the
only place a grassroots dis-

The right of all persons,
regardless of age, type or
extent of disability to:
live in the community,
as opposed to living
in an institution;

ability movement was taking form in the early 70's, —
it was also happening in
Boston, Houston, New York
City Canada and Finland.
The movement was, in reality a spontaneous phenomenom that blossomed wherever groups recognized one
another and began to communicate their ideas and

successes. Deeper roots of
the movement can be
found earlier in the efforts
of blind and deaf people to
organize into groups to represent themselves and the
demonstrations organized
by disabled people to protest their exdusion from the
work programs introduced
by FDR in the late 30's.

"'Idependent

have the same range of
choices as everyone else
in housing,
transportation,
education
and employment;
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live as responsible,
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of their communities,
with all the duties
and privileges
that this entails, and;

of independent living

jn control
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unfold their potential.

policymakers, educators,

By Adolf Ratzka, a economist with a disability who is on
the faculty of the University
of Gothenberg, Sweden, and
a leader in the European
independent living movement.

gs are
advocates and others.

done."
In the 50's the University of Illinois
at Champaign-Urbana was one
of the first colleges in the country

to set up a program for disabled
students. Kitty Cone, who now
works at the Disability Rights

To gain a stronger voice, people
with disabilities have formed
national and international coalitions, notably the NATIONAL

and Education Defense Fund,
remembers, "It was cold

COUNCIL ON INDEPENDENT
LIVING
which is an

(NCIL),

organization of independent
living centers around the
country, and DISABLED
PEOPLE'S INTERNATIONAL

(DPI), a federation of dis-

abled-run organizations
from more than fifty countries.

there in the winter. And you had
to get around the campus in your
wheelchair by yourself If you
asked for help you could get kicked
out. We were in training because
it was a hard world out there and
we were warned not to expect anyone to help us." Kitty was a cheerleader at UI and is second from
right in the photo.

An Independent Living Center
(ILC) is a private non-profit,
self-help organization that
provides a range of basic
services that help people with
disabilities live independently
in the community.

This photo of the staff of the Center
for Independent Living (CIL), in
Berkeley, was taken in the 1970's
shortly after the organization's
inception. CIL was the first ILC.
Now there are more than 400
similar programs in the U.S.

videL
LI /

Summarized from an
article by Geeta and Sam
Dardick in the November
1991 edition of Independent Living„ a magazine
published by Equal
Opportunity Publications,
Centerport, NY.

Information
and Referral
Information on a wide
range of practical issues
and referral to appropriate
agencies for services and
assistance. Anything from
"what culinary equipment
is available for people
with one arm?" to "Where
do I find a wheelchairaccessible vehicle?"

Individual
Advocacy
Teaching people to represent themselves, and guiding them through the confusing tangle of benefits,
paperwork, and hearings
so that they receive what
they are entitled to.

Attendant Referral
help in finding attendants
and providing training to
manage them.

Many ILCs were started by
people like Sam and Geeta
I<EED Dardick, who were both
members of the Nevada
County Committee on Disability. After working on a
number of successful activities, such as "Disability
Days" in the local schools,
workshops on architectural
barriers with architects and
builders, and barrier awareness exercises for local decision makers, the Dardicks
suggested that the Committee members start an Independent Living Center.

y of

g

rass Valley
California

Housing Referral
help in finding accessible,
affordable housing.

Peer Support
personal counseling and
support from persons
who are also disabled.

Training
'
independent living skills
training, and job training
and placement,

Sam and Geeta Dardick, two of
the founders of FREED, Inc.,

Other
Depending on the needs
of people in the particular
community, an ILC may
provide transportation
and communication services, and may arrange
for the building of ramps
and installation of other
accessibility features.

Nevada County, California.

The name FREED (it is an
acronym for Foundation of
Resources for the Equality
and Employment for the
Disabled) was chosen and a
board was formed. The organizers wanted a majority
of board members to be disabled, and non-disabled
board members chosen on
the basis of the professional
expertise needed by the new
organization. They found
community leaders very
willing to be on the board.
"The concept of independent living for people with
disabilities turned out to be
so popular that people were
thrilled to help us reach our
goals," exclaims Sam
Dardick.

Raising the initial funds
was a little easier than expected. Their appeal emphasized the cost-effectiveness
of people with disabilities
living independently at
home rather than living in
institutions or nursing
homes. As they visited government officials they found
that disability rights was a
nonpartisan issue. Gradually they began to tap into
available resources including federal, state, city and
county monies, and the resources of foundations, corporations, and individuals.

