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"The Role of Identity in the Disability Rights Movement"

8:30 a.m.

MARC MAURER:  Good morning.  We have two people for this presentation, Adrienne Asch and Arlene Kanter.

Adrienne Asch is the Edward and Robin Mils Professor of Bioethics and Professor of Epidemiology and Population Health and Family and Social Medicine at Yeshiva University's Albert Einstein College of Medicine.  Her work focuses on the ethical, political, psychological, and social implications of human reproduction and the family.

Arlene Kanter is the Laura J. and L. Douglas Meredith Professor of Teaching Excellence and Professor of Law at Syracuse University College of Law where she also founded and directs the Disability Law and Policy Program, home to the first joint degree program in law and disability studies.  She also codirects the Syracuse University Center on Human Policy, Law, and Disability Studies, the first university-based disability research center.

Here is Adrienne Asch.

(Applause.)

ADRIENNE ASCH:  Thank you, everyone.

Thank you for being here.  It's really a privilege to be part of the Jacobus tenBroek law symposium.  It's wonderful to speak on a panel with Arlene Kanter, who has been a colleague and friend for many years.

What I'm going to -- what we're going to try to do today is raise some questions that I think we both know we don't have complete answers to.  We're going to try to stop our own comments long enough so that you can ask us questions, and maybe in your questions, you'll have some answers for us as well.  That would be terrific.

The disability rights movement, however you think about it, some people say it started 40 years ago.  Many of us know from work in the National Federation of the Blind and the writings of Dr. Jacobus tenBroek that it started longer ago than that, in the United States at least.  The National Federation of the Blind was founded in 1940.  There were other political organizations of people at least with one disability that started around that time, working as, even if we didn't use the word civil rights groups but political action kinds of groups to try to change society and change the place of people with disabilities in society.  Arguably the cross disability rights movement that a lot of people think of as the disability rights movement started in the 1970s, or came to be when there were massive efforts to pass the Rehabilitation Act of 1973, and then to get the regulations for section 504 enforced.  Some of us are veterans of that era.

And there was the beginning of what we now think of as a kind of cross-disability rights movement.  Some people have talked about how disability is an identity.  We've talked a lot in our analogies to get civil rights passed, to get civil rights as a concept for people with disabilities, we have used analogies to the situation of racial minorities and the situation of women, and more recently to the situation of people of what are considered not statistical majority sexual orientation.  LGBT, however you want to think about it.  And those analogies have been useful.  They have also perhaps been problematic.  And so in this panel, Arlene and I will talk together about some of the upsides and I think some of the downsides of disability as an identity category.  Perhaps in a world of more social justice than we have in this society and worldwide, would we need a category called people with disabilities?  What function does that serve as a legal category, as a moral category, and what function does it serve as a psychological category?  Now, I realize we're talking primarily with lawyers, but I'm going to suggest that we need to have this conversation, including some of what might be considered dirty little secrets and dirty laundry or however you want to think about it, things that shouldn't be aired in public, because if we don't air them in public, we are not going to get beyond where we are.

So please understand, at least when I speak after Arlene and possibly when Arlene is speaking as well, we are trying to raise some questions that we don't know the answers to, that we need to ask in a safe place, a safe place with serious minds, serious hearts, committed to changing and improving the lives of people with disabilities, but wanting to tackle some of what I think we believe are some pretty hard questions that we haven't figured out the answers to.  Okay.

ARLENE KANTER:  Thank you, Adrienne, and thank you, tenBroek symposium, for inviting me and including me here.  This is my first and certainly won't be my last time here.  I really found yesterday's sessions exciting, challenging, and the like.  And we are going to be a bit, as Adrienne says, controversial today.  We want to mix it up a bit.  That's our role, and we're doing it in a variety of places today.  So thank you for including me and the National Federation of the Blind for inviting me.

I want to focus on two points.  One is a critique of the ADA and the ADAAA, and second to think about other alternatives to the civil rights model of disability.  I'm going to just move this down, because I can't see anybody.

Okay.  In 1966, Dr. TenBroek wrote that disabled people's own physical limitations have less to do with society than did a variety of considerations of public attitudes, most are quite erroneous and misconceived.

He was ahead of his time.  He forecasted what we now call the social model of disability.  What I want to look at is how this social model of disability within the ADA compares to the new Convention on the Rights of People with Disabilities and how they both relate to this issue of disability identity.

Some of you may have seen the new book called "The idea of justice." If not, I highly recommend it.  In it, there are three divergent views of justice discussed, by discussing the dilemma of three children with one flute.  You could substitute flute with iPhones these days.  But the three kids are fighting over the flute.  The first child says he knows how to play it, so he should get it.  The second child says he's poor and has no other toys so he should get it.  The third said, I made it, so I should get it.

There are essentially three different views, right?  The egalitarian, committed to reducing social gaps, might feel Bob should get the flute, the poor child with no other toys.

The utilitarian will want to give it to the first child, because she can play it and enjoy it, thereby maximizing the flute's overall utility.

The libertarian will claim that the third child deserve it's because she made it and no other concerns can supersede her entitlement to which she naturally owns.

There is no way to adjudicate these rifle theories.  Each child has made a persuasive claim.  And they are all right or maybe all wrong.  Each one has a claim for the flute.  So given different and valid theories of justice, how do we choose which theory could or actually bring justice to the world?  Which theory will result in a more just society?

The author concludes that instead of talking about this just society, we should all of us work on reducing injustice in the world.

So my question now is to what extent does the ADA and the ADAAA now reduce injustice in the world?

I begin my analysis with the discussion of categorization within civil rights or minority models of disability.  The ADA as well as other now model laws that are being enacted around the world look at the individual and their individual traits and abilities.  If the person fits within the membership of the protected group, then they are labeled disabled or not.  If they're labeled disabled, then they are entitled to equal treatment and can claim protection under laws, laws specifically enacted to guarantee equality, just as the Civil Rights Act were written to provide equality for people of color and later women.  But such laws are limiting.  They did not necessarily guarantee at all.  They talk about equality, like in the writings of Lock and Mill, when we treat like thing as like, but they don't necessarily guarantee an equal outcome.  Only the substantive right of equality and opportunity guarantees equal outcomes.

Unless more is provided than reasonable accommodations, such equal treatment alone will not guarantee the person who uses a wheelchair access to this conference if there's no elevator, nor will it guarantee a person who is deaf the right to hear me now unless there's a sign language interpreter.  Nor a law student who is blind the opportunity to graduate from any law school without Jaws or some speech to text software.

So what if this person does meet this categorization of disability within the law?  Well, what if the person doesn't meet that definition?  Is that person then not disabled?  Not entitled to justice?

When the drafters of the ADA wrote it, they considered various approaches.  The civil rights approach, which won out, some said, because there was no political support for a more universalist approach to equality for people with disabilities.  Other writers, such as Kevin Barry, say the ADA has both a civil rights approach and a universalist approach, because universalist approach is in the regarded as prong, which doesn't require that you show the person is, quote/unquote, disabled but rather perceived as such.  So in my view, there's a bit of the civil rights approach and a bit of the universalist, but even with the new ADAAA, does it really have the potential to reduce injustice for people with disabilities?  In the mindings and sections purpose of the ADA, people with disabilities are identified as a discreet minority faced with restrictions and limitations, subjected to a history of purposeful untreatment, and relegated to political powerlessness.

The choice of Congress to use these words identifies a group who experience a common set of obstacle, participating in public life, these are their code words.  But in my mind, just calling it a civil rights law doesn't make it one.  The characterization of the ADA is undermined by, first, the exceptions provided to employers and providers of services who can show an undue hardship or burden, in order to get out of what I would say is a moral obligation to provide equal treatment.  I could also argue that the reasonableness accommodation standard is inconsistent with traditional civil rights jurisprudence, right?  By allowing this insertion of reasonable accommodations, the drafters of the ADA made it acceptable to believe that the simple moral imperative of giving people access and accommodation was not something important enough or morally significant enough to require in law.  Katie Eyer yesterday mentioned in response to a question that people just don't get that the lack of a reasonable accommodation is discrimination.  They just don't get it.  So this model in the ADA holds that civil rights laws should protect only those subordinated whose impairments are deemed worthy of law protections.  But human beings don't exist in two sharply distinct categories, people with and without disabilities.  I share the experience that I had recently, going through cancer and having a bald head and walking around and seeing the stares of people at me and how I'm perceived to be so not normal with this bald head protruding.

So the ADA was not fully acknowledged that it's intended to recognize that we are all on the spectrum and that indeed we're all entitled to justice.  It was drafted specifically to address systematic disadvantages imposed on people with disabilities and clearly accepted Professor tenBroek's challenge about the misconceived attitudes of people with disabilities.  But even a civil rights law like the ADA, do we now have the right to equality?  I need to move quickly here because I mentioned this morning to friends, I didn't realize how much venom I had built up about concerns about the AD triple A.  Like I was, so excited when the new amendments were passed and the regulations, and then I went on sabbatical, and now I realize, there are a lot of problems that remain.  So we have a lot of work still to do.

The good news is that the ADAAA specifically states that an impairment that's episodic -- you all know what it provides.  I don't need to go through it.  But even the new ADAAA continues to define a person with a disability as one who has an impairment that is limiting or that is a record and continues to lose language that I say is based on the medical model.  Nowhere in the new AD triple A definition of a person with a disability is the society or the environment held responsible for the substantial limitations imposed by society.  Nowhere does the ADAAA say that the society is responsible for eradicating the environments, creating universal design environments, and making sure that people are allowed to participate to the best of their interests.  The ADAAA includes many of the same stereotypes which the original ADA was intended to eliminate.

Let's look by contrast on the Convention of the Rights of People with Disabilities.  Is everyone familiar with it?  If not, you need to be.  It was a treaty enacted by the U.N. in 2006 after five years of work with people with disabilities from all over the world.  It was signed by the U.S.  We're hoping the U.S. will ratify it, so write to your Congress people now.  Are we allowed to do lobbying? 

So the CRPD is different than other documents.  It's a binding treaty that adopts the human rights model of disability.  Yet it contains no definition of disability, which I think is interesting.  First, the drafters, and I was involved in the ad hoc committee for five years while the U.N. was drafting the treaty, and there was a lot of discussion of whether to include a definition of disability or not.  The drafters said no.  We won't include one because some people may then be included, some may not, and over time, the definition of disability may change so it may exclude people who aren't intended to be excluded.

And yet Article I of the convention states, quote, that it covers persons who have long term physical, mental, intellectual, and sensory impairments which an interaction with various barriers may hinder their full and effective participation in society and with others.  So it looks at how the individual functions in the environment.  What is it in the environment that creates the barriers?  It clearly states that the burden of eradicating the barriers is put on society, not the person to adjust, like in their workplace, for example.

So what if a person needs something extra?  An accommodation, to realize their goal?  The ADAAA does not address that.  The right to request and receive an accommodation is there.  And while it's true that reasonable accommodations play an important role in achieving equality of opportunity, the reasonable accommodation provision does not solve all the problems, in my view.  First, even with this requirement, the law still does not give the person under our law the right to choose which accommodation he or she prefers, right?  Nor does it require that the employer has to provide the quote best accommodation according to the person.  Nor does the law require that the accommodation maximize the employee's potential.  The reasonable accommodation is one in which the employer may choose after an interactive process with the employee.  As such, I woe argue that even the reasonable accommodation requirement seems to take away control and power of a person to make decisions about his or her own life.  And for people who are regarded as disabled, experiencing similar prejudice and stigma to those who meet the first and second prong, they are not entitled to any reasonable accommodations at all.  The situation and context of Title II and III is not much different, right?  The reasonable modification exception also limits the potential application of the law.  To the extent that many buildings are built without compliance, and programs are not accessible still, an individual's only recourse is to find a lawyer, which is not easy for most people, and to then sue to make buildings, programs, and services accessible.  Problematic.

So for the sake of argument now, let's suppose that a qualified person with a disability receives the accommodation that she wants, the best accommodation she could ever have.  Does the law still now protect that person from society's questions about the legitimacy of the person's entitlement to anything beyond formal equality?  If we look at the dialogue in Tennessee versus Lane, I think we see a dangerous example.  This dialogue was summarized in an article that I thought it was wonderful.  Tennessee versus Lane involved Lane who was in a wheelchair.  He was forced to literally crawl up two flights of stairs to conduct his business in the courthouse.  The following exchange took place between Mr. Clement and Justice Scalia.  

Mr. Clement says, Now, Justice, I can't tell you the breakdown of how many of those involved people were refused at the door to vote and how many of those involved simply experience physical barriers, but I do think it shows there's a significant problem in this area.

Justice Scalia.  I don't think it shows that at all.  Inaccessible voting places proves nothing.  It just proves that the state did not go out of its way to make it easy for the handicapped to vote is, as it should, but it's not constitutionally required to do.  So to simply say many voting places are inaccessible proves nothing at all.  They're not saying you can't vote.  They're saying you don't have facilities for you to get into the voting place.

To me, this exchange exemplifies an observation made by Lenny Davis, a great disability studies scholar.  He wrote, quote, when special needs are required, too often the requester is seen as overly self concerned, demanding, because they're regarded as narcissist.  People with disabilities are seen as demanding exceptions for themselves that overstep what employers can or should provide.

In short, this exchange again highlights some additional problems I have with the AD triple A.  The law does not in any way challenge certain assumptions of discrimination.  Most laws, institutions, and social structures are developed by people without disabilities for people with disabilities.  Just look at how difficult it's been to make captions on movies available.  Or for builders to ensure compliance with laws before the buildings are built.  Not to mention requiring states to provide basic services in the community instead of institutions for people with disabilities.  Indeed, as a social model of disability emphasizes societal institutions, services, legal structures are not neutral.  And the ADAAA does not change that at all.

Second, while the civil rights model may work to address other types of discrimination, disability discrimination is different from other types of discrimination.  "The dilemma of difference." That's the phrase that's been coined.  People need more.  More access.  More accommodations.  More modifications to achieve the goal of equality.  Indeed, Title VII protects everyone from discrimination based on race and sex.  Title VII cases never analyze whether the plaintiff in the case is really a woman, really black.  A claimant need only establish that she suffers an adverse action on the basis of race or gender.  She doesn't have to prove she has a race or a gender.  Nor does she have to prove that she has a particular race or gender or not another.  Which is still a problem in the ADAAA.

Three.  It does focus on the individual, just like the medical model of disability.  The civil rights model contained in the law locates the problem in the person.  Granted, the problem's abnormality that is part of the people in that group, it is that membership that entitles that person the right to protection under the law.  But it doesn't focus on the society, which is presenting the barriers in the first place.  This approach is both under and overinclusive.  It is under because of the limitations in the functioning of people may not be protected.  People are not disabled enough to be protected under the law.  Or their particular impairment is not worthy of protection.  Though the ADAAA has changed and improved that, we still have the list of categories and then the things that aren't on the list.  So assume, for example, one of my students who has autism, functions very well, very bright young man, whether he would be protected by the ADAAA.  Probably not.  Even now.  Although he, because of certain behaviors, is subjected every minute of the day to stares and stigma and segregation, the very type of mistreatment that the ADA was enacted to address.

