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Good Afternoon. | am Tony Coelho, Chair of the Board of the Epilepsy Foundation,
Secretary of the Board of the American Association of People with Disabilities,
businessman and former Member of Congress. As you may know, | was the original
author of the Americans with Disabilities Act and introduced the bill in 1988 — together
with Senator Lowell Weicker - when | served in the US House of Representatives; we
introduced the bill together, in order to ensure the ADA was both bicameral and
bipartisan. It is a pleasure today to be back here and speaking to you, Chairman
Sensenbrenner, Mr. Conyers, Chairman Chabot and Mr. Nadler and other distinguished
Members of this Committee and Subcommittee. | want to thank you all for holding this
oversight hearing today and for offering us the opportunity to talk about the ADA — its
successes and challenges for the future.

Sixteen years ago we made a lot of promises when we signed the Americans with
Disabilities Act into law. Through the passage of the ADA we promised our fellow
Americans who have disabilities the right to share in our country’s greatest strengths --
our capacity for progress and advancement.

I believe that prosperity and justice are not meant to be hoarded but shared; that when the
American dream is available to ever-greater numbers of us, that itself is the well-spring
of our national security and prosperity.

For generations of Americans, the right and ability to work at a trade or profession was
the key to individual realization of that dream, and the national prosperity that followed.

But, as | learned when my epilepsy was discovered, and legalized bigotry left me
unemployed and unemployable, work means much more than financial stability.

My passion for expanding job opportunities for Americans with disabilities is rooted in
my life — in the pain and personal failure | felt when | was prevented from working — and
in the confidence and ability to contribute I rediscovered when | was finally able to find
work once again

I have always been outspoken about my disability. | believe that if you want to change
people’s perceptions, particularly of hidden and stigmatized disabilities like epilepsy, you
have to be outspoken about it. People have to see that any one of us could be affected by
disability, that people with disabilities are not somehow “other” than those without.
When | was in Congress, | was a primary sponsor of the Americans with Disabilities Act
because | knew firsthand how a person could be qualified to do a job, but still be



excluded from employment because of others' misunderstanding and fears. | knew then,
as now, that people with disabilities may be discriminated against because their condition
is a disability, or because the employer thinks it is a disability even if it is not in fact
substantially disabling, and sometimes, just because someone has a past history of a
disability.

Even though my epilepsy did not interfere with my ability to work or participate in other
daily activities, | was unfairly denied many opportunities simply because of the stigma
associated with my health condition and the ignorance of others. Stigma and ignorance
about epilepsy persists today and still results in the denial of equal opportunity to many.
There is similar stigma and ignorance about a whole range of other disabilities which
may be “controlled” to a certain extent such as mental illness and diabetes -- which
likewise may effectively rob many others of their part of the American dream.

As the author of the ADA, | absolutely intended the legislation to cover people with
disabilities who took medication or used a corrective device to alleviate their condition
but were nonetheless denied employment or fired from employment because of their
disability. | absolutely intended it to cover people whose conditions did not actually
interfere with daily living, but who were treated by others as having a disability. I believe
that everyone in Congress who voted to pass the bill understood that it applied to people
like me. I intended this bill to apply to the discrimination that | faced in my family, my
church, and my government because of my epilepsy.

The ADA has now become a model for anti-disability discrimination legislation around
the world, as more and more countries adopt civil rights protections that promote the full
integration of people with disabilities and the protection of their civil rights. America
and Congress when it passed the ADA, proposed a true model to the rest of the world —
because of our goal and dedication to the full inclusion of all Americans into the
mainstream of life. This includes our understanding and belief that people who have
disabilities are fully capable of working in competitive employment and being productive
members of society. Sometimes a reasonable accommodation, one that is not unduly
burdensome, is needed; often it isn’t. The support for the ADA was bipartisan,
bicameral and complete; we all understood that if we do not integrate people with
disabilities, we not only cause them and ourselves to suffer, we also expend enormous
resources to support people who actually want and are capable of supporting themselves.
That is a far different attitude and goal than many other countries have; rather, attitudes
of paternalism, caretaking, and exclusion are the norm. Though we have a long way to
go internationally, 1 am very proud of what we — what you in Congress, have done in
passing the ADA. You have been able to produce a model for people in over 50
countries, to guide our world to a better place.