The US system of services
for disabled people is often
described as a patchwork
quilt — which it surely is. Unfortunately, it is a quilt that is
unbelievably complex — and
unfinished.
More than $200 billion a
year is spent on disability
services, benefits and programs. This money maintains a system that is ridden
with holes, overlapping segments, conflicting eligibility
criteria, and inconsistent
regulations.
What's worse, it is highly
weighted toward costly
institutional care and tends
to encourage dependence,
rather than independence,
by not giving people the
skills they need for life in
the community.

Education
People with disabilities
want to:
Learn with their peers
Learn as much
as their peers
Enjoy
extra-curricular activities
Attend social functions
Receive career counseling
Student Alana Thierault

Have part time
summer jobs

in Berkeley.

Employment
People with disabilities
want to:
Work

Integrating
Disabled People Into
The Fabric of-Society

Earn equal pay
Obtain promotions
Receive adequate health
benefits from employer
Receive reasonable accommodations on the job

_,2cent st I
-S
of people t v d clisaornty
shows cleaiiy 21 positive
attitudes correi ,e clirectly
with the amotu of contact
the non-disablec -on
has had with dipeople who
are peers.
Elaine Makas,
Ph.D.

A disabled programmer using
the Desktop Vocational Assistant
Robot (DEVAR).

Integration
People with disabilities
want to go to:
School
with their neighbors

Disability leaders Ed Roberts and
Hale Zukas join other boosters of
Oakland, California.

Movies
with their friends
Church
with their families
Work
with their colleagues
Vacation with their
families
Visit their
friends'
homes

The Reasons
People with
Disabilities Give
for Not Working:
Lack of
education and skills
Lack of
accessible transportation
Risk of
losing health benefits
The need for continuing
medical treatment
Negative
employer attitudes
Two-thirds of all disabled
Americans between the age
of 16 and 64 are not working. Only one in four work
full-time, and another 10%
In(ter)dependence
work part-time. No other
demographic group under
People with
65 of any size has such a
disabilities want to:
small proportion working.
(Louis Harris poll, 1986) = Do activities by
themselves

Tony Johnson, founder of the
Challenge Foundation, L.A.,
demonstrating a karate position
to a young student.

Do activities with other
people

Access
People with disabilities
want access to:
Their homes
"The independent living
movement was born at a time
when the social climate was
such that it could take off
and gain support from great
numbers and varieties of
people from all walks of life.
Now, 20 years later, I think
we need to take the next step .
The concept of independent
living worked well for us in
the 70's. But in the 90's a
better battle cry now could
be the INTERDEPENDENCE

Their schools
Their local shops
and restaurants
Their places of worship
Their social activities

Ron Washington and friends on
Bay Area Rapid Transit (BART).

About Accessible
Public Transit

MOVEMENT."

Neil Marcus

Equipment

"One of the greatest values
of accessible public transit is
it puts people with disabilities
side by side with everybody
else. This new understanding
will make busting future
access barriers easier."

People with disabilities
want to:
Have the equipment
they need
Be able to afford repair
and upgrading of their
equipment

Chicago Tribune
According to a 1991
Louis Harris poll, 93% of
the general public supports
making public transportation accessible.
The ADA requires all new
public transit vehides to be
equipped to provide service
to people with disabilities.

"Handicaps are when those
people with disabilities run
up against barriers in the
environment — limitations
that prevent them from doing
what other people do. Most of
these handicaps are not
'natural' — they're man-made
and they can be unmade just
as well. That's what access is
all about."

Chicago Tribune

Wheelchair designer, Ralf
Hotchkiss, a recent recipient
of a John D. and Catherine T.
MacArthur Fellowship.

Discussing public policy issues at
the National Council on Independent Living meeting are disability
leaders (from 1. to r.) Sylvia Walker, Director of the Center for Disability and Socioeconomic Policy
Studies, Howard University,
Washington, D.C.; Gerald Baptiste, Associate Director, Center
for Independent Living (CIL),
Berkeley; and Michael Winter,
Executive Director, CIL.

Seve:
people

state

A series of laws enacted
since the end of the first
World War gradually
opened doors to enable
persons with disabilities to
fully participate in society.
In response to the
country's concern about disabled soldiers returning
from World War I, Congress
passed the SOLDIER REHABILITATION ACT (P.L. 178)
in 1918. Two years later this
Act formed the basis for the
VOCATIONAL REHABILITA-

for the start-up of independent living centers and authorized (but did not fund)
independent living services
for disabled persons even if
they do not have an immediate vocational goal. Since
then, some federal funds
have been provided for independent living services,
but the amount is still far below what is needed.
Other laws that have impacted the quality of life of
disabled people include:

TITLE XVI OF THE SOCIAL
SECURITY ACT (1972) estab-

last

te

Elizabeth Boggs, a founder of the
Association for Retarded Citizens
(ARC) and the parent of a disabled

Developing Public Policy on
hrough Legislation

child, testifies before the US Senate
Subcommitte on Disability on
March 30, 1990 concerning the
reauthorization of the Developmental Disabilities Act.