Conversely, this ADA is seen as maybe overinclusive because it requires a person to accept the label of disability in cases where the person does not consider himself or herself a person with disability.  And in order to address wrongs committed against her, she must identify herself as a person with a disability.

There are many people who know that they have experienced discrimination but don't feel comfortable for whatever reason claiming a disability identity in order to bring a case in court.  Even if the person is willing to come forward to try to show that she qualifies as a person with a disability, other legal barriers exist in the law now to prevent a successful outcome.  Such barriers include the application of the rules much standing that may cause the case to be thrown out of court even now that we have a new definition of disability.  Just take a look at the second circuit's recent decision in DI versus Patterson.  We can talk about that forever.  But another case where the case was thrown out on standing.  And later in the case, in an individual can get into court and succeeds in convincing the court that she is now covered by the law, and even if that person has the merits of the claim, in order to collect damages, she must show that she is less than whole, that she is a victim worthy of damages.  Even if she never sees herself that way.  Thus, throughout the legal processes, the ADA forces people to assume a disability identity as their only relevant identity.  ADA claimants are forced into a category that results in perceiving them as victims, different from the norm, and excluded.

Further, the person with a disability is not protected against the stigma and prejudice.  I'm not sure any law can eradicate stigma and prejudice, but how will the ADA affect that change?  I use this example and I know it's an older case, but still I think it's so telling.  Judge Posner's decision in Van Zandt versus Wisconsin.  I have several of my students here.  We spent a lot of time on this case in class.  Laurie Van Zandt is 35 years old, paralyzed, result of a tumor, and among other requests, she asked the state of Wisconsin to lower a sink.  This wasn't your decision, I hope.

(Laughter.)

Whew.  To lower the sink in the office kitchen so that she wouldn't have to go in the bathroom every time she wanted to wash her dishes or get a cup of water or cup of tea.  The cost of lowering the sink?  $150.  Nowhere in Judge Posner's cost benefit analysis of the reasonableness of the request of this accommodation, which he found to be unreasonable, by the way, is there any discussion whatsoever on the stigma that Ms. Van Zandt experiences each and every time she has to enter that bathroom to wash her dishes or fill her tea cup.  Nor is there any mention at all of the benefits, not just to her but to the workplace and her coworkers, in having her there among them.

So it seems at least some people, including some judges, none of those who are here today, continue to view the built environment as normal and place the burden on the person to get the help that she needs to access the environment.  Some writers have suggested that one explanation for society's unwillingness to recognize the moral imperative of equality for people with disabilities, that even when the ADA was enacted T made no sense to many people because they perceive civil rights as the wrong lens to encounter people with disabilities.  Mary Johnson compared it to the African-American civil rights movement and said, the reason people pay so little attention to the claims of disability rights is that for most of them, it doesn't need any answers.  The nation feels it doesn't need the disability rights solution.  It has a time honored solution already.  Quote, help the handicapped.

So I'll wrap up in a minute here.  So the question for me becomes, how do we challenge the hegemony of normalcy?  How do we challenge the presumption of normalcy that permeates the law and views normal as the only legal legitimate way to be?

I'm cutting out a lot here.  I think disability studies is a new movement that informs our thinking.  It creates a new theoretical model for us to think about how people are different.  Disability legal studies basically provides us with theoretical tools to explore and how to mitigate or even eliminate social outcomes of differences in a way that I would argue the ADA still does not.

So what alternatives do we have?  I don't know that the Convention on the Rights of People with Disabilities is an alternative, but I feel it's worth introducing to this group for discussion.  The convention I mentioned was adopted by the U.N. in 2006.  It views people with disabilities as rights holders and it views the limitations placed on them by their environments a violation of human rights, pure and simple.  It transforms the needs of people with disabilities into rights they can claim.  It was drafted by people with disabilities for people with disabilities and for the rest of the world, to change how societies are structured and built.  The convention is not going to change the lives of people with disabilities overnight.  No question.  But today 112 countries have ratified it.  I just spent the past two years away from Syracuse, traveling in many different countries, to work with advocates and governments to conform their own disability laws to comply to the convention.  So while it's true that some countries have ratified the convention, they still continue to discriminate against a lot of people, including people with disabilities.  But the convention and the human rights language is having a realtime effect in many countries around the world, and I hope it will influence our thinking here in the U.S. as well.  It offers universal protection for people who interaction with the environment are seen as disabled.  As such, it's not so much about the enjoyment of specific rights or entitlements as it is about ensuring equal rights of all human rights.  It's about difference in social security sate and how to create an environment that is universally accepted and inclusive for all.

So the new CRPD in my view can require people to demand attention in their respective societies, and it has the potential to alter domestic landscapes, even our own.  I hope we'll soon ratify the CRPD.

I want to leave with a quote from another wonderful disability studies scholar.  Quote, imagining disability as ordinary, as typical, rather than the atypical human experience, can promote practices of equality and inclusion that begin to fill the promise of a democratic order.  This, in my view, is not an easy task.  And ultimately, the new order will depend not only on the language of a particular law, like the ADAAA or even the ratification of the convention, which I hope will happen soon, but it ultimately depends on how well self advocates and their allies work together with the goal of reducing injustice for all.  Based on our history, it's not going to be easy, but I think we're up for the challenge.  Thank you.

(Applause.)

ADRIENNE ASCH:  Okay.  So thank you, Arlene.  I'm going to try to take up many of the points that you raised.

In some ways, a nonlegal context, I'll be talking perhaps philosophically, perhaps psychologically.  I don't know.

Let's talk first about, as we know, the disability rights movement when it is in its cross disability mode speaks of, say in the United States, 50 million people roughly as having disabilities or perhaps 650 million people worldwide as having its.  That's a lot of people.  In the United States, that comes out to something like somewhere between one-sixth and one seventh of the population.  In the world, it's not quite 10%, but it's a lot of people.

Here's the problem.  Although I have not done a national, much less a cross national survey, I suspect that 95% of the people who are identified by some definition as having impairments have never heard of the disability rights movement, don't want to hear about the disability rights movement, and don't want to know that they are members of it.  And the people who value the disability rights movement have not done as good a job as we need to do to say people with emphysema and epilepsy and type II diabetes and you name it, cancer in remission, again, schizophrenia, bipolar disorder, people talk about a mental disability rights movement.  I mean, there are a lot of kind of separate groups that talk about how we have to end discrimination against people with breast cancer and change things for people with autism spectrum disorders.  That may all be true, and I don't want to say that the changes in society that are needed are identical.  They're not.  But we do, if we're going to make political headway, and if we're going to change the notion that disability is atypical and abnormal and special, have to help people with and without disabilities see how ubiquitous impairment is as a phenomenon.

I tend to agree with people like Martha Minnow that in order to get rid of the dilemma of difference, we sometimes have to notice it.  And so of course the ADA or the AD triple A, with all of its problems, uses this kind of categorical model to say there have been people who are discreet, who have been treated as a discreet and insular minority, and if we're going to change that, we have to notice it.  But here's a problem.  The people in the discreet and insular minority category often, perhaps the most disabled, most stigmatized anyway, not most limited in capacity perhaps, but most stigmatized by society, are people with those traditional disabilities.  The deaf, the blind, the crippled, the intellectually disabled, developmentally disabled, people with psychiatric disabilities.  People with type II diabetes or emphysema don't technically get put in the public mind as people with disabilities.  The person with a back problem moving down the street on her legs but not able to lift a 7-pound suitcase has some real capacity limitations, but the public doesn't necessarily know that she has a disability.  She doesn't necessarily think of herself as having a disability, although she knows that she can't lift the suitcase so either somebody does it for her or she gets a rolling suitcase.  I think the person who invented the rolling suitcase deserves the Nobel Prize.

(Laughter.)

Or the McCarthy genius award or something.

But that person doesn't necessarily identify as part of the disability rights movement, even if she files a discrimination case if a potential employer refuses to consider her because of finding out that she has a back problem or if she's terminated for some kind of -- after revealed that she has a back problem.  I think it's perfectly appropriate to file that case and perfectly appropriate to say she is a person who has been regarded as a person with a disability that might be non-job related.  And in fact, I have never understood, and granted, I'm a nonlawyer, but I did investigate civil rights cases for a state agency for many years, so I have some awareness of at least discrimination law.  I don't really know why we couldn't just deal with the claim of people with disabilities as regarded as impaired, because after all, if we weren't regarded as impaired, we wouldn't have to deal with all this.  If we weren't regarded as unable to function in an environment or function as effectively as someone else, we wouldn't be filing claims, we wouldn't be facing the kinds of things that we're facing.  And we wouldn't necessarily need a disability rights movement.  But we are.

And so I don't really know why we couldn't get rid of all the lists of functional activities in which some people are impaired and simply say, if you're regarded as unable to do something and you can show that it's non-job related or you can show that the environment rather than and the way something is structured makes you impaired, seems to me that would still be better than using this long list of activities or functions in which you are supposedly impaired.

But if we're going to get the person with emphysema to recognize that he's unable to go places because it's too far for him to move himself and his oxygen from wherever he is to wherever he wants to get without a bus that kneels or without better transit, we would have another ally in this disability rights movement.  But we would have to get this person with emphysema to claim, at least for the moment, some kind of identity, not that eclipsed his other characteristics of maleness or whiteness or being 72 years old or his religion or his socioeconomic circumstances, but at least to embrace or acknowledge, yes, there is an interaction between his physicality and the environment that prevents him from doing what he used to do, wants to do, can continue to do if the environment is restructured to count him in.

One of the reasons that I think we need to get rid of -- and so the civil rights model, in a way, is trying to list all the people who are impaired by the environment.  A universal design model might do better at helping us think about if we took everyone into account, what would the environment look like?  And by environment and look like, I do want to go beyond the physical.  I do appreciate Martin Russell's book titled "Beyond Ramps." We're certainly going beyond ramps.  We're going to what is the environment that assists a person with a condition called multiple chemical sensitivity?  Does it mean getting rid of perfume?  What does it mean?  What is the environment for someone who uses not a wheelchair to move about the world but a gurney?  What is an environment that makes it possible for the person who uses personal assistants to go all kinds of places, how much personal assistance is someone entitled to?  And for what purposes?  If the state is going to provide personal assistant services for someone with a spinal cord injury to go from home to work or home to a friend or home to a doctor, is it also going to provide that personal assistant services to help that same person with a spinal cord injury go to a bar?  Or go perhaps to some activity we really wish they weren't doing?  What is the purpose of personal assistant services?  And who is going to define how much and what uses personal assistant services should be for?

Now, why do I ask that in the context of identity in the disability rights movement?  Partly because this is a kind of question I think that perhaps speaks of a categorical label.  Not everybody needs personal assistant services to do some of the everyday tasks.  So the person who might love to have a servant but has functioning arms and legs might be less entitled to certain kinds of services than someone who actually physically cannot hold her child or his child but can nurture the child in lots of other ways.

We have a requirement, not necessarily adhered to, that people who need transcription or sign language interpretation or the spoken word of a public meeting communicated to them in some way that they can understand if they can't hear, people come get or should be able to get that at public meetings.  We don't have the same requirement for a minority language like Nepalese.  Why?  Arguably it may be very difficult for him to learn English.  It may take many months or many years.  He may not have time in his work life to get English lessons, but at least in some kind of theoretical claim, he can get the language of the public meeting.  It does put the obligation on him to learn the language of the country.

The person who uses sign or realtime captioning to learn what is spoken orally cannot by training get themselves to, quote, hear.  Maybe some people will be able to use a cochlear implant, etc., but for many people that will not be the case.

So arguably, these are some of the upsides of categories.  Can we talk about people who are impaired in their set of physical or mental capacities who need environmental, construed liberally, not simply ramps, but changes in practices change to function in society?  Yes.  I think the answer is, there are some virtues to these categories.

But I also think the categories, even absent the stigma, which would be hard to get because there's plenty of stigma and it's why the person with emphysema doesn't want to say they have a disability, they don't want to identify with those weird frequency physically disabled people who look so different and have been looking so different for a long time.  They want to "pass" if they can.  Understandably.  They want to avoid the stigma that people whose impairments make it difficult to pass face every day.  But that claim, the fact that people don't have certain kinds of capacities, then leads people in the justice philosophy in the bioethics world that I tend to hang out in a lot these days, say, okay, let's deal with all this environmental reconstruction, but you'll never get it to be as easy to have a lack of capacity as to have that capacity.  That's why we don't, quote, celebrate, unquote, when we find out that a friend's child has been diagnosed with type I diabetes.  It doesn't mean this young girl can't manage her life or won't learn to manage her life, but it is going to cause certain kinds of least inconveniences.  Thinking about food in a way that a lot of people don't have to think about food.  Thinking about exercise, thinking about sleep, thinking about when and how to take insulin.  Doesn't mean it can't be managed.  It is managed.  But it's stuff.  Added stuff that this person has to think about.

Now, some people have wanted to say that this identity, whether it's type I diabetes or using a wheelchair, gives for people who have to live with it a certain kind of resourcefulness.  After all, if you're going to lead life in an inhospitable environment and stigmatizing society and you're going to manage your life, you need to develop what people sometimes disparagingly call coping strategies.  Those of us who have disabilities are all coping with our lives, where, as far as I can tell, nondisabled people aren't coping; they're just living.
(Laughter.)

Now, it seems to me the problem is we're all coping with something.  And the problem is, for people who don't have a nice little label called disabled, nobody knows all the things that everybody else is coping with.  That's why things like reasonable accommodation are unfortunate words, I think.  Because if you're dealing as an employer with 20 or 50 people in a workplace, and let's say most of them don't have a categorical claim of disability or impairment.  You're accommodating to them all the time, to their differences.  They have different family circumstances.  Some people like to travel and want to do those overseas assignments.  Or want to get on planes and go across the country to have all kinds of meetings.  Some people don't.  So you decide as an employer which people are going to do that.

At a university, say, yes, we have all kinds of professors and we know that the basic function of a professor is to teach classes and to do research, but some professors, who like it, are asked to represent the university for fundraisers.  Not my favorite activity.  But people who don't like it and who feel that they're really not good at it don't get asked to do it or do it once or twice and then persuade the deans they'll do something else.  We don't call it reasonable accommodation.  We call it recognizing that people with different.  And the person who doesn't want to talk to fundraisers isn't called someone who has a disability called fear of fundraisers.

(Laughter.)

I'm sure if we could come up with some DSM category for the new diagnosis manual, we could label it a disability and then we could get them psychiatric help.

(Laughter.)

But as long as we don't put it in some pathologized category, we just is a people are different and then we don't accommodate them in that fancy way; we just give them something else to do.  We have them proofread something or deal with some annoying supervisoree or we give them all the students we can't stand.

(Laughter.)

ARLENE KANTER:  Shh.  No such thing.

ADRIENNE ASCH:  I won't be so charitable.

So I would like to see us get rid of these categories, if we could, and recognize that all human beings get accommodated as individuals.  If I'm inviting someone to my home for dinner who I know is a vegetarian, I don't serve them roast beef.  I also don't call it a reasonable accommodation.  I call it common sense.  And I don't get a medal for it.  And let's hope I learn how to cook vegetarian food.