Since the ADA was enacted, there have been many positive changes for which you in
Congress must be recognized. For example, there has been a noteworthy reduction in
physical barriers — everywhere one sees signs of a more accessible world, and that is
rapidly getting better as new office buildings and businesses are built in compliance with
the law. All of us have benefited from these changes in our physical and environmental



space, and the attitude of inclusion that accompanies those changes. Curb cuts and ramps
designed to allow access for people with wheelchairs help parents with baby carriages,
delivery people, mail carriers making their rounds, and elderly people.

You in Congress also changed lives by passing the ADA in the area of access to
information through technology usable by people with disabilities. Thanks to the ADA's
clear call to equal access to the goods and services offered by public accommodations,
people with disabilities are, more than ever before, finding it easier to privately and
independently make purchases at retail stores (such as pharmacies) with accessible point
of sale machines. More and more automated teller machines provide accessible controls
and audible output for people with vision loss.

When the law was passed, we heard fears from the business community that compliance
with the ADA might be too costly, too burdensome. That has not proven to be the case.
The average business faces only minor costs in complying with the ADA. In fact,
businesses and the service industry now increasingly recognize that far from being a
burden, being accessible to people with disabilities actually provides more business
opportunities and income for the business. It makes economic good sense for business to
be fully accessible and inclusive.

There are other benefits that have accrued to all of us as a result of Congress’ passage of
the ADA. Today, when you apply for a job, you do not need to reveal whether you have
a physical condition or disability — you simply need to indicate whether you can safely
perform the work, with or without an accommodation. The law precludes questions
about disability before an employment offer is made, and so now helps to identify and
route out covert discrimination based upon stigma and attitude. This has not only
increased opportunities for people with disabilities to contribute to the workforce and to
society, but has also enriched the lives of those who work alongside them and learn from
them as well as those who reap the benefits of their work.

These are all examples of the real and significant progress for people who have been too
often locked out of everyday life, forced to rely upon government handouts and charity
because they cannot get a job or participate in society.

We have much more to do, however. We have not gotten very far on our goal of
protecting the civil rights of all people with disabilities, and promoting equal opportunity
for all. Too many Americans with disabilities can still not participate in the same range
of activities that the average citizen has available. Sixteen years after the ADA, despite
the mandate of Congress and the Administration, too many areas of business and
commerce open to the general public, including virtual (e.g., internet) goods and services,
remain inaccessible to people with disabilities. Today, and despite clear congressional
intent and agency guidance, it still is not the standard in this country that commercial
websites provide to people with disabilities the same ease of access, scope and reliability
of information, and independence to transact business as is provided to other customers.

The employment situation for people with disabilities is especially bleak. Too many
American businesses still fail to employ people with disabilities. Unemployment and



underemployment rates for people with disabilities remain as high as they were when the
ADA was passed; in fact, in some sectors, notably the federal government, the rate of
employment of people with disabilities is actually lower now than it was over the last
decade or so.*

Too many people with disabilities continue to sit at home or languish in institutions,
isolated from the rest of the community. Waiting lists for services in the community for
people with severe disabilities are long and getting longer. Gainful employment remains
an unfulfilled dream. Serious attitudinal barriers to hiring people with disabilities remain
the norm; while many employers recognize the ideal of integration and full employment,
fear and concern about liability and costs continue to make others shy away from hiring
people with disabilities. For the many adults and children with disabilities who remain
warehoused unnecessarily in institutions, opportunities to work, learn, and to participate
in family, social and cultural activities are severely curtailed, as the Supreme Court has
recognized.

What has happened in the last sixteen years? Why has more progress not occurred?
While there are a number of areas of concern, and many reasons for this state of affairs, |
would like to focus specifically on the employment area. Unfortunately, there has been a
concerted effort by lawyers for employers, supported by a federal judiciary that does not
understand the ADA and what Congress meant when it passed the ADA. As a result,
there has been a tendency to try to limit the scope and coverage of the law. As has now
been amply recognized and described in numerous law reviews, articles, and other
publications,? in the years since the ADA's enactment,

the federal courts have chipped away at the law's protected class by adopting
overly narrow rules for the analysis of who meets the statutory definition of
"disability." As a result of a string of Supreme Court decisions and hundreds of
cases in the lower federal courts, it has become very difficult for individuals with
certain health conditions to establish that they have a disability for purposes of the
ADA. ...People with epilepsy, diabetes, cancer, psychiatric diagnoses, and other
conditions that are well controlled with medications or other disease management
strategies are routinely dismissed as outside the protection of the statute. With the
definition of disability dramatically contracted, millions of Americans who
continue to experience disability discrimination are barred from challenging these
abuses in the courts. Further, win or lose, many employment discrimination
victims are now subjected to irrelevant questions about their personal lives and
private health information that have nothing to do with the merits of their
discrimination case.®

Even people with severe complications from these diseases such as amputation and nerve
damage — have been told they are not “disabled enough” to bring a discrimination claim.
And this has been the case even when the employer has explicitly said that an
employment opportunity is being denied because of the medical condition.