TION ACT (otherwise

known as the Smith-Fess
Act) which extended rehabilitation services to civilians
with physical disabilities
who showed vocational potential. In 1943 these services
were extended to persons
with mental disabilities and
in 1965 an new emphasis
was placed on serving persons with severe disabilities,
a group that had traditionally been denied services on
the basis of the assumption
that they were "too disabled
to work."
The next significant
change in the Rehabilitation
Act was the addition of Title
V in 1973, guaranteeing the
civil rights of persons with
disabilities. With this landmark legislation, disabled
persons were finally protected from discrimination
in employment in all programs receiving federal
funding.
In 1978 the president
signed legislation expanding the purview of the Act
to include independent living services. The new Title
VII provided federal funds

ELIZABETH

M stuns

TI I LE II OF THE SOCIAL
SECURITY ACT OF 1935 es-

tablished the Social Security
Disability Insurance program (SSDI), which provides monthly disability insurance payments to workers with disabilities and their
eligible dependents (2 million recipients in 1986). The
amount of the benefit is directly related to the amount
of time worked and money
paid into the system. The
maximum benefit available
from SSDI in 1988 was
$800/month.

INDIVIDUALS WITH
DISABILIIIES EDUCATION
ACT (IDEAS) — first passed
in 1975 as the EDUCATION
FOR ALL HANDICAPPED
CHILDREN ACT, (EL. 94-

142) — provides Federal
funds to local school systems for instructional and
support services for disabled children and requires
schools to provide free, appropriate public education
in the least restrictive setting.
A 1986 amendment established a preschool grant program.

lished the Supplemental
Security Income (SSI) program, which provides benefits for low-income aged,
blind, and disabled individuals and extends benefits for
the first time to SSI-eligible
children (3.9 million recipients in 1986). The monthly
SSI benefit was $354 in 1988.
Many states supplement the
SSI benefit.
DEVELOPMENTALLY
DISABLED ASSISTANCE AND
BILL OF RIGHTS ACT, P.L.

94-103 (1975) provides Federal funds for services for
persons with developmental disabilities. It defines developmental disability as a
chronic cognitive or physical
impairment that originates
at birth or during childhood,
is expected to continue indefinitely, and substantially
restricts a person's functioning in several areas of major
life activities. Beginning in
1987, this act has contained
an express mandate that its
component programs promote "independence, productivity, and integration
into the community for
people with developmental
disabilities."
THE FAIR HOUSING AMENDMENTS TO THE CIVIL
RIGHTS ACT, P.L. 100-430

(1988) extended to persons
with disabilities the same
civil rights protections in
housing that had earlier
been guaranteed to other
minority groups.
TECHNOLOGY-RELAYED
ASSISTANCE FOR INDIVIDUALS WITH DISABILITIES
ACT, EL. 100-407 (1988)

assists states to create consumer-responsive programs
of technological assistance
for individuals of all ages
and disabilities.

Section 504 of Title V of
the Rehabilitation Act of
1973 established the first
protection for disabled
people against discrimination in federally-funded programs. Even though the Act
was passed in 1973,

California's Fair Employment and Housing Act provides compensatory and pupunitive damages where the
ADA does not.) New York
State and New York City
have particularly strong
human rights laws.

ADA TIMETABLE
August 26, 1990
PUBLIC TRANSPORTATION

impleSpotlight on 504 and the

Americans with D icabilities Act
-thirds
attribute
these gains
-,ederal
programs and
menting regulations were
not issued until 1977 — and
then only after extensive
demonstrations by people
with disabilities throughout
the country.
Following the issuing
of 504 regulations, several
states and localities also
passed laws to protect the
rights of disabled people.
Some of these laws provide
greater protection than the
Americans With Disabilities
Act, discussed in detail on
the next page, and when
that is the case the state law
applies. (For example

"On the fifth of April, disabled

laws passed

activists took action in 10 cities
across the country... and staged
sit-ins in federal office buildings.

since the late

Their demand: that the 504
regulations be signed... On April

1960's.

28, the demonstrators learned that
Secretary Califano had signed the
504 regulations." Chava Willig
Levy, A PEOPLE'S HISTORY OF

THE INDEPENDENT LIVING
MOVEMENT.

All transit buses purchased or leased after
August 26, 1990, must be
accessible.

January 26, 1992
PUBLIC ACCOMMODATIONS
(AL IERATIONS)

Every private business
must make alterations to
enable disabled customers
to utilize its services. This
applies to all types of establishments — dry cleaners,
theaters, bowling alleys,
restaurants, hotels, stores,
pharmacies, doctor's
offices and other businesses dealing with the public
(regardless of size or
number of employees).
STATE AND LOCAL
GOVERNMENT SERVICES

all activities are to be
accessible.