Only when I invite someone who uses a wheelchair or oxygen or I don't know what to my home will somebody claim that I'm doing somebody a big favor or doing something out of the ordinary.  It's that kind of attitude and that kind of environmental creation that makes impairment or disability a kind of category that I think we need to get rid of.  So what would it look like, and I think we don't entirely know, to take environments as inaccessible, if people who used gurneys or people who couldn't be in the presence of perfume couldn't be there?  Now, that would take some radical restructuring, I think.  But if we recognized that 330 million people in the United States or 7 billion people in the world include people with these characteristics, as we were dividing resources, as we were constructing environments, instead of having that person as an afterthought, that person would be there in the beginning as we were doing the structuring.  Unfortunately, we've got a set of environments that already exist.  So even when a lot of people started talking about how the advent of curb cuts made it difficult for people who were blind who used the phenomenon of curbs to tell the difference between the street and the sidewalk, it wasn't as though the curb, whether it is useful or not, was some fact of nature.  It's not like gravity.  We invented curbs; we can get rid of them.  I don't know that we can get rid of gravity, but we can get rid of curbs.

Now, does that pose -- I mean, there are some people who claim that the inclusiveness for the person who uses a curb cut poses a danger to the person who used to learn the difference between the sidewalk and the street by the curb.  Well, I think we can show that, in fact, it's possible to tell the difference between the sidewalk and the street other ways.  So I think we can, I mean, the resource that's necessary for environments to be inclusive of the 7 billion people of the world who live in them, the biggest resource, I would submit, is not money but imagination.  Real effort to say, okay, some people need light to do things in their environment and they might need more or less light than other people.  Other people are light sensitive and are not going to operate well in highlighting conditions.  I'm not a big expert in the amounts of light that people need, but so the question isn't, well, now you have light so you've included some people and then you have too much light so you've excluded people.  You figure out what balance of light and not light, what balance of techniques -- here at the NFB we call them alternative techniques, but they're simply techniques.  What balance of techniques do people need to function in the environment that exists?  And if it's harder for someone who uses light to function without light, then perhaps the task is to help people who don't function well in light to figure out other ways to do things they need to do whether there's light or not.

So the question is, how much imagination do people with and without disabilities have, with and without various capacities have, to create the environment that will genuinely include people with all the capacities that human beings come with?  And not only come with in terms of are born with but eventually develop, since as we know, chronic illness and injury and therefore result in disability occur at all phases in life.  The longer we age and the more we live and the more people survive, the older we get, the more declines we have in memory, in hearing, in physical stamina, in all kinds of things.  That's why even if you find the phrase temporary able bodied annoying, indeed, people who think of themselves as nondisabled now very well may that their capacities are changing.  And some of those changes may not be welcome.  We often like the capacities we have.  That doesn't mean we can't adapt to them or adapt to the changes in them.

That brings me to my last point.  Because capacities, whether they're physical or mental, are things that people tend to like.  I mean, it's one of the reasons why, okay, why did I say that people don't necessarily celebrate when we find out that someone has a diagnosis or a definition of type I diabetes?  Now, granted, it shouldn't be a definition.  It's one characteristic.  But maybe it's not a welcome characteristic.  I think we don't, in order to support the legitimacy of being people with disabilities, we don't have to have flags that say disability is delightful.  We can, but I don't think it's necessary.  And I don't think it does us any good.  We can be comfortable with our disabilities.  We can recognize that you can live with them.  We don't have to celebrate them.  We don't necessarily have to say that the world needs more people like, quote, us.  I've about accused of saying that there's something wrong with prenatal diagnosis because we're going to have fewer members of the disability rights movement if they're all prevented.  I think this is very peculiar.  I have never said any such thing.  And I don't like the us and them categories anyway.

But what I'm trying to say is, we don't have to celebrate or affirm the value of diversity in that way.  We simply have to say, people come in all kinds of ways, and figure out the environment to help everybody flourish.  Will that mean there will, in utopia, be tricks of the trade that people can learn?  Yes.  I as a person who is blind talk to lots of other people who are blind, as they all can tell you, to try to learn how to deal with the technology that I don't deal with very well.  Or I get tips on how to travel better or whatever I want to know.  I mean, there are lots of people who aren't blind who can give me some tips, but there are some things that only other people who are blind and have certain kinds of expertise that I haven't developed are going to tell me about how to deal with certain facts of my physical world.

So how much does blindness have to be a part or any disability have to be a part of anyone's identity?  In a universally designed environment, maybe not so much.  But that doesn't mean it doesn't matter.  That doesn't mean we have to pretend it doesn't exist.  There's value in talking with other people who share that particular experience.  But in the universal environment that we're striving for, then each person gets to decide how much affiliation, how much political involvement, how much psychological and social involvement people want with people who share one characteristic.  Dr. Kenneth Jernigan, former president of the National Federation of the Blind, had a speech once called blindness handicap characteristic.  Jacobus tenBroek talked in his speech about the country of the bald.  These are people, impressive leaders, who recognize, yes, blindness is a part of our lives, a part of the things we have to work with, but it can be and is only one characteristic.  Does it constitute our identity?  It constitutes our identity when the world makes it so.  In the kind of world we're striving for, we get to choose how much of an identity label we want to wear.  That's the world that I'm interested in.  I think that's the world that the ADA or the AD triple A is interested in that the CRPD is interested in.  I think it's not necessarily a world of celebrating any one identity characteristic or despising it, but simply acknowledging its existence.  Thank you.

(Applause.)

MARC MAURER:  Thank you both.  We're going to be taking some questions here in the ADA-bashing section of the program.

(Laughter.)

I want to say that the ADA doesn't please me over much.  I'm glad for the good things of it, but it has in 1938 the fair labor standards act came into being and it had an exception that said you could pay disabled workers less than the minimum wage.  Now the ADA says you can't discriminate, but of course there's an exception saying you can still pay disabled workers less than the minimum wage, and I find that this is abominable.  So you see, that's the way I feel about the ADA.  I'm glad for the good things, but I think there are a good many holes in it.

And in the subject of celebrating, you may know that I do celebrate a certain element of disability.  I don't know if you recollect this, Dr. Asch, but I came to the convention of the National Federation of the Blind one time, and I said when I look over this audience, I think, great, a whole bunch of blind people.  And why I do think that?  Because when we get together, we have power.  And I love the management and the advance and the increase of the power that we have to get things done that make this society a better one.  So in certain respects, I celebrate it.  And in certain respects I'm going to continue to do so.  I think it's in my best interest.

Are there questions for these folks?

AUDIENCE:  Earnest gal van from San Francisco.

MARC MAURER:  Yes, sir.

AUDIENCE:  I'm going to talk about stigma and waste.  Because I think there was the notion in both presentations of how an environment of discrimination in employment and other areas can be seen as wasting the utility that, either a corporation, government organization, gets from the people who come to contribute their work to it.  And in comparing the disability movement to other civil rights movements, I think in terms of race discrimination and sex discrimination, we as a society have stigmatized discrimination partly by connecting it with the notion of waste, with the notion of a dead weight loss.  So in corporate America and in the military, two institutions I think that exemplify change in the attitudes towards race discrimination, there is a notion that to tolerate racial discrimination, or to put it another way, to fail to take affirmative action to have a diverse work environment is economically wasteful.  It leads to a dead weight loss.  It leads to either the military organization or the corporation failing to bring in all the human capital that it needs.  And so you have big corporations with chief diversity officers.  The military actually even submitted amicus briefs around affirmative action, all around the idea of if we fail to bring in all the human capital that we can bring in by being inclusive, then we're going to have a dead weight loss; we won't achieve the results that we need.

Is there any equivalent discussion in the disability rights movement that the way you get beyond people's resistance to reasonable accommodation, I mean, people think reasonable accommodation causes you not to optimize what you're doing?  But no one is talking about the idea that failing to bring in human capital is a dead weight loss.

ADRIENNE ASCH:  I think that there are people who are saying that, actually.  It possibly should be said more.  I know some people who wrote it a long time ago that if we recognize that people with disabilities have contributions to make to the world, to families, to society, to the economy, it would be much easier to persuade, take less persuasion to have what's called reasonable accommodation.  So yes.  I think we have to stress that people with disabilities are not simply help or help givers, that we do contribute or can contribute and our attributes are necessary.  Without that idea, I think we'll always be fighting for crumbs.

AUDIENCE:  Dan Goldstein.

MARC MAURER:  Yes, Dan.

AUDIENCE:  I was fascinated by what I heard today and may be wrong because I'm having trouble agreeing with what the two of you were saying.  And I think part of it depends on whether you think the big issue is accommodation or whether you think the big issue is perception and stigma.  And if you think the issue, the big issue, is perception and stigma of capability, then expanding infinitely the definition of disability to include somebody who can't lift 7 pounds and somebody who has got emphysema and so on so that they're accommodated takes the focus away from what I believe to be the main problem, which is perception and stigma.  I think, Adrienne, when I hear you talk about not serving roast beef, to me there is a difference between a restaurant that has steps and no ramp and a restaurant that has no vegetarian dish on the menu in terms of what legal compulsions I believe the restaurant should be put under.  This is really scary for me to agree with Judge Posner and disagree with Arlene Kanter, but when we go after, for wont of a better word, trivial accommodations, we emphasize to the world, oh, you got your stigma right.  This is the end of the world to have a disability.  And the entire world needs to adjust to this disability.  And in a certain way, I think judge Posner is almost saying, you know, it's not really that big a deal to be in a wheelchair and we don't have to change everything.  And that's the tension between accommodation on the one hand and perception and stigma on the other.  And if we're going to somehow deal with those people who think that disability means everything, I don't think the answer is to say disability means nothing.  I think it means that you've got to say that disability means something, but just not what you think it means.  Thank you.

ADRIENNE ASCH:  I thought that's what I was saying, but I mean, there's a difference between what the restaurant does as a place of public accommodation and what someone does or doesn't do in their home.  I wasn't saying every restaurant had to have a vegetarian dish on the menu.  I was saying I serve in my home, I take account who I've invited.  I'm not saying the restaurant has to have a vegetarian menu.

I want to get Arlene in here too, but I think stigma and discrimination are what create inaccessible environments.  And if we get rid of stigma and discrimination, it will be much easier to envision the environment and the institutions that take everybody into account.  So I think the stigma and discrimination drive the inaccessibility.  That's what we have to get rid of.  I think talking about people with disabilities as people with special needs actually has always been the wrong description.  People with disabilities don't have special needs.  We may have alternative methods of accomplishing the same needs, but the needs we have are the right to read, the right to learn, the right to move, the right to travel, the right to interact.  Those are, if you don't want to call them rights, the desires to have human experiences of those sorts.  Our methods of accomplishing those are different, but not the desires that people have.  So it's not special needs; it's different methods that are neither less nor better.  They're simply different methods after accomplishing the same tasks and the same activities.

ARLENE KANTER:  I just want to respond in a couple ways.  I'm presenting I hope provocative things to think about.  I live in this world of ideas.  It's called a little ivory tower.  As a practicing lawyer, I would be right next to you, Dan.

(Laughter.)

But I will say, I'll give you an example.  When the idea of a new treaty on the rights of people with disabilities first came out, I wrote about how I opposed that move, that we should be working to enforce the provisions of the universal declaration on human rights.  And then you know, you look around, hello, it's not happening.  Of course we need the ADA and this separate convention.  Of course we need strategies to privilege, for protection.  People who suffer different types of stigma and discrimination than my husband the vegetarian.

So I'm not in any way trying to say today we want to move to this universality.  But I think I used judge Posner's example because I think we do need to start reframing our relationships even with our clients and with the system and with the ADA because what's so offensive to me in Judge Posner's decision is that who is he to say that it's not okay to go into the bathroom?  Why is the court saying that that woman doesn't have the right to decide to be in her workplace like everyone else?  Okay.  It's $150 sink.  But the principle that we as the law decide what is normal, what's typical, what's accepted, and not give voice to people who have something to add from their experiences, is very problematic to me.  And I'm just frustrated that somehow the ADA and ADAAA cases we're winning are not always getting into that paradigm, to try to look to see how do we give voice to people who have faced discrimination and stigma and are coming to court to tell the story, and still yet then look at them from a normal paradigm.  It's still problematic.  I don't know if that helps.

MARC MAURER:  I think we're about to have a break here.  So we can carry on this conversation.  I recollect the time the CNN news commentator at our convention, and he said, I'm happy for this convention.  He brought his medical editor.  I said, you know, blindness is not a medical condition.  And I lost him.

(Laughter.)

It isn't a medical condition.  There are medical conditions that cause it, but itself is not.  And if you think of it that way, you get the wrong end of the stick.  And so I appreciate the fact that you folks came here and told us we have the wrong end of the stick.  Now I'm not sure I agree with your end of the stick, but I'm glad that we raised the question, because if we understand this proposition well, we can deal with it, and if we don't, we can't.  So this has been a very useful panel and I appreciate very much that you could be with us.

(Applause.)

We have workshops coming up.  We have the ADA safety defense, which is a think I have -- well, anyway.  Then we have strategies to promote universal design.  We have rights of parents with psychiatric disabilities.  And we have emergency planning.  So those are happening right after the break.  And we'll be back here at 11:15.  Thanks.

AUDIENCE:  Where are they?

LOU ANN BLAKE:  Okay.  The ADA safety defense is in the NFB Utah auditorium.  The second is in the fourth floor conference room.  Rights of parents with psychiatric disabilities is in the harbor room and the emergency planning and response is in the Zabrowski conference room.

"The ADA's Safety Defenses"

10:00 a.m.

>> Good morning.  My name is Brian Dimmick.  I'm a staff attorney at the American Diabetes Association.

What I want to do today, I don't want to dwell too much on the -- I don't want to give a law school lecture on safety defenses.  Most of you know a lot about the law.  All of you can read it.  What I would rather do is discuss kind of how courts handle these cases in practice.  To kind of distinguish winners from losers and also maybe get some of my thoughts on how the law works and can be improved and have a discussion about that.

I'll be talking a lot about the employment setting, mainly because that's where most of the case law comes from.  As with most things in the ADA, there's vastly more litigation in employment than anything else.  So I'll be talking a lot about that.  But a lot of the concepts apply equally well to other parts of the ADA.  I will mention a few differences where relevant.

Generally the concepts are pretty much the same.

So why are these cases hard?  I think we all know there are a lot of issues surrounding safety.  These cases go both ways.  There are definitely some bad decisions out there.  So why are they so difficult to analyze?  I think the first reason is, what we're doing is we're predicting future events and risk, and that's always challenging.  You don't always have a number to give the court, that this is the actual likelihood this will happen.  You're trying to predict without a lot of concrete evidence sometimes.