Today, as a result of the Supreme Court’s opinion in a trilogy of cases decided in 1999,
and other subsequent ADA employment cases,” there is a very good chance that if you
have a disability such as epilepsy, diabetes, cancer, multiple sclerosis, or mental illness,
you are likely to discover, should you attempt to press a discrimination charge on the
basis of your disability, that you are not protected from unfair discrimination. If you
have your disability controlled in whole or in part by medication, or other intervention
(known as a mitigating measure), you are going to be found not disabled enough to have
the benefit of the law, and therefore not protected by the ADA. If your disability is
episodic — it only has an actual impact on you periodically or briefly — you are going to
be found not disabled enough to be covered by the law. If an employer admits that he
REGARDED you as having a disability and refused to hire you as a result, it is highly
likely that a court review of that decision will find that because the employer can produce
a simple statement that he only regarded you as unable to do this particular job, and not
any job in the workplace, you are not protected by the ADA.

So, as the state of the law now stands, you can get fired or not hired because you have a
physical or mental condition that may or may not pose an actual barrier to your ability to
do a particular job — but you have no recourse under the law as it’s being interpreted,
because courts focus on who is covered or not, rather than on whether illegal
discrimination has occurred! That is not what we envisioned when the ADA was crafted
and passed. It ignores common sense, clear Congressional intent, and explicit federal
regulations interpreting the ADA. It also ignores experience and history with the ADA’s
predecessor laws, including Section 504 of the Rehabilitation Act of 1973 and state anti-
discrimination laws that allowed people to sue for unfair discrimination based upon a
broad definition.

Very briefly, the ADA’s definition of who has a disability, based upon the Rehabilitation
Act of 1973 definition of disability, says that three groups of people are covered by the
law. That is, a person with a physical or mental impairment that substantially limits one
or more major life activities, a person who is regarded as having such a mental or
physical impairment, or a person who has a history of such a mental or physical
impairment (that is, one that substantially limits one or more major life activities) is
covered by the law.® This definition requires courts to determine at least three things.
First, the court must determine that a condition, such as epilepsy, is a physical or mental
impairment. Second, the court must determine that a major life activity is involved.
Major life activities include activities such as working, sleeping, walking, caring for
oneself and reproduction. Third, the court must determine that the condition
substantially limits the person’s ability to participate in or to perform the major life
activity.

Once those decisions are made, the substantive question of whether there has been illegal
discrimination is raised. A person must show that he or she is able to carry out the
essential functions of a job, with or without a reasonable accommodation to the disability,
that is, that one is qualified for the job at hand. The individual must also show that he or
she suffered an adverse employment action because of the disability. Was a person with
a disability who could do the job kept from doing the job because of prejudice based on



that person’s medical condition? Instead, today, most times the question of qualification
is never dealt with by the courts. Instead, the focus of time, energy, and resources of both
the employer and the employee or applicant, is on a determination of who has a disability
under the law. A recent review of cases in the area of epilepsy shows that in 32 out of 42
cases, the federal courts have found that the individual does not have a disability under
the ADA. Thus, people are being thrown out of court before there is ever a determination
of qualification to do the job.

While the Supreme Court has not ruled on an epilepsy case, many lower courts have with
disastrous results. For example, a woman with uncontrolled nocturnal seizures, who
could not do rotating shift work without some accommodation, is not disabled and
therefore not protected by the ADA, according to the 4™ Circuit.” A warehouse worker
whose breakthrough seizures, brought on by a temporary illness, caused him to miss
work, was not substantially disabled, and therefore, not protected by the ADA, according
to a federal court in Texas. The judge who wrote the opinion said he wanted to rule in
favor of coverage for the worker, but felt he could not, given the Supreme Court’s
mandate.® A firefighter whose medical condition was completely controlled but who
was denied employment because of a rule that said no one with epilepsy can be hired for
his job, was found not protected by the ADA.® The cases go on and on, and similar
decisions closing the door of the ADA have been reached in cases concerning other
disabilities.