July 26, 1992
EMPLOYMENT
The facilities of employers with 25 or more
employees must be
accessible to employees
January 26, 1993
PUBLIC
ACCOMMODATIONS
(NEW CONSTRUC I ION )

New facilities designed
and constructed for first
occupancy later than
January 26, 1993, must be
accessible.
PUBLIC TRANSPORTATION

New transit stations built
after January 26, 1992,
must be accessible.

July 26, 1993
STATE AND LOCAL

PUBLIC TRANSPORTATION
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vsfill prohibit discriination.
measure extends the protections of theD64 law to 43 million
pairm
mental iments.
It
OT on disability. It will require places of public accomand
in employmentbased
cans
with physical
modation,like
restaurants, hotels, theaters and stores, to be accessible to
disabled patronsvAth
and equipment
will mandate
gradual
replacement
of -impaired,It
thatthecan
accommodate
the handicapped.

ust

will makecar
telephone
services available for the deaf and speech
s
railoroad
When the president sig,ns thisbill, as lie has promised to do,and
nationwide.
millions who will directly benefit% its provisions will have cause
for
© Washing[on Past
celebration. So will their fellow citizens; a new era of fairness
opportunity 'llbegin.

All Key transit stations
must be retrofitted to
accommodate the
physically disabled by
July 26, 1993.
TELECOMMUNICATIONS

Third-party relay services
must be available for individuals with hearing and
speech disabilities.
July 26, 1994
EMPLOYMENT

The facilities of employers with 15 or more
employees must be
accessible.

Pollster Louis
Harris says

is is the
_ ,gest
idorsement
le federal
gc ernment
at the firm
g as ever

seen.

President Bush signs the Americans with Disabilities Act of 1990.
Standing, left to right: Reverend
Harold Wilkie; and Sandra Parrino, National Council on Disability.
Seated, left to right: Evan Kemp,
Chairman, Equal Employment
and Opportunity Commission;
President Bush; Justin Dart,
Chairman, President's Committee
on the Employment of People
with Disabilities.

VHO IS COVEREE
Y THE ADA

On July 26, 1990 President
George Bush signed the
Americans with Disabilities
Act into law. This act assures the legal equality and
civil rights of persons with
disabilities in employment,
transportation, health care,
state and local government,
public accommodations
and telecommunications. =

• People with a mental or
physical impairment that
substantially limits one or
more major life activities.
Major live activities are
walking, breathing, performing manual tasks, learning, caring for oneself, and
working. This includes persons with AIDS and other
chronic conditions.

ii

WHAT THE ADA
COVERS

Employment
Applies to private employers, state and local governments, employment agencies and labor unions. The
act seeks to insure that disabled people are treated no
differently from anyone else.

Eastern Paralyzed Veterans Association reports that
"less than one-quarter of employees with disabilities need
accommodations, and nearly
70% of such accommodations
cost less than $500 per disabled employee."

Information &
Section 504 requirements Referral on the ADA

applying to government
contractors and institutions
that receive federal funds
• People who have a record Reasonable accommodation are almost identical to the
is not spelled out in the law
of such an impairment.
ADA. Of nearly 370 firms
because
each disabled perFor example: someone with
sampled, 70% indicated
a history of cancer that is cur- son's needs must be consid- that making the necessary
rently in remission, a person ered and accommodated on changes in public accommoan individual basis. Examwith a record of mental illdations cost $100 or less.
ples of reasonable accomness, recovered alcoholics
Half of the changes cost
modation include:
and drug addicts, and
nothing.
people undergoing rehabili- • Making existing facilities
readily accessible
tation who are no longer
Public
Job
restructuring
•
using illegal drugs.
Accommodations
• Modifications of
The ADA applies to private
equipment
• People who are regarded
entities that deal with the
•
Provision
of
qualified
as having an impairment.
public,
including retail
readers or interpreters.
Protects individuals who are
stores, restaurants, hotels,
treated by others as though
theaters, doctors' offices,
Are The Costs
they have a substantially
pharmacies, libraries, museof Reasonable
limiting disability even
ums, parks, private schools
though they may not have
Accommodation
and day care centers.
such an impairment. An
A Hardship to
People with disabilities
example would be a person Employers .
are
entitled to full and equal
with controlled high blood
A recent Chicago Tribune
enjoyment
of goods, servicpressure or a severe
survey says this is rarely the es, facilities, advantages,
disfigurement.
case. 75% of employers sur- privileges, or accommodaveyed said the average cost tions.
of employing a person with
a disability is about the same State And Local
as the cost of employing a
Government
non-disabled person.
Services

About Reasonable
Accommodation

Telecommunications
All telephone companies
must provide third-party
relay services for individuals
with hearing and speech
disabilities.