You're also dealing with a wide range of disabilities and conditions that vary widely from one individual to the next.  Sometimes it's hard to convince the courts that you do need to look at each individual when you're talking about these cases.  In that vein, I think it's also helpful to talk about the different kinds of risks that are imposed by different conditions, and how that sometimes affects what you're trying to prove and how you go about doing so.  For example, you have communicable diseases.  Mainly your concern is the risk of transmission, the likelihood that person A will give the disease to person B.  You focus on the medical evidence there.  There are things that I might call more static conditions, more static risk like blindness, deafness, where the condition is fairly stable, at least over the short term.  It's not varying from day-to-day and you kind of know what the limitations are.  And the question he there is, what are the limitations of the condition and you're trying to prove either that the limitations are less severe than the employer or defendant believes they are or that the person with disability can actually compensate for those limitations and still perform the job or be part of the program.

Then we have what we call episodic risks, things like epilepsy, heart disease, diabetes, where the person is fine most of the time and perfectly capable of doing the job safely, but yet they are subject to these episodes where they may more or less suddenly become incapacitated or have difficulty performing the functions safely.  Usually there's not a lot of disagreement that when the person is experiencing one of these episodes, there will be a risk.  So the question is, in those cases, how do you predict the occurrence of those episodes, and do you have warning of an oncoming episode, can you avoid them.  That's not sort of an analytical framework.  I'm not saying those distinctions are always easy to draw in practice, but it's a way to think about what the risk is and how do I go about what kind of evidence do I need to look for to show that my client is not, in fact, a risk.

These cases are also difficult just because the nature of the ADA is trying to reverse decades of attitudes of people towards people with disabilities.  The key concept of the ADA in safety cases, one is the concept of individualized assessment, looking at the actual needs and capabilities of the individual.  That's contrasted with a long history of exclusionary rules, where employers and government agencies would just automatically exclude people with a wide range of disabilities without looking at the capabilities of the individual, and the assumption always was that the employer or government should be able to err on the side of caution and not have to take a chance with safety.  So the ADA has to go up against that history of deference to the agencies.

It also has to be based on objective evidence and not stereotypes, where again, historically, the assumption was you thought about common sense would say.  And again, you erred on the side of caution and didn't take chance with safety.  And the ADA is also focused on making sure these decisions are made by people who are knowledgeable about the condition and not just whatever HR person or person happens to be around to make the call without really much basis or knowledge of what's actually going on.

So those are some of the barriers that we're pushing up against in these cases and trying to change attitudes that have been around for a long time.  I think the ADA has had some impact there.  Certainly there's a long way to go.

So I do want to talk some about the actual doctrine and what the defenses are.  Outside of the employment setting, it's easy in the sense that you're talking about direct threat.  Direct threat is an affirmative defense.  Excluding a person from a daycare program or some sort of public accommodation or government program.  In employment, it gets a little more complicated because there's additional defense, first of all.  The business necessity defense, which we'll talk about, and there's a couple other ways that these safety considerations actually come into the cases.  In employment, like I said, there are several ways to analyze safety.  First, you can analyze it as part of the qualified analysis of the essential functions.  Since it is the plaintiff's burden under a prima facie case to prove they're qualified to do the job, some courts say it's either the plaintiff's burden to prove they are safe as part of the qualified inquiry, or the courts will say that the essential function of the position includes to be able to do the job safely.  I don't think that's right.  I think the ADA has specific safety defenses for a reason and you shouldn't just automatically collapse them into the plaintiff's ultimate burden.  And that tends to happen in cases that already look to the court like they're safety sensitive jobs.  As we'll talk about later, sometimes there's a broad interpretation of what's safety sensitive, but sometimes they do what they shouldn't do and kind of collapse this down into let's just talk about the essential function of safe job performance.

You also have the business necessity defense, which usually focuses on qualification standards that have been set in advance by the employer as opposed to direct -- usually something that is an ad hoc decision, where the employer looks at the employee and says on your individual situation, we think that you are going to pose a safety risk.

How do you distinguish between these totally different defenses or ways to bring safety into the analysis?  It's kind of murky.  Courts have struggled with this.  The EEOC has argued in several cases that whenever you're considering safety in the employment context, you have to go through the direct threat defense.  But the EEOC hasn't been that successful in getting courts to buy into that.  Courts tend to say that, well, direct threat, it is a defense, the employer may disqualify someone if they're a direct threat, but there's nothing that says you have to go through the direct threat framework.  So courts a lot of times tend to let the employer dictate how these cases are actually considered, whether it's a business necessity, etc.

The good news is, though, that most courts are pretty good about talking about the need for objective evidence.  Even if you're not evaluating it under the direct threat standard, that you still need to use the direct threat factors to undergo the same analysis, that at least they look to the idea that this shouldn't just be a decision based on assumptions or stereotypes, but you really need objective evidence.  Sometimes it may not be worth fighting about.  How do I make sure the court actually has in front of it lots of objective standards that say no matter what, this person should not be considered a safety risk.

So now we're going to move on to talk about direct threat, because that is the main defense that these cases come under.  The key concept that I've already mentioned in direct threat is the need for individualized assessment.  And that's an important ADA concept.  So the assessment, you need to be an individualized inquiry, looking at the capabilities of the individual.  And it also needs to be a proper assessment based on objective evidence and not just whatever the employer or doctor happens to think.  A little later, hopefully, time permitting, we'll talk about how you do an assessment or how you challenge an assessment that's been done that seems improper.

In terms of inquiry of the risk has to be significant.  The employer is not entitled to a guarantee that nothing bad is ever going to happen.  You'll see the employers try to argue, well, the plaintiff's doctor couldn't guarantee that this person would never suffer an injury.  That's not enough.  You have to prove there's a significant risk of substantial harm.  And that risk has to be objective.  Subjective belief that there's a risk is not enough.  In Brag versus Adam in 1998, a case about a dentist who refused to treat an HIV positive patient because he believed subjectively, according to him, that there was a risk of HIV transmission.  But the court said that's not enough if you don't have objective evident that there's actually a risk.

I also want to briefly mention threat to self, because that is an issue that has also been dealt with by the Supreme Court.  It's clear that direct threat can be based on a threat to others, but the question was raised, can it be based solely on the threat to the individual themselves?  The court said yes in 2002.  They said that you could look to threats just to the individual.  But I want to mention two things about the 2002 case.  First, that's not the standard outside of employment.  That case was based on the fact that the EEOC regulations add threat to self to the statutory definition, and the regulations in the other parts don't do that.  So that should not be the standard outside of the employment setting.

I also want to mention that the defendant in the Chalson case didn't win.  There's a good opinion on remand in that case that really goes through how the direct threat should be analyzed and says a lot of good things about the need for valid medical evidence and ultimately the summary judgment was denied in that case.  So that's certainly worth looking at if you have a direct threat case.

So there are four factors that courts are supposed to consider when analyzing direct threat.  These come from originally the school board of Nassau County versus Orlean under the Rehabilitation Act that originally laid out the direct threat.  It's been modified a little bit in the regulations.  Those factors are the duration of the risk, the severity of the risk or the severity of the harm actually, the likelihood of the risk, and the imminence of the risk.  Those factors are not further defined in the statute or the regulations.  They're just set out there for courts to do with as they will.  In practice, only two of those factors actually matter:  Imminence and duration of the risk.  It's not real clear what those factors even mean.  I don't recall ever seeing a case where those were actually desposited, where the court went one way and said, oh, because of the duration of the risk, we're going to change our mind.

So the two factors that do actually matter or get extensively analyzed by courts are the severity of the harm and the likelihood of the risk.  

Now, severity of the harm, that mostly comes down to looking at the job.  These cases are not generally about risks of minor harm.  You don't end up in court where they're worried about someone bruising their knee.  Usually the employer can at least concoct a scenario where the harm is going to be significant.  So what these cases focus on is the characteristics of the job rather than the characteristics of the individual, which is something I'll talk about a couple times today.  One of the big problems in the direct threat and safety case law is when courts just look at the job and say, well, this job looks dangerous to us so we don't need to look at what this individual can do.  It's a dangerous job and we should err on the side of caution.  There's a lot of that in the case law and it's something we need to do our best to guard against.  But when you see cases that focus on the severity of the harm, that's usually what they're doing.  They're talking about safety sensitive dangerous jobs, and there are four categories of jobs that this usually happens in.  One are law enforcement positions where the police officer has to a carry a firearm, has to chase suspects and so forth.  You also talk about manufacturing jobs because oh, my goodness, there are chemicals and big machines.  These come up in transportation jobs, driving, bus operators, railroad operators.  And they come up in healthcare, where the person is responsible for the care of others.

In these cases, they talk about how the higher the severity of the harm, the lower likelihood of risk we can tolerate.  There is case law that says that.  That may be a valid concept.  The problem is that what courts want to do is they want to cut off the inquiry at the severity stage and say this job is so dangerous that we just don't want to look at anything else.  That is contrary to the direct threat analysis.  There should be no one factor that's controlling.  And there are even courts that say explicitly that there are jobs so dangerous, we don't tolerate any risk.  In the case of a coal company involved a blaster for a mining company, responsible for setting off explosions to clear away Debbie in the mining operation.  And the court said that is such a dangerous job, all the horrible things that could happen, we don't even need to look at likelihood of harm.  However one may feel about dangerousness of the job, the problem is that this keeps getting extended to other kinds of jobs that are less obviously extremely dangerous.  So it's an issue in these safety sensitive jobs that the courts stop as soon as they look at what the job is.

But I will move on to likelihood of harm.  This usually is the most important factor in these cases.  It's looking at the actual risk that that incident will occur.  There does have to be a significant risk of substantial harm.  Again, no insignificant risks.  I think it's important to talk in these cases, I don't think it gets enough attention in the case law, but I think it's important to talk about the concept of relative risk.  In other words, everyone poses some level of risk.  Employers tolerate risk.  For example, if it's a driving job, younger drivers, especially young male drivers, are an increased risk.  Older drivers are an increased risk.  But employers don't talk about that.  They want to single out this disability group and say, well, that group has an increased risk.  And therefore they should be excluded.  But they never acknowledge the risks they tolerate in other groups, which I think ought to be explored in deposition and discovery.  What risks does the employer tolerate.  Do they even know?  Why are they focusing on this particular risk of this particular condition?

I do want to talk about some of the factors that courts actually consider when looking at likelihood of harm.  There are obviously many conditions, many factual circumstances, so it's hard to generalize too much, but there are some things that come up over and over in case law.  One is the plaintiff's history, whether good or bad.  What the plaintiff has been able to do in the past is going to be pretty important to the inquiry.  A good history, a history of being able to do the job or participate in the activity over a longer period of time without incident or an episode that causes harm is going to be pretty good evidence that harm is not likely to occur in the future.  Now, it's not water tight, especially if the person hasn't been in the job very long or especially if we're dealing with a, quote/unquote, safety sensitive job.  But it's certainly good evidence and you want to explore what the history has been.  Have they done similar jobs in the past.  Have they ever had any incidents causing harm.  And if they haven't, it's very strong evidence that they should continue to be a good safety bet in the future.

Of course you would want to have the perfect client who has never had an issue with his disability and has always been perfectly safe but that's not always the client you get.  Some people have had a bad incident in the past on the job.  Maybe they lost another job because of a safety risk or it is, in fact, a safety risk at their current job that now is causing the employer to question whether they can continue in the job.  That's not necessarily fatal.  You can't just assume away the problem and say either it didn't happen on the job or it didn't actually hurt anyone.  You actually need to introduce some evidence, hopefully medical evidence, to suggest why it happened and why it won't happen again.  And this is all disease specific.  But for example, in diabetes, which is what I know best, someone may have a low blood sugar episode, but those can be explained.  For example, they sometimes happen when you change medication or they may happen only at night when you're asleep and they're unlikely to occur during the day.  You can get evidence on the record about that, that it's not likely to actually happen again in the future.  You can deal with some of these bad past incidents.

Another factor that will be important in these cases is medical opinion, both the plaintiff's and the defendant's.  Obviously the defendant's in these cases, they almost always have a doctor expressing an opinion that these people are not safe.  But you should look very carefully at that opinion and say, is it really concluding that the person is not safe in this job?  Because sometimes, especially in deposition, the employer's doctor will concede that the person is not a risk and can do the job.  And sometimes the things that the doctor is concerned about don't precisely match what the job duties are or what the risk is.  So you have to make sure that what the doctor is saying actually matches up with what the employer thinks the risk is and what the functions of the job are.  Sometimes you can get summary judgment denied when there's not a match between the two.

Obviously you want your own plaintiff's doctor to say good things, that the person is not a risk.  It can be very damaging in a deposition or at trial when a plaintiff's doctor concedes that the plaintiff is a risk or might be a risk.  That's sort of a mine hill you have to watch out for because courts will take statements out of context sometimes.  They will latch on to a certain statement, even if it really didn't mean what the court thinks it means.  So you have to very carefully compare your doctor's deposition and be very careful with hypothetical questions, what might happen if these situations occur, not to use terminology that might be problematic.  For example in a case that I worked on, a diabetes case.  The plaintiff's doctor sort of talked about in his deposition that uncontrolled diabetes is a risk and if this person's diabetes was uncontrolled, they would be a safety risk.  Now, uncontrolled diabetes is not a medical term.  It really doesn't mean anything.  It's sort of in the eye of the beholder.  But the court bought into this idea that this doctor said that the plaintiff's diabetes might be uncontrolled, therefore, he must be a safety risk.  So you have to be careful in depositions to guard against those kind of traps.

So I want to talk about how these cases work.  The standards, as I said, are vague and not well designed.  They leave a lot of room for courts to decide how to address these issues, either focusing on the good case law and good facts or bad case law and bad facts.  There's not a lot of guidance.  Again, courts often focus too much on the job and not on the individual.  And the direct standard leaves a lot of leeway.

That said, there is good case law.  A lot of courts get it and have good analysis of how to address these concerns.

Before we leave direct threat entirely, I want to touch on how it applies outside of employment.  Direct threat comes in under Title III.  You could add eligibility criteria like a daycare or another program that screen out someone with direct threat.  That sometimes comes up in volunteer situations, the cases that look a lot like employment but aren't.  They get analyzed under Title III and the same direct threat standards apply.

Courts can be a little more deferential in pub lake commendations cases, especially if it looks like the interaction with the public accommodation needs a quick decision.  They can be a little more deferential than an employment decision where you go out and get more evidence.  But the principles are pretty much the same.

Education is a little different.  Especially primary and secondary education.  I won't dwell on that.  But because the public school has an obligation to the child, they can't set the same kind of exclusionary rules based on direct threat.  On the other hand, because the education case law under IDEA and 504 is very focused on process, it comes down to what the IEP team decides and what placement is appropriate.  So it gets up getting analyze the a little differently.

I want to leave some time for discussion, so I'm going to move a little quickly through business necessity.  In employment, you do have available the business necessity defense.  Again, that usually applies to qualification standards, although it's not always clear what a standard is.  Usually these are situations where the employer has gone ahead beforehand and set up a standard.  Often they've done some, quote/unquote, study and they've decided we won't tolerate anyone who is blind in this job or anyone who has below a certain level of hearing.  And they'll come up with these criteria that screen people out.  That obviously cuts against the individual assessments mandate.  So the courts should be paying attention to whether there's sufficient evidence to back these up.  But unfortunately they're not always.  The cases where we see this being a particular problem are, first of all, where the court focuses on the demands of the job.  Again, that's a recurring theme but it happens often here because the employer will do a study of the job and will talk a lot in the study about the demands of the job and how important it is to have good vision, hearing, alertness, all those things, but the studies never really analyze each individual condition out there and whether that condition actually correlates to an ability to do the job.  They just focus on the dangerousness of the job and how because of that risk we need to set high standards.  And courts often buy into that because courts are often deferential to these kinds of studies unfortunately.