I focus on epilepsy and seizures in particular because so many of the negative cases
concern this condition, and Congress clearly intended to cover such individuals. It seems
to me, if you cannot get a job because of your medical condition, or if you lose a job
because of your medical condition, you should be within the ADA’s intended protection.
You should be permitted to demonstrate whether or not you can perform the essential
functions of a job. This doesn’t mean that every person with a disability in entitled to the
job of his or her choice. But at least you should be within the law’s coverage. Instead,
federal courts, relying upon the Supreme Court’s failure to carry out Congressional
intent, misapplication and misunderstanding of the ADA have so narrowly construed the
ADA as to have effectively written people like me out of my own bill!

What can be done to correct this state of affairs? First, we look to the Administration to
continue to assist with the implementation and aggressive enforcement of the mandates of
the ADA. We appreciate the support that has come from the Justice Department and
from the Equal Employment Opportunity Commission and other implementing agencies
on the range of issues that people with disabilities face. We will continue to need support
from these agencies, and increased vigor in their technical assistance, education, and
enforcement would only help. In areas other than employment, obviously, there has been
litigation to enforce the requirements of the ADA, and decisions have been both positive
and negative. It is unfortunate that litigation is necessary to implement the law’s
mandate, but that is the state of affairs, and the disability community will continue to
work to shape legal opinion through the courts in line with Congressional mandate when
it passed the ADA. As an increasing number of public accommodations move to the
Internet as a significant, if not the exclusive, commercial means for offering their goods



and services, it will be imperative to ensure that the ADA’s promise of nondiscrimination
and equal access is implemented in a way that ensures that people with disabilities have
ready access to all goods and services. In this and other areas, including full inclusion of
Americans into their community, it is possible that we will need to return to Congress to
seek assistance in carrying out the ADA’s intent and mandate.

But to address the specific problem of the exclusion from coverage of individuals that
Congress fully intended to be protected by the ADA, | firmly believe we must take
legislative action now. We look to Congress to restore the coverage of people with
disabilities, undo the restrictions placed by the Supreme Court on the classes of people
protected by the law, and reopen the remedies available to those who successfully prove
ADA violations. We must restore responsibility for employers to comply with the
requirement for meaningful accommodations. We must reverse the Court’s decisions that
permit people with diabetes, heart conditions, cancer and epilepsy to lose their legal
rights, because medications make them “too functional” to be protected under the law.

There are a number of ways to restore the promise of the ADA. Congress would be well
served to begin its consideration with the 2004 report of the National Council on
Disability, “Righting the ADA,” which contains an analysis of all the Supreme Court’s
erroneous interpretations of the ADA and Congressional intent, and includes proposed
legislative solutions. It should be noted that, in keeping with a law that had full bipartisan
support, the NCD is composed of Republican appointees. For those who would like to
see the position of some Democratic members, | would highlight the Washington Post
article Minority Whip Steny Hoyer wrote in 2002,'° and his speech at New York Law
School a couple of years ago on restoring the ADA and its intent.** For reassurance on
the wisdom of ensuring that ADA coverage is broadly construed, one could also look to
the experience of states which have adopted a broad coverage approach to disability
discrimination.*?

I firmly believe that the time is right to propose a restoration of the ADA to its original
intent and meaning. | want to see the promise of the ADA fulfilled, the intent of
Congress restored in my lifetime. Among the materials that are available for your
consideration is a set of principles that | believe every member of the House and Senate
can and should endorse. ™

As a society, | believe we are ready to embrace the idea that people should be employed
based upon whether they can do the job — perform the job requirements — NOT based
upon whether they have a physical or mental condition, or how it is described or
quantified by others. In addition, I believe our society values the right of the individual
to privacy, including the privacy of their medical records, and neither employers nor
employees are well served by detailed delving into one’s private medical histories and
how the individual and their physician have determined to treat a medical condition
simply to determine if the employee is “sick enough” to be afforded protection from
blatant discrimination.



Congress intended to ensure that people with disabilities had these opportunities and
rights, to be treated with the dignity and respect of any American, and to not be denied a
job simply because one had a disability — including one like epilepsy that has stigma and
fear attached, when it passed the ADA. 1 ask for your help and leadership again to ensure
that our society operates as you intended. America can continue to serve as a model to
the world for full equality and inclusion if we work now to ensure that the original
mandate of Congress when it passed the ADA is carried out.

Thank you for the opportunity to present this testimony.
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