All government facilities, services and communications
must be accessible to people
with disabilities. A person
may not be refused a service,
program or activity simply
because of a disability.

There are federally funded
information and referral
centers on the ADA in each
region of the country. These
centers provide basic information and make referrals
for technical assistance and
training. See For More
Information for a listing of
these centers.
"Right now a barrier to
HIV-infected people is the fear
of losing their jobs and homes
if people find out they are
infected," says Chet Kelly,

administrator of the AIDS
Activities Section for the Illinois Department of Public
Health. "The ADA will legally protect them from this
discrimination. For instance,
an HIV-infected person might
require a 'reasonable accom modation' in the form of time
off from work to battle an
HIV-related illness."

Chicago Tribune

For
More
Information
T.
In 1992 the National Institute on Disability
and Rehabilitation Research (NIDRR), a
part of the US Department of Education,
funded ten regional disability and business
technical assistance centers (DBTACs) to
help the country implement the Americans
with Disabilities Act For information about
the ADA, call:
1-800-9494232 Voice /TDD
Your free call will ring through to the
NIDRR DBTAC responsible for the region
that contains your area code.
Region I (CT, ME, MA, NH, RI, VT)
University of So. Maine
Muskie Institute of Public Affairs
145 Newberry St
Portland, ME 04101
207-874-6535 V/TDD
207-874-6529 fax
Region II (NJ, NY, PR, VI)
United Cerebral Palsy
354 So. Broad St
Trenton, NJ 08608
609-392-4004
609-392-7044 TDD
609-392-3505 fax
Region DI (DE, DC, MD, PA, VA, WV)
Endependence Cl/ of No. Virginia
2111 Wilson Blvd., #400
Arlington, VA 77701
703-525-3268 V /TDD
703-525-6835 fax
Region IV
(AL, FL, GA, KY, MS, NC, SC, TN)
United Cerebral Palsy Association, Inc./
National Alliance of Business
1776 Peachtree Rd., #310N
Atlanta, GA 30309
404-888-0022
404-888-9007 V /TDD
404-888-99091 fax
Region V (IL, IN, MI, MN, OH, WI)
U.of Illinois at Chicago
U. Affiliated Program
1640 W Roosevelt Rd
M/C 627
Chicago, IL 60608
312-413-7756 V/TDD
312-413-1326 fax
Region VI (AR, LA, MN, OK, DO
Independent Living Research Utilization
Institute for Rehab. & Research
2323 S. Shepherd St., Suite 1000
Houston, TX 77019
713-520-0232
713-520-5136 TDD
713-520-5785 fax
Region VII (IA, KS, NE, MO)
U. of Missouri at Columbia
816 Santana Dr
Columbia, MO 65203
314-882-3603 V/TDD
314-884-4925 fax
Region VIII (CO, MT, ND, SD, UT, WY)
Meeting the Challenge, Inc.
3630 Sinton Rd., #103
Colorado Springs, CO 80907-5072
719 141 0252 V /TDD
719 144 0269 fax
Region D( (AZ, CA, HI, NV, Pacific Basin)
Berkeley Planning Associates
440 Grand Ave, #500
Oakland, CA 94610
510-465-7884
800-949-4232 TDD
510-465-7885 fax
Region X (AK, ID, OR, WA)
Washington State Gov's Comm.
on Disability
Issues & Employment
P.O. Box 9046
Olympia, WA 98507-9046
206-438-3168
206-438-3167 TDD
800-HELP-ADA
206-438-4014 fax