You also have problems sometimes when applying the business necessity defense to cases where it's not real clear what the standard is or where the standard is vaguely drawn.  To the example of uncontrolled diabetes, there was a recent case that involved a standard by the National Park Service which basically said that anyone with uncontrolled diabetes could be excluded.  And again, uncontrolled diabetes has no medical definition.  It just ends up being whoever the medical board or the park service thought was too risky was disqualified.  It's not really a standard that should be allowed.  It's actually an individualized inquiry that should be held to the higher standards of direct threat.

So what are the problems of direct threat or with business necessity?  I think I already touched on them.  Courts can be too deferential to employers who looked like they have conducted a survey or analysis of the job.  Courts pay too much deference to that.  And they just -- the standard of business necessity should not be lower than direct threat.  In fact, it should be higher because you're excluding an entire class of people around a job, not based on individual considerations.  But it often isn't and appears to be lower.  Business necessity has about creeping into jobs and areas where it really doesn't apply.  So again, that's something to be guarded against.  At least making clear that you still need to hold the employer to the evidentiary standards and make sure that they prove their case, make sure they really prove that almost all of the people they're excluding actually need to be excluded.

I want to briefly talk about government standards.  An employer can rely on a government standard if it directly applies.  If the federal government has a rule, for example, that people in, commercial drivers for example can't have insulin or below a certain level of hearing, if it's actually a job that requires you to have that standard, the employer can rely just on the standard.  If the standard isn't directly applicable to that situation, they then have to justify the standard just as if they developed it themselves.  They can use the fact that the government established the standards evidence, but they still have to actually justify it.

I want to talk about burden of proof for just a minute because this came up yesterday in one of the plenary sessions.  Direct threat, again, outside the employment contact, it's clear that direct threat is a defense, that the employer has the burden of proof.  Employment, business necessity is an affirmative defense.  Direct threat is a little murkier because it shows up twice in Title I, once under a section called defenses, which woe lead hopefully the discerning court to conclude that it's a defense, but not all courts are so discerning, because it also appears in the section on qualification standards.  It says the qualification standards may include or require that the individual not pose a direct threat.  So some courts say, well, qualification, qualified is part of the plaintiff's burden, therefore, the plaintiff has to show they're not a direct threat.

Most circuits have come down on the affirmative defense side.  There are some circuits, the first, tenth, and eleventh, I think, that have said that at least in some circumstances, in certain kinds of safety related jobs, it is the plaintiff's burden to show that they're safe.  That's a thorny issue that I won't go into anymore but you should certainly look into it if it's relevant in one of your cases.

I want to talk briefly about how risk should be assessed.  In other words, what does the employer need to do for it to be a proper assessment?  This is about what the doctor did and how to attack what the doctor did.  There are various ways to attack the assessment being incomplete or erroneous.  Before we start, I want to say, this works much better if you couple it with evidence that the plaintiff actually was safe.  Just poking holes in the assessment often doesn't work if you can't also show that the person would have been safe.  So I would stress that you also need to bring in medical evidence about their safety.  But some of the things that you need to look at in what the doctor did, you know, first of all, the employer can't just hide behind the fact that they went to a doctor and got a medical opinion.  They can't contract out their obligations under the ADA.  They can't just say, we went to a doctor and they approved it.  They actually have to show that what the doctor did was reasonable.  So that's the first thing.  Employers try that all the time.  For example, Holiday versus city of Chattanooga is a great sixth circuit case that talks about why you can't just rely on the fact of the opinion, but you have to actually look at what the opinion said.

Do you need any medical evidence at all?  The answer is no.  Sometimes in cases where the disability and where the characteristics and the risk are obvious, you can go without actual medical opinion.  The employer can call direct threat without that.  But that should be rare and not when the company is variable from person to person.  If the employer tries to get by without having done any medical assessment at all, they're usually going to lose on summary judgment.

Now, who does need medical evaluation?  In practice, in the real world, these assessments are not done by specialists.  It's not the neurologist or the audiologist.  It's usually an occupational medical doctor who sees 100 patients a day for a minute at a time and if you're lucky, he looks at your medical records.  That's a problem because it disability can be a challenge to say this doctor didn't know anything about this condition.  And the employer certainly doesn't encourage these doctors to spend a lot of time and money on making these assessments.  So it certainly can be a reason to deny summary judgment if the doctor didn't know anything about the condition and didn't do research or didn't find out more, just made a decision based on his assumptions about what the condition meant.

The doctor really should do a more thorough evaluation.  There are certain things that the doctor should do in these cases.  Certainly they should examine the patient, the medical history.  And believe me, there are cases where they don't do that.  They should consider the opinion of the treating physician for the plaintiff.  And actually, the employer should also consider the opinion of the treating physician.  For example, if after they made their decision the plaintiff comes back and says, look, I had this letter from my treating doctor that says that the employer's doctor was wrong and I don't pose a risk at all actually.  You know, the doctor should seek follow-up tests or talk to a specialist if they need to, if they don't feel they have an adequate basis for rendering an opinion.  And again, failing to do all these things can be a fertile ground for challenge, but you want to prove that this individual is safe and make the court comfortable with saying this person is not a threat.

Finally, you should look at whether data is being properly analyzed in what the doctor does.  You can challenge if the doctor is misinterpreting relevant data or using irrelevant data.  This will be very disease specific.  For example, there are certain tests in diabetes that are often misused because they don't say anything about short term risk of low blood sugar, and there are certain tests that are completely obsolete that you still see doctors using who don't know how to evaluate diabetes.  So you need knowledge of the condition and make sure what the doctor is basing his opinion on is actually valid data.

So before we open for questions, I just want to make a few general observations about the law in general on safety.  I'm going to just echo what I said already.  The law is vague in a lot of important places.  And I think that's a problem for everybody.  The plaintiff, for employers who don't know what the standards are, and I think we would all be better off if the EEOC or Congress would specify a little more how these things should be addressed.  And in particular, I think the direct threat factors are problematic in that they derive from the Arlene case which was about communicable diseases.  The Arlene case, factors are tailored to the communicable disease context and they were generalized some in the regs, but they still work best in the communicable disease context.  Where you can talk about and know what the severity of harm is and you can either quantify or have a general sense of what the likelihood of transmission is.  And, in fact, the regs talk about deferring to the opinions of public health agencies in making these determinations.  And public health agencies often do speak about the risk of transmission of TB or HIV.  They don't often speak about the risks of blindness or diabetes.  So there's a lot less to hang your hat on in terms of concrete evidence of what the risk is.  And that's a problem.  I wish there were more guidance on how to use these direct threat factors and more a focus on who makes the decision and how the decision is made.  There's not much focus on process.  I don't want to make hard and fast rules on process, but I think more emphasis that they really need to look at experts in the field and look to relevant data.

Before I open for questions, I do want to say, I have analyzed these issues in some more detail in a paper just put out on safety defenses focused on the workplace, and I have a few copies of that paper that I'll leave here.  It's also on our website.  If you go to diabetes.org and search for direct threat, I don't think it's the first thing that comes up, but it will come up.  I encourage you to take a look at that if you want.  I include citations there and a more detailed summary of the case law there in that paper.

So I would like to open it for questions, comments, sort of what do you think about the law, what has your experience been dealing with these cases and safety considerations in general.  What do you guys think?

AUDIENCE:  I'll go first.  Hi.  I have a question and a comment.  I don't understand.  My question is, why is direct threat applicable at all in a nonemployment context?  It's not in the statute.  It's not in 504.  It's not in the regs.  Why are we conceding that direct threat is any defense in a nonemployment context?

And my second point is a comment.  I go to my doctor for a health can be.  I've never understood why a doctor is somehow qualified to offer an opinion as to whether I'm a safe driver or not.  I don't understand the connect between doctors making opinions about my safety when they're knowledgeable about my health; I'll concede that.  But I don't see them being knowledgeable about whether I'm safe.  I think it's the wrong expert to have.  So I would not concede direct threat in a nonemployment case, and I would really jump at all these doctors who somehow offer an opinion on something that I don't believe they're qualified to offer an opinion on.

>> Thanks.  Along the first point, I think you're right.  It's not in the statute.  Direct threat is completely a judge-made doctrine.  It was not in the original Rehab Act.  It was created by the Supreme Court in the Arlene case.

AUDIENCE:  That's an employment case.  I don't see why we're conceding it.

>> I think we're conceding it in part because courts -- I think courts are uncomfortable with this idea that you can hire -- the ADA requires you to bring someone into a program that is not safe.  I think there's a feeling that there needs to be some baseline of excluding the people who are truly unsafe.  Now, I'm not saying I agree with that, but it's pretty hard to convince courts that there should not be any safety standards.

AUDIENCE:  But the term shouldn't be used.  I might concede it's a qualified question, but the term is a term of art that's in one particular provision of the law and not another.

AUDIENCE:  May I follow up on that?  It is in the DOJ regs, direct threat to others, not to self.  And it's always been in Title III regs, I believe, just added in the recent provisions to the Title II regs.  I do a lot of work with colleges and universities who have expressed great concern about the fact that it doesn't extend direct threat to self, because they find themselves dealing with situations and students who are engaged in self injurious behavior and they don't have a clear framework now.  Because for awhile, OTR was applying direct threat and threat to self, only applying to others but not to self, but now they don't feel they have a clear framework about what to do about students who are engaged in self-injurious behavior and are not amenable to engage in counseling or take measures to help themselves.  I think that's an issue I would be interested in hearing your opinion on in terms of what approach should be or could be used in that context.

>> Yeah.  I think that's definitely an issue.  Threat to self is an interesting issue that I think we need to think hard about.  It's not a valid defense.  I'm sensitive to the concerns of colleges and universities, but ultimately, I think they really need to accept that the direct threat standard is what it is.

I think another thing about direct threat is I don't like the term necessarily either, but it does come with some good case law.  It's better than the qualified label in the sense that there's more doctrine focusing it on the objective evidence and actually having good evidence on risk.  Sometimes when you just talk about the qualified inquiry, that leaves courts open to go where they want to with it.  So I think it's good to get yourself into the direct threat box because it gives you access to some better case law.

Back to your second question on whether the doctor is qualified on safety, that goes to the heart of the whole question of the medical model and who is qualified to speak on people with disabilities.  And I think that's a bigger issue than we're going to tackle in direct threat cases.  But I think you're right.  I think doctors shouldn't be permitted to opine on things that they're not expert on.  We need to be careful on that.  It's going to be hard to convince courts to just go on the word of the person themselves.  You're going to probably have to find, for example, a driving expert to say this person is a safe driver if you don't want to rely on the doctor's opinion.

AUDIENCE:  In the blindness world, which is really not a medical world in that sense, I would suggest -- and sometimes we've done this even before that depositions and so forth, doctors, if you've got an expert witness who has a lifetime degrees in rehabilitation of the blind, for instance, or maybe other disabilities, and you've got that as an expert witness and you have impeached the doctor, at least in deposition, what degrees, formal education, or training have you had in the rehabilitation of the blind?  Because almost no doctor knows anything about it.  And they're going to say, well, sir, I went to medical school.  Well, let me ask you again.  Then you bring your own witness in and you've set him up.  You say, you're going to get the same question at trial.  And you're going to bring in an expert who maybe is one of the nation's leading experts on the rehabilitation of blind people in terms of their ability to travel safely and the whole bit.  And I think therefore you just really do need to structure your case probably in many occasions almost dismissive of the doctor and don't get it to be a battle of the doctors.  Get your best expert in there.

>> And that's often our advantage.  We have access to the experts in the field, the real best authorities on diabetes or blindness or whatever the condition is.  Often the employers are trying to rely on general practitioners or people who don't know as much about the condition.

AUDIENCE:  So I was curious.  Your earlier comment that you were speaking in the context of employment where there is these categories of dangerous jobs and things like that.  Just as a slight deviation from that, I have a public accommodation case that depending on your point of view, my clients wanted to participate in a dangerous activity called paint ball.  So I'm curious to hear your thoughts on sort of making one of several arguments, which would be, look, my clients are blind.  There can be all kinds of bad shots, whether they be sighted or blind, and there's the safety issue of, oh, somebody might get shot.  We're playing paint ball.

AUDIENCE:  That's the whole point.

AUDIENCE:  But in any event, there's a reason why, the argument is going to be that there are safety goggles and other things to protect people.  So I'm just curious to hear your thoughts on that context, the sort of dangerous activity context for public accommodation cases.

>> Yeah.  I agree.  And I think part of what you can say is again emphasizing the dangerousness of the activity and this concept of relative risk.  It's risky to everybody and why is it such a significantly higher risk to someone who is blind?  The other one who participates in paint ball or other activities takes on the risk of injury, so why are you so concerned with blindness as opposed to not?  I think that's part of it.  I think you can use the employment case law to some extent but it's not as directly applicable to the dangers context, but I would stress the need to look at all the factors, not just the severity of harm, but is it any more likely to occur and does increased risk of harm justify total exclusion of this category of people from this activity.

AUDIENCE:  Thank you.

AUDIENCE:  I have a question that relates to an education case.  We have a client, a student with autism.  Part of the IEP that the school has put forth is that the student, because of certain behaviors associated with autism, they don't allow the student to have lunch in a common cafeteria.  The student is in a classroom, not allowed to have recess.  And the defense is that the student poses a safety risk to other students.  The student has never harmed anyone or acted out, but the school feels that they're liable toward this.  And if something should happen, it falls back on the school.  I'm just wondering, general group question, if anyone else has experienced something like this or how you can work with the school to sort of overcome that.

AUDIENCE:  Get the right experts.

>> Yeah.  I think that is definitely a concern.  I think it's certainly something that should be considered by the team, the IEP team making the decision.  I think the key concept probably in that case, again, one, is there any actual risk that the student will harm somebody.  They can't just hide behind the question of liability because that's not an excuse for not serving kids with disabilities.

It also would focus on the least restrictive environment required under IDEA that they can't without good reason segregate/exclude this student from lunch and other activities without a really good reason to do so.  And I think if you can get evidence in that there is not as much risk as the school thinks there is, then I think that would be a good way to go.  But I would also be curious to see if anyone else has any thoughts on that.

AUDIENCE:  I think the inquiry should be shifted to what services they could provide to the student to allow him to participate in the activities.

AUDIENCE:  Exactly.

AUDIENCE:  If it's an aide or whatever.  I can't conceive of a situation where there wouldn't be a service that could be provided that wouldn't allow them to balance their concern for safety which doesn't sound like they have much of a basis for with the services that could be provided.

AUDIENCE:  And if they have articulated a concern about his functional performance, it seems they should have performed a functional analysis that gives them actual data and feedback about when these behaviors they're concerned about manifest and so forth.  That's data that the IEP team could consider.