Office on Americans with Disabilities Act
Civil Rights Division
US Department of Justice
P.O. Box 66118
Washington, DC 20035-6118
202-514-0301 voice
202-514-0380(1) TDD
202-514-6193 Electronic Bulletin Board
Provides information on Titles II, III which
deal with public accomodation and
commercial facilities
US Equal Employment Opportunity
Commission
1801 L Street NW
Washington, DC 20507
202-663-4638 voice
202-663-7026 TDD
Provides information on Title I which deals
with employment. Has an ADA Policy
Division and an ADA Technical Division.
US Architectural & Transportation Barriers
Compliance Board
1331 "F" st., NW, Ste 1000
Washington, DC 20004
800-USA-ABLE voice
202-272-5449 TDD
Provides information on speciific accessibility requirements under Titles II, DI which
deal with public transportation and public
accommodations.
Federal Communications Commission
Office of Public Affairs
1919 "M" St., NW
Washington DC 20554
202418-0200
Provides information on Title IV dealing
with telecommunications.
Internal Revenue Service
202-622-5000
Provides information on tax credits to businesses including the new "disabled access
tax credit' that was induded in the 1990
Budget Reconciliation Act to help small
businesses comply with ADA.
The Disability Rights Education and
Defense Fund, Inc, (DREDF)
2212 6th St.
Berkeley, CA 94710
510-644-2555
A major actor in the disability rights movement, DREDF, monitors legislation and
conducts training and research programs.
DREDF offers concise and up-to-date
information on civil rights of disabled individuals. The Disability Rights Review, a
quarterly newsletter, reports on legislative
and judicial activities affecting civil rights.
SPECIAL EDUCATIC
ERIC Clearinghouse on Handicapped
and Gifted Children (ERIC/EC)
Council for Exceptional Children
1920 Association Drive
Reston, VA 22091-1589
703-620-3660 voice and TDD
A comprehensive computerized database
of bibliographic references to studies on all
aspects of special education. Also publishes
information materials such as digests and
bibliographies.
The Council for Exceptional Children (CEC)
1920 Association Drive
Reston, VA 22091
703-620-3660 voice and TDD
Although there is overlap between ERIC/
EC and CEC, ERIC/EC primarily collects
studies funded by the Education Dept., and
CEC maintains a more extensive database
that includes publications on other disability-education topics.
National Information Center for Childen
and Youth with Disabilities
Box 1492
Washington, DC 20013
800-695-0285
Free information service to help parents, educators, caregivers and advocates improve
the lives of children and youth. Provides
fact sheets on major disabilities and parent
groups and addresses of state level resources on disability for all states.
HEATH Resource Center
National Clearinghouse on Postsecondary
Education for Individuals
with Disabilities
One Dupont Circle, Suite 800
Washington,D.C. 20036-1193
202-939-9320 voice and TDD
800-544-3284 voice and TDD
This Clearinghouse covers all aspects of
college and vocational technical schools,
adult education programs and opportunities for disabled students on American
campuses.
National Association of Protection
and Advocacy Systems, Inc.
900 2nd St., NE, Ste 211
Washington, DC 20002
202-408-9514
This is the National Association of Protection and Advocacy (P&A) agencies that
operate in each state. The P&A agency is
designated by the governor and independent of provider systems to protect and

•

enforce the rights and interests of persons
with developmental and mental disabilities
For the agency in your state, inquire with
the state's Developmental Disabilities
Council or with the National Association of
Protection and Advocacy Systems, Inc.
Technical Assistance for Parent Programs
95 Berkeley St., Ste 104
Boston, MA 02116
617-482-2915 voice and TDD
This is a network of Federally supported
parent of disabled children information
and training programs around the nation.
Contact them to identify a parent group in
your state.
EMPLOYMENT
President's Committee on Employment
of People with Disabilities
1331 "F" St. NW, 3rd Floor
Washington, DC 20004-1107
202-376-6200
Provides material to promote employment
of people with disabilities and to facilitate
hiring by industries and businesses. There
are Governor's Committees on Employment of People with Disabilities in each
state with the same mission.
Job Accommodation Network (JAN)
West Virginia University
809 Allen Hall
PO Box 6123
Morgantown, WV 26506
800-JAN-PCEH voice and TDD
Provides employers with information on
accommodation of disabled workers.
Information comes from businesses and
industries which have successfully accommodated disabled workers and are willing
to share these experiences.

State Departments of
Rehabilitation
Disabled persons who need vocational
rehabilitation, counseling and/or job
training should contact the local office of
the state-operated rehabilitation agency.
The rehabilitation agency is listed in the
telephone directory under the heading of
state agencies.

These are community based, not-for profit
corporations governed and controlled by
people with disabilities. Centers provide a
wide range of services including employment training and information and referral
to training opportunities if the center itself
does not offer it. To obtain the address of the
independent living center nearest you,
contact the Department of Rehabilitation
in your state, or consult the telephone
directory under private agencies
ACCESSIBLE HOUSING
Center for Universal Design
North Carolina State University
Box 8613
Raleigh, NC 27695-8613
919-515-3082 voice and TDD
The Center conducts research and makes
available design solutions, training and
technical assistance for barrier-free housing.
US Architectural & Transportation Barriers
Compliance Board
(See under THE ADA)
Created by the Rehabilitation Act to enforce
the Architectural Barriers Act of 1968, this
federal agency handles written complaints
about inaccessible facilities covered by
federal law (originally only federal buildings, but since enactment of the Americans
with Disabilities Act in 1990, public accommodations and commercial facilities are
also covered by federal law). The ATBCB
publishes a free quarterly newsletter,
Access America.
American National Standards Institute, Inc.
11 W 42nd St., 13th Floor
New York, NY 10036
The Institute publishes the American
National Standard for making buildings
and facilities accessible.
Independent Li g Centers
Independent living centers are knowledgeable about accessible housing in their
communities. To obtain the address of the
independent living center nearest you,
contact the Department of Rehabilitation
in your state, or consult the telephone
directory under private agencies.
RECREATION
Vinland National Center
PO. Box 308
3675 Ihduhapi Rd
Loretto, MN 55357
612479-3555
Vinland is a health-sport center for disabled
persons and serves as a national information service on recreation and sports for
disabled persons. It puts inquirers in touch
with local, regional and national groups
and recreation facilities.

Local Information on
Recreation
For access to local recreation programs
serving disabled individuals, call the independent living center or the generic information and referral center in your community and/or the parks and recreation
office in your community or state which
can provide information on accessibility of
parks and recreation facilities.
Sports Organizatic
There are many sports organizations for
and by disabled persons in the country.
Your public library may have some of the
periodicals on recreation and sports of disabled people, such as the Special Recreation
Digest, Sports'n'Spokes, Disabled Outdoor
Magazine, Palaestra: The Forum of Sports,
Physical Education and Recreation for the
Disabled, to name a few.
ASSISTIVE TECHNOLOGY
AND TELECOMMUNICATIONS
Abledata
8455 Colesville Rd., Ste 935
Silver Spring, MD 20910
800-346-2742
A computerized database of more than
15,000 commercially available products
which can help disabled persons to increase
their independence and compensate for
functional limitations.
Alliance for Technology Access
2173 East Francisco Blvd., Suite L
San Rafael, CA 94901
4154554575
Alliance for Technology Access is a national
network of community based technology
resource centers working with individuals
with disabilities to access conventional
assistive and information technologies.
Trace Research and Development Center
on Communication, Control and Computer
Access for Handicapped Individuals
S 151 Waisman Center
University of Wisconsin-Madison
1500 Highland Ave
Madison,WI 53705-2280
608-262-6966
Addresses the communication needs faced
by non-vocal, severely disabled children
and adults. Offers many publications in the
area of augmentative communication and
computer access for disabled individuals.
Tele-Consumer Hotline
1910 K St. NW, Suite 610
Washington,DC 20006
1-800-332-1124
Telecommunications for the Deaf, Inc
8719 Colesville Rd., Ste 300
Silver Spring, MD 20910
301-589-3006 TDD
301-589-3786 Voice
DISAIKUTY STATISTICS
Disability Statistics Program Information
Service
Institute for Health and Aging
University of California, San Francisco
201 Filbert St, Suite 500
San Francisco, CA 94133-3203
415-502-5210
415-502-5208
Provides the most recent published statistical data on disability in areas such as demography, epidemiology, health service
use, cost and coverage, employment and
earnings, social services and benefits.
INDEPENDENT LIVING
National Council on Independent Living
(NCIL)
2111 Wilson Blvd., #405
Arlington, VA 22201
703-525-3406 VOICE
703-525-3407 TDD
703-525-3408 fax
NCIL is a national membership organization representing independent living centers and people with disabilities. The organization conducts and coordinates national
advocacy efforts of the Independent Living
Movement and works to strengthen independent living centers through the provision of technical assistance, public education and other membership services.
World Institute on Disability
510 16th St
Oakland, CA 94612-1502
510 763 4100 voice/TDD
510 763 4109 fax
WID is a disability-led organization that
works extensively in independent living
(see back cover). WID operates a Research
and Training Center (RTC) on Public Policy
in Independent Living in collaboration with
the Western Consortium for Public Health
(a non-profit corporation sponsored by the
schools of public health and university
extensions, University of California at
Berkeley and the University of California
at Los Angeles) and InfoUse, a private
research firm. The RTC is currently study-