AUDIENCE:  And they're under an obligation to get an outside evaluation.  You can ask for that.  They have to pay for it.  There's some curly cues to it, but let's get somebody who really knows what they're talking about in there to evaluate the specific child or whatever, because we see that in the blindness world.  And of course if you ever got into a disciplinary hearing or anything, at some point you have to remind people that they're not allowed to speculate.  They actually have to produce evidence.  This is a hearing where we introduce evidence.  So you need to remind the trier of fact or the ALJ or hearing examiner that that's what we're here for.  So you really do need to keep the IEP team and everybody else on the ball that we're looking for evidence.

SCOTT LaBARRE:  Let me take a second to vent.  I really want to underscore the need for us to think of ways that we can diminish the impact of the medical profession on these cases.  We've got a case that we've been handling where the defendant hired this doctor.  He's an ophthalmologist.  He knows his eyeballs.  That's about it.  Admitted that he's not a vocational expert.  Admitted that he had never been to the workplace.  Admitted that he's not really familiar with the job other than looking at the job description.  Admitted that all these things.  And I asked him, well, why do you think my client is a safety risk on the job?  Well, just basically my life experience.  My general life experience.  So of course I filed a motion on this dude and the court denied it flatly saying no, no, he's a doctor, he's an expert.  I'm sick and tired of this because this guy did not know jack about blindness or how accommodations work or anything, yet he was allowed to testify at trial and I'm sure that he was a major reason why we lost the jury verdict, because he's so charming and seems so reasonable and folksy and he has no basis for his opinion yet he was allowed to testify.  It just drives me crazy.  So thank you for allowing me to vent.

(Laughter.)

>> We'll take one more.

AUDIENCE:  I want to get you to go back to this issue of sort of prescreening again.  I'm just curious.  I recently knew of someone who was applying for a job to drive a delivery truck to distribute a product but it was not a job that required a CDL.  They were not requiring that.  But he was told, he got a letter that said that he had failed their physical exam because he had diabetes.  It didn't say they didn't think he could drive safely because he had diabetes.  He just failed the physical and they weren't going to give him the job on that basis.  I'm wondering how this whole -- whether this whole structure of law that we've been talking about provides anyway to challenge that.

>> Yeah.  And we see these situations all the time where the employer takes a government standard that doesn't apply to the situation they're talking about and says, well it's a government standard.  We are real concerned about safety, so we're just going to apply that standard in our context too.  First of all, the employer can't just rely on that standard.  They actually have to justify their decision to exclude, and many of them don't think they have to do that.  They think they can just march into court with the standard itself and they can win.  I think you have to attack the standard and you're going to have to attack, saying the situation you're dealing with is different than the situation the standard was meant to address.

AUDIENCE:  So you think they are using the CDL standard and that's what they're --

>> A lot of times they are.  I can't speak to this particular case.

AUDIENCE:  I wish the EEOC was a little more helpful in those cases.

>> Exactly.  You would have to tease out in discovery, what really was your basis.  You have to be able to articulate some basis, and if the basis is the standard, then why are you applying it to this situation.

AUDIENCE:  Just as a point of irony, at least I thought, and I'm probably going to get shot down by people who actually have diabetes, but it was a job driving for Hostess.  I thought, if the guy feels a low blood sugar attack --

AUDIENCE:  He won't have any problems.  All the Ding Dongs he can eat.

>> On that note, I thank everybody for coming.  I'm happy to take any questions afterwards.  I urge you to take a look at the paper we did on safety concerns.

(Applause.)

(Break.)

"Disability Discrimination in Health Care"

11:15 a.m.

DAN:  At 6:00, we'll have war stories with food and booze.  If you haven't given your 65 bucks to Charlie Brown and put in your order, then it will be war stories with booze because the solid food is a separate charge that we're collecting in advance.  So that's the schedule for tonight.  Thank you

MARC MAURER:  Dan, who is chairing this thing anyway?  Are you?

DAN:  That explains the inefficiencies in not having an agenda.  Yes, I am.

MARC MAURER:  Well, it's always good to know that I wasn't.  So thank you very much for that.

(Laughter.)

Because I don't have the agenda and I was wondering if I could get one.

In any case, we will have a meeting this afternoon and it will extend the learning for a number of us and those of you who have been invited, if you can come, it would be great if you would come.

The final of the panels in this symposium is entitled "Disability discrimination in healthcare." And we have two people for presentations on this.  They are Jane Perkins and Silvia Yee.

Jane Perkins is the legal director of the National Health Law Program, a public interest law firm working for low income people and individuals with disabilities.  Her work focuses on Medicaid, particularly the early and periodic screening, diagnosis, and treatment program, and discrimination in the delivery of health care.

Silvia Yee is a senior staff attorney at Disability Rights Education and Defense Fund, DREDF, where her work has included projects to increase physical and programmatic accessibility and disability awareness in the delivery of healthcare services.

For the first part of the presentation, here is Jane Perkins.

JANE PERKINS:  Thank you.  Thank you for having me.  I appreciate it.

I want to focus on some of the litigation that we have been engaged in over the last few years.  Our office engages in both policy and litigation advocacy.  I think with the Supreme Court case sitting -- I guess I don't know what my directions are -- that way and really I think illustrating the important role that litigation plays in healthcare, that's what I want to focus on litigation than some of our policy work today.  We are focusing a lot on cutbacks in services.  It's nice to be engaged in efforts to expand the reach of laws and to have them fully enforced, but unfortunately, our phone is ringing more often than not because a service that people need and that they have been getting is being cut back or even eliminated by the Medicaid program.  There's also a tremendous number of service delivery changes with managed care coming in to populations that have not previously been required to enroll people with disabilities.

I have to digress to say when I got to In Help, back in the 1980s, my first case was one in Minnesota.  And Minnesota is a leader in managed care.  People were being enrolled kind of en masse in these managed care companies and they didn't really know what was going on.  So I went up there, and the very first thing that I had put in my hands was a notice telling people that they were being enrolled in a managed care plan.  And at the bottom, literally, at the bottom of the notice, it said "if you are blind or having trouble reading this notice, please call the following number."

(Laughter.)

And I wish I could say that it had gotten a little more sophisticated since then, but it never ceases to amaze me what happens.

So what I'm going to do is just focus on a few of the cases that we've had in the office so that I can illustrate in particular the Medicaid provisions that we're dealing with in trying to enforce.  These cases do have ADA components, particularly Title II components, but I want to focus on the Medicaid ones, because I think that Medicaid is a civil rights law and Medicaid is an anti-discrimination law and it's important to think of it in that way.

So Steve Hildbrand is a client that we have in Missouri.  He is 23.  He has multiple conditions, medical conditions, chronic disabilities.  He is medically incontinent of both bowel and bladder.

Until he was 21, his records showed that he had a medical necessity for incontinence supplies.  When he turned 21, his incontinence supplies became personal hygiene items and were no longer covered by the Medicaid program.  Now, he could go into a nursing facility for the purpose of getting the incontinence supplies, but you see how non-common sensical or just nonsensical that would be when you're talking about $86 every couple of months versus going into a nursing facility.

Bobby Hall is another client that we have.  He lives in North Carolina.  He's an older man.  He also has a number of chronic conditions.  He takes a number of medications.  He has been found by the state's utilization reviewers to qualify for the level of care in an institutional setting, but he can live very well at home with personal care services, with personal care attendant services.  He was getting these services for a couple of years under the standard that North Carolina was applying, and that was, if you need assistance with two or more activities of daily living, the toilet, those kinds of things, then you could qualify for personal care services.  He was receiving them.

In June, just this past June, North Carolina changed the law and said, from now on, to get personal care services in your home, you have to need assistance with three activities of daily living and you have to have a physician prescribe the need for the personal care services.  And Mr. Hall lost all of his personal care services.

Now, his situation was a particularly unfortunate one because his health deteriorated pretty quickly.  He fell.  He ended up in the hospital with a fairly prolonged hospital stay.  He could have gotten the personal care services that he was receiving if he would agree to go in to an adult care home.  In North Carolina, while they changed the rule forgetting personal care services in the home, they left the rule the same if you would go into an adult care home to get the service.  So there you could continue, and today, you can continue to get personal care services if you need assistance with two activities of daily living and an employee of the adult care home says you need the service.  So you don't have to have a physician certify your need.

Now, in North Carolina -- and I'm not sure if it's this way in other places, but in North Carolina, adult care homes are pretty large, congregate settings.  They're 80-bed up to 200-bed facilities.  So it isn't a four-bed residential-type setting that you would be going to.  It's institutional.  You really can't come and go as you please.  They use restraints.  They set mealtimes.  When you go somewhere in the community, you go in a bus with everybody else.  So it's an institutional setting, and Mr. Hall didn't want to go there.  And as you could see from his story, deteriorating, ending up in the hospital after a fall, he was really willing to risk a lot to stay out of that type of institutional setting.

So these two stories really illustrate what is going on with Medicaid cutbacks.  State Medicaid agencies are trimming home-based services, personal care services, home health services, medical equipment and supplies.  They're cutting back or eliminating transportation services.  They're really focusing in on these items to try to save money with the economic recessions that are going on.

We brought, along with others, lawsuits in both of these states, and we've ended up with injunctions.  And I want to just go through the Medicaid statutes that the courts are enforcing here, because they're ones that again, I think if you don't work with them already, when you hear them, you'll see that they really are good anti-discrimination provisions.  The first statute is one that requires state agencies to have reasonable standards.  And just to take Steve Hildbrand's situation, it really doesn't sound reasonable if on the day you turn 22 years old, you lose incontinence supplies because they are now a personal hygiene item as opposed to something that's medically necessary.  It's not really reasonable for you to go into an institutional setting and pay whatever the number would be that I don't know the name of more than it costs to get incontinence supplies at home.  That's just not reasonable.  And indeed that's what this court says.  It's not reasonable to cut it like that.  It just makes no sense.

There's also a requirement in the law, it's called compatibility.  It says that you have to treat everybody the same.  So if you have people with disabilities, people who are aged, blind, and disabled, you can't treat one group of them one way and another group another way.  You can't treat some people with disabilities in a way that makes it easier for them to get the service than you do others.  And that's what Mr. Hall's situation illustrates.  If you're a person with a disability in an adult care home, you're going to get the service on a less demanding standard than if you are living in your home to get the service.

Another claim that we brought, and this is one that I -- those other two are ones that have been litigated.  I'm not sure this other one had been previously.  There's a provision in the Medicaid law that says that if you are entitled to nursing facility care, then home healthcare is a mandatory service for you.  And home health services, mandatory services include medical equipment and supplies.  So in Steve Hildbrand's case, we argued that because he was a person with a disability, he automatically qualified for Medicaid.  He was what is called categorically needy.  Medicaid has to cover people like him.  And the state covered nursing facility services.  So he's entitled to nursing facility services.  He may not be applying for a nursing home today, but he is under the law entitled to those services should he need them.

As a result, we argued, he is entitled to home health services and thus medical equipment that he needs, medical equipment and supplies, which includes incontinence supplies.  And the court agreed.  The court said that on the face of that law, he qualifies.  So this is another reason why under Medicaid he gets the service and the state can't do what it was planning to do.

So reasonable standards, compatibility, and mandatory home health are three really important Medicaid laws that prevent discrimination in healthcare.  Now, as I mentioned, both of these cases had an ADA component.  It's an obvious one.  If you go to the institution, you get it; if you agree to live in a segregated setting, you'll get the service.  You don't get it if you want to stay in a home or community setting.

Another example of a case that we've had recently involves a child named DW.  He lives in West Virginia.  He has a number of really serious disabling conditions, a number of behavioral health conditions.  In West Virginia -- is anybody here from West Virginia?  The state, in -- I guess you would literally say the closing moments of the Bush Administration got a waiver, special permission, to set up a different kind of Medicaid program.  And what it did was move most everyone into a managed care plan.  And I'm not wanting to be saying that managed care is a bad thing, but managed care can be a bad thing.  And in this situation, what happened is that these children, like DW, were enrolled in managed care plans that weren't familiar with the Medicaid requirements for covering services for children.  And so he went into this plan.  He wasn't getting screening under mandatory Medicaid service called EPSDT, early and periodic screening diagnosis and treatment.  Every president should destroy tapes.  That's how we remember the letters in order.

(Laughter.)

Every child gets periodic screening, dental, vision, including eyeglasses, hearing including hearing aids, dental, vision, hearing, and medical, including developmental and physical assessment.  Well, DW wasn't getting that.  And his family didn't even know what EPSDT was.  And I think it had a catchy name like smiling children or healthy families or something like that and they did not know what it was.  So it was on the books but not doing what it should do.

He actually ended up, we came to know of him because he ended up being handcuffed and removed from school because he was having a problem at school.  They wouldn't let him go back to school, so we then became involved.  And of course we were saying, there's that issue of the school, but there's also this issue of, if he had been getting what he was entitled to through EPSDT, that is periodic screening to identify health and developmental problems, then he also would have been getting through EPSDT the treatment that he needed.  And under EPSDT, you get a really broad array of treatment services, both home- and community- and institutionally-based services if they're needed to correct or ameliorate the problem that you have.

And so what we did in this case was to say, you can have your system, but you can't ignore EPSDT.  You have to inform families of it.  You need to train providers about what it is.  And you need to make sure that children are getting in for the screening services that they need and are entitled to.  Managed care soups up that requirement that much more because in contrast to fee for service, which we like to say is a hunting license to go out and hunt for a provider who will take Medicaid rates, when you have a managed care setting, the health plan is being paid ahead of time to provide you the services that you need when you need them so long as they're listed in the contract.  So here, we were arguing, DW is in this plan.  He doesn't know what managed care was.  He's not a smiling child.  He's decompensating.  He's not getting what he needs.  Meanwhile, this plan is getting paid a certain amount of money per member per month and not doing what they should be with it.

In all those cases, we obtained injunctions that stopped the state from doing what it was doing.  I'm not going to say that it's easy once you get an injunction, it all goes away.  It certainly doesn't and I'm sure all of you who do this kind of work are well aware of that.  But it does help change the dynamic.  Medicaid is a really important component in the fight against discrimination and healthcare, which is why I want to close with talking just for a couple minutes about the case that's pending before the Supreme Court right now.

In late March, the Supreme Court heard oral argument over three days on four issues.  The issue that has been getting a lot of attention is the individual responsibility requirement, also known as the individual mandate requirement.  It is the part of the law that sort of anchors or makes the heart of the Affordable Care Act work, the heart of it being the requirements that insurance companies issue insurance policies and price them at an affordable price.  So it's guarantee issue and community rating.

And that's the part that's gotten I think a lot of the attention.  I'm not saying that it's not really important.  It is quite important.  But there are some workarounds that can be used if the individual mandate fell as the anchor for making guarantee issue and community rating work.  You could use required enrollment, just annual enrollment periods.  That would be one example.  Just so that people would be afraid to go naked for a year.  And so they would come into the coverage.

So there are some workarounds there.  Wouldn't be as good probably as what the individual responsibility requirement is to do.  It's worked in Massachusetts.  But there are workarounds.