ing a range of public policy issues including Personal Assistance Services, personal
leaedership, community assessment and
change, and independent living. WID's
RTC provides information, technical
assistance and training to a wide audience.
(For more information on RTCs, see
NIDRR at right)
pendent Living Research Utilization
(ILR
2323 S. Shepherd, Suite 1000
Houston, TX 77019
713 520 0232
713 520 5785 fax
713 520 5785 TDD
ILRU is a disabled-led organization that
conducts a range of projects focusing on independent living and the ADA. It functions as the national program office for the
Robert Wood Johnson Foundation program in independent living. ILRU maintains an
up-to-date directory of independent living
centers in the US and Canada which can be
purchased along with other resource materials on independent living. ILRU operates
a Rehabilitation Research and Training
Center (RTC) that conducts research, training and technical assistance focusing on
improving management effectiveness of
independent living centers (for more information about RTCs, see NIDRR below).
University of Kansas
Research and Training Center on
Independent Living (Underserved)
4089 Dole
Lawrence, KS 66045
913 864 4095
The U of KS RTC conducts in-depth research on critical issues in the independent
living field. The center produces materials
developed from preliminary studies,
research reports and training activities. A
catalog listing materials which are available in printed form and audio-cassettes
will be sent on request.
National Rehabilitation
Information Center (NARIC)
8455 Colesville Rd, Suite 935
Silver Spring, MD 20910-3319
800 346 2742 voice and TDD
301 588 9284 voice and TDD
301 587 1967 fax
NARIC is the depository of all research results, training and demonstration projects
and any publications resulting from grants
of the National Institute on Disability and
Rehabilitation Research (NIDDR), which
are processed and made available through
a database of bibliographic references. The
database also contains references to a wide
range of journal articles, policy studies and
audiovisuals in the disability field.
National Institute on Disability and
Rehabilitation Research
(NIDRR)
Dissemination and Utilization
400 Maryland Ave SW
Washington, D.C. 20202-2705
202-205-9184
NIDRR is the research branch of the Office
of Special Education and Rehabilitation
Services within the Department of Education. It administers a number of grant
programs including research and training
centers (RTCs). RTCs carry out research,
training and dissemination and are valuable resources for information and
technical assistance in their subject areas.
Currently there are more than 30 RTCs
(including WID and ILRU which are
described above) and they work in a wide
range of issues including medical rehabilitation, vocational rehabilitation, employment, and the needs of specific populations
or disabling conditions. For more information, contact NIDRR.
INT1

'it COALITIONS

Disabled Peoples' International (DPI)
101-7 Evergreen P1
Winnipeg, MB R3L2T3
Canada
204-287-8010
204453-1364 fax
204-284-2598 TDD
DPI is a worldwide membership organization of national organizations of disabled
persons. Its primary purpose is to be a
voice for persons with disabilities internationally and to be a vehicle for self-help
for disabled people. DPI provides public
education and monitors legislation,
programs and services affecting disabled
people throughout the world. DPI encourages and facilitates the development of
organizations of disabled people in all
regions of the world with special emphasis
on developing countries. DPI is divided
into five regions and has developed a
regional infrastructure of assemblies and
councils.

This publication is truly a collaborative product and represents
the thoughts and efforts of many
people at WID and in the Independent Living Movement. I would
especially like to thank Steve
Brown, WID's Training Director,
for his contribution to the theme of
the publication, to Ramon Jimenez
for his skillful editing, Ed and Judy
for their ideas and support, and
Victoria Weisfeld of the Robert
Wood Johnson Foundation for her
encouragement, patience and
support.
Joan Leon, author.

WOOD JOHNSON FOUNDATION INITIATIVE TO
IMPROVE SERVICE SYSTF' FOR PEOPLE WITH DISABILITIES 1990-94

In the late 1980's a number of disability leaders, induding Ed, Judy
and others at WID, helped The Robert Wood Johnson Foundation
design a new grant initiative to support the development of more
comprehensive systems of services for people with disabilities. This
initiative, coordinated through a national program office at Independent
Living Research Utilization (ILRU) in Houston, Texas, provides four
years of funding to twelve competitively-selected ILCs nationwide to
enable them to increase the effectiveness of the supportive services they
provide. The awards were made in 1990 to the following organizations:
ABILITY CENTER OF GREATER TOLEDO

Sylvania, Ohio
ABILITY RESOURCES

Tulsa, Oklahoma
ALPHA ONE

South Portland, Maine

WORLD INSTITUTE-DISABILITY

ANN ARBOR CENTER FOR INDEPENDENT LIVING

Ann Arbor, Michigan
ATLANTIS COMMUNITY

Denver, Colorado
510 Sixteenth Street
Suite 100
Oakland, CA 94612-1502
510 763-4100 Voice or TDD
510 763-4109 Facsimile

WID is a non-profit public
policy, research and training
institute that works toward
independence and quality of life
for all people with disabilities,
regardless of age. More than half
the staff and board are people with
disabilities. WID works closely
and collaboratively with an
international network of people
with disabilities, policy makers,
corporations, non-profit organizations, government agencies and
individuals to achieve its mission.

CENTER FOR INDEPENDENCE OF THE DISABLED IN NEW YORK

New York, New York
CENTER FOR LIVING & WORKING

Worcester, Massachusetts
MONTANA INDEPENDENT LIVING PROJECT

Helena, Montana
RESOURCES FOR INDEPENDENT LIVING

Sacramento, California
SOUTHEASTERN MINNESOTA CENTER FOR INDEPENDENT LIVING

Rochester, Minnesota
STAVROS CENTER FOR INDEPENDENT LIVING

Amherst, Massachusetts
SUMMIT INDEPENDENT LIVING CENTER
Missoula, Montana