One of the issues that the court considered was the constitutionality of a provision in the law that expands Medicaid.  It makes people who are not disabled, not elderly, adults essentially, with incomes up to around 133% of the poverty level eligible for Medicaid.  And this provision has really not gotten a lot of -- not the kind of attention that the individual mandate did.  26 republican governors and attorneys general are arguing that this Medicaid expansion for this group of people is unconstitutionally coercive, that Congress didn't have the authority under the spending clause to enact this provision.  They are saying that the financial incentive to participate in Medicaid is just too great for the states to walk away from, and they're relying on dicta in a couple of Supreme Court cases that said that the inducements that are being offered by a program like Medicaid could be so coercive as to pass the point at which pressure turns into compulsion.  Those were essentially statements, phrases, made in two cases.  The Supreme Court has never applied the coercion doctrine or formulated a coercion doctrine.  No circuit court has formulated or applied a coercion doctrine.  The 11th circuit Court of Appeals in this case found that the Medicaid expansion was not coercive.  Not surprising, it pays for the expansion 100% federally funded for the first year and 90% thereafter.

Nevertheless, four justices were interested in this enough, at least four, in this provision to want to hear it and get argument on it.  And so it is very much in play as part of this case whose decision we expect in June.  If the Medicaid expansion is held to be unconstitutional, it is really hard to see how the court could draw a line that would not sweep not only this provision along with it but much of the remainder and perhaps even all, as Justice Breyer pointed out during the oral arguments, of the Medicaid Act.  It is hard to see how it would not also sweep along other programs that are similarly constructed that affect education, transportation, prisons.

So I want to just I guess I want to do something and can't, because they are going to do what they're going to do.  But let me just say that if the Medicaid expansion falls, it is going to take away a lifeline for 16 million Americans who would get no coverage.  It would have to affect the lifeline that is affecting millions and millions of other Americans who are depending on Medicaid right now.  It is going to affect the insurance industry, because most of these people are going to be enrolled in private managed care plans.  It's going to affect hospitals, because they're going to have to bear uncompensated care that would have been paid for by the Medicaid program.  It's going to affect the states.  13 of whom wrote a brief supporting the constitutionality of the Medicaid expansion.  This is a highly political situation.  I was able to go to the oral argument, and I thought I was sitting in Congress by the way the questions were being asked.  It was highly political.

So I guess in closing, I would say that these are very difficult times.  We don't know what's happening half the time.  I don't know that we ever have.  But we certainly don't know what's happening half the time now.  But, as we stand here today, Medicaid has a number of provisions in it that protect against discrimination in healthcare and aren't meaningful if they're just written on paper.  They have to be enforced.

(Applause.)

MARC MAURER:  Splendid beginning for this panel.

Now, here is Silvia Yee.

SYLVIA YEE:  When I was growing up in Canada, there were those very rare occasions when my first generation Chinese father and I would butt heads about something or other.  During those discussions, my father, who refined his fluent English by going to movie theaters a lot as a young man in the '20s, would sometimes feel compelled to shake a finger in my face and ask, "Who do you think you are?"

I actually would like to use this question as a way to frame my discussion of disability discrimination in healthcare, within the context of this year's tenBroek symposium theme, disability identity and the disability rights movement.

In the U.S., disability rights are generally recognized as hard fought civil rights.  When I first started working at DREDF in 2000, I often heard my directing attorney explain to people that we only did disability civil rights, not benefits.  By that she meant to explain that we don't generally do individual administrative appeals for federal or state welfare benefits.  Instead, we focused on impact litigation brought under such recognized cross disability civil rights statutes as the Americans with Disabilities Act or section 504 of the Rehabilitation Act.

In addition to the type of case, however, she was also drawing a distinction between laws that are primarily aimed at redressing discrimination and prejudice experienced by people with disabilities.  I'll call them level playing field laws.  And existing laws that in practice, if not necessarily specific intent, provide many people with disabilities with the material needs of existence.  Income, affordable housing, healthcare services, etc.

This distinction underlaid our work for a long time.  For example, we brought a case against the U.S. Social Security Administration, but it was not a case about benefits per se.  It didn't directly question SSA's qualifying standards for benefit payments or whether the benefits comprise an actual living wage.  Rather, it was directed at getting notices and information in alternate formats for beneficiaries and applicants with visual impairments, because inaccessible formats are a critical barrier to equally effective program participation.  Our case was about leveling the playing field.  Over the last few years as I have been working more in the area of disability healthcare discrimination and policy for people with disabilities, I have been wondering if this underlying distinction and what has been a fundamental distinction at DREDF between rights laws and benefits laws continues to make sense.

I will be looking at disability discrimination in healthcare using three different lenses.  This is useful for my purposes, using three ways to examine healthcare discrimination.  The first involves the physical and programmatic accessibility of healthcare delivery and services.  This is the category that is most linked with traditional civil rights laws.  We know from published qualitative research, patient focus groups, anecdotal evidence, and a case settled in 2001, as well as our own work in this area, that healthcare remains inaccessible, from health plans that don't have benefit information and notices in alternate formats, from providers that refuse to provide ASL interpretation, to insufficient appointment time allow a person with a developmental disability to communicate and follow directions.

I'm going to focus today on the area of high equipment because I think of it as a discreet area that combines physical accessibility issues and programmatic issues.  By that phrase, I use it as a shorthand for issues concerning the need for modified policies, practices, and procedures.  Since most diagnostic and exam equipment is not designed for independent use, the effectiveness depends in great part on staff training, exam room and diagnostic booking procedures, the availability of trained lift assistance policies, etc.  Equipment issues also overlap with problematic provider attitudes and prejudice.  For example, OB/GYNs who don't think women with disabilities engage in sex or don't feel they need full examinations or pap smears and can more easily dismiss women from the exam table.

A provider that lacks accessible equipment such as exam tables and scales is unlikely to be offering equally effective healthcare to people with a wide range of mobility, musculoskeletal, and balance impairments.

In California, managed care plans are required by the state to administer a facility site review, the FSR.  And they have to administer the FSR to all their network primary care providers.  The FSR had little to do with accessibility originally.  It measured things like the temperatures where medication was stored.  Plans often used nurses to go around and administer the FSR to providers, who would have to undergo the FSR when they first joined the plan and every three years.

In 2000, a couple of disability consultants started to work with four Medicaid managed care plans to develop a 55-item physical access survey to add to their FSR process.  Beginning in 2006, when one of these plans, which is when these plans started administering the FSR -- sorry.  Beginning in 2006, once one of these four plans was administering the FSR, they started adding in the 55-item minimum access surveys as well.  And a fifth was added later on.

DREDF and a close colleague from Syracuse University recently drew on this data to get the first hard data on the architectural accessibility of a large number of provider offices.  So this is data derived from reviews of over 2300 primary care provider facilities in California, serving about 2 and a half million Medicaid enrollees and a non-known number of non-Medicaid patients.

One question related to height of exam tables and accessible weight scales.  The data gathered gives us a good picture of accessible medical equipment.  The results for the medical equipment will not shock anyone here, but they have still a little stunning.  Previous published literature found that accessible tables were found in 17% of offices, but those with studies with small numbers of participants.  40 in one study.  Using sites that had self selected or volunteered.  From the California surveys, we found that 8.4% of provider sites have a height adjustable exam table.  And 3.6% have an accessible weight scale.  Oddly enough, the rural provider offices did better than the urban ones, which was a little bit surprising.

We're talking about tables and scales.  The two most basic pieces of equipment used in any routine patient visit.  Also keep in mind that these are in California, some of the old estate disability laws in the country.  Arguably some of the most enlightened attitudes about civil rights.  And some of the newest architecture.  I doubt that the situation with regard to medical equipment is better anywhere else in the country.

So what are the alternatives when accessible tables and chairs aren't available?  Well, wheelchair users are examined in their chair or offered a rug on the floor.  Individual patients and medical staff risk injury in lifts, or patients are just turned away and told to bring someone to lift them the next time.  Medication is administered to people according to an obsolete 20-year-old weight measure, or patients are weighed on laundry scales, which has happened to a colleague of mine.  The fear and indignity experienced by people with disabilities in the face of these alternatives discourage preventive exams.  Title III of the ADA applies to places of public accommodation such as a professional office of a healthcare provider.  An individual who uses a wheelchair and visits a provider for healthcare services who is not given the use of a height adjustable table if she needs for an independent transfer is not offered assistance or cannot be safely transferred to the inaccessible table and is given an examination in her chair has the right to sue that provider because she has not been given an effective equal service.  She has likely also not been weighed.

How effective is it, though, to sue one provider at a time?  And even the wheelchair user who wouldn't Bach bringing a dozen cases against those providers may not want to sue his own personal doctor or the specialist from whom he needs treatment.  Where else will he go, though, when 92% don't have these tables and weights?

These smaller practices and clinics are often owned by a physician or physician group.  For me, this is like small businesses, insulated and highly individualistic.  They tend to listen only to other providers or medical associations.  And they can be a very powerful lobby.

Also, in some ways, healthcare is the worst arena for the application of disability civil rights.  It is, after all, the cradle of the medical model of disability.  Providers can assume they know all about people with disabilities because they are trained in how to fix and treat disabilities.  But they are not nearly as well trained in how to maintain health and function and respect the dignity of people who have impairments that are not "fixable." As professor pen doe pointed out in her article, healthcare professionals have attitudes that are as negative or more negative attitudes of people with disabilities than the general public.  It has been found that, quote, in a survey study of attitudes of 153 emergency care providers, only 18% of physicians, nurses, and technicians imagined they would be glad to be alive with a severe spinal cord injury.  In contrast, 92% of a comparison group of 128 persons with high level spinal cord injuries said they were glad to be alive.

This is an older study, before 2000, but I doubt that provider attitudes have changed that much.  So if you have to go to the ER with a spinal cord injury, maybe this provider belief is reassuring.  But if you go to the ER as a person with a spinal cord injury, it's not nearly as reassuring.

Let us be really clear.  Healthcare providers may not intend to discriminate or hold active malice, but just as with small business owners or small hotel owners with pools, ignorance and willful blindness are no excuse.  Inadequate examinations lead to failures to diagnose, worsening health, reduced function, and possible institutionalization and death for people with disabilities who cannot obtain the care they need.

All civil rights are high stakes, and disability civil rights definitely fit the mold.

Next I would like to look briefly at disability discrimination through the lens of healthcare reform and specifically the Affordable Care Act just very quickly.  The ACA does explicitly incorporate anti-discrimination laws in its provisions.  They also require adherence to the requirements of the federal statutes as well, but overall the ACA is not thought of as a civil rights statute.  It's clearly considered to be a healthcare law and criticized as such, seeking reform and expansion of such longstanding health programs at Medicaid.  Yet I would like to draw attention to two particular provisions of the ACA that fit the disability civil rights mold pretty handily.  The first is section 4203 of the Act which directs the access board to develop standards for accessible medical equipment used in healthcare settings, including examination tables, chairs, weight scales, mammography equipment, X-ray machines, and other radiological equipment commonly used by health professionals.  In fact, the access board has issued those standards and a call for public comment is due June 8th.  Those standards aren't law, but the DOJ has previously issued an AMPRM related to accessible medical equipment on the anniversary of the ADA in 2010 and is also a member of the Access Board.  There is an expectation that the DOJ will adopt the recommendations of the Access Board and go on to develop scoping requirements that the Access Board did not.  While we can't predict when this will happen, its occurrence and even the steps that have been taken so far give persuasive weight to lawyers involved in lawsuits suggesting the absence of accessible equipment.

The other section I would like to highlight is section 4302, as opposed to 4203, and it concerns data collection.  It calls for additional information related to specific known barriers to healthcare that affect individuals with disabilities and that contribute to the health and healthcare disparities they experience.  Funnily enough, the data collection standards include a requirement to survey healthcare providers and as one of the things they need to find out, the number of providers with accessible equipment to meet the needs of individuals with disabilities, including medical diagnostic equipment that meets minimum criteria.

The bad news is that section 4302 does depend on HHS having funds.  They are not appropriations clearly connected.  And HHS's notice of proposed rulemaking related to implementation of this section did not have an identified plan for how this data would be obtained.  But this is possibly where our next lens could come into play.

The third and final lens relates to new and exist willing authority given to the centers for Medicare and Medicaid to waive the general Medicaid and Medicare rules.  So very briefly.  I'm very nervous doing this in front of Jane Perkins actually.  It's like, oh, I'm talking about healthcare law.

Beneficiary freedom of choice is the ability to go to any provider who will take your insurance as payment, the hunting license that Jane was talking about.  It's a basic Medicaid and Medicare requirement.  So states could require a Medicaid beneficiary to enroll in managed care plans.  The ACA created a new office with MCMS, the centers for Medicare and Medicaid, which has additional authority to waive freedom of choice along with other requirements for Medicare beneficiaries.  This enabled the new office to encourage and financially incentivize states to create new financing systems for approximately 9 million people nationwide who are duly eligible for both Medicaid and Medicare.

For a state like California, just to go briefly into the dual eligible states, there are people often described as the poorest, sickest, most vulnerable and most expensive individuals enrolled in public healthcare.  These are all adjectives that make disability rights attorneys cringe.  They include seniors, many of whom have disabilities, and younger people with disabilities as well.  For a state like California that has long invested in managed care, that is in the midst of a budget crunch and is convinced that capitated managed care payments are the way to save money and provide better coordinated care, mandatory managed care for seniors and people with disabilities is the ticket to the future.

Wait.  What does getting into the weeds on Medicaid and Medicare have to do with disability civil rights?  People are trying to curtail our ADA rights and keep us out of swimming pools.  Well, plenty.  If we're talking about the fact that in California, the state is proposing putting a decades old consumer drink in home supportive services clause in their plans.  This means housekeeping and personal assistant services that allow many people with disabilities to stay safely in the community.  And they are primarily Medicaid funded.  Olmstead is a legal right to get out, but in California, IHSS has been critical to sustainably staying out.  People with disabilities and anyone in California who believes in Olmstead knows that there is a tremendous risk to having managed care organizations who have little or no experience with home- and community-based services.  And a background in delivering healthcare to mostly healthy families and children, to putting these organizations in charge of IHSS.  There are plenty of other risks too.  Preserving continuity of care, critical to people with disabilities.

At the same time, there is an extremely interesting opportunity here.  If managed care organizations become the single entity that is financially responsible in a given area for both home- and community-based services and institutional care, we will have created a pretty direct way to rebalance the traditional public healthcare bias towards institutional care and nursing homes.  Most managed care companies and organizations will figure out, and a number already have, what the disability community and Olmstead advocates have said for years.  It is less expensive to provide people with disabilities with services and supports to live in the community than to institutionalize people with disabilities.

You can call it theory of the reptilian managed care company.

(Laughter.)

Moreover, there is at least one additional opportunity presented by the movement to managed care.  In June of last year, California started implementing a waiver obtained from CMS that placed 850,000 Medicaid eligible seniors and people with disabilities into mandatory managed care in 16 counties.  The lead up to this involved a lengthy process of consumer and advocate input and negotiations with the states that actually achieved a couple of interesting things.  For example, there are provisions in the waiver terms and conditions granted by CMS that relate to the need for physical and programmatic accessibility in the provider network.  A more refined version of the 55 item physical access survey that the mentioned before is now a required part of the facility site review, required by the state, for all plans participating in the waiver of the information obtained is supposed to be placed on the plan's web pages, made available to patients.  And yes, the web pages are supposed to be accessible.  So a beneficiary should be able to phone or check the website to check accessibility of providers they're looking for.

While I've been -- and the downside of courses is that the state monitoring and enforcement of those requirements, those provisions in the standards and conditions, are not as strong and it's something we have to continue to work on.

So while I've been speaking primarily about California, the managed care lens applies to many of the 12 or so states that have taken up CMS's challenge to create accessible programs.  And the fact that managed care has done accessibility surveys in California shows that it can be done in other states.  Is this civil rights?  It doesn't fit the traditional mold.  Is this only about getting benefits?  And yet it has the capacity to systematically improve accessibility in individual provider offices without suing everyone.  Or at the very least, it has the potential to get a big pool of information about provider accessibility that could be subject to a public records act request, because the plans directly contract with the state.  And it has the capacity to affect farther reaching support than any single Olmstead case.

So people with disabilities and their advocates and lawyers have had to work very long and very hard to try and dispel stereotypes.  We live in the community.  We hold jobs.  We shop.  We see movies.  We dance.  We go to restaurants.  We travel.  We have spouses and partners and children.  We aren't all sickly and unhealthy.  We aren't all on public welfare.  And we can and do lead damn good lives.  This is all true.  

And yet it is also true that people with disabilities are disproportionately poor.  One 2009 study found that quote people with disabilities account for larger share of those experiencing income poverty than people in any single minority or ethnic group, or, in fact, all minority, ethnic, and racial groups combined, end quote.

People with disabilities who are employed and those on public healthcare programs also tend to have high out of pocket healthcare expenses such as personal assistance, durable medical equipment, and supplies that simply are not sufficiently covered by insurance or at least affordable insurance or insurance provided through one's employment.  People with disabilities often could not afford to live in the community without such benefits as Medicaid, home- and community-based services, food aid and housing assistance.  Some people with disabilities can independently handle the heavy demands that come with their impairments, and some people with disabilities need assistance.  Some have a network of family, friends, and financial means.  And many do not.

Can we integrate all of these facts and insist on a leveling playing field, while also demanding a place at the table as benefit recipients?  The ground feels far less steady here.  Not so level.  But it's critical ground for us to defend as a community and as advocates.  Who do we think we are as disability attorneys?  As a disability community?  And take away the pointing finger.  Are we only about getting a level playing field?  What if that playing field, one where healthcare is privatized and for profit, where health insurance is profoundly and inexplicably linked to employment?  I told you I was Canadian, right?

(Laughter.)

Where the public loves the idea of a universal public safety net but hates the idea of paying for it.  And where public culture idolizes youth and public perfection.  Where this playing field is unfriendly for many people with disabilities.  Those who are poor, those with mental disabilities, those with multiple chronic conditions, those who are seniors and have acquired disabilities and worked all their lives in jobs where they simply could not save the amount needed to retire comfortably and well.

I am not calling for an either/or approach here for choosing between what we have long accepted as civil rights litigation and involvement and benefits policy work and litigation.  Or for choosing between telling the stories of powerful, fully integrated individuals with disabilities and the stories of low income people with disabilities who are one state or federal budget cut away from institutionalization.  As much as we may have felt a need in the past to distance ourselves from being poor, vulnerable, needy people with disabilities on public benefits, who we are as a community encompasses the stories of those counted successful in the world as well as those the world dismisses as failures.  And all the myriad stories in between.  Who we are as disability lawyers increasingly must encompass both civil rights and benefits work.  I don't necessarily mean that the same people must do all the work.  My father used to admonish me to not be a woman with 100 knives, all of them dull.

(Laughter.)

It's a great way to school your children, those Chinese proverbs.  No one person can do everything.  But at least we can equally value and celebrate the full gamut of disability rights work that we do.

Thank you for the opportunity to be here.

(Applause.)

MARC MAURER:  Who we think we are has been at the heart of what we've been talking about for the last day and a half.  If I had to answer that question, I would say we think we're the people who are going to determine our future and all of those other people who think that they're going to take care of it for us better watch it.

Are there questions?

AUDIENCE:  I have a question, if I may.  Jane, I'm not going to ask you to explain or show me why Missouri would rather spend $3,000 a month than $86 every few weeks, but why are they approving Medicaid waivers that are clearly in violation of Olmstead?  What can we do about that?

And Sylvia, the failure of medical facilities and physicians to accommodate people with disabilities, why hasn't it not given rise to more good old-fashioned medical malpractice suits because of the failure to practice standard of care medicine?

JANE PERKINS:  Well, in terms of the CMS question, this has been a very frustrating three or so years.  Sometimes I feel like with friends like these...

(Laughter.)

I believe that the -- I think it's important to CMS to keep the Affordable Care Act moving forward and keep states moving forward in setting up exchanges and doing all the vast and complicated things they're going to need to do between now and January of 2014.  So I think that it means that they're really working hard to reach compromise and to, where possible, let the state do what it wants to do.  And that has caused the kind of friction that you're referring to.

The one thing that I will say that we are excited about is that in the last couple of cases we've been working on where CMS has approved the state to do whatever it was the state was asking for, it has included a line in the approval that says that this is not to be taken as a finding that the state is in compliance with the Americans with Disabilities Act.  And that lets that then develop and proceed.

So I think there is a little bit of a silver lining.  I think also we've had good work, good results in terms of limiting waivers to precisely what it was that was approve sod that when the state gets it and thinks that they then have carte blanche to then go do what they want to be do rather than what the waivers gave them permission to do.  We've been able to get courts to say, no, you've been given permission to do this one thing, so to now be trying to do more than that is violating your waiver.  But obviously I don't have a good answer to that.  Come to our conference and ask Cindy Mann.

SYLVIA YEE:  I actually think there probably have been a number of disability-related actions, good old-fashioned malpractice, but it's actually very hard to find that out without going into every case and trying to figure out the reasons.  So if you're -- I remember reading about a case where an older woman with a mobility disability was placed -- was transferred because it wasn't an adjustable table, was transferred on to a table and just left there.  So there were no supports or straps on the table and apparently she fell off and was injured.  It would be a lot easier to bring that as a medical malpractice case than a case under the ADA honestly.  So it would be characterized as that, filed under PACER and you can't find out whether it was related to disability unless you go into every case.

MARC MAURER:  Now, why does CMS resist putting Braille on medicine?  Why does CMS not require devices like insulin pumps to be accessible nonvisually?  Do you have any insight there?

JANE PERKINS:  I think it gets back to the same answer as why Missouri would eliminate incontinence supplies.  It's the financial.  It's the cost question.

MARC MAURER:  You can buy at least -- well, I knew a dog once named Stupido.  Comes to mind.  I don't know why.

(Laughter.)

Questions?

AUDIENCE:  I have a question for both presenters.  One accessibility issue that comes up a lot is nursing practice acts and whether home health aides can do certain care.  It's usually governed by state law, and as far as I know, the ACA doesn't address it.  Do you all have any thoughts about how to make home health care accessible in that regard?

JANE PERKINS:  You're not from Tennessee, are you?

AUDIENCE:  I'm from D.C.

JANE PERKINS:  We had a case in Tennessee, Crabtree versus Goetze, and the states imposed a six-hour limit on private duty nursing which was cataclysmic to our clients.  They had that very situation, and that is that the state practice law was one that required an RN level or LPN level licensing.  And when a lower level of licensing or licensure would be able to certainly achieve the -- to provide those services well.

That is not something that -- I mean, we had to do a workaround because you get out of Medicaid and into licensing.  I don't know that the home health field is like this, but for example, dentists are very protective of their domain and don't want mid level professionals doing something they can do.  So I think the problem is it's a state by state thing.  It's where licensing clashes with Medicaid coverage standards and the state of the art in terms of who can do what.  But you certainly have states -- I think Texas is one that has a broader licensing standard.  And perhaps -- I can't believe I would say Texas could be a model.

AUDIENCE:  Right.  Usually you have to bring these claims under the ADA.  Right now state by state.

JANE PERKINS:  Well, we actually did bring our case under the ADA and we're still unable -- maybe you've been able to.  We were unable to get a workaround using the ADA.  The state ended up passing this law that restructures community-based services and it kind of dealt with it in there, but the state ultimately had to deal with it.

SYLVIA YEE:  I don't know anything in the ACA that addresses that.  Before you mentioned ACA.  DREDF dealt with this in the context of the nurses’ license act, in the context actually of education, and the conflict between school nurses and having anyone else assist a child with diabetes.  Brian Dimmick right behind you could tell you more about that case.

AUDIENCE:  I worked there before, so I'm familiar.

SYLVIA YEE:  In the healthcare context, it's odd.  But in California, it seems like the kind of work that the IHSS workers, in home supportive services workers, everyone just assumes that there's an exception.

AUDIENCE:  What we see in D.C. mostly is the individual with the disability works out of private arrangements with their aides because in D.C., they're not supposed to do bowel and bladder care, even put a pill in your mouth, no insulin shots, even blood glucose testing.  So it's always these private arrangements, you can leave early if you help me with this, which makes it hard for lawyers to enforce it.

SYLVIA YEE:  Federally it does come up as well.  It came up recently in the Department of Labor putting out an amendment to the Fair Labor Standards Act concerning the exemption, a whole big issue in itself, but it codified or formalized a definition of medical chair and what the companion could not do.  And it was extremely restrictive.  Yes, all of those things, including repositioning somebody or turning them over.  That was considered.  So in DREDF's common letter on that amendment, we refer to that definition as unacceptable.

MARC MAURER:  Other questions?

And I have been neglecting this, but if you could tell me who you are, that would be good.

AUDIENCE:  Sorry.  Victoria Thomas from the D.C. P and A.

JANE PERKINS:  One thing, on the ACA, there are a number of provisions that are looking toward workforce development and having states do demos and things of that nature.  And there may be some play in those with a willing state to get things going.  I think with those, those are two real issues, funding them and also they could go down with the mandate if the court finds that nothing from the ACA is severable.

AUDIENCE:  So those are training programs for aides?

JANE PERKINS:  Well, the state would have discretion on how to put a program together.  It could be home health aides.  It could be dental.  It could be getting doctors into rural areas.  So it would just be a lot of flexibility for getting a state to move forward on one of those workforce development demos.

MARC MAURER:  Other questions?

AUDIENCE:  Hi.  Leslie Salsman from Cardozo Law School in New York.

We are about to see the move of our entire long term care services into managed long term care.  And I'm just wondering if you can point to models that have been successful in maintaining people in the community, especially when they have high levels of need for personal assistance and home health services.  Are there any?

JANE PERKINS:  I can't -- I mean, in what we've been -- I work mostly with Medicaid and have just had one case where it was involving people who were duly enrolled and that was in Wisconsin.  That seemed to work pretty well, unless -- you know, you can disenroll people and say that they now are at an institutional level and can no longer -- and it seemed like that was an out that was used when if you had looked at it on paper, you would have thought it didn't happen, but I think that Wisconsin, it was a waiver.  And I think it had some good features to it.  So I would look at Wisconsin.

SYLVIA YEE:  Yeah.  There were a few, and it tended to be very specialized, waivers for a small group of people.  And often working with a very particular population, like people with spinal cord injuries.  So extracting from that for a larger population is difficult.  I guess there are the PACE programs that people could look at.  It's hard to think of much else beyond that.

MARC MAURER:  Are there other questions?

AUDIENCE:  One more.

MARC MAURER:  Yes.

AUDIENCE:  I am David Heinzfeld with AAPD.  I really haven't mastered the interaction of Olmstead with Medicaid.  There's sort of a general tag line out there that Medicaid, it's mandatory for a state to provide institutional care but it's optional for them to provide home- and community-based care, yet there seem to be these lawsuits under Olmstead forcing the state to provide more home- and community-based care.  Is Olmstead a limitation on what a state can do under a Medicaid program?

JANE PERKINS:  Well, let me just say, I think that Medicaid does require home healthcare for people who are entitled to nursing facility care.  I think it's just a provision of the law that hasn't really been used and enforced.

In terms of Olmstead, where a state has obtained a waiver or special permission to implement home- and community-based services on a limited nature, on a limited scale, the state can put caps on the number of people who qualify.  Say 2700 people will get this waiver service.  And I think the way that -- and there are some people sitting out here who can correct this, but I think the way that it sort of has fallen out at this point is that if you have permission to cover 2700 people and you're covering 2,000 people, then there is an entitlement for 700 more people to get into that waiver.  The state has to implement the waiver to its fullest under Olmstead, but that once you hit the 2700, there are questions as to whether or not you could use Olmstead to require a state to add additional slots.  There's certainly not a Medicaid argument that the state would have to add additional slots.  And I think then the fight would really be on.

I can't think of a case that has actually at the end of the day required a state to add waiver slots.  I mean a court ordering it as opposed to people agreeing to it.

AUDIENCE:  Nathan versus Hawaii?

JANE PERKINS:  I don't think they were ever required to do it.

AUDIENCE:  Court said they could be required.

AUDIENCE:  So the concept that home- and community-based services are optional under Medicaid is a little misleading?

JANE PERKINS:  I think it is misleading.

AUDIENCE:  It's optional but you can put a cap on it.

JANE PERKINS:  No.  I think home health services for those entitled to nursing care services are not optional.  I don't think you can put a cap on it.  But I think that for these home- and community-based waivers, which is where a state is getting special permission to really have a comprehensive or attempting a comprehensive home-based plan with case managers and an individualized service plan, that is one that states have typically put a cap on.

And Leslie, there is a -- Kaiser just came out with something on models to integrate.  So go on to Kaiser's website.  It's from August.

MARC MAURER:  Jane and Sylvia, I appreciate your coming and presenting on this topic.  I know less about this one than some of the others, so I am glad to be filled in on this.  And your insights have been useful and valuable today.  Thank you.

(Applause.)

In the early 1960s, Dr. TenBroek put a program together that he called the law of the poor and he invited people to come.  He said the law for rich people and the law for poor people are significantly different.  At the same time, he wrote a book in which he considered the law dealing with disability.  Title of it is "Hope Deferred." I am pleased to say, Dr. TenBroek would know that although it has been deferred, not quite as much now as it was in the early 1960s, and it has to do with the people who come to this seminar.  It has to do with the folks who decide that disability is not a badge of shame.  It has to do with the notion that people have decided that folks with disabilities are going to have the capacity to manage their own lives and do their own thing.  It changes when we get together.  I appreciate very much all of you being here.  I look forward to the next one we do.

We're now adjourned.

(Applause.)

>> For those who registered for the disability bar association conference this afternoon, you are invited to step into the dining room for lunch.  That is through the doors in front of which I am standing.  And if you go in there, there will be a buffet line.  We look forward to serving you lunch there.  And Lou Ann will be out there to show you it's just down the hall.  
